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FOREWORD

DIRECTOR GENERAL OF HEALTH, MALAYSIA

It is with great honour that | present the National Standards for Palliative Care, a significant
advancement in Malaysia’s commitment to reducing health-related suffering and ensuring
that all individuals affected by serious illness receive care that is compassionate, holistic,
and of the highest quality.

Palliative care is not limited to the final stages of life—it is essential throughout the course of
serious health conditions, addressing the complex physical, emotional, psychosocial, and
spiritual needs that arise from health-related suffering. These standards are designed to
guide the development and delivery of palliative care across all levels of the healthcare
system, ensuring consistency, equity, and dignity in care for patients and their families,
regardless of diagnosis, age, or care setting.

This document is the result of extensive collaboration among healthcare professionals,
policymakers, academics, and representatives from civil society. It uses an evidence-based
approach to align with international recommendations, while reflecting Malaysia’s cultural
values and healthcare realities. The standards provide a structured framework for
strengthening services, guiding clinical practice, and promoting the integration of palliative
care into mainstream healthcare. It supports continuous service improvement through
benchmarking.

The Ministry of Health views palliative care as an essential health service and a core
component of universal health coverage. These standards will serve as a foundation for
expanding access to quality palliative care and ensuring that people living with serious
illness do not suffer needlessly but are supported with care that affirms their dignity and
improves their quality of life.

| extend my sincere appreciation to all who contributed to the development of this landmark
document. Let it be a testament to our shared vision: a healthcare system that not only treats
illness but alleviates suffering in all its forms.

s >

Datuk Dr Mahathar bin Abd Wahab
Director General of Health, Malaysia



FOREWORD

DEPUTY DIRECTOR GENERAL OF HEALTH (MEDICAL), MALAYSIA

The launch of the National Standards for Palliative Care, Malaysia marks an important step
forward in our national commitment to delivering high-quality, compassionate care to
patients facing life-limiting illnesses.

As the division entrusted with overseeing hospital care services across the Ministry of Health,
we recognise the increasing importance of integrating palliative care into mainstream clinical
practice. Advances in modern medicine have extended life expectancy, but they have also
brought a rising burden of chronic diseases, cancer, and frailty. Patients experience
significant health related suffering. In this context, the provision of palliative care which
addresses their complex needs and enhances quality of life is an essential component of
comprehensive, person-centred healthcare.

These national standards provide a structured and evidence-based framework to support
healthcare teams in delivering palliative care that is safe, timely, and culturally appropriate.
They address not only the medical dimensions of care, but also the psychosocial and
spiritual needs of patients and their families.

| would like to express my sincere appreciation to the dedicated clinicians, institutions, and
stakeholders who contributed to the development of these standards. Your efforts reflect a
shared vision of healthcare that honours dignity, relieves suffering, and supports families
through some of life’s most difficult moments.

We remain committed to strengthening hospital-based palliative care services by supporting
capacity-building, interdisciplinary collaboration, and integration with primary care services.
| encourage all healthcare professionals and administrators to adopt these standards and
embed them into everyday practice.

Together, let us ensure that every patient, regardless of diagnosis or care setting, receives
the compassion, comfort, and respect they deserve.

Dato’ Indera Dr Nor Azimi binti Yunus
Deputy Director General of Health (Medical), Malaysia
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FOREWORD

DIRECTOR OF MEDICAL DEVELOPMENT DIVISION, MALAYSIA

It gives me great pleasure to introduce the National Standards for Palliative Care in Malaysia,
a landmark document guiding the strategic development of medical services within our
public healthcare system. This initiative aligns perfectly with the Ministry of Health's
overarching goal of achieving universal health coverage, ensuring every Malaysian receives
the care they need, when and where they need it.

Palliative care, as articulated in these standards, is a fundamental pillar of a compassionate
and resilient healthcare system. With chronic non-communicable diseases and an aging
population, the demand for comprehensive palliative care is growing exponentially. This
document provides a vital roadmap for how we, as a Ministry, will systematically embed
palliative care principles and practices across all levels of our public healthcare
infrastructure — from primary care clinics to major specialist hospitals.

Our focus will be on strengthening KKM units to deliver high-quality palliative care. This
involves investing in robust training for medical officers, nurses, and allied health
professionals to identify needs early, manage complex symptoms, and facilitate seamless
care transitions. We are committed to optimizing access to essential palliative medicines,
streamlining processes, and leveraging technology. Fostering strong public-private
partnerships will also be crucial for extending vital services.

This document represents our collective aspiration for a future where every Malaysian,
regardless of their illness trajectory, can live with dignity and receive compassionate
support. It is a testament to the Ministry of Health's dedication to evolving our medical
services to meet the complex and evolving needs of our people. | commend all those
involved in this meticulous and dedicated effort, and | am confident that these National
Standards will serve as a powerful catalyst for transformative change in palliative care
delivery throughout Malaysia.

—

Dato’ Dr Mohd Azman bin Yacob
Director of Medical Development Division, Malaysia
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FOREWORD

HEAD OF PALLIATIVE MEDICINE SUBSPECIALTY, MALAYSIA

It is with immense pride and a deep sense of commitment that | present the National
Standards for Palliative Care, Malaysia. This document marks a pivotal moment in our
nation’s healthcare journey, reaffirming our dedication to compassionate, high-quality care
for all Malaysians facing life-limiting illnesses.

Developed through rigorous Delphi consensus, these Standards reposition palliative care as
an integral component of holistic patient care, beginning from diagnosis. Our vision is to
elevate clinical excellence and ensure evidence-based care that honours individual needs,
values and cultural backgrounds.

Developing these standards has been a truly collaborative effort, involving diverse
stakeholders from public and private sectors, and non-governmental organisations. This
broad engagement reflects our shared understanding that palliative care is a collective
responsibility, requiring seamless coordination and a unified approach. Every voice, from
Ministry of Health (KKM) specialists to community care providers and private practitioners,
has contributed to shaping an aspirational yet pragmatic framework suited to Malaysia’s
healthcare landscape.

The indicators are designed to drive continuous quality improvement across all KKM units
and beyond. By establishing indicators for timely identification, holistic assessment,
coordinated care and patient-centered discussions, we are setting a new paradigm for
clinical practice. We are committed to equipping healthcare professionals with the
knowledge and skills to deliver a palliative approach to care — ensuring reduced suffering,
improved quality of life and dignified support throughout the illness journey.

This document is more than just standards; it is a testament to our unwavering commitment
to our patients and their families. It is a promise that clinical excellence in palliative care will
be the norm in Malaysia. | extend my heartfelt gratitude to everyone who contributed to this
monumental achievement, and | look forward to witnessing the transformative impact of
these standards on our national healthcare system.

-

b

Dr Fazlina binti Ahmad
Head of Palliative Medicine Subspecialty, Malaysia
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EXECUTIVE SUMMARY

Malaysia is progressing toward an aging population, and with it, a rising burden of non
communicable diseases. This demographic shift has created an urgent need for equitable,
comprehensive, and sustainable models of palliative care to address the complex needs of
patients and their families. This document, comprising the National Standards for
Palliative Care and a practical Implementation Guide, marks a significant milestone in our
national commitment to delivering compassionate and dignified care.

Our core vision is to ensure that all Malaysians affected by serious illness receive care that is
not only clinically sound but also compassionate, holistic, and dignified. This approach is not
limited to the final days of life; it is an integral part of the illness journey from the point of
diagnosis. The standards aim to alleviate suffering by addressing the complex physical,
psychological, social, and spiritual needs of patients, while also providing vital support to
their caregivers and families.

The establishment of these national standards is in direct alignment with the 2019 National
Policy and Strategic Development Plan, which identified this as a core strategy for ensuring
quality palliative care across diverse healthcare settings. This initiative was born from the
need to collaboratively engage a broad range of heterogeneous stakeholders to create a
common vision for excellence in palliative care throughout Malaysia, moving beyond
previous, often haphazard, models of service development.

This document's development began with a comprehensive literature review of existing
published international palliative care standards. The Singapore National Guidelines for
Palliative Care (2015) was identified as particularly suitable for the Malaysian context due to
cultural similarities and ease of use. We extend our sincere gratitude to our colleagues in
Singapore for their generosity and collaborative spirit in granting permission to adapt their
framework. Their pioneering work laid a strong foundation for the National Palliative Care
Standards Committee to tailor the guidelines to Malaysia’s unique healthcare landscape,
ensuring both relevance and feasibility.

The resulting standards were further refined and validated through a rigorous Delphi
consensus process, which drew on the insights of a broad-based panel comprising
generalist and specialist palliative care providers, as well as individuals with lived
experience. This inclusive approach ensured strong representation from diverse
stakeholders and enabled a robust consensus on indicators that are both contextually
relevant and practically feasible in Malaysia.



This evidence-based framework is a testament of our shared dedication to improve the
quality and accessibility of palliative care nationwide, grounded in real-world expertise and
shared values.

This guide provides a structured approach for enhancing palliative care services across all
levels of the healthcare system. It is built on four core domains:

e Patient Care: Emphasizing the timely identification of needs, coordinated care, and
holistic, patient-centered interventions.

e Caregiver Support: Recognizing the crucial role of caregivers and ensuring they have the
resources and support they need to cope effectively.

e Staff and Volunteer Management: Promoting a resilient and well-trained workforce
through ongoing education, self-care, and professional development.

e Safe Care: Establishing robust guidelines and processes to ensure the safe, ethical, and
effective delivery of all services, including the use of essential medicines.

These standards are intended to be aspirational yet achievable. They are not designed to be
punitive but rather to encourage broad adoption and voluntary participation in the
continuous pursuit of quality improvement. The implementation of these standards will
require a collaborative spirit from all stakeholders, including government bodies, healthcare
providers, educational institutions, non-governmental organizations and lived experience
experts, working together to overcome existing challenges and build a more integrated and
accessible palliative care system.

These National Standards and their accompanying Implementation Guide will serve as a
foundational tool for strengthening clinical practice, guiding service development, and
building a collaborative culture of continuous quality improvement. We encourage all
healthcare providers to embrace this framework as a means of transforming palliative care,
ensuring universal access to compassionate, dignified, and high-quality care for every
person in Malaysia who need it.



OVERVIEW OF THE NATIONAL STANDARDS FOR
PALLIATIVE CARE WITH IMPLEMENTATION GUIDE

The National Standards for Palliative Care, Malaysia—together with its implementation guide
—offer a clear, practical framework to support the delivery, evaluation and ongoing
improvement of palliative care services nationwide. This integrated document is designed as
a working resource for healthcare professionals and organizations, supporting service
development, education and training, research and quality improvement efforts in palliative
care.

Document Structure

This guide is organized into 4 key domains, each reflecting a core component of high-quality
palliative care. In total, there are 13 standards articulated across these domains, as detailed
in the table below:

o e

1: Patient Care Standard 1: Timely Identification
Standard 2: Reducing Barriers to Care
Standard 3: Coordinated Care
Standard 4: Holistic Assessment
Standard 5: Goals of Care Discussions
Standard 6: Patient-Centred Care
Standard 7: Care in the Last Days of Life

2: Caregiver Support Standard 8: Caregiver Support

Standard 9: Grief & Bereavement Support

3: Staff and Volunteer Standard 10: Trained Staff and Volunteers

AT Standard 11: Staff and Volunteer Self-Care

4: Safe Care Standard 12: Accessibility and the Use of Opioids

Standard 13: Clinical Quality Improvement
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How to Understand Each Standard

Each standard in this document begins with a clear statement of the core principles followed
by practical implementation details listed according to each indicator. This integrated
approach ensures that the objectives and methods are presented together for clarity and
ease of use. Each standard is structured as follows:

Standard Statement  This is the core principle or desired outcome for a specific
aspect of palliative care.

Rationale This part provides the evidence-based justification for the
standard, explaining its importance for ensuring quality care.

These are the suggested measurable criteria that
demonstrate compliance with standards.

Implementation Guide

Explanatory Notes Definitions and explanations of key terms.

Indicators

Good Practice Suggestions for effective practices and approaches that
providers can adopt to achieve the standard's objectives.

Suggested Indicators These are measurable evaluation criteria such as audit
metrics with numerators and denominators, or existing
documentation that demonstrate compliance with standards.

Suggested Tools &  Alist of useful tools, methods, and external resources to

Resources for each assist with implementation, assessment, and training. This

Indicator list is not exhaustive — services may adopt other approaches
that suit their local context.

Provider Classifications

To ensure relevance across Malaysia’s diverse healthcare landscape, this guide categorizes
service providers into three distinct classes, reflecting their respective roles in palliative
care:

e Class A Providers: These are generalist palliative care providers whose substantive work
is not in caring for patients with life-limiting illnesses, but who will encounter them in the
course of their work. They are expected to apply a palliative care approach. These
include primary care practitioners in the community, and other doctors, nurses and
allied health staff in private and public health facilities.

11



e Class B Providers: There are generalist palliative care providers who routinely care for a
substantive number of patients with life-limiting illnesses. These may include staff of
chronic disease management programmes, intensive care units, specialist cancer units,
geriatric units, domiciliary palliative care teams and nursing homes.

¢ Class C Providers: These are specialist palliative care providers who care solely for
patients with life-limiting illnesses. These include palliative care teams in private and
public hospitals, inpatient hospices and community palliative care services delivering
home care.

How to Use This Guide

This document is a tool for continuous quality improvement. Service providers are
encouraged to use it by:

1. Identifying Your Provider Class: Determine which class (A, B, or C) best describes your
service to focus on the most relevant indicators.

2. Studying the Standards: Gain a comprehensive understanding of the principles and
rationale underpinning quality palliative care.

3. Implementing in Practice: Use the indicators to guide your practice. We suggest
conducting a self-assessment to identify gaps in your services, then prioritizing areas for
improvement based on those gaps and what is feasible.

4. Engaging in Peer Support: Actively seek opportunities for peer support and shared
learning. By connecting with other services, you can share knowledge, exchange resources,
and learn from each other's expertise to enhance the quality of care for everyone.

5. Utilizing Resources: Take advantage of the recommended tools and resources to support
implementation, assessment, and staff development.

6. Promoting a Collaborative Approach: Encourage collaboration and seamless care
transitions across different settings to ensure all individuals facing a life-limiting illness
receive compassionate, dignified, and high-quality care.

By gradually and systematically applying the standards and guidance within this document,

services can take meaningful steps toward improving palliative care delivery, helping more
Malaysians experience comfort, dignity and support in the face of life-threatening illnesses.

12



DOMAIN 1:
PATIENT CARE
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'.‘2. | DOMAIN 1: PATIENT CARE

Standard 1 - Timely Identification

People with palliative care needs are identified in a timely manner.

Early palliative care can improve quality of life and reduce unplanned
hospital admissions. Timely identification with appropriate needs
assessment helps service providers to meet patients’ needs and

. . 1-5
preferences in a more meaningful way.

Rationale

Class 1.1 Healthcare providers should have a systematic approach to identify
A+B people with palliative care needs.

Suggested Tools

1. Tools to identify Palliative Care Needs:6

a) Double Surprise Question7’8
b) Supportive and Palliative Care Indicators Tool (SPICTTM

www.spict.org

)9
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Implementation Guide

Healthcare providers should have a systematic approach to identify people
with palliative care needs.

Explanatory Notes

Systematic Process in place to identify patients who have palliative care needs.
approach

People with  |ndividuals living with serious, life-limiting conditions who require
palliative holistic care to relieve symptoms, manage pain and enhance quality
care needs of life. This care addresses their physical, emotional and
psychological well-being.
This includes individuals with:?
e Advanced, progressive, and incurable life-limiting illnesses.
¢ General frailty and multiple health conditions, with a life
expectancy of less than 12 months.
e Existing chronic conditions that place them at risk of death from
an unexpected acute crisis.
¢ Life-threatening acute conditions resulting from sudden
catastrophic events.
¢ Those nearing the end-of-life, with death expected within hours
or days.
A 12-month timeframe serves as a useful guide to identify when

individuals with life-limiting conditions may begin to benefit from a
palliative approach to their care.

Good Practice

. Class A & B Providers shall identify those with palliative care needs and
who require a palliative approach to care.

o This can be done using assessment tools? (See below for examples.)

Suggested Indicators

1. Availability of a guideline or protocol for systematic identification of
patients with palliative care needs.

15



2. Percentage of eligible patients with documentation of a needs assessment:
Numerator Number of patients with documentation of a needs
assessment.

Denominator | Total number of patients during the audit period.

3. Percentage of patients screened using a validated tool:

Numerator Number of patients screened using a validated tool.

Denominator | Total number of patients during the audit period.

Suggested Tools and Resources

Double Surprise Questions— “Would you be surprised if this patient dies
within the next 12 months?”, or “Would you be surprised if this patient is
alive after 12 months?””®
https://bmcpalliatcare.biomedcentral.com/articles/10.1186/s12904-019-
0503-9

9
2 Supportive and Palliative Care Indicators Tool (SPICT™ )
http://www.spict.org.uk/

References:
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death. J Palliat Med 2013;16(7):774-9. doi: 10.1089/jpm.2012.0403. Epub 2013 May 15.
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10.1093/eurpub/ckt029. Epub 2013 Mar 13. PMID: 23487548; PMCID: PMC4032478.

3. Glare PA. Early implementation of palliative care can improve patient outcomes. J Natl
Compr Canc Netw. 2013 Mar;11 Suppl 1:S3-9. doi: 10.6004/jnccn.2013.0212. PMID:
23520184.

4. Bandieri E, Sichetti D, Romero M, Fanizza C, Belfiglio M, Buonaccorso L, Artioli F,

Campione F, Tognoni G, Luppi M. Impact of early access to a palliative/supportive care

intervention on pain management in patients with cancer. Ann Oncol. 2012

Aug;23(8):2016-2020. doi: 10.1093/annonc/mds103. Epub 2012 May 6. PMID: 22565123.
16


https://bmcpalliatcare.biomedcentral.com/articles/10.1186/s12904-019-0503-9
https://bmcpalliatcare.biomedcentral.com/articles/10.1186/s12904-019-0503-9
https://bmcpalliatcare.biomedcentral.com/articles/10.1186/s12904-019-0503-9
http://www.spict.org.uk/
http://www.spict.org.uk/

5. Monnery D, Droney J. Early palliative care and its impact on end of life care. Curr Opin
Support Palliat Care. 2024 Dec 1;18(4):230-234. doi: 10.1097/SPC.0000000000000729.
Epub 2024 Oct 30. PMID: 39351632.

6. EIMokhallalati Y, Bradley SH, Chapman E, Ziegler L, Murtagh FE, Johnson MJ, Bennett
MI. Identification of patients with potential palliative care needs: A systematic review of
screening tools in primary care. Palliat Med. 2020 Sep;34(8):989-1005. doi:
10.1177/0269216320929552. Epub 2020 Jun 7. PMID: 32507025; PMCID: PMC7388141.

7. Ermers DJ, Kuip EJ, Veldhoven C, Schers HJ, Perry M, Bronkhorst EM, Vissers KC, Engels
Y. Timely identification of patients in need of palliative care using the Double Surprise
Question: A prospective study on outpatients with cancer. Palliat Med. 2021
Mar;35(3):592-602. doi: 10.1177/0269216320986720. Epub 2021 Jan 11. PMID: 33423610;
PMCID: PMC7975860.

8. Veldhoven CMM, Nutma N, De Graaf W, Schers H, Verhagen CAHHVM, Vissers KCP,
Engels Y. Screening with the double surprise question to predict deterioration and death:
an explorative study. BMC Palliat Care. 2019 Dec 27;18(1):118. doi: 10.1186/s12904-019-
0503-9. PMID: 31881958; PMCID: PMC6935168.

9. Mahura M, Karle B, Sayers L, Dick-Smith F, Elliott R. Use of the supportive and palliative
care indicators tool (SPICT™) for end-of-life discussions: a scoping review. BMC Palliat
Care. 2024 May 16;23(1):119. doi: 10.1186/s12904-024-01445-z. PMID: 38750464,
PMCID: PMC11097449.

17



LN
'.‘a | DOMAIN 1: PATIENT CARE

Standard 2 - Reducing Barriers to Care

Palliative care is available for all people based on clinical need, regardless of diagnosis,
age, gender, financial means, ethnic and cultural background, and care setting.

Rationale | All patients with life-limiting illnesses should be cared for by healthcare

. . L 1,23 .. .
professionals using a palliative care approach.” " Patients with needs that
exceed the resource capabilities of the service provider should have access
to palliative care services*® Similarly, where patients require expertise or
care outside the scope of the palliative care service, the ability to call upon
other services or providers will enhance the care of the patient.5

Class A+B | 2.1 Patients are referred to palliative care services, should their needs
exceed the resource capabilities of the service provider.“’s’6

All 2.2 There is evidence of arrangements to ensure that people
Classes approaching the end of life, as well as caregivers and families, know
who to contact for advice.””®°

ClassC | 2.3 The service provider triages and assigns priorities to all initial
consult requests and ensures that care is delivered in a timely
manner.°

2.4 Patients and family members are able to seek palliative care

support at all times, including after office hours&911:12

2.5 The service provider has protocols for responding to palliative care
emergencies or urgent needs.°

2.6 The service provider has access to expert advice and management
of patients with specific needs in other fields.

Suggested Tools

1. Guidelines for referrals to palliative care, hospice services, or other
specialists:

a) MHPCC directory of hospice and palliative care services
https://www.malaysianhospicecouncil.com/
b) CAPC Palliative Care Referral Criteria

https://www.capc.org/documents/download/286/

18
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2. Information for patients and families on scope of services provided by
palliative care or hospice services and referral procedures:

a) Malaysian Hospice and Palliative Care Council: Caregiver resources
https://www.malaysianhospicecouncil.com/forcaregiver

b) Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/
c) MAPPAC Care Giver Handbook for Children with Palliative Care

Needs
https://mappac.org/resources/handbook

3. Tool to triage consult requests:

a) Responding to Urgency of Need in Palliative Care (RUN-PC) Triage
Tool

https://www.palliativenexus.org/run-pc-triage-tool-calculator

Protocols for responding to palliative care emergencies or urgent needs:
a) Handbook of Palliative Medicine in Malaysia, 2nd Edition, 2023
b) SG Pall eBook (Singapore)

https://www.duke-nus.edu.sg/lcpc/resources/sg-pall-ebook-
disclaimer/sg-pall-ebook/palliative-care-emergencies

c) The Global Handbook of Palliative Care 2024
https://static1.squarespace.com/static/62da231748a03c783bb62b
04/t/66f1a469112f643c4322ee05/1727112321027/GHPC+Digital.p
df

d) Guideline on Suicide Risk Management in Hospitals, MOH

https://www2.moh.gov.my/moh/resources/Penerbitan/Rujukan/N
CD/Kesihatan%20Mental/guideline suicide risk management.pdf
Pharmaceutical Services Programme, Ministry of Health Malaysia.
National Essential Medicines List (NEML) 7th edition 2025 -
Medicines for Pain and Palliative Care. p. 2.
https://pharmacy.moh.gov.my/sites/default/files/document-
upload/clean-national-essential-medicines-list-7th-v04 0.pdf
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Implementation Guide

2.1 Patients are referred to palliative care services,should their needs exceed the
resource capabilities of the service provider.#®(Class A+B Providers)

Explanatory Notes
Needs Situations where the clinical, psychosocial, or spiritual needs of the
exceed the patient are beyond the service provider’s scope, skills, resources, or
resource available support systems.
°::’:b'l't'es This includes individuals with:®
of the ) .
service ¢ Poorly controlled pain and/or other symptoms not responding to
provider optimal medical treatment.
e Complex psychosocial and/or spiritual issues requiring a multi
disciplinary approach.
¢ Goals of care that focuses on comfort or strong wish to avoid
hospitalization.
Good Practice
1. All Class A and B Providers should have a list of hospital and community-

based palliative care service providers with contact details.

2. Each center should have their own triggers to consider the need for referral
that reflects local expertise and available resources.

Suggested Indicators
1. Availability of a documented directory of palliative care providers.
2. Availability of policy or guidelines for referrals to palliative care, hospice

services, or other specialists.

Suggested Tools and Resources

1. MHPCC directory of hospice and palliative care services
https://www.malaysianhospicecouncil.com/

2. CAPC Palliative Care Referral Criteria
https://www.capc.org/documents/download/286/
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There is evidence of arrangements to ensure that people approaching
the end of life, as well as caregivers and families, know who to contact
for advice. (All providers)

Explanatory Notes
Approaching When a person is likely to die within the next 12 months.’
the end of life
Good Practice

1.  All Providers should be aware of available local resources.

2. They should discuss a plan at the end of life that includes how to access care
when the need arises and this should be documented in patient notes.s’9

Suggested Indicators

1. Documentation of care plans including after hours contact instructions.

2. Availability of communication materials (e.g., info leaflets, discharge checklists,
contact cards) which are given to families.

Suggested Tools and Resources

1. Malaysian Hospice and Palliative Care Council: Caregiver resources.
https://www.malaysianhospicecouncil.com/forcaregiver

2. Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016.
https://www.hospismalaysia.org/resources/

3. MAPPAC Care Giver Handbook for Children with Palliative Care Needs.
_https://mappac.org/resources/handbook
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The service provider triages and assigns priorities to all initial consult
requests and ensures that care is delivered in a timely manner.°
(Class C providers)

Explanatory Notes

Palliative care providers should be responsive to referrals from other providers,
specialists and institutions.

Timeliness may vary based on the nature and complexity of the referral, but should be
guided by defined service timeframes (see below).

Good Practice

1.  Services should implement a triage system based on urgency and complexity.
Define expected response times for each triage category.

2. There should be an assigned team member to screen and triage incoming
referrals daily.

3. Service providers should regularly review timeliness and appropriateness of
triage decisions.

4. Triage outcomes and expected timelines are clearly communicated to referring
teams and patients.

Suggested Indicators

1. Percentage of new referrals seen/ contacted/ acknowledged within the
timeframes stated below:

Numerator Number of new referrals seen/ contacted/
acknowledged within stated timeframe.

Denominator Total number of new referrals.

* New inpatient hospital referrals: patients or families should be seen within
1 working day.

* New outpatient hospital referrals: patients or families should be seen
within 10 working days.

¢ New community care referrals: patients or families should be contacted by
a member of the clinical team within 2 working days of receiving the
referral. This refers to the time period between the date of referral received
and first contact by service provider, be it accepted, rejected or pending
further information.
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¢ New inpatient hospice referrals: referrals should be acknowledged within 2
working days. This refers to the time period between the date of referral
received and acknowledgement of the referral, be it accepted, rejected or
pending further information.

Suggested Tools and Resources

1. Responding to Urgency of Need in Palliative Care (RUN-PC) Triage Tool
https://www.palliativenexus.org/run-pc-triage-tool-calculator
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Patients and family members are able to seek palliative care support at
all times, including after office hours.s’g(Class C providers)

Explanatory Notes

Services should have on-call palliative care support available to patients and
families.
The scope of palliative care services available after hours may differ depending on the

care setting and available resources. Support may include direct patient care,
11,12

telephone advice or coordination of referrals.
Good Practice

1. Patients and their families are given clear information on how to seek assistance,
including numbers for service providers where available.

2.  When direct 24-hour coverage is unavailable, coordination with the nearest
hospital emergency department or community palliative care team should be
established for backup support.

Suggested Indicators

1. Evidence of on-call system (e.g. roster) in place for palliative care.

Suggested Tools and Resources

1. Malaysian Hospice and Palliative Care Council: Caregiver resources
https://www.malaysianhospicecouncil.com/forcaregiver

2. Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/

3. MAPPAC Care Giver Handbook for Children with Palliative Care Needs
https://mappac.org/resources/handbook
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The service provider has protocols for responding to palliative care
emergencies or urgent needs.' (Class C providers)

Explanatory Notes

Palliative Unexpected changes to a patient’s condition which include the
care following:

emergencies . .
e Pain crisis

e Stridor

e Massive bleed

e Intractable seizures

¢ New spinal cord compression
e Superior vena cava obstruction
e High suicide risk

Good Practice

1. The service maintains written protocols or guidelines for managing palliative
care emergencies (e.g.,pain crises, stridor, or massive bleeding) which are
easily accessible to all clinical staff.

2. These may be compiled into a departmental guide covering the relevant
conditions.
3. All staff involved in patient care are trained and oriented to recognise and

respond appropriately to such emergencies.

4. Essential emergency medications and equipment (e.g., midazolam, opioids,
suction devices, dark towels for bleeding) are readily available and routinely
checked to ensure readiness.

Suggested Indicators

1. Evidence of a response guideline in palliative care emergencies, including pain
crisis, stridor, massive bleed, intractable seizures, new spinal cord
compression, superior vena cava obstruction, high suicide risk.

2. Evidence of availability of medications for palliative care emergencies.
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Suggested Tools and Resources

1. Handbook of Palliative Medicine in Malaysia 2nd Edition

2. SG Pall eBook (Singapore)
https://www.duke-nus.edu.sg/lcpc/resources/sg-pall-ebook-disclaimer/sg-
pall-ebook/palliative-care-emergencies

3. The Global Handbook of Palliative Care 2024
https://static1.squarespace.com/static/62da231748a03¢c783bb62b04/t/66f1a4

69112f643c4322ee05/1727112321027/GHPC+Digital.pdf

4. Guideline on Suicide Risk Management in Hospitals, MOH
https://www2.moh.gov.my/moh/resources/Penerbitan/Rujukan/NCD/Kesihatan

%20Mental/guideline_suicide risk management.pdf

B Pharmaceutical Services Programme, Ministry of Health Malaysia. National
Essential Medicines List (NEML) 7th edition 2025 — Medicines for Pain and
Palliative Care. p. 2.
https://pharmacy.moh.gov.my/sites/default/files/document-upload/clean-
national-essential-medicines-Llist-7th-v04 0.pdf

6. IAHPC Manual on the Use of Essential Palliative Care Medicines for Adults
https://iahpc.org/uploads/2025/8/Manual-on-the-use-of-Essential-Palliative-

Care-Medicines-for-Adults.pdf
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The service provider has access to expert advice and management of
patients with specific needs in other fields. (Class C providers)

Explanatory Notes

This may include formal referral pathways, ad hoc expert advice, or established
networks, with the goal of providing holistic care that addresses complex symptoms,
psychosocial distress, or disease-specific interventions.

Examples of relevant experts include:
¢ Allied health care, such as social workers, occupational therapists,
physiotherapists, dietitians, chaplains.
e Oncologist.
¢ [Interventional Radiologist.
¢ Pain Specialist.
e Psychiatrist or Clinical Psychologist.
e Others as deemed necessary by individual organisations.

Good Practice

1. The service maintains a current directory of relevant experts who can provide
advice or shared care.

2. The service provider ensures its staff are aware of and trained to use referral

pathways appropriately.
Suggested Indicators
1. Evidence of a policy or guidelines for referral to relevant experts for patients,
when necessary.
2. Evidence of a list of relevant experts who are available for consultation.
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LN
'.‘a | DOMAIN 1: PATIENT CARE

Standard 3 - Coordinated Care

Care is coordinated between different settings (hospitals, clinics and community) to
ensure continuity.

Rationale | As a patient progresses through different stages of their illness, they
require care from different healthcare service providers.1 However, poor
coordination between these services lead to undue stress on the patient
and their caregivers and suboptimal usage of resources.?®Effective
communication and coordination between these services improves quality

of life."*®

3.1 The service provider identifies a lead healthcare provider
coordinating the patient’s care 7%’
3.2 Networks are established between different palliative care service
providers, to facilitate the provision of seamless care for patients.
ClAu 3.3 The patient, caregiver and family are provided with clear written
asses instructions on how to seek help if needed at any time, including
after office hours.
3.4 During transfers between different care settings, necessary patient
information is provided to the receiving service provider.
3.5 Aplanisin place for procedures after death, during and after office
hours.?
Suggested Tools
1. Information for patients and families on how and when to seek help:

a) Malaysian Hospice and Palliative Care Council: Caregiver resources
https://www.malaysianhospicecouncil.com/forcaregiver

b) Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/

c) MAPPAC Care Giver Handbook for Children with Palliative Care
Needs

https://mappac.org/resources/handbook
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d) Handbook of Children’s Palliative Care Malaysia. Kementerian
Kesihatan Malaysia

Handbook_Of_Children’s_Palliative_Care_Malaysia_.pdf.

2. Forms to aid staff in transfer of information:

a) Referral forms
b) Hand-over forms when organisational boundaries are crossed
(e.g. at clinic visits, referral to emergency departments)

3. Guidance on procedures after death:

a) Surat Pekeliling Ketua Pengarah Kesihatan Malaysia Bil. 10/2012,
Standard Operating Procedures Of Forensic Medicine Services
https://www.moh.gov.my/moh/attachments/6937.pdf

b) NHS National End of Life Care Programme - Guidance for staff
responsible for care after death (last offices)

https://www.england.nhs.uk/improvement-hub/wp-
content/uploads/sites/44/2017/10/Guidance-for-Staff-Responsible-
for-Care-after-Death.pdf
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Implementation Guide

The service provider identifies a lead healthcare provider coordinating the
patient’s care.>>®7(All providers)

Explanatory Notes

Lead All patients should have a primary provider identified to coordinate
healthcare their care. Transitions of care between providers should be seamless.
provider

Lead healthcare provider:
e Acute care setting — Primary specialist team or palliative care
team.
¢ Inpatient hospice — Palliative care physician or nurse.
¢ Community Palliative Care Service - Community Palliative
Care doctor or nurse.

The primary provider can change in accordance with a change in
care setting. Where possible, the person should be identifiable to
the patient and their families.

Good Practice

1. The lead healthcare provider should be clearly identified in the patient’s
medical record and communicated to the patient and family.
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3.2 Networks are established between different palliative care service providers,
to facilitate the provision of seamless care for patients. (All providers)

Explanatory Notes

Patients with palliative care needs are often transferred from one health care setting
to another (eg. from hospital to home hospice) in the course of their illness. Informal
or formal networks between service providers will facilitate provision of seamless and
holistic care.

Good Practice

1.  There should be established links with service providers in various settings such
as hospitals or community hospice services.

2.  There should be policies or guidelines for referral between palliative care
providers.

Suggested Indicators

1. Evidence of policy or guidelines for referral between palliative care providers.
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33 The patient, caregiver and family are provided with clear written instructions
on how to seek help if needed at any time, including after office hours. (All
providers)

Explanatory Notes

Patients and caregivers often face new or worsening distressing symptomes,
medication-related questions, or sudden changes in condition outside of regular clinic
or office hours. Without clear guidance on how to seek timely support, they may
experience unnecessary suffering, delays in care, or turn to emergency services
inappropriately.

Good Practice

1. The service should provide a simple instruction sheet or name card with phone
numbers of whom to contact, including after hours.

2. Instructions should include guidance on what situations warrant seeking help
out of hours.

3. Thisinformation should be included as part of a patient’s discharge planning or
discussion of care plans.

Suggested Indicators

1. Evidence of contact instructions available for patients, caregivers and family to
seek help if needed, including after office hours.

Suggested Tools and Resources

1. Malaysian Hospice and Palliative Care Council: Caregiver resources
https://www.malaysianhospicecouncil.com/forcaregiver

2.  Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/

3. MAPPAC Care Giver Handbook for Children with Palliative Care Needs
https://mappac.org/resources/handbook

4. Handbook of Children’s Palliative Care Malaysia. Kementerian Kesihatan
Malaysia
Handbook Of Children’s Palliative Care Malaysia .pdf
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During transfers between different care settings, necessary patient
information is provided to the receiving service provider. (All providers)

Explanatory Notes

Written or verbal handovers should be made during transfers between different care
settings. The handover content include:

Case summary including diagnosis and treatment plans.

Summary of active symptom issues during the episode of care.

Latest blood and/or imaging results where applicable.

Information regarding medications such as rationale for drugs used; response to

medications; side effects and tolerability; date of dose adjustments.

Latest discussion and decisions on goals of care.

Advance care planning discussions where applicable.

Possible red flags on a case-by-case basis, such as complicated family issues,

collusion, delay in diagnosis or treatment, etc.

For Class C Unplanned emergency admissions to hospitals require home care teams

Providers

to inform hospital palliative care teams for follow-up. Conversely,

discharges of patients known to hospital palliative care teams should be
handed over to community palliative care teams to ensure continuity of

care.

Good Practice

Establish a system of handover for palliative care patients transitioning

between settings.

Particularly in complex cases, both verbal and written communication can be
beneficial for both referring and receiving services.

Suggested Indicators

Percentage of documented handovers done for expected/planned transfers:

Numerator

Number of documented handovers done.

Denominator

Total number of patients within service transferred to
other settings (for expected/planned transfers) in the
audit period.
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Suggested Tools and Resources

1. Forms to aid staff in transfer of information:

a) Referralforms
b) Hand-over forms when organisational boundaries are crossed
(e.g. at clinic visits, referral to emergency departments)
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3.5 Aplanisin place for procedures after death, during and after office hours.®
(All providers)

Explanatory Notes

Having a clear plan for procedures after death ensures respectful handling of the
deceased, timely certification, and support for grieving families. It prevents delays and
distress, especially after hours, and helps maintain dignity and trustin care.

Good Practice

1.  There must be a policy / guideline for certification of death during and after
office hours.

2. Relevant patient information sheets/pamphlets are available, to be given to
caregivers where appropriate.

Suggested Indicators

1. Evidence of a policy or guidelines for certification of death, during and after
office hours.

Suggested Tools and Resources

1. Surat Pekeliling Ketua Pengarah Kesihatan Malaysia Bil. 10/2012, Standard
Operating Procedures Of Forensic Medicine Services
https://www.moh.gov.my/moh/attachments/6937.pdf

2. NHS National End of Life Care Programme - Guidance for staff responsible for
care after death (last offices)
https://www.england.nhs.uk/improvement-hub/wp-
content/uploads/sites/44/2017/10/Guidance-for-Staff-Responsible-for-Care-
after-Death.pdf

References:
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care in patients with advanced cancer: a randomised controlled trial. Lancet Oncol. 2018
Mar;19(3):394-404. doi: 10.1016/S1470-2045(18)30060-3. Epub 2018 Feb 3. PMID:
29402701.
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Standard 4 - Holistic Assessment

Holistic assessment and ongoing care planning for patients and caregivers should
respond

Rationale | A holistic assessment—addressing physical, social, spiritual, and
psychological aspects—helps identify the needs of patients requiring
palliative care, which can then be addressed by the interdisciplinary
teamj'SSubsequent on-going assessment and care planning should be
proactive and responsive to patients’ and caregivers’ changing needs.

4.1 There is evidence of documented holistic assessments that cover
the patient and family's physical, psychological, social and
All spiritual needs.
Classes 4.2 There is evidence of individualised care plans made after the
holistic assessment.
4.3 Ongoing holistic assessment is supported by the use of
assessment tools where appropriate.e'13
Class C 4.4 There is evidence of regular assessment of response to treatment
and changing needs.
4.5 There is evidence of ongoing care planning which responds to
changing needs.

Suggested Tools

1. Holistic assessment tools:

6
a) Edmonton Symptom Assessment System (ESAS)

https://www.albertahealthservices.ca/info/Page14546.aspx
b) IPOS - Integrated Palliative Care Outcomes Scale”®
https://pos-pal.org/

c) Palliative Care Outcomes Collaboration (PCOC) Dataset forms®
http://ahsri.uow.edu.au/pcoc/forms/index.html

d) FICA Spiritual Assessment Toolm
https://smhs.gwu.edu/gwish/clinical/fica
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e) HOPE Spiritual Assessment Tool"
f) Distress Thermometer "

https://www.nccn.org/global/what-we-do/distress-thermometer-
tool-translations

2. Examples of care plan templates:

a) Queensland Government Palliative Care Patient Information Form
https://www.health.gld.gov.au/__data/assets/pdf_file/0029/3654
92/bspc_pif_paper.pdf

39


https://www.nccn.org/global/what-we-do/distress-thermometer-tool-translations
https://www.nccn.org/global/what-we-do/distress-thermometer-tool-translations
https://www.nccn.org/global/what-we-do/distress-thermometer-tool-translations
https://www.health.qld.gov.au/__data/assets/pdf_file/0029/365492/bspc_pif_paper.pdf
https://www.health.qld.gov.au/__data/assets/pdf_file/0029/365492/bspc_pif_paper.pdf
https://www.health.qld.gov.au/__data/assets/pdf_file/0029/365492/bspc_pif_paper.pdf

Implementation Guide

There is evidence of documented holistic assessments that cover the
patient and family’s physical, psychological, social and spiritual needs.
(All providers)

Explanatory Notes

For Class A There should be documentation of screening and management of
providers common symptoms like pain, dyspnoea, other relevant symptoms and
assessment of psychosocial needs where relevant.

For Class
B+C
providers

All patients must have documentation of the following initial

assessments:
e Pain, dyspnoea and other relevant symptoms.

¢ Psychological Assessment: Mood/coping/ anxiety/ depression
Social History: Genogram or case notes documentation of
immediate family members and living arrangements.

e Spiritual: sources of meaning, beliefs, or existential concerns
(may include, but not limited to religion).

e Cultural: language preferences, important customs, or

practices relevant to care (may include ethnicity).

Good Practice

1. Palliative care providers should use validated tools to assess and manage
symptoms (e.g., pain, dyspnoea).

2. Structured templates or forms should be used to ensure consistency and
completeness of documentation.

3. Assessments should be person-centred and culturally sensitive.
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Suggested Indicators

1. Evidence of use of a holistic assessment framework. This may include
assessment forms or patient reported outcome measures.

2. Percentage of patients with documented physical, psychological, social
and spiritual screening:

Numerator Number of patients with documented physical,
psychological, social and spiritual screening.

Denominator Total number of patients seen over the audit period
E.g. of an audit sample:

¢ All patients (or a fixed consecutive number) seen
over a 4 week period.
¢ All patient notes within the episode of care*

*An episode of care is a period of contact between a patient and a palliative
care service that is provided by one palliative care service and occurs in one
setting. An episode of care ends when the setting of care changes.

Suggested Tools

1. Edmonton Symptom Assessment System (ESAS)6
https://www.albertahealthservices.ca/info/Page14546.aspx

2. IPOS - Integrated Palliative Care Outcomes Scale”®

28 Palliative Care Outcomes Collaboration (PCOC) Dataset forms’
http://ahsri.uow.edu.au/pcoc/forms/index.html

4. FICA Spiritual Assessment Tool "’
https://smhs.gwu.edu/gwish/clinical/fica

5 HOPE Spiritual Assessment Tool11
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There is evidence of individualised care plans made after the holistic
assessment. (All providers)

Explanatory Notes

Individualised A care plan which addresses physical, psychosocial and spiritual

care plan needs identified through holistic assessment.
For Class A An individualised care plan (including pain and symptom
providers management and psychosocial issues) should be documented

after the initial assessment of the patient and family.

For Class B+C In addition to the above, relevant spiritual issues should also be
providers addressed in the individualised care plan.
Good Practice
1. Palliative care providers should develop a written, individualised care plan

following the initial holistic assessment.

2. Patients and caregivers are engaged in shared decision-making during care
planning.
3. These individualised care plans are accessible to all team members.
Suggested Indicators
1. Evidence of template-guided processes in creating individualised care plans.
2. Percentage of patients with individualised documented care plans at the end

of first clinical encounter/initial assessment:

Numerator Number of patients with individualized documented
care plans at the end of first clinical encounter/initial
assessment.

Denominator Total number of newly referred patients over the
audit period.

Suggested Tools
2. Queensland Government Palliative Care Patient Information Form
https://www.health.qld.gov.au/ data/assets/pdf file/0029/365492/bspc pif
_paper.pdf
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Ongoing holistic assessment is supported by the use of assessment
tools where appropriate. (Class C providers)

Explanatory Notes

There must be documentation of regular review of pain and symptom assessment
during each episode of care, as well as documentation of regular psychological and
spiritual assessment for both patients and families. These assessments can be
performed by any member of the palliative care team.

The use of validated assessment tools helps ensure consistency, improves
communication within the multidisciplinary team, and improves the quality and
completeness of assessments across domains (e.g., pain, dyspnoea, psychological
distress, spiritual concerns).

Good Practice

1. Palliative care providers should use validated tools where appropriate to
support assessments (see below).

2. Ensure documentation is accessible, timely, and reflects continuity of
care across settings and providers.

Suggested Indicators
1. Percentage of patients assessed using validated tools
Numerator Number of patients assessed using validated tools.
Denominator Total number of patients during the audit period.
Suggested Tools

1. Edmonton Symptom Assessment System (ESAS)6
https://www.albertahealthservices.ca/info/Page14546.aspx

2. IPOS - Integrated Palliative Care Outcomes Scale”®

3. Palliative Care Outcomes Collaboration (PCOC) Dataset forms®
http://ahsri.uow.edu.au/pcoc/forms/index. html

4.  Distress Thermometer'"'?

https://www.nccn.org/global/what-we-do/distress-thermometer-tool-
translations
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There is evidence of regular assessment of response to treatment and
changing needs. (Class C providers)

Explanatory Notes

Physical symptoms like pain and dyspnoea must be regularly assessed and monitored
in response to evolving clinical conditions, as well as the goals and needs of the patient
and family.

Frequency and depth of reassessment may vary based on the care setting (e.g.,
inpatient, outpatient, home) and the clinical context, but should always be clearly
documented.

Good Practice

1. Palliative care providers should conduct routine reassessment of
symptoms, including pain and dyspnoea, at each patient encounter.

2. Practice anticipatory care, prescribing treatment for potential complications
or deterioration.

3. Use validated tools to monitor treatment response.

4. Document patient response to interventions (e.g. analgesics, oxygen,
repositioning) and adjust the care plan as needed.

5. For community settings, reassessment frequency can be guided by changes
in condition, visit intervals or caregiver concerns.

Suggested Indicators

1. Percentage of moderate or severe pain episodes (pain score 24) improved
within 72 hours. Improvement is defined by reduction to no or mild pain
(pain score <3).

Numerator Number of patients with moderate or severe pain
which improved to no or mild pain within 72 hours.

Denominator Total number patients with moderate or severe pain
(pain score 24) during the audit period.
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Suggested Tools

1. Edmonton Symptom Assessment System (ESAS)G
https://www.albertahealthservices.ca/info/Page14546.aspx

2. IPOS - Integrated Palliative Care Outcomes Scale”®

3. Palliative Care Outcomes Collaboration (PCOC) Dataset forms®
http://ahsri.uow.edu.au/pcoc/forms/index. html

4. FICA Spiritual Assessment Tool10
https://smhs.gwu.edu/gwish/clinical/fica

5. HOPE Spiritual Assessment Tool'’
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There is evidence of ongoing care planning which responds to changing
needs. (Class C providers)

Explanatory Notes

Care planning should be a dynamic, ongoing process that evolves based on patient and
family needs. There should be regular monitoring of the management plan and
changes should be made if it is not able to adequately control symptoms.

Good Practice

1. Care plans should be updated following significant clinical changes
(eg hospitalisation, deterioration, new goals of care).

2. Practice shared decision-making by involving patients and caregivers.
Suggested Indicators
1. Percentage of cases where there is documentation that the management
plan has been reviewed:
Numerator Number of patients where there is docu 'mentatlon
that the management plan has been reviewed.
Denominator Total number of patients during the audit period.
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Standard 5 - Goals of Care Discussions

Patients with palliative care needs should have goals of care discussions.

Rationale Patients with palliative care needs, their caregivers and families should
have the opportunity to discuss their goals of care. Individuals who have
conversations with their healthcare providers about their values, goals, and
preferences are more likely to receive the care they want, experience less
distress, and report better quality of life.**

All 5.1 There is evidence from documentation that the service provider
Classes routinely engages in goals of care discussions with patient,
caregiver and family.

Class 5.2 There is regular monitoring of patient care to achieve goal
B+C concordant outcomes.

Suggested Tools

1. Tools to aid goals of care discussions:

a) Serious Illness Discussions”
https://www.ariadnelabs.org/wp-content/uploads/2023/05/Serious-
Illness-Conversation-Guide.2023-05-18.pdf

b) REDMAP
https://www.spict.org.uk/wp-content/uploads/2025/05/REDMAP-
2025.pdf

5
c) REMAP
https://www.ethics.va.gov/goalsofcaretraining/REMAP.pdf
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Implementation Guide

There is evidence from documentation that the service provider routinely
engages in goals of care discussions with the patient, caregiver and family.
(AWl providers)

Explanatory Notes

Goals of Discussions about what is most important to the patient, that will help

care

align treatment to patient values and preferences.

discussion

Good Practice

Palliative care providers should initiate goals of care discussions early in the
illness trajectory, and revisit periodically or with any change in clinical
condition.

Ensure discussions are patient-centred, incorporating the values, beliefs,
and preferences of the patient, and where appropriate, the caregiver and
family.

Use clear, compassionate, and culturally sensitive language.

Suggested Indicators

Percentage of patients with documented goals of care discussions:

Numerator Number of patients with documented goals of care
discussions.

Denominator Number of patients within the audit period.

Suggested Tools

Serious Illness Discussions®
https://www.ariadnelabs.org/wp-content/uploads/2023/05/Serious-Illness-
Conversation-Guide.2023-05-18.pdf

REDMAP
https://www.spict.org.uk/wp-content/uploads/2025/05/REDMAP-2025.pdf

REMAP®
https://www.ethics.va.gov/goalsofcaretraining/REMAP. pdf
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There is regular monitoring of patient care to achieve goal concordant
outcomes. (All providers)

Explanatory Notes
Goal This refers to patient care, decision making and clinical outcomes that
concordant are aligned with the patient’s known goals, values, and preferences

outcomes®’ and may include:
¢ Decisions about ceilings of care, including resuscitation

status, and specific limitations on intubation, feeding tubes,
blood transfusions etc.

¢ Decisions about burdensome procedures including.
repeated blood draws, imaging, intravenous lines etc.

¢ Preferred place of care.

¢ Preferred place of death.

Good Practice

1. Document changes in symptoms, functional status, or psychosocial
circumstances, and ensure these changes are communicated with family
members or caregivers as well.

2. If the patient is unable to express goals, ensure a surrogate decision-maker’s
input is recorded.

3. Reassess and adjust care when there is a significant change in condition (e.g.
functional decline, hospitalisation, transition to dying phase).

Suggested Indicators

1. Evidence of a system to measure goal-concordant care
(multidisciplinary meetings, mortality/ morbidity reviews, grand ward rounds,
etc.).
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Standard 6 - Patient Centred Care

Patients should receive care that is respectful of and responsive to individual preferences,
needs and values.

Rationale | Patient’s needs are unique and individual. The patient’s quality of life is

improved by care that is customised to their unique physical, emotional,

cultural and spiritual needs!>**

Indicators

6.1 Each patient’s unique cultural and spiritual needs are taken into

consideration in the provision of care services.>®’
All
Classes 6.2 | Thereis evidence of regular communication of relevant information
to patients, their caregivers and families.s’g’10
6.3 Psychological, spiritual, social and physical support services are
available when needed or there is an established referral process to
Class C such services >®

6.4 Where complex ethical cases are identified, there is access to a
group of relevant individuals that can provide consultation for
complex decision making.

Suggested Tools

1. Guides for holistic Palliative Care assessment

a) IPOS - Integrated Palliative Care Outcomes Scale'""?

https://pos-pal.org/

b) FICA Spiritual Assessment Tool
https://smhs.gwu.edu/gwish/clinical/fica

14
c) HOPE Spiritual Assessment Tool

2. Communication guides for healthcare providers:

a) Vital Talk Guides
https://www.vitaltalk.org/resources/quick-guides/
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b) Serious Illness Discussions'°
https://www.ariadnelabs.org/wp-content/uploads/2023/05/Serious-
Illness-Conversation-Guide.2023-05-18.pdf

c) REDMAP

https://www.spict.org.uk/wp-content/uploads/2025/05/REDMAP-
2025.pdf

d) REMAP'®
https://www.ethics.va.gov/goalsofcaretraining/REMAP.pdf

3. Guidance on ethical decision making:

a) Jonsen Four Box Model of ethical decision making
https://depts.washington.edu/bhdept/ethics-medicine-bioethics-
tools/paradigm-4-boxes

b) Clinical Ethics Malaysia
https://clinicalethicsmalaysia.org/
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Implementation Guide

Each patient’s unique cultural and spiritual needsare taken into
consideration in the provision of care services. (All providers)

Explanatory Notes
Cultural Refers to a body of values, perspectives, beliefs, behaviors, and
needs traditions that are salient within a specific group or for some at the

individual level. Race, ethnicity, social class, religion can all intersect to
create a person’s culture >®

Spirituality Can be defined as a dynamic and intrinsic aspect of humanity through
which persons seek ultimate meaning, purpose, and transcendence,
and experience relationship to self, family, others, community, society,
nature, and the significant or sacred. Spirituality is expressed through
beliefs, values, traditions, and practices.7

Good Practice

1. All providers should screen for spiritual/psychosocial/cultural needs and
concerns at initial consultation and intervals, particularly with changes in
disease status.

2. The patient’s care plan should reflect support for spiritual/ psychosocial/
cultural needs.

Suggested Tools

1. IPOS - Integrated Palliative Care Outcomes Scale'""'?

13
o8 FICA Spiritual Assessment Tool
https://smhs.gwu.edu/gwish/clinical/fica

3. HOPE Spiritual Assessment Tool14
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6.2 There is evidence of regular communication of relevant information to
patients, their caregivers and families. (All providers)

Explanatory Notes

All providers should provide updates of a patient's condition to both patient and family
on a regular basis: at initial consultation and whenever there are changes in the clinical
condition of the patient.

Note: Providers should respect the patient’s autonomy and right to know about his/her
condition and approach issues of collusion sensitively, understanding the cultural
influences and the role of family in decision making.

Good Practice

1. Communication to the patient and family should be performed and
documented whenever there are changes in the patient’s clinical condition.

2. Communication should anticipate crises or changes in circumstances.
Where appropriate, discussions focused on future preparation should be
considered.®*"°

3. Communication should be patient-centered, tailoring the content, timing,

and approach to meet the needs of the patient and family.9

This includes addressing not only medical therapy, but also the
psychosocial, emotional, and practical impact of illness on the patient’s life
and relationships.'®

Suggested Tools

1.  VitalTalk Guides
https://www.vitaltalk.org/resources/quick-guides/

9 Serious Illness Discussions'°
https://www.ariadnelabs.org/wp-content/uploads/2023/05/Serious-Illness-
Conversation-Guide.2023-05-18.pdf

3. REDMAP
https://www.spict.org.uk/wp-content/uploads/2025/05/REDMAP-2025.pdf

4. REMAP'®
https://www.ethics.va.gov/goalsofcaretraining/REMAP. pdf
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Psychological, spiritual, social and physical support services are
available when needed or there is an established referral process to such
services. (Class C providers)

Explanatory Notes
Support Includes care provided by psychologists or counsellors, social
services workers, physiotherapists, occupational therapists, speech-language

therapists, spiritual care providers, volunteer organizations etc.

Good Practice

1. Providers should have access to interdisciplinary support services to address
the full spectrum of patient and family needs &°

2. Close working relationships with support teams should be actively fostered.
Interdisciplinary meetings can facilitate care coordination8?°

3. Support services should be made aware of the unique needs in patients with
poor prognosis and deteriorating health.®

Suggested Indicators

1. Evidence of access to spiritual support, physical, occupational, and speech
therapy services etc. This may include a directory or contact list for support
services.
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Where complex ethical cases are identified there is access to a group of
relevant individuals that can provide consultation for complex decision
making. (Class C providers)

Explanatory Notes
Ethical An ethical dilemma involves the need to choose from among two or
dilemma more morally acceptable options or between equally unacceptable

. . . 17
courses of action, when one choice prevents selection of the other.

Examples of Ethical Dilemmas include:

e Conflict of ethical principles (e.g. patient’s wish to die at home
but without adequate support —autonomy vs non--
maleficence).

¢ Requests for palliative sedation.

¢ Withdrawing or not providing life-- sustaining treatment.

Group of Anindependent advisory panel that may take the form of an
relevant Interdisciplinary Ethics Team, Clinical Ethics Committees, Medical
individuals and Dental Advisory Committee (MDAC), or an equivalent body for

consultation. Institutions may have established ethics committees or
form ad hoc panels when complex ethical issues arise.

Good Practice
1. Foster a culture where staff feel safe to raise ethical concerns and seek
guidance.
2. Establish and implement a clear protocol for escalating complex ethical

cases, including steps for consultation and documentation.

Ethical discussions should be documented clearly in the medical record,

3.
including values considered, risks weighed, and rationale for the final plan.
4 Train staff regularly to build competence in recognising and navigating
’ ethical dilemmas and embed ethical reflection in routine care.
Suggested Indicators
1. Evidence of a referral system to an Ethics Consultant or Committee for complex

ethical cases. For example, Medical and Dental Advisory Committee (MDAC),
clinical ethics committees or an equivalent interdisciplinary process that
considers multiple perspectives.
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Suggested Tools

1. Jonsen Four Box Model of ethical decision making
https://depts.washington.edu/bhdept/ethics-medicine-bioethics-
tools/paradigm-4-boxes

2. Clinical Ethics Malaysia
https://clinicalethicsmalaysia.org/
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Standard 7 - Care in the Last Days of Life

Care is taken to fulfil the holistic needs of patients in the last days of life, as well as that of
their caregivers and families.

Rationale | Patients entering the dying phase have unique physical, emotional, social
and spiritual needs. Important aspects of care include timely identification
of the dying phase, effective communication, assessment of values, needs
and goals, determining preferred place of care, symptom control, and
holistic psycho-social-spiritual care." "

7.1 |Thereis recognition that the patient is transitioning into the dying
phase, and this is communicated to patients when appropriate, and
to their caregivers and family.

= 7.2 |The patient, caregiver and family are given the opportunity to
Classes discuss and develop an individualized end-of-life care plan that
reflects their values, goals and preferences.

7.3 |Symptoms at the end-of-life are assessed and controlled.

Class c . . L - .
7.4 onsultations with specialized palliative care providers are made
A+B when there are complex needs at the end-of-life.
All 7.5 |Family members and caregivers are given appropriate support and
Classes information during the last days of life.
Suggested Tools
1. Guidance on recognising and communicating the dying phase:

a) Handbook of Palliative Medicine in Malaysia 2nd edition
b) Malaysian Hospice and Palliative Care Council: Caregiver resources

https://www.malaysianhospicecouncil.com/forcaregiver

c) Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/

d) MAPPAC Care Giver Handbook for Children with Palliative Care
Needs
https://mappac.org/resources/handbook
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e) Handbook of Children’s Palliative Care Malaysia. Kementerian
Kesihatan Malaysia

Handbook_Of_Children’s_Palliative_Care_Malaysia_.pdf

2. Guidance on goals of care discussions:

a) Serious Illness Discussions '
https://www.ariadnelabs.org/wp-content/uploads/2023/05/Serious-
Illness-Conversation-Guide.2023-05-18.pdf

b) REDMAP
https://www.spict.org.uk/wp-content/uploads/2025/05/REDMAP-
2025.pdf

c) REMAP'
https://www.ethics.va.gov/goalsofcaretraining/REMAP.pdf

S Guidance on symptom assessment at the end of life:

a) Edmonton Symptom Assessment System (ESAS)13

https://www.albertahealthservices.ca/info/Page14546.aspx

b) Palliative Care Outcomes Collaboration™
http://ahsri.uow.edu.au/pcoc/forms/index. html

c) FLACC assessment tool'®
FLACC pain scale
d) PAINAD assessment tool'®
Pain Assessment IN Advanced Dementia Scale (PAINAD)
e) Richmond Agitation Sedation Scale (RASS)16
Richmond Agitation-Sedation Scale-MSD Manual Professional Edition

4. Directory of palliative care providers:

a) MHPCC Directory of Palliative care services
MHPCC | Malaysia | Palliative Care | Hospice

5 Information for family and caregivers at the end of life:
a) NURSE acronym
Responding to Emotion: Respecting - VitalTalk
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Implementation Guide

There is recognition that the patient is transitioning into the dying phase
and this is communicated to patients when appropriate, and to their
caregivers and family. (All providers)

Explanatory Notes

Dying Phase This is also referred to as the terminal phase or actively dying phase,
typically in the final hours to days of life when death is imminent.

Timely recognition is crucial as it has clinical implications for care
planning, reducing unnecessary interventions and supporting
anticipatory guidance for patients and families. Sensitive end-of-life
communication respects patient autonomy, ensures alignment to
care preferences and enables patients and families to make
meaningful choices at the end-of-life.

Good Practice
1. All healthcare staff should be trained in identifying the signs and symptoms
of dying.
2. All healthcare staff should be trained in end-of-life communication skills.
Suggested Indicators
1. Percentage of patients whose transition to the active dying phase is accurately
documented:
Numerator Number of patients whose transition to the active
dying phase is documented.
Examples of documentation of transition:
¢ Transition to terminal phase.
¢ |[nitiation of a care plan for the dying.
Denominator Total number of patient deaths.
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2. Percentage of patients whose transition to the active dying phase is
communicated to the patient and/or family, where applicable:

Numerator

Number of patients whose transition to the active
dying phase is communicated to the patient and/or
family, where applicable.

Denominator

Total number of patient deaths.

Suggested Tools

1. Handbook of Palliative Medicine in Malaysia 2nd edition

Malaysian Hospice and Palliative Care Council: Caregiver resources

https://www.malaysianhospicecouncil.com/forcaregiver

2l Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/

4. MAPPAC Care Giver Handbook for Children with Palliative Care Needs
https://mappac.org/resources/handbook

= Handbook of Children’s Palliative Care Malaysia. Kementerian Kesihatan

Malaysia

Handbook Of Children’s Palliative Care Malaysia .pdf
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The patient, caregiver and family are given the opportunity to discuss and
develop an individualized end-of-life care plan that reflects their values,
goals and preferences. (All providers)

Explanatory Notes

At the end-of-life, providers should be able to discuss and develop an individualized
care plan that reflects the values, goals and preferences of the patient and caregivers.
This includes discussions regarding important life goals, preferred place of care,
preferred place of death, medical treatment, and comfort measures.

Good Practice

1. All providers should be able to elicit patient and family values, goals and
preferences regarding the end-of-life process.

2. All healthcare providers should be equipped to support an individualized
end-of-life care plan that considers the patient’s values, goals, and
preferences, while offering clinical expertise to guide and inform decision
making.

3. This includes an awareness of resources available regionally to support end
of-life care and skills to facilitate balanced discussions regarding artificial
hydration and nutrition at the end-of-life.

Suggested Indicators
1. Percentage of patients with documentation of a discussion to elicit values,
goals and preferences at the end of life:

Numerator Number of patients with a documented discussion
to elicit values, goals and preferences at the end of
life.

Denominator Total number of patient deaths.
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Suggested Tools

4. Serious lllness Discussions'’
https://www.ariadnelabs.org/wp-content/uploads/2023/05/Serious-Illness-
Conversation-Guide.2023-05-18.pdf

9 REDMAP
’ https://www.spict.org.uk/wp-content/uploads/2025/05/REDMAP-2025.pdf
12
3. REMAP

https://www.ethics.va.gov/goalsofcaretraining/REMAP.pdf

4. Handbook of Palliative Medicine in Malaysia 2nd edition

Handbook of Children’s Palliative Care Malaysia. Kementerian Kesihatan
Malaysia
Handbook Of Children’s Palliative Care Malaysia .pdf
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Symptoms at the end of life are assessed and controlled. (All providers)

Explanatory Notes

Symptoms Common symptoms at the end of life include the following:1’4
atthe end
of life a) Pain

b) Dyspnoea

c) Respiratory secretions/death rattle

d) Terminal delirium/agitation

e) Nausea/vomiting

Good Practice

Symptoms at the end of life are assessed and documented, including in
non- verbal patients.

Symptom reassessment and review of management plans are done at
appropriate intervals to ensure ongoing symptom control.

Pharmacological and non-pharmacological measures may be used for
symptom control.

Anticipatory prescribing of PRN medications can support timely symptom
control.

Suggested Indicators

Percentage of patients whose pain is controlled at the last clinical encounter
in the active dying phase. Control is defined as mild or nil pain.

Numerator Number of patients who had mild or nil pain at the
last clinical encounter in the active dying phase.

Denominator Total number of patients who died.

Percentage of patients whose agitation is controlled at the last clinical
encounter in the active dying phase. Control is defined as a RASS score of +1
or less.

Numerator Number of patients whose agitation is controlled at
the last clinical encounter in the active dying phase.

Denominator Total number of patients who died.
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3. Percentage of patients for whom anticipatory prescribing is done, which may
include PRN medications for pain, dyspnoea, respiratory secretions/death
rattle, terminal delirium, nausea/vomiting, where applicable.

Numerator Number of patients with documented anticipatory
prescriptions.
Denominator Total number of patients who died.
4. Percentage of patients whose bereaved families/caregivers report that physical

symptoms were well-controlled in the last days of life. (Caregiver Survey)

Numerator Number of patients whose bereaved
families/caregivers report that physical symptoms
were well-controlled in the last days of life.

Denominator Total number of surveyed bereaved
families/caregivers of patients who died.

Suggested Tools
1. Handbook of Palliative Medicine in Malaysia 2nd edition
9 Handbook of Children’s Palliative Care Malaysia. Kementerian Kesihatan
' Malaysia
Handbook Of Children’s Palliative Care Malaysia .pdf
3. Edmonton Symptom Assessment System (ESAS)13
https://www.albertahealthservices.ca/info/Page14546.aspx.
4. Palliative Care Outcomes Collaboration™
http://ahsri.uow.edu.au/pcoc/forms/index. html
5. FLACC assessment tool'®
FLACC pain scale
6. PAINAD assessment tool'
Pain Assessment IN Advanced Dementia Scale (PAINAD)
7. Richmond Agitation Sedation Scale (RASS)'®

Richmond Agitation-Sedation Scale-MSD Manual Professional Edition
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https://www.msdmanuals.com/professional/multimedia/table/richmond-agitation-sedation-scale
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https://www.moh.gov.my/moh/resources/Penerbitan/Perkhidmatan%20OnG%20&%20Ped/PED/3._Handbook_Of_Children%E2%80%99s_Palliative_Care_Malaysia_.pdf
https://www.moh.gov.my/moh/resources/Penerbitan/Perkhidmatan%20OnG%20&%20Ped/PED/3._Handbook_Of_Children%E2%80%99s_Palliative_Care_Malaysia_.pdf
https://www.albertahealthservices.ca/info/Page14546.aspx
https://www.albertahealthservices.ca/info/Page14546.aspx
http://ahsri.uow.edu.au/pcoc/forms/index.
https://www1.health.gov.au/internet/publications/publishing.nsf/Content/triageqrg~triageqrg-pain~triageqrg-FLACC
https://www1.health.gov.au/internet/publications/publishing.nsf/Content/triageqrg~triageqrg-pain~triageqrg-FLACC
https://www.apsoc.org.au/PDF/Publications/Pain_in_RACF2-Appendices/6_APS_Pain-in-RACF-2_Appendix-6_PAINAD.pdf
https://www.apsoc.org.au/PDF/Publications/Pain_in_RACF2-Appendices/6_APS_Pain-in-RACF-2_Appendix-6_PAINAD.pdf

Consultations with specialised palliative care providers are made when
there are complex needs at the end-of-life. (Class A+B providers)

Explanatory Notes

Complex Situation when the primary care provider identifies that the needs
palliative at the end-of-life exceeds the capacity of the provider.
care needs

Good Practice
Class A +B providers:

1. Providers should have a pathway to access available specialised palliative
care services.

Suggested Tools

1. MHPCC Directory of Palliative care services
MHPCC | Malaysia | Palliative Care | Hospice
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Family members and caregivers are given appropriate support and
information during the last days of life. (All providers)

Explanatory Notes
Last days of Refers to the period when death is imminent and expected within
life hours to a few days. This stage is often marked by significant
physical, emotional, and existential changes that can be distressing
for families.
Appropriate Includes addressing emotional needs, supporting practical
support and arrangements—such as letters for compassionate leave,
information coordination of ambulance services or oxygen—and providing timely,

comprehensible information about the physiological changes
associated with the dying process, along with pharmacological and
non-pharmacological measures to promote comfort.

Good Practice

All Providers:

Family members should be given information or directed to resources
regarding the signs and symptoms of imminent death on a timely basis.

1.

2. Family members should be given information or directed to resources
regarding care practices that can promote comfort, such as repositioning,
mouth care, and administration of PRN comfort medications, where
appropriate.

3. Clinicians should be sensitive to the emotional needs of family members
and able to provide emotional support and communicate empathetically.

4. Clinicians should be aware of practical needs of family members at the end
of-life, such as leaves, visitation, spiritual/religious/cultural practices and
procedures after death.

Suggested Indicators

1. Evidence that written resources are available for families with information
regarding physiological changes in the dying process:

e Care practices to promote comfort
e Practical needs
e Emotional support
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Suggested Tools

1. Malaysian Hospice and Palliative Care Council: Caregiver resources
https://www.malaysianhospicecouncil.com/forcaregiver

2. Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/

3.  MAPPAC Care Giver Handbook for Children with Palliative Care Needs
https://mappac.org/resources/handbook

4. NURSE acronym
Responding to Emotion: Respecting - VitalTalk
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Standard 8 - Caregiver Support

Caregivers of patients with life-limiting illnesses face significant stress in their roles, and
their own practical and emotional needs need to be supported.

Rationale

Caregivers play a central role in supporting patients with life-limiting
illnesses. However, the emotional, physical, and logistical demands of
caregiving can negatively impact their health, work, and ability to
continue providing care. Providing timely, structured support h1e'fps care.

Addressing caregiver needs can help them provide care more effectively
and sustainably. These needs may include practical support such as
dressing skills, stoma care and other basic nursing techniques, as well
as information about what to expect as the illness progresses, including
changes in the patient’s condition and care requirements. Psychosocial
support is equally important and this includes encouraging self-care,
offering reassurance and validation of their caregiving efforts, and
providing consistent emotional support, particularly when caregivers
experience isolation or distress related to their role*®

All
Classes

8.1 The initial assessment identifies the patient's primary caregiver and
main decision-maker.

Class
B+C

8.2 The caregiver’s practical and emotional needs are assessed and
. . 7
addressed on an ongoing basis®

8.3 The caregiver is provided with education and training on their role,

including strategies for self-care and coping with the demands of

caregiving.8'1°

Suggested Tools

Tools to assess caregiver burden:

a) Zarit Burden Index
https://wai.wisc.edu/wp-content/uploads/sites/1129/2021/11/Zarit-
Caregiver-Burden-Assessment-Instruments.pdf
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b) Caregiver Self Assessment Questionnaire
https://www.healthinaging.org/tools-and-tips/caregiver-self-
assessment-questionnaire

c) MyGovernment Digital Services (resources to apply for government
support):

https://www.malaysia.gov.my/portal/category/1539

d) Official Portal Mentari Malaysia Ministry of Health Malaysia
https://mentari.moh.gov.my/self-test/

Education and self-care resources for caregivers:

a) Malaysian Hospice and Palliative Care Council: Caregiver resources
https://www.malaysianhospicecouncil.com/forcaregiver

b) Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/

c) MAPPAC Care Giver Handbook for Children with Palliative Care
Needs

https://mappac.org/resources/handbook

d) CarerHelp, Australia
https://www.carerhelp.com.au/

e) Carer Support, National Health Service, United Kingdom:
https://www.nhs.uk/conditions/social-care-and-support-guide/

74


https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire
https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire
https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire
https://www.malaysia.gov.my/portal/category/1539
https://www.malaysia.gov.my/portal/category/1539
https://mentari.moh.gov.my/self-test/
https://mentari.moh.gov.my/self-test/
https://www.malaysianhospicecouncil.com/forcaregiver
https://www.malaysianhospicecouncil.com/forcaregiver
https://www.hospismalaysia.org/resources/
https://www.hospismalaysia.org/resources/
https://mappac.org/resources/handbook
https://mappac.org/resources/handbook
https://www.carerhelp.com.au/
https://www.carerhelp.com.au/
https://www.nhs.uk/conditions/social-care-and-support-guide/
https://www.nhs.uk/conditions/social-care-and-support-guide/

Implementation Guide

The initial assessment identifies the patient’s primary caregiver and main
decision-maker. (All providers)

Explanatory Notes
Primary Patient’s primary carer - often a family member, but sometimes may
caregiver not be related to the patient (e.g. domestic helper, paid carer or close

friend) - who provides practical, emotional, or decision-making
support. Caregivers may be formal (paid) or informal (unpaid).

In situations where a patient rotates between the homes of different
children, caregiving responsibilities may be shared, and a single
primary caregiver may not be consistently present throughout the
continuum of care.

Main Identifying the decision-maker is also important. This should ideally be
decision- someone chosen by the patient and whose role is acknowledged by
maker other family members.

Good Practice

All Providers:

Identify the primary caregiver and main decision-maker at the initial
assessment.

2. Include caregivers in care planning and discussion of goals of care, where
appropriate.

Class B+C Providers:

1. Document the primary caregiver(s) and main decision-maker at the initial
assessment, using a genogram where possible.
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Suggested Indicators
1. Percentage of patients with a documentation of the primary caregiver:
e Number of patients with primary caregiver identified
at the initial assessment.
Denominator Total number of patients during the audit period.
2. Percentage of patients with a documentation of the decision-maker:
e Number of patients with decision-maker identified at
the initial assessment.
Denominator Total number of patients during the audit period.
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The caregiver’s practical and emotional needs are assessed and
addressed on an ongoing basis. (Class B+C providers)

Explanatory Notes

Practical The everyday, practical supports needed by both patients and

needs caregivers, such as help with finances (e.g. transport cost, loss of
income), equipment and home care arrangements (e.g. hospital beds,
oxygen concentrators) or manpower assistance (e.g. home carers,
respite services).

Emotional Caregivers’ emotional responses such as anxiety, stress,

needs burnout, anticipatory grief and depression.

Assessment and support should be ongoing and revisited at key
transitions (e.g., diagnosis, deterioration, discharge, death) or
whenever caregiver distress is observed or expressed$7’

Good Practice

Class B+C Providers:

Assess caregiver needs early, and regularly, throughout the care process
(e.g. ask how they are coping, what support they need, and what challenges
they are facing).

Incorporate caregiver assessment as part of routine care planning, ideally
using simple, validated tools or structured conversations. (e.g. Zarit Burden
Inventory (ZBI) , Caregiver self-assessment (CSA) questionnaires).

Offer training or guidance in areas relevant to the patient’s care (e.g., feeding
tube care, mobility assistance).

Encourage and normalise conversations around caregiver stress and
burnout.

Provide emotional support and information/options for respite care. Refer to
counselling, social services, or community support services where available.

Provide spiritual support for caregivers through compassionate presence,
reflective listening, and openness to what gives them meaning and strength.

Document caregiver needs and the support provided in the clinical record.
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Suggested Indicators
1. Percentage of caregivers with documented needs assessment:
Numerator Number of caregiver needs assessment documented.
Denominator Total number of caregivers in the audit sample.
Suggested Tools

1. Zarit Burden Index
Zarit Burden Interview- assessing caregiving burden

2. Caregiver Self Assessment Questionnaire
https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-
questionnaire

3. MyGovernment Digital Services (practical resources - facilities, welfare and
healthcare)
https://www.malaysia.gov.my/portal/category/1539

4. Official Portal Mentari Malaysia Ministry of Health Malaysia
https://mentari.moh.gov.my/self-test/
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The caregiver is provided with education and training on their role,
including strategies for self-care and coping with the demands of
caregiving. (All providers)

Explanatory Notes
Education Structured or informal efforts by healthcare providers to equip
and training caregivers with knowledge and skills relevant to the patient’s care,

as well

This caninclude :

as the caregivers’ own well-being.

8-10

Managing medications and side effects
Non-pharmacological strategies to relieve symptoms

Bed mobility and transfer techniques
Identifying burnout and coping strategies

Good Practice
Class B+C Providers:
1. All providers have access to physical or online caregiver education and
training resources.
2. Provide verbal and/or written instructions tailored to the caregiver’s role.
3. Share educational materials (e.g. booklets, videos) as well as online caregiver
training resources.
4. Document caregiver education and understanding in the patient’s record.
Suggested Indicators
1. Percentage of survey respondents who reported receiving education and
training.
Numerator Number of survey respondents who reported

receiving education or training.

Denominator

Total number of survey respondents.
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Suggested Tools

1. Malaysian Hospice and Palliative Care Council: Caregiver resources
https://www.malaysianhospicecouncil.com/forcaregiver

2. Hospice Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/

3. MAPPAC Care Giver Handbook for Children with Palliative Care Needs
https://mappac.org/resources/handbook

4. CarerHelp, Australia
https://www.carerhelp.com.au/

5. Carer Support, National Health Service, United Kingdom:
https://www.nhs.uk/conditions/social-care-and-support-guide/
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Standard 9 - Grief & Bereavement Support

Families affected by bereavement, grief and loss will be offered support resources
appropriate to their needs and preferences in a timely manner.

Rationale | All caregivers and families should be supported through their grief and
bereavement process 13 Psychotherapeutic interventions have been found
to benefit those who have marked difficulties adjusting to the loss.*

9.1 Caregivers and families are provided appropriate information on
grief and loss.

All Classes
9.2 Caregivers and families are provided with practical death related
information and resources, including procedures after death.
9.3 There is a screening process for caregivers and families to identify
. . 47
Class complicated grief.
B+C

9.4 There is a process for caregivers and families to be referred to
. 4,8,9
bereavement support services where necessary.

Suggested Tools

1. Information on grief and loss:

a) Hospis Malaysia Grief Guide:

https://hospismalaysia.org/wp-content/uploads/2017/02/Now-
What_-Understanding-Grief.pdf

2. Death related resources and information:

a) Jabatan pendaftaran negara:
https://www.jpn.gov.my/my/perkhidmatan/kematian/

3. Tools to screen for complicated grief:

6-7,10
a) Brief Grief Questionnaire (BGQ)

http://www.goodmedicine.org.uk/sites/default/files/assessment%
2C%20grief%20brief.pdf
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b) Prolonged Grief Disorder (PG-13-Revised)*®*
https://endoflife.weill.cornell.edu/sites/default/files/file_uploads/
pg-13-r_0.pdf

Information on bereavement support services:
a) Australian Centre for Grief & Bereavement: Bereavement Support
Standards for Specialist Palliative Care Services

https://grief.org.au/Common/Uploaded%20files/Bereavement%20
support%20standards.pdf

b) CareSearch Clinical Evidence Summaries: Grief and Bereavement

https://www.caresearch.com.au/Evidence/Clinical-Evidence-
Summaries/Grief-and-Bereavement
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Implementation Guide

Caregivers and families are provided appropriate information on grief
and loss. (All providers)

Explanatory Notes
Appropriate Information provided should be clear, culturally sensitive, and suited
information to the family’s level of readiness and literacy. This information could

include:
¢ Anticipatory grief and bereavement.
e Common emotional and psychological responses to loss
¢ Available support services (e.g., bereavement
counselling, peer groups) and how to seek help if grief is
prolonged or complicated.

Good Practice
1. Provide information on normal grief responses and where/how to seek help
should the need arise.
2. Involve the interdisciplinary team, including social workers, counselors, or

chaplains, where available.

3. Make available written resources on grief and loss.
Suggested Indicators
1. Percentage of caregivers who reported receiving bereavement information:
Numerator Number of survey respondents who reported

receiving bereavement information upon death of
their family member.

Denominator Total number of caregiver survey respondents.

Suggested Tools

1. Hospis Malaysia Grief Guide
https://hospismalaysia.org/wp-content/uploads/2017/02/Now-What -
Understanding-Grief.pdf
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Caregivers and families are provided with practical death-related
information and resources, including procedures after death. (All

providers)
Explanatory Notes
Practical Appropriate practical death-related information should be made
death available to caregivers and families. Information could include:
related ¢ What to do when death occurs at home or in hospital.
information . . . -
and * Documentation required (e.g. medical certificate of cause of
resources death).
¢ Who to contact (e.g. ambulance, police, funeral services).
¢ Financial/legal/housing-related matters.
e Execution of will
Good Practice
1. Discuss post-death procedures before death occurs, when appropriate, to

reduce distress and uncertainty.

2. Provide written

information tailored to the care setting.

Suggested Indicators

1. Percentage of caregivers who reported receiving bereavement information:

Numerator

Number of survey respondents who reported
receiving bereavement information upon death of
their family member.

Denominator

Total number of caregiver survey respondents.

Suggested Tools

1. Jabatan Pendaftaran Negara
https://www.jpn.gov.my/my/perkhidmatan/kematian/
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There is a screening process for caregivers and families to identify
complicated grief. (Class B & C providers)

Explanatory Notes
Prolonged PGD is considered the same diagnostic entity as Complicated Grief. It
Grief is recognised as a mental health disorder in diagnostic guidelines
Disorder worldwide, including DSM-5-TR and ICD-11. A crucial aspect of the
(PGD) diagnosis is that these symptoms lead to substantial functional

impairment in personal, family, social, educational, occupational, or
other important areas of functioning.

A coherent syndrome of PGD typically has an onset of 6 to 12 months
after the death of a close person, and markedly exceeds expected
social, cultural, or religious norms for that individual's culture and
context setting. The ICD-11 criteria specify symptoms lasting for at
least 6 months, while the DSM-5-TR criteria require symptoms to have
been present for at least 12 months (or 6 months for children and
adolescents). This recognition differentiates atypical grief from
normative grief process.

Good Practice
1. There should be a process in place to identify family members with
bereavement needs.*”’
2. Implement routine follow-up contact with bereaved caregivers/families

within an appropriate period post-death.

Suggested Indicators
1. Availability of a protocol for grief screening (e.g. death reviews).
2. Percentage of bereaved caregivers screened for grief risk:
Numerator Number of caregivers screened for grief.
Denominator Total number of patients who died.
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Suggested Tools

1. Brief Grief Questionnaire (BGQ)
http://www.goodmedicine.org.uk/sites/default/files/assessment%2C%20gri
ef%20brief.pdf

Prolonged Grief Disorder (PG-13-Revised)
https://endoflife.weill.cornell.edu/sites/default/files/file uploads/pg-13-
r 0.pdf
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There is a process for caregivers and families to be referred to
bereavement support services where necessary. (Class B+C providers)

Explanatory Notes

Bereavement care should be integrated into the entire care process, and not only

initiated after death. Services should be tiered based on need. Examples include:
e Universal support: information, general support available to all.
e Targeted support: for those with moderate needs, e.g. trained volunteer
support, chaplaincy, in-house counsellors, etc.
e Specialist intervention: for complicated grief, such as a referral process to
mental health services.

Good Practice

1. There should be a process in place to refer family members and caregivers

who have difficulty coping for support."’a’9

9 Maintain an up-to-date list of referral options, including community-based,
NGO-led, or hospital-affiliated services.

Suggested Indicators

1. Evidence of a process in place to provide or refer family members and
caregivers identified as having difficulty with bereavement for support.

Suggested Tools

1. Australian Centre for Grief & Bereavement: Bereavement Support
Standards for Specialist Palliative Care Services:
https://grief.org.au/Common/Uploaded%20files/Bereavement%20support
%20standards.pdf

2. CareSearch Clinical Evidence Summaries: Grief and Bereavement
https://www.caresearch.com.au/Evidence/Clinical-Evidence-
Summaries/Grief-and-Bereavement
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\’, | Domain 3: Staff and Volunteer Management

Standard 10 - Trained Staff and Volunteers

Services should have staff and volunteers with the appropriate training and skills to
deliver care for those with palliative care needs.

Rationale Provision of quality palliative care requires a competent and
adequate team of healthcare professionals with appropriate on-
going training.1'5Volunteers with appropriate training may
complement the team in the provision of care.6

All 10.1 | All staff and volunteers should have appropriate palliative care
Classes training based on the level of care provided. ™

Class 10.2 | Palliative care professionals are appropriately trained in their
B+C area of expertise.

10.3 | Adequate staff are available to deliver the care needed.5

Palliative care teams should consist of an interdisciplinary team
10.4 | of skilled palliative care professionals, including physicians and
nurses, and where available, to include pharmacists,
Class physiotherapists, occupational therapists, social workers,

C counsellors or spiritual care providers. Where these
competencies do not exist within a team, there should be clearly
defined links to access them if available

10.5 | Where volunteers are part of the team, there are policies in
place to ensure proper screening, recruitment, and on-going
training of volunteers.”

Suggested Tools

1. Information on relevant training:

a) List of training available in Malaysia

¢ https://www.malaysianhospicecouncil.com/education-learning

e https://hospismalaysia.org/education/

e https://aphn.org/training-and-education/
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¢ www.openlearning.com/mhpcc

e https://ppusmb.usm.my/palliative

2. Resources for calculating workload:
a) RUG-ADL (Resource Utilization Groups — Activities of Daily Living)
http://ahsri.uow.edu.au/pcoc/functionalassessment/index.html

b) Symptom burden (E.g. Phases/ ESAS/ IPOS)
c) Caseloads (E.g. Total new consults cases per month/ Total home
visits per month

Resources for recommended staffing norms:
a) World Health Organisation. Planning and Implementing Palliative Care
Services: A Guide for Programme Managers 2016 (pages 20, 22, 29)
https://www.who.int/publications/i/item/planning-and-
implementing-palliative-care-services-a-guide-for-programme-
managers

b) National Palliative Care Policy and Strategic Plan 2019-2030 (page 116)

28 Guidance on developing volunteer policies:
a) Surat Pekeliling KPK Bil 252021 - Garis Panduan Perkhidmatan Sukarela
Di Fasiliti Kementerian Kesihatan Malaysia
https://www.moh.gov.my/index.php/database_stores/attach_downl
oad/312/441
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Implementation Guide

All staff and volunteers should have appropriatepalliative care training
based on the level of care provided. (All providers)

Explanatory Notes

Staff and Refers to those involved in clinical work or with direct patient or
volunteers caregiver contact.
Appropriate Staff should have relevant training as specified below according to
palliative their clinical roles/job descriptions.
care training
ClassA&B e Doctors: Introductory or Basic Palliative Care Courses.
Providers ¢ Nurses or Allied Health: Introductory or Basic Palliative Care

Courses.
ClassC ¢ Doctors: Malaysian Ministry of Health Subspecialties.
Providers Fellowship training in Palliative Medicine, Post-graduate

courses in Palliative Medicine.

¢ Nurses or Allied Health: Malaysian Ministry of Health Advanced
Diploma in Palliative Care, Post-graduate courses in Palliative
Medicine.

¢ Volunteers: In-house training during volunteering/ volunteer
training courses or equivalent and Introductory/ Basic Palliative
Care Workshops/ Course.

Good Practice
1. Class A & B providers should have basic training in palliative care.
2. Providers are encouraged to adhere to a recognised palliative care training

framework and competencies.
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Suggested Indicators

—_

Percentage of staff (doctors/nurses/ social workers/allied health workers) with
palliative care training appropriate to the clinical role:

Number of staff (doctors/ nurses/social
workers/allied health workers) with palliative care
training appropriate to the clinical role.

Numerator

Denominator Total number of staff (doctors/nurses/social
workers/allied health workers) in the palliative care
clinical team.

2. Percentage of volunteers who received palliative care training appropriate to
the level of care provided:

Numerator Number of volunteers who received basic palliative
care training appropriate to the level of care they
provide.

Denominator Total number of volunteers involved in clinical work
for the past 1 year.

& Evidence of a system in place to support staff and/or volunteer’s supervision
and training.
Suggested Tools
1. Examples of training available in Malaysia:

e https://www.malaysianhospicecouncil.com/education-learning.

e https://hospismalaysia.org/education/

e https://aphn.org/training-and-education/

e www.openlearning.com/mhpcc

e https://ppusmb.usm.my/palliative
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Palliative care professionals are appropriately trained in their area of
expertise. (Class B+C providers)

Explanatory Notes
Appropriately Refers to continuous professional development, through
trained in area attendance of conferences/courses/workshops and structured on
of expertise the-job training (CMEs/ CNEs/Journal Clubs/assessments)

according to their clinical roles.

Good Practice

1. Ensure that newly assigned staff receive orientation or foundational training
within a specified timeframe.

2. Regular training needs assessment to be done for all staff.

Encourage participation in workshops or continuing professional
development (CPD) related to palliative care.

4. Keep records of training where applicable.

Suggested Indicators

1. Evidence of on-going training (CMEs/ CNEs/ Journal Clubs) for staff, such as
training schedules and attendance records.
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Adequate staff are available to deliver the care needed. (Class C providers)

Explanatory Notes
Adequate Staffing numbers are based on the patient population served by the
Staff service, with reference to recommendations from the following

guidelines :

World Health Organisation. Planning and Implementing Palliative Care
Services: A Guide for Programme Managers (2016).5
Good Practice

1. Staffing levels are regularly reviewed to match patient volume and care
complexity.

Suggested Indicators

1. Evidence that the service has a workforce planning strategy.

Suggested Tools

1. RUG-ADL (Resource Utilization Groups — Activities of Daily Living) :
http://ahsri.uow.edu.au/pcoc/functionalassessment/index.html

2. Symptom burden (E.g. Phases/ ESAS/ IPOS)

3. Caseloads (E.g. Total new consults cases per month/Total home visits per month)
4. Resources for recommended staffing norms:

a) World Health Organisation. Planning and Implementing Palliative Care

Services: A Guide for Programme Managers 2016 (pages 20, 22, 29)
https://www.who.int/publications/i/item/planning-and-implementing-
palliative-care-services-a-guide-for-programme-managers

b) National Palliative Care Policy and Strategic Plan 2019-2030 (page 116)
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Palliative care teams should consist of an interdisciplinary team of skilled

palliative care professionals, including physicians and nurses, and where
available, to include pharmacists, physiotherapists, occupational
therapists, social workers, counsellors or spiritual care providers. Where
these competencies do not exist within a team, there should be clearly
defined links to access them if available.® (Class C providers)

Explanatory Notes

Interdisciplinary A group of healthcare professionals who work collaboratively across
Team disciplines to provide comprehensive care that addresses physical,
emotional, social, and spiritual needs of patients and 1‘amilies.6

Good Practice

1. Core teamincludes at minimum a trained physician and nurse with
palliative care competencies.

2. Teams should identify gaps in expertise (e.g. psychosocial, pharmacy,
rehabilitation) and build referral relationships to access these services?®

Suggested Indicators

1. Evidence of interdisciplinary team activity (e.g. multidisciplinary team
meetings) consisting of physicians, nurses and other available
recommended staff.

Suggested Tools

1. World Health Organisation. Planning and Implementing Palliative Care
Services: A Guide for Programme Managers (201 6).5
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Where volunteers are part of the team, there are policies in place to
ensure proper screening, recruitment, and on-going training of

volunteers.’ (Class C providers)

Explanatory Notes
Volunteer Individuals who offer their time and service without financial
s remuneration. They complement services by contributing to non-clinical

roles such as companionship, support for practical needs and
bereavement, and administrative tasks.

Good Practice

Palliative care services should have policies for screening, recruitment and
management of volunteers.

Screening and recruitment of volunteers should include interviews by
volunteer managers or appointed staff members of the organisation.

All regular volunteers with patient or caregiver contact should undergo
mandatory volunteer training to ensure patient safety and volunteer
wellbeing.

Suggested Indicators

Evidence of policies in place to guide volunteer recruitment and
management.

Evidence of a volunteer management model/workgroup which reviews
volunteer management and training.

Suggested Tools

Surat Pekeliling KPK Bil 252021 - Garis Panduan Perkhidmatan Sukarela Di
Fasiliti Kementerian Kesihatan Malaysia
https://www.moh.gov.my/index.php/database stores/attach download/312
/441
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\’, | Domain 3: Staff and Volunteer Management

Standard 11 - Staff and Volunteer Self-Care

Staff and volunteers should have effective self-care strategies and access to supportin
dealing with psychological stress associated with the work.

Rationale | Asthere may be associated emotional and spiritual burden from caring for
patients near the end of life, the ability to self-care using effective coping
strategies is important.1'8

Indicators

11.1 Education is provided to help staff and volunteers develop effective
Class coping strategies.
B+C

11.2 | There are strategies in place to provide situational support, critical
incident debriefing and response.

Suggested Tools

1. Resources to identify distress and assist in coping:

a) Burnout Assessment Tool (BAT)Q'10

https://burnoutassessmenttool.be/start_eng/

b) Palliative Care Australia Self-Care Matters Resources
https://palliativecare.org.au/resource/resources-self-care-
matters/

2. Resources for situational support and debriefing:

c) Schwartz Rounds
https://www.theschwartzcenter.org/programs/schwartz-rounds/

d) Balint Group
https://balintsociety.org.uk/balint-groups-and-balint-method
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Implementation Guide

Education is provided to help staff and volunteers develop effective
coping strategies. (Class B+C providers)

Explanatory Notes
Coping The specific efforts, both behavioural and cognitive, that people use
strategies to master, tolerate, reduce, or minimise stressful events.

Two major categories of coping strategies are widely recognized:

¢ Problem-solving strategies (efforts to do something active
to alleviate stressful circumstances).

* Emotion-focused coping strategies (efforts to regulate the
emotional consequences of stressful events).

Good Practice

1. Education initiatives to help staff/volunteers develop effective coping
strategies should be present in the institution/organization.

2. Education may be provided within staff/volunteers’ induction and
orientation programs, or as ongoing training via regular sessions or
workshops on self-care, resilience, and emotional wellbeing.

Suggested Indicators

1. Evidence of initiatives to help staff/volunteers develop effective coping
strategies, such as:

¢ Orientation programs

e Supervision

¢ Mentorship

¢ Review of training and developmental needs

e Professional development programs

Suggested Tools

1. Burnout Assessment Tool (BAT)Q’10

https://burnoutassessmenttool.be/start eng/

D, Palliative Care Australia Self-Care Matters Resources
https://palliativecare.org.au/resource/resources-self-care-matters/
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There are strategies in place to provide situational support, critical
incident debriefing and response. (Class B+C providers)

Explanatory Notes
Situational Mechanisms for support include those from both internal and
support external platforms. Examples of internal mechanisms include (but are

not limited to) the use of case conferences, multidisciplinary
meetings, mortality rounds, ward rounds and Balint or Schwartz
rounds within the institution or service. External mechanisms for
support include referrals to support services (e.g. psychiatry services)
outside of the institution or service.

Critical Any unexpected or distressing event that has a significant emotional
incident impact on staff or volunteers. In the palliative care setting, this may
include:

e Asudden or traumatic patient death

¢ Witnessing intense suffering

e Conflict with family members or within the team
e Medical errors or near misses

e Ethicaldilemmas

Critical A structured process that allows individuals involved in a distressing
incident event to reflect on what happened, express their emotional
debriefing responses, and receive support. Strategies may include protocols for
and escalation, access to trained debriefers, peer support groups, or
response psychological first aid offered shortly after the incident.

Good Practice

Class B+C Providers:

1. Have access to situational support and resources when required. These
could include internet or intranet resource materials on a government or
institutional website, or a staff member identified by the institution or
service to direct providers to additional support resources when needed.

2. Establish clear protocols for initiating situational support or critical
incident debriefing, including identifying and training staff as facilitators.
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Suggested Indicators

1. Presence of policy/guidelines for situational support for staff during critical
events, such as:

¢ Clinicalincident reporting.
e Records of interdisciplinary meetings (e.g. multidisciplinary meetings,
mortality rounds, Balint or Schwartz rounds).

e Agreements with external service providers for staff support.

Suggested Tools

1. Schwartz Rounds
https://www.theschwartzcenter.org/programs/schwartz-rounds/

D Balint Group
https://balintsociety.org.uk/balint-groups-and-balint-method
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Standard 12 - Accessibility and the Use of Opioids

Patients with palliative care needs should have access to opioids for symptom control,
with guidelines and processes in place to ensure safe and effective use.

Rationale Patients with palliative care needs often require opioids for good symptom
management. Opioids should be available and accessible to all patients,
including children, in a timely, affordable, and non-burdensome manner.
1-9

Education and guidelines are necessary to ensure optimal symptom

. .. . 10-12
control with minimal risks and adverse effects.

All 12.1 Service providers caring for patients with palliative care needs
Classes should have access to opioids.

12.2 The use of opioids in the management of symptoms should be
evidence-based and administered under guidelines with
appropriate monitoring.7’8’9

12.3 There is evidence of patient and caregiver education on the

effective and safe use of opioids.m’11

12.4 There is adherence to legal requirements for the prescription,
safe storage and transport, dispensing, administration and
disposal of opioids in accordance with the Poisons
(Psychotropic substances) Regulations 1989 including any

subsequent amendments or relevant legislation.12

Suggested Tools

1. Reference charts/ guidebooks for clinical staff:

a) Pharmaceutical Services Programme, Ministry of Health Malaysia.
National Essential Medicines List (NEML) 7th edition 2025 -

Medicines for Pain and Palliative Care. p. 2.
https://pharmacy.moh.gov.my/sites/default/files/document-
upload/clean-national-essential-medicines-list-7th-v04_0.pdf
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b) Ministry of Health Malaysia. Management of Cancer Pain Clinical
Practice Guidelines 2nd Edition. Putrajaya: MOH; 2023

https://www.acadmed.org.my/index.cfm?&menuid=67

c) Handbook of Palliative Medicine in Malaysia 2nd edition 2023

d) Handbook of Children’s Palliative Care Malaysia. Kementerian
Kesihatan Malaysia

Handbook_Of_Children’s_Palliative_Care_Malaysia_.pdf

e) Management of cancer pain in adult patients: ESMO Clinical Practice
Guidelines 2018
Management of cancer pain in adult patients: ESMO Clinical Practice
Guidelines

2. Educational materials for patients and caregivers:

a) Patientinformation leaflets
¢ https://www.malaysianhospicecouncil.com/forcaregiver
e https://www.hospismalaysia.org/resources/

3. Reference for legal requirements on the handling of opioids:
a) Poisons Act 1952, Poisons (Psychotropic Substances) Regulations
1989
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ImplementationGuide

Service providers caring for patients with palliative care needs should
have access to opioids. (All providers)

Explanatory Notes

Access to Opioids are listed as essential medication in the National Essential

opioids

2.

Medicines List (NEML), MOH Malaysia." Service providers must
ensure their availability and the capacity to administer them
appropriately to patients.

The service provider is aware of available resources in order for the
patient to gain timely access to opioids including out of hours.
Where necessary, this could also be achieved via access to
hospitals or home hospice services.

Good Practice

Maintain an adequate stock of commonly used opioids (e.g. morphine,
fentanyl, oxycodone) at all times, appropriate to the level of care provided.

Establish clear SOPs for prescribing, storing, dispensing, and administering
opioids, and ensure staff are trained and competent in safe opioid handling
and administration.

Facilitate timely access to opioids for patients, including during after-hours,
via:
¢ On-call systems.
¢ Access to nearby hospitals, emergency services, or home
hospice.

Suggested Indicators

Evidence of opioid medications in the service drug formulary.

Evidence that the service provider has access to opioids including out-of
hours.
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Suggested Tools

1. Pharmaceutical Services Programme, Ministry of Health Malaysia. National
Essential Medicines List (NEML) 7th edition 2025 — Medicines for Pain and
Palliative Care. p. 2.
https://pharmacy.moh.gov.my/sites/default/files/document-upload/clean-
national-essential-medicines-list-7th-v04 0.pdf

2. Ministry of Health Malaysia. Management of Cancer Pain Clinical Practice
Guidelines 2nd Edition. Putrajaya: MOH; 2023
https://www.acadmed.org.my/index.cfm?&menuid=67

& Handbook of Palliative Medicine in Malaysia 2nd edition 2023

4. Handbook of Children’s Palliative Care Malaysia. Kementerian Kesihatan
Malaysia
Handbook Of Children’s Palliative Care Malaysia .pdf
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The use of opioids in the management of symptoms should be
evidence based and administered under guidelines with appropriate
monitoring. (All providers)

Explanatory Notes
Appropriate Monitoring of the correct and safe use of opioids, according to
monitoring organisational guidelines or SOPs.

The service provider is able to recognise a patient’s need for opioids
and is able to use opioids appropriately when indicated and in
accordance with evidence. Patients on opioids are monitored for
serious side effects.””

Good Practice

1. There should be organisational guidelines or SOPs in place for safe use of
opioids, including monitoring practices for opioid infusions.

2. Opioids are prescribed in accordance with national/facility guidelines.
Indications, dose, route of administration etc. must be documented clearly
and completely.

3. Monitor for and educate about signs of opioid toxicity, especially in the
elderly or renally impaired.

4. Service providers should conduct ongoing review of medication errors.
Suggested Indicators
1. Evidence of organisational guidelines or SOPs for safe use of opioids, which

include monitoring for signs and symptoms of opioid toxicity.

2. Evidence that service provider conducts ongoing review of medication
errors.
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Suggested Tools

1 Ministry of Health Malaysia. Management of Cancer Pain Clinical Practice
Guidelines 2nd Edition. Putrajaya: MOH; 2023
https://www.moh.gov.my/index.php/pages/view/148

2. Handbook of Palliative Medicine in Malaysia 2nd edition 2023

Handbook of Children’s Palliative Care Malaysia. Kementerian Kesihatan

3. Malaysia
Handbook Of Children’s Palliative Care Malaysia .pdf
4. Management of cancer pain in adult patients: ESMO Clinical Practice

Guidelines 2018
Management of cancer pain in adult patients: ESMO Clinical Practice

Guidelines
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There is evidence of patient and caregiver education on the effective
and safe use of opioids. (All providers)

Explanatory Notes

All providers who prescribe opioids should routinely provide education and medication
counselling to patients and caregivers, particularly for patients newly starting on
opioids.

Good Practice

1. All patients newly started on opioids, and their caregivers, should receive
appropriate education and medication counselling which cover key areas
such as indication, expected effects, common side effects, signs of toxicity,
when and how to seek help.

2. Provide written materials where applicable (e.g., MOH leaflets, drug
charts/calendars).
3. Document the education provided, including content covered, and recipient

(e.g. patient/caregiver).

4. Ensure appropriate language and literacy in communication.
Suggested Indicators
1. Evidence of availability of opioid education materials for patients and
caregivers.
Suggested Tools
1. Malaysian Hospice and Palliative Care Council: Caregiver resources

https://www.malaysianhospicecouncil.com/forcaregiver

Hospis Malaysia. Carer’s Guidebook. Kuala Lumpur, Malaysia 2016
https://www.hospismalaysia.org/resources/
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There is adherence to legal requirements for the prescription, safe
storage and transport, dispensing, administration and disposal of
opioids in accordance with the Poisons (Psychotropic substances)
Regulations 1989 including any subsequent amendments or relevant
legislation. (All providers)

Explanatory Notes

2
The use of opioids is governed by the Poisons Act 1952 and Poisons Regulations 1989.1

Good Practice

All Providers:

1. There should be policies and procedures on receipt, safe storage, transport,
prescribing, dispensing, administration, and disposal of opioids.

2. There should be documentation on receipt, prescription, preparation and
dispensing/administration of opioids and disposal of opioids according to
established protocols.

Class C Providers:

1. Provide staff training and on safe handling, documentation, and disposal of
opioids.

2. Conduct regular internal audits of opioid records (eg, stock cards,
prescription logs, administration charts).

Suggested Indicators

1. Evidence of policies and procedures on receipt, safe storage, transport,
prescribing, dispensing, administration, and disposal of opioids.

2. Evidence of documentation on receipt, prescription, preparation and
dispensing/administration of opioids and disposal of opioids according to
established protocols.

Suggested Tools

1. Poisons Act 1952, Poisons (Psychotropic Substances) Regulations 1989 .
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Standard 13 - Clinical Quality Improvement

The service is committed to improvement in clinical and management practices.

Rationale | Commitment to a high quality of care to patients and their families should
be an integral part of palliative care services. Services should practice
quality improvement activities through regular review, analysis, goal setting
and revision of care processes.1'10

13.1 Presence of a framework to guide quality improvement,
Class consisting of:
B+C

a) Evidence of dissemination and incorporation of quality

improvement findings into practice.
b) A process for identifying and reducing adverse events to

patients, caregivers and healthcare providers.

13.2 There is evidence of the implementation of quality

. . . 10-14
improvement projects to evaluate and develop services.

Class 13.3 There is evidence of evaluation of patients’ and families’

experience and satisfaction with care, and improvement
15,16,17
measures where necessary.

Suggested Tools

1. Resources for Quality Improvement in Palliative Care:

a) PCOC Quality Improvement Guide (Australian Health Services
Research Institute, University of Wollongong)

https://www.uow.edu.au/australasian-health-outcomes-
consortium/pcoc/accreditation-standards-quality/

2. Patient and Carer satisfaction / experience surveys:

a) FAMCARE-2 questionnaire (KIV malay / chinese version)
Microsoft Word - FAMCARE Guidelines-15Aug12.docx
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b) Measuring experiences of palliative and end-of-life care
Measuring experiences of palliative and end-of-life care: Creating
patient and carer question sets

c) VOICES survey

https://assets.publishing.service.gov.uk/government/uploads/syste

m/uploads/attachment_data/file/216896/VOICES-Survey-Appendix-
B.pdf
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Implementation Guide

Presence of a framework to guide quality improvement, consisting of:
a. Evidence of dissemination and incorporation of quality
improvement findings into practice.
b. A process foridentifying and reducing adverse events to
patients, caregivers and healthcare providers.

(Class B+C Providers)
Explanatory Notes
Quality Quality improvement consists of systematic and continuous
Improvement actions that lead to measurable improvement in health care

services and the health status of patients.

Good Practice

Class B+C Providers:

1.

There are policies or guidelines for quality improvement in clinical practice.

Quality improvement activities are discussed in team meetings.

There is a quality improvement/assurance committee or a person who
oversees the quality of care.

Death reviews should be completed within 1 month of death, and should
ideally cover the domains of symptom control, psychosocial issues,
bereavement needs and whether goals of care preferences have been
honoured.

Suggested Indicators

Evidence of a quality improvement/assurance committee or person to review
the quality of care.

Percentage of deceased patients with death reviews completed within 1
month of death. Death reviews for Class C Providers should include domains
of symptom control, psychosocial issues and bereavement needs.

Numerator Number of deceased patients with death reviews
completed within 1 month of death.

Denominator Total number of deceased patients.
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There is evidence of the implementation of quality improvement
projects to evaluate and develop services. (Class C providers)

Explanatory Notes
Quality Systematic activities that are organised and implemented by an
improvement organisation to monitor, assess, and improve its quality of health
projects care. The activities are cyclical so that an organisation continues to

seek higher levels of performance to optimise its care for the
. . . - . . 10-14
patients it serves, while striving for continuous improvement.

Good Practice

1. Use arecognised quality improvement tool/framework (e.g. PDSA) in the
implementation of the quality improvement project.

Suggested Indicators

1. Evidence of at least one quality improvement project each year.

Suggested Tools

1. PCOC Quality Improvement Guide (Australian Health Services Research
Institute, University of Wollongong)
Quality improvement - University of Wollongong - UOW

119
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There is evidence of evaluation of patients’ and families’ experience
and satisfaction with care, and improvement measures where
necessary.'®'%17 (Class C providers)

Explanatory Notes

Regular feedback from patients and families should include the following domains:
e Symptom control
¢ Psychosocial support
e Communication

¢ Bereavement Care

Good Practice

1. Use avalidated tool to evaluate patient and caregiver experience and/or
satisfaction.

Suggested Indicators

1.  Evidence of routine use of a patient and family satisfaction survey.

2. Evidence of improvement measures implemented as a result of survey findings.

Suggested Tools

1. FAMCARE-2 questionnaire (KIV malay / chinese version)
Microsoft Word - FAMCARE Guidelines-15Aug12.docx

2% Measuring experiences of palliative and end-of-life care
Measuring experiences of palliative and end-of-life care: Creating patient and
carer question sets

3, FVOICES survey
https://assets.publishing.service.gov.uk/government/uploads/system/uploads
/attachment data/file/216896/VOICES-Survey-Appendix-B.pdf
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