A health system should seek to make
improvements in six areas or dimensions
of quality, which are listed below.

These dimensions require that health care is:

e Effective — delivering health care that is
adherent to an evidence base and results in
improved health outcomes for individuals and
communities, based on need.

e Efficient — delivering health care in a manner
which maximizes resource use and avoids
waste.

e Accessible — delivering health care that is
timely, geographically reasonable, and provided
in a setting where skills and resources are
appropriate to medical need.

¢ Acceptable/patient-centred — delivering health
care which takes into account the preferences
and aspirations of individual service users and
the cultures of their communities.

e Equitable — delivering health care which does
not vary in quality because of personal
characteristics such as gender, race, ethnicity,
geographical location, or socioeconomic status.

e Safe — delivering health care which minimizes
risks and harm to service users.'”’

Most paediatric palliative care services and
hospices are involved in quality improvement (Ql)
activities. This involves changes in practice or care
that lead to better care and outcomes for patients
and families. Implementing evidence based
practice into routine day to day care is a key
objective of quality improvement. Health services
require a strong culture of quality, and also a
willingness to collaborate with other services
within this context. “The Standards for Providing
Palliative Care for all Australians” has been
established to define the standard of care that
will best meet the needs of dying patients and
their caregivers (see appendix 5).

These standards incorporate the unique needs
of dying children and their families.

Activities that can assist with quality and
service improvement include:

e Clinical governance.

e Development of policy, procedures and
guidelines related to care.

e Audits of practice and documentation.

e Analysis of clinical and critical incidents

e Routine review of the care of patients after they
die (i.e. death reviews, mortality and morbidity
meetings).

e |ncorporating child and parent feedback into
how a service operates (both families currently
caring for a child with a life limiting condition,
and also bereaved parents and families).

e Monitoring clinical indicators (see appendix 6).

e Self-assessment programs (e.g. National
Standards Assessment Program/NSAP).

e Peer review and mentorship (e.g. NSAP).

e Collaborative projects (e.g. through the
Australian and New Zealand Paediatric Palliative
Care Reference Group and NSAP).

The ‘plan, do, study, act’ (PDSA) cycle'® uses
simple measurements to monitor the effects of
change over time. Changes and improvements

do not need to be large and can be implemented
over small time frames (weeks to months).

Larger improvements occur through successive
cycles which become linked cumulatively to each
other and across organisations. Reflective practice
and building on prior learning and experience also
assist this process. Such change can be based on
existing ideas and research, or through practical
ideas that have been proven to work elsewhere.'®
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Within the paediatric context, family centred
care is also important in the context of patient
or child centred care. Family centred care can
be achieved by:

Better communication with parents and carers.

Treating all family members with dignity

and respect.

Embracing the family as part of our team

of carers.

Providing prompt feedback.

Accepting a joint decision-making process
Enabling carers with the skills to provide
ongoing care.

Improving overnight carer accommodation.'®

FIGURE 10 PDSA Cycle "%




	Royal Children's Palliative Care Green Booklet
	FOREWORD
	ACKNOWLEDGEMENTS
	CONTENTS
	INTRODUCTION
	Definitions
	Conditions
	Epidemiolgy
	Transitions to Palliative Care
	Quality of life
	Place of care
	Coordination of care

	PSYCHOSOCIAL FOUNDATIONS OF PALLIATIVE CARE
	Respect for the uniqueness of each family
	Empowerment
	Communication
	Community perspectives
	Spiritual, religious and cultural issues
	Aboriginal and Torres Strait Islander considerations
	Refugees and asylum seekers
	Schools


	SYMPTOM MANAGEMENT
	PAIN
	Analgesic agents
	Primary analgesics
	Breakthrough pain
	Side effects and precautions of opioids
	Secondary analgesics
	Other therapies for pain
	Non-pharmacological therapies for pain management

	GASTROINTESTINAL SYMPTOMS
	Oral problems
	Nausea and vomiting
	Constipation
	Diarrhoea
	Anorexia and cachexia
	Feeding intolerance
	Forgoing nutrition and hydration

	RESPIRATORY SYMPTOMS
	Dyspnoea
	Cough
	Excess secretions

	ANAEMIA AND BLEEDING
	NEUROLOGICAL SYMPTOMS
	Anxiety
	Seizures
	Muscle spasm and myoclonus
	Irritability and agitation
	Acute dystonic crisis
	Insomnia

	RENAL
	DERMATOLOGY
	Pruritus
	Pressure ulcers
	Other skin conditions


	PERINATAL PALLIATIVE CARE
	Conditions requiring perinatal palliative care
	Steps in creating a birth plan

	THE DYING PROCESS
	Noisy/rattly breathing
	Incontinence
	Eye changes
	Restlessness and agitation
	Continues subcutaneous infusion
	Home care pack
	Circulatory and respiratory changes

	WHAT TO DO WHEN A CHILD DIES
	Death at home
	Death in hospital

	ORGAN AND TISSUE DONATION
	FUNERALS
	BEREAVEMENT
	Grief and anticipatory grief
	Bereavement support
	Supporting the staff

	QUALITY IMPROVEMENT IN PAEDIATRIC PALLIATIVE CARE
	ETHICS IN PALLIATIVE CARE
	Extent of supportive care
	Advanced Care Plans
	Double effect of drugs
	Confidentiality, privacy and disclosure
	Euthanasia

	ETHICS IN PALLIATIVE CARE
	Extent of supportive care
	Advanced care plans
	Double effect of drugs
	Confidentiality, privacy and disclosure
	Euthanasia

	RESOURCES
	APPENDICES
	APPENDIX 1 Palliative care action plan
	APPENDIX 2 Guidelines for continuous subcutaneous infusions
	APPENDIX 3 Syringe drivers and drug compatibilities
	APPENDIX 4 Contents of home care pack
	APPENDIX 5 Standards for providing quality palliative care for all australians
	APPENDIX 6 Clinical indicators for paediatric palliative care
	APPENDIX 7 Commonly used drugs and doses

	REFERENCES
	ORDER FORM
	NOTES
	End of book



