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Support services for consumers

Palliative Care Australia thanks you for bringing your experiences to this important process. If reading the material
in this Discussion Paper or sharing your story has raised any issues for you, we encourage you to please contact the
Australian Centre for Grief and Bereavement for free telephone support on 1800 642 066.

Introduction

Palliative Care Australia (PCA) and Paediatric Palliative
Care Australia and New Zealand (PaPCANZ) are
working together to improve the palliative care
experience for infants, children and young people and
their families and carers.

In 2020, our organisations were funded by the Australian Government
to work together to bring forward the first ever Paediatric Palliative Care
National Action Plan for Australia. This presents a unique opportunity

to review and build the capacity of the Australian health care system to
better serve the needs of infants, children and young people living with
life-limiting conditions and their families and carers.

To achieve this, we need to understand the views of everyone engaged in
their care as well as understand the experiences of children, young people,
and their families and carers. This is an opportunity for you to shape the
direction of paediatric palliative care services into the future.

Hearing the experiences of children and young people, as well as those

of their family and carers experiences, is critical to this process. You can
tell us what genuinely supports your quality of life and your confidence in
caring for your child. We need to hear when this has been achieved and
what is needed to ensure the best possible care is achieved for all children,
young people, and their families and carers.

We also wish to capture the views of those working in our health system
to identify what works well and what could be improved for staff and
consumers. We are interested in views of those working in specialist
palliative care, and wish to understand the journey to, or with, specialist
palliative care, and the barriers that exist. Equally the voices of those
delivering generalist palliative care to paediatric consumers through
primary care and other medical specialties; those providing allied health;
and those delivering NDIS-funded services, can all inform the picture of
paediatric palliative care nationally.

On behalf of our organisations, we thank you for your contribution.

Thank you and kind regards,

Meera Agar Sara Fleming
Chair Chair
Palliative Care Australia Paediatric Palliative Care Australia

and New Zealand
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Terms used in this Discussion Paper

Paediatric Palliative Care

PCA adopts the definition of palliative care for
children with life-limiting conditions as an active and
total approach to care, from the point of diagnosis
or recognition, embracing physical, emotional, social
and spiritual elements through to death and beyond.
[t focuses on the enhancement of quality of life for
the child and support for the family and includes the
management of distressing symptoms, provision of

short breaks, and care through death and bereavement”.

Family

The term family includes siblings, parents (including
separated parents), step-parents, grandparents, and
other carers.

Age Groups

Paediatric palliative care services are provided from
the perinatal period, through to age 18 years, noting
a period of transition to adult services can also be
supported where required up to the age of 25.

Health Consumer

Health Consumers New South Wales defines a health
consumer as people who use health services, as well
as their family and carers. This includes people who
have used a health service in the past or who could
potentially use the service in the future.

~ Together for Short Lives, Information - Children’s palliative care definitions, available: https:/www.togetherforshortlives.org.uk/changing-lives/supporting-care-

professionals/introduction-childrens-palliative-care/
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Background

The Paediatric Palliative Care National Action Plan is

part of a three-year project - The Paediatric Palliative
Care - National Action Plan project. This project is part
of the Supporting children with life threatening medical

conditions and their families 2019 Election Commitment.

There are 10 activities within the Paediatric Palliative
Care - National Action Plan project. Further information
on the project can be found here.

We have completed a literature review which has
highlighted the available evidence to build a picture of

what paediatric palliative care is in Australia.

e National Paediatric Palliative Care Action Plan: Discussion Paper

The literature review examined eight key areas,
including improvement of:

quality of services in the community and
acute care

access to services

skills of the workforce, parents, and
carers

knowledge of palliative care across the
community

collaboration between States/Territories
and the Commonwealth

research and data collection

uptake of advanced care planning

dissemination of information.

These eight areas form the sections of this Discussion
Paper. The literature review can be found here.

Responding to this
Discussion Paper

Response period

Support services for families -

Responses outside these dates will not be considered.

You do not need to respond to all of the questions.

How will the information be used?

Responses to questions in the Discussion Paper will
be compiled with evidence from the Literature Review

Responses to this Discussion Paper will be open for a consumers and carers
two-month period to 5pm on 30 August 2021.

PCA and PaPCANZ thank you for bringing your
experiences to this important process.

If reading the material in this Discussion Paper or
sharing your story has raised any issues for you,
please contact the Australian Centre for Grief and
Bereavement on 1800 642 066. This free confidential
telephone support has been made available for
consumer participants taking part in this process.

and other feedback from consultations/focus groups to
inform the development of a Paediatric Palliative Care
National Action Plan.

Demographic information will be used to support the
analysis of the responses only.

Demographics

To assist in analysing responses to the Discussion Paper, please complete the following questions:

Are you: What is your residential postcode?

a young person with a
life-limiting illness who has
received or are receiving
palliative care?

a carer/family member of a
child or young person who
has a life-limiting ililness who
has received or are receiving
paediatric palliative care?

a consumer from a disease
specific or consumer
organisation?

a clinician? If so, in what
sector?

3194 (PO Box) - but we are a national organisation

What is the main reason you are contributing to this Discussion
Paper consultation?

Rare Voices Australia (RVA) is the peak national body for Australians
living with a rare disease. RVA provides a strong, unified voice to
advocate for policy as well as health, disability and other systems that
work for people living with a rare disease. We advocate for the best
outcomes for Australians living with a rare disease.

Do you have any further comments?

Around 80% of rare diseases are genetic, so babies are often born with
arare disease. They are generally serious and complex; and often
progressive, life threatening and life-limiting. Sadly many die due to their
rare disease before they reach adulthood.

National Paediatric Palliative Care Action Plan: Discussion Paper °
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Improving quality of services in
the community and acute care

Sometimes, infants, children and young people experience illnesses that are likely to
shorten their lives. It is important they and their families and carers receive support to
live as well as they possibly can.

Palliative care services can provide an important part The important elements of care that we have identified
of this support, whether the infant, children or young from the existing research include:

person is at home, in the community, in hospital or in a
children’s hospice. Specialists in children’s palliative care
often need to work together with the infant, children or
young person general practitioner, other paediatricians, » allowing families and carers to have access to (or at
nurses, and a range of other professionals and least know about) palliative care early

community support to deliver care.

» making sure that the family is at the centre of all care
provided

» making sure treatments aimed at curing or
prolonging life can sit alongside treatments aimed at
improving quality of life

» making sure that the child and family, where required,

are supported by a multidisciplinary team meeting
their individualised needs

» having guidelines for care which can be adapted to
suit a specific age group, such as infants through to
young people.

e National Paediatric Palliative Care Action Plan: Discussion Paper

What are your thoughts on the following?

How can palliative care for infants, children and young people be improved?

Palliative care can make significant improvements to an individua'ls quality of life where they experie
complex symptoms as a result of a rare disease. Palliative care can also benefit the individual's family.
Generally Australian families who utilise palliative care services speak very positively about them.

Families often report that palliative care teams provide person-centred, holistic care. Many report that the
palliative care team can assist young people and their family to have their voices heard amongst the
multiple medical specialists. Families have regarded the palliative care team as being strong advocates for
them and value thier ongoing focus on quality of life and pain management. Similarly, for families that have,
or will have, a child with a congenital anomaly that means their death is imminent, perinatal palliative care is
an invaluable resource.

However what we also know is that families are often reluctant to be referred to the palliative care team,
probably because people associate palliative care with just end of life care. A rebranding or reframing of
palliative care is important to ensure that all families who would benefit from such services feel more
comfortable about accessing them.

How can the various services and individuals involved in providing palliative care to infants, children
and young people work better together?

National Paediatric Palliative Care Action Plan: Discussion Paper e



Improving access to services

Paediatric palliative care services can be delivered at home, in the community, in
hospital or in a hospice. Care needs to be provided in whichever setting meets the
current needs of the infant, child or young person and their family and carers.

All the major children’s hospitals in Australia provide
specialist paediatric palliative care services. (one each
in Queensland, Western Australia, South Australia,

and Victoria and three in New South Wales). There are
three children’s hospices across the country including
Very Special Kids (Victoria), Bear Cottage (New South
Wales) and Hummingbird House (Queensland).

In regional, rural and some metropolitan areas local
health professionals, such as general practitioners, often
provide care collaboratively with, or supported by, the
specialist paediatric palliative care services. This can
occur by phone and telehealth.

It is also important that health services and health
professionals provide care that meets the cultural and
spiritual needs of families and carers, such as those from
Aboriginal and Torres Strait Islander background and
culturally and linguistically diverse populations.

@ National Paediatric Palliative Care Action Plan: Discussion Paper

The important elements of care that we have identified
from the existing research include:

» the ability to access palliative care services from the
time of diagnosis

» making sure infants, children and young people can
be cared for wherever feels right for the child and
family

» allowing children and families to have flexibility and
choice in their preferred place of care

» supporting children, families and carers to change
their preferred place of care in response to a change
in care needs

» ensuring the preferred place of care can meet the
families’ cultural and spiritual needs

» having access to services when they are needed, such

as an after-hours telephone support service.

What are your thoughts on the following?

How can we make sure that infants, children and young people who need palliative care get it
when they need it?

The National Strategic Action Plan for Rare Diseases (the Action Plan) provides guidance on this:

"Increase awareness among health and other professionals, and rare disease organisations of the
multi-faceted role of palliative care, including peri-natal palliative care. Palliative care can achieve a range
of of objectives for people and families living with a rare disease, including improving quality of life and
providing end-of life care. This will assist to improve:

uptake of palliative care by people living with a rare disease or by families who may benefit from peri-natal
palliative care; and timliness of referrals by health professionals." (2.1.3.2)

"Promote the specific needs of people living with a life-limiting rare disease to the palliative care sector.”
(2.1.3.3)

https://www.health.gov.au/resources/publications/national-strategic-action-plan-for-rare-diseases

How can we avoid a situation where some people receive better support than others?

National Paediatric Palliative Care Action Plan: Discussion Paper a



Improving skills of the
workforce, parents and carers

What are your thoughts on the following?

What do you think doctors, nurses and other health professionals need to know more about
when it comes to looking after infants, children or young people with illnesses that may cause
o ) ) o ] ] ] ) ) them to die at a young age?
Specialist paediatric palliative care services provide direct care to infants, children
and young people with complex palliative care needs. The services vary in their
constitution but draw on a range of disciplines including specialist medical, nursing

and allied health staff.

Pastoral care through multi-faith chaplains and spiritual The important elements that we have identified from
advisors may also be included in the specialist team. the existing research include:
Accredited interpreters and additional support services

specialist health professionals who provide paediatric
should also be included as needed. > special arth pr onals who proviae paediatr

palliative care should have more advanced skills and
Where children, young people, families and carers knowledge
are unable to access face to face specialist paediatric
palliative care services, the service can provide support
and advice and can educate other health professionals
such as general practitioners and those working in
community settings who are providing care.

» there is an expectation that health professionals
frequently involved in caring for children with life-
limiting conditions have a foundational level of
paediatric palliative care knowledge and skKills

» core competencies in a palliative approach to care
could be required for undergraduate clinicians and
qualified paediatric care providers.

Families and carers need information and training
on the practical aspects of home and hospital-based
care including symptom management, medication

administration and nursing care. Improving the skills of » parents and carers must have access to training to
caregivers will enhance their confidence and the quality support them in caring for their infant, child or young
and scope of care they can provide in the home. person in the home.

How can health professionals better understand and include an infant, child or young person’s family
(parents, step-parents, siblings, grandparents and other key figures) in care?

@ National Paediatric Palliative Care Action Plan: Discussion Paper National Paediatric Palliative Care Action Plan: Discussion Paper @



Improving knowledge of
palliative care across the

community

Generally, there is a reluctance in the community to discuss death and dying.
The community also have a limited understanding of what palliative care is and what

palliative care services can offer.

Further, there is a limited understanding that palliative
care services can be accessed from the time of
diagnosis of a life-limiting condition and how palliative
care can be provided alongside curative treatment.

Depending upon their diagnosis, Infants, children and

young people can receive palliative care for many years.

Palliative care needs in infants, children and young
people can also vary, from times of increased need
during acute illness, the ongoing management of the
condition, and end-of-life care..

@ National Paediatric Palliative Care Action Plan: Discussion Paper

Some of the important elements that we have identified
from the existing research include:

» the community are more likely to accept paediatric
palliative care once they understand that it focusses
on relieving symptoms and enhancing quality of life

» the need to improve comfort in discussions about
death and dying

» the need for enhanced understanding that palliative
care can be provided alongside curative treatment

» the importance of providing education to community
groups who interact with the child or young person

and their family on understanding palliative care

What are your thoughts on the following?

What would you like the general population to better understand about palliative care for infants,
children and young people?

Implementation step 2.1.3.2 of the Action Plan acknowledges the important role that rare disease
organisations have to their members in educating people about the multi-faceted role of palliative care,
including peri-natal palliative care. The great complexity and unmet need in rare diseases is often
overwhelming for families who are juggling numerous challenges and emotions. To meet this need, Action
2.1.4 of the Action Plan acknowledges the need to develop the capacity of rare disease organisations to
represent and advocate for people living with a rare disease and their families.

Rare disease organisations play a key role in raising disease awareness and providing critical person-centred
information (about palliative care, for example) relevant to families. However, stakeholder consultations
undertaken during the development of the Action Plan identified that these organisations are
under-resourced, are largely volunteer-based and often have a limited ability to raise funds, posing a risk to
their long-term sustainability.

https://www.health.gov.au/resources/publications/national-strategic-action-plan-for-rare-diseases

National Paediatric Palliative Care Action Plan: Discussion Paper e



Improving collaboration between
States/Territories Governments
and the Commonwealth

Government

In Australia, Federal and State or Territory governments all have a role in the
development, funding, and provision of paediatric palliative care. Areas include policy
and evidence guidance, workforce, program delivery and data collection.

At the national level, a number of best practice
guidelines have been developed to ensure that state-
based services are developed in line with these
guidelines. Best practice guidelines include a National
Consensus Statement on Paediatric End-of-Life Care?
(Australian Commission on Safety and Quality in Health
Care), and a Paediatric Addendum to the Palliative
Care Service Development Guidelines?, (Palliative Care
Australia).

Collaboration across jurisdictions is facilitated

through PaPCANZ. This network of specialist health
professionals aims to lead the development of
paediatric palliative care by sharing information and
resources, advocating for this patient group, facilitating
education and training, and contributing to the
development of standards, guidelines and research.

1. Australian Commission on Safety and Quality in Health Care. National Consensus Statement: essential elements for safe and highquality paediatric end-of-life care. Sydney:

ACSQHC, 2016

Some of the important elements that we have identified
from the existing research include:

» National policies and practices that ensure a shared
vision for paediatric palliative care and consistency
across jurisdictions in working to achieve this vision

» Federal governments facilitating collaboration
across jurisdictions by supporting national level data
collection on children with life-limiting conditions and
paediatric palliative care service provision.

2. Palliative Care Australia 2018, Paediatric Addendum - Palliative Care Service Development Guidelines, PCA, Canberra. Prepared by Aspex Consulting, Melbourne.

@ National Paediatric Palliative Care Action Plan: Discussion Paper

What are your thoughts on the following?

What advice would you have for the State and Federal governments about working together to
help infants, children and young people who need palliative care?

A critical enabler of the Action Plan is collaborative governance and leadership. Any national policie;
practices to ensure paediatric palliative care is consistent across all jurisdictions must include people living
with a rare disease. This includes all Priority Populations identified in the Action Plan:

- People living with a rare disease

- Australians with an undiagnosed rare disease

- Australians with an increased chance of developing a rare disease or of having a child with a rare disease
- Aboriginal and Torres Strait Islander people

- People living in regional, rural and remote areas

- People from culturally and linguistically diverse backgrounds

- People experiencing socio-economic disadvantage

The voice of people living with a rare disease and their families and carers must be included and heard in
any consultation processes related to paediatric palliative care.

https://www.health.gov.au/resources/publications/national-strategic-action-plan-for-rare-diseases

National Paediatric Palliative Care Action Plan: Discussion Paper @



Improving research and data
collection

What are your thoughts on the following?

What would help to improve research in paediatric palliative care?

To date there have been many projects undertaken that identified priorities for

research in paediatric palliative care. Most often these have identified clinicians’ In Australia, data for most rare diseases isn't captured in health information systems or registries. There
research priorities, but there have also been attempts to understand the research currently no coordinated strategy to collect, measure, build and translate the data that does exist. More
priorities from the perspective of infants, children, young people and their families and coordinated data collectionand research into rare disease would also support more coordinated research
carers ’ ’ into paediatric palliative care, and vice versa.

Research could prioritse existing knowledge gaps such as the rare disease familiies' experience of palliative
CareSearch (the Australian palliative care knowledge There are a number of key focuses for research in care services. Most of our knowledge on this comes form lived experience rather than any rigourous research.

network) includes paediatric palliative care as part of its paediatric palliative care which include:
collection of systematic reviews. CareSearch increases
awareness of current research activities by maintaining
a register of Australian research projects and studies
in palliative care CareSearch also provides access to a » to inform workforce planning
research data management system that supports data
collection and reporting.

» the prevalence of infants, children, young people with
life-limiting conditions in Australia

to support and inform continuous demonstrate
quality improvement

It is challenging to estimate the current and future
demand of children living with life-limiting conditions
and the number of children and their families who The important elements that we have identified from
would benefit from paediatric palliative care service the research include:

involvement. Estimates from overseas have involved
complex processes for data collection® . However, the
ability to collect and analyse data has the potential to » promoting research in recognised areas of
support current and future paediatric palliative care importance

service delivery.

» to demonstrate quality indicators*

» enhancing routine data collection

» ensuring all key stakeholders are represented in
research activities.

3. Palliative Care Australia 2018, Paediatric Addendum - Palliative Care Service Development Guidelines, PCA, Canberra. Prepared by Aspex Consulting, Melbourne.
4. Palliative Care Australia 2018, Paediatric Addendum - Palliative Care Service Development Guidelines, PCA, Canberra. Prepared by Aspex Consulting, Melbourne.

@ National Paediatric Palliative Care Action Plan: Discussion Paper National Paediatric Palliative Care Action Plan: Discussion Paper @



What are your thoughts on the following?

How do you think we can help children, young people and families and carers share their goals,
values, hopes, and fears about care with the doctors, nurses and others who care for them?

Families and carers, children (where appropriate), together with the care team, share
the challenge of making decisions and planning care for the infant, children and young
person. These choices are individual and are different for every infant, child or young
person, and may need revision if the child’s condition changes.

Advanced care planning is a process of discussion The important elements that we have identified from
between families, carers and health care providers the research include:

about goals and preferences for care in the context of
the patient’s current and anticipated future health. The
objective is to determine the overall goal of medical
care, and the interventions that should and should not
be provided. This will guide current treatment, as well

» infants, children and young people with life-limiting
conditions who are likely to benefit from advanced
care planning either do not receive it or receive it
close to the end of their life when its usefulness can

be limited
as future treatment in the event of a deterioration in the
child’s condition. In most cases these are discussions » the uptake of advanced care planning can
that evolve and progress over time®. be enhanced through population and system

level interventions, patient and family focused

Advance care planning should begin by talking about interventions and training for clinicians.

what the family understands about their situation, what
is important to them, their hopes and goals, as well as
their fears.

Advance care planning for infants, children and young
people with life-limiting conditions has the potential
to improve care for them and their families and carers,
provide the opportunity to make timely decisions
based on clear information, before acute deterioration,
and avoid non-beneficial clinical interventions at the
end-of-life.

5. The Royal Children’s Hospital Melbourne, Advanced Care Planning available at https://www.rch.org.au/advancecareplanning/

@ National Paediatric Palliative Care Action Plan: Discussion Paper National Paediatric Palliative Care Action Plan: Discussion Paper @
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Improving dissemination of

iInformation

An essential component of high-quality paediatric palliative care is effective
communication between children and young people living with a life-limiting
condition, family members, and health professionals, underpinned by access to

educational and informational resources.

Families and caregivers should receive information that
enables them to make informed decisions about the
care, and to relay the needs of the child, young person,
and family to others, including schools, NDIS, care
providers and support workers, as well as other family
members, friends and the wider community.

Families and carers need information and training

on practical aspects of home-based care including
symptom management, medication administration and
physical care. It is also important that discussions are
held, and information is provided about the infant, child
or young persons clinical condition, their prognosis and
the goals of care.

To support collaborative decision-making, information
provided to children, young people and their families
and carers should be:

» specific to the child and young persons’ individual
circumstances

» clearly explained and understandable (including for
the child or young person)

» provided at the appropriate time
» culturally appropriate

» consistent

» Uup to date

» provided verbally and in writing.

@ National Paediatric Palliative Care Action Plan: Discussion Paper

Family meetings between health professionals and
families are an essential tool in paediatric palliative

care to inform, deliberate, clarify, make decisions and
set goals for future care. These discussions should

also be communicated to the wider care team such as
general practitioners and other networks relevant to the
individual infant, child, young person and their family.

The important elements that we have identified from
the research include:

» promoting patient- and family-centred care, to ensure
the expertise and preferences of patients and families
and carers inform care

» managing dissemination of information through care
coordination

» fostering partnerships across a range of healthcare
professions and care settings

» improving documentation of information.

What are your thoughts on the following?

What is the best way for doctors, nurses, and other health professionals to share information

about an infant, child or young person’s care?

National Paediatric Palliative Care Action Plan: Discussion Paper @
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