Communicating for
end of life – a toolkit

Pur

Funding
This project is funded by the Australian Government Department of Social Services in
collaboration with Li-Ve Tasmania.

Thank you
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knowledge for use in these guidelines:
▪

Ipswich Hospice Care

▪

Tasmanian Specialist Palliative Care Service

▪

Easyhealth.org.uk

These evidence-based guidelines have been informed by:
▪

Australian Commission on Quality and Safety in Health Care, National Safety and
Quality Health Service Standards Second edition

▪

Primary Health Tasmania’s Guidelines for Shared Transfer of Care, that were
developed through research and wide consultation across Tasmania about people’s
experiences of transitions of care. Shared Transfer of Care was funded through the
Australian Government’s Primary Health Networks Program.
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Foreword
Li-Ve Tasmania’s Healthy dying for people with disability project aims to promote and improve
the systems and practices to support good communication with people with intellectual
disability, cognitive impairment or communication difficulties who are at end-of-life. Considered,
respectful communication supports safe, effective healthcare for those with a life-limiting illness.
Health and safety communication is the exchange of information about a person’s health,
wellbeing and care needs. It occurs within a group that may include disability support workers,
coordinators, multidisciplinary teams, clinicians, and of course the person living with disability,
including their families and carers.
A breakdown in the transfer of information between any members of the group can cause
serious adverse events and is a major preventable cause of harm.
Effective communication is a core skill for all people providing end-of-life care. It’s a skill that can
be developed and improved with practice, support and mentorship.
The project provides a suite of resources developed to support communicating for end-of-life
care to improve outcomes for people with disability at end of life by promoting:
 effective communication between disability and healthcare providers
 inclusive, best-practice end-of-life care.

The toolkit has been made possible through funding received from the Department of Social
Services Information Linkages and Capacity Building (ILC) program.

Let’s speak the same language
A person living with disability. Different professions have their own special words or
expressions that may be difficult for people outside the profession to understand. This is
known as jargon. The healthcare and disability sectors are no exception. The disability sector
and the National Disability Insurance Scheme refer to people with disability as participants,
while in the healthcare sector people with disability are called consumers, patients or
clients. In this document, for clarity and shared understanding, we respectfully use a singular
term: ‘person living with disability’.
Health services. For the purpose of this document, health services includes those
services delivered by a range of health professionals working in a variety of settings, from
hospitals to small community-based health clinics. The health workforce includes doctors,
GPs, medical specialists, nurses, midwives, dentists, specialist palliative care services, allied
health practitioners including Indigenous health workers, paramedics, and administrative
and other support staff.
A full glossary of terms used in this document can be found at Appendix A.
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Healthy dying: our values
Li-Ve Tasmania’s Healthy dying for people with disability project aims to improve how people
with disability experience living with a life-limiting illness. Our goal is to deliver an ideal
experience of care that supports people’s goals and delivers the best outcome in life and death.
Our values to support this goal are:
Value

Evidence

Person- and familycentred care

The person living with disability and their family and disability support
services collaborate with healthcare providers to receive end-of-life care
that allows the person to maintain choice and control of their care.

Evidence-based,
quality services

Disability and healthcare professionals work together using the best
available evidence and their individual expertise and knowledge to deliver
person-centred supports and health care at end of life.

Equity in access to
health care

People with disability have equal access to end-of-life health care that
meets their goals and needs.

Strength-based
approach

The person with disability, their families and carers are empowered to
make informed decisions and successfully manage their own health and
care to achieve their goals in life and death.

Strong linkages and
coordination across
sectors

Disability and healthcare providers work together using a coordinated and
integrated approach to end-of-life health care with respectful
communication as the key.

Team-based
approach

A person living with a disability receives health care and support that
involves the different services and providers they need to achieve their
end-of-life goals and receive the health care they need and deserve.
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Introduction
Communicating for health and safety at end of life is a complex process. Disability and
healthcare providers, compassionate to people’s individual needs, are relied upon to
communicate and exchange information in a manner that reduces risk of harm to people with
disability living with a life-limiting illness.
Developing the Communicating for end of life toolkit (the toolkit) has involved and included the
experiences and ideas of people living with a disability, their families and carers and disability
and healthcare providers. The toolkit is intended to:
 help disability support providers work in partnership with people living with disability

who are at end of life
 outline some simple steps to support care needs
 improve the reliability and safety of people’s care as they navigate between services
to receive best practice end-of-life care.
The toolkit supports all disability providers to take a leadership role in improving the transitions
of care for people who are unable to manage this independently.
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Resources included in this toolkit
Li-Ve Tasmania has developed a suite of evidence-based resources that are included in this
toolkit as appendices. These resources are referred to throughout the document, and
summarised below:
Appendix

Description

A.

Glossary

B.

D.

Communicating for
care – quick reference
guide
Ten top tips for
breaking bad news
My hospital passport

Definitions and descriptions of the terms relevant to
communicating for end-of-life care
A summary of the action plans for Li-Ve Tasmania’s 5 elements
of communicating for end-of-life care

E.

Care alert kit

F.

Support ISOBAR

G.

Shared hospital plan

H.

Stop and watch

I.

Navigating end of life

J.

Six-minute Intensive
training – healthy
dying

K.

Medical appointment
form

L.

Tips for
communicating with
people with
intellectual disability

C.

Communicating for end of life

Helpful hints and tips to use when faced with a bad news
situation involving someone with intellectual disabilities.
For people with intellectual disability or cognitive impairment
coming into hospital.
A tool to store important healthcare documents in a single
place.
A communication tool to support person-centred transitions of
care.
A form used to document who is the responsible agency to fund
aspects of a participant’s care while they are in hospital.
A form for disability providers to record any changes in
participant health and wellbeing.
A navigation tool designed to guide disability support staff in
their care of people who have a life-limiting illness.
A snapshot of the key elements of effective communication to
support end-of-life care of a person with disability. Intended as
a training tool to spread the word about the key elements of
effective communication.
A form to complete and bring to participant medical
appointments. Information on this form is based on the
‘ISOBAR’ communication method, designed to improve safe
clinical handovers of care.
A tip sheet with ideas and strategies for effective
communication with people with intellectual disability to enable
quality healthcare.
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Disability expertise at end of life – what is needed?
Disability providers play an important role in leading the social aspects of end-of-life care for a
person with disability. Healthcare providers are responsible for taking the lead on providing
health care and symptom management (Figure 1).

Figure 1: Disability expertise at end of life; disability providers and palliative care/healthcare
providers

Disability support workers often know the person they support very well and can identify even
the slightest changes in health and wellbeing. And people living with intellectual disability,
cognitive impairment and communication difficulties who have a life-limiting illness rely on those
who are supporting and caring for them. Working together effectively relies on good
communication and information exchange to provide safe, high-quality, end-of-life care.
Multiple providers across multiple organisations may be involved in the end-of-life care of a
person living with disability as figuratively described in Figure 2.
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Figure 2. Providers potentially involved in end-of-life care of a person living with disability

Through good communication processes – formal and informal – disability support workers can
alert their team leader and the person’s healthcare providers about any concerns or changes in
the person’s health. This enables people living with a disability with a life-limiting illness to
receive care and support promptly by the right person, provider or team in the right setting.
The support team must work together and in collaboration with the person, their families and
carers to:
 access the right health care and support when and where it is needed
 understand the diagnosis and treatment plan
 uphold the rights, goals and wishes for end-of-life care for the person living with

disability.
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Why is communicating for end-of-life care important?
Effective communication plays an essential role in ensuring safe, coordinated, and continuous
care. It is particularly important at the transitions of care – when all or part of a person’s care is
transferred somewhere else. This could be to other team members within an organisation, to
clinicians, between multidisciplinary teams, and across organisations.1,2
For a person with disability who is at the end of their life, these transitions-of-care points are
often the junction between disability support services, general practitioners (GPs), allied health
providers, specialist palliative care services, community nurses, ambulance personnel and
hospitals.3
Transitions of care can place people with disabilities at high risk of adverse events and poor
health outcomes.4,5,6 This is often due to a lack of, or poor communication and information
exchange between health, disability, and aged care providers.7
Poor communication between providers and poor documentation of information is a key safety
and quality issue that can lead to:
 avoidable death
 higher rates of readmission to hospital
 increased morbidity
 lack of coordination of care and follow-up
 lack of availability of important diagnostic results
 medication errors including missed medications, dosage errors and emergency

medications being stopped accidentally or missed.8
The end-of-life course can occur over several years or it may be brief and sudden. During this
time, people may move frequently between healthcare locations, places, and services.9 Safe,
high-quality transitions of care are essential to ensure people with disability are supported by
care that promotes, upholds, and respects their human rights.10

Communicating for end-of-life care is a shared responsibility
Good communication and information exchange between the disability and the healthcare
sector is essential to the person living with disability. Having processes in place for structured
sharing of communication can help us provide the best possible care and support.

Developing the toolkit
Communicating for end of life – a toolkit (the toolkit) has been developed and refined through
involving and including the experiences and ideas of people living with disability, their families
and carers, and disability and healthcare providers.
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The case for a better-connected healthcare system
Person-centred integrated care is known to benefit people with disability throughout their life
span and health trajectory.11,12 Integrated care is known to increase quality of care and enable
greater access to services.13
Research indicates integrated models of care and aspects of the continuum of care are
significantly poorer for people with intellectual disability adversely affecting healthcare
outcomes including:
 treatment planning and care provision
 coordination of care
 transitions across and between different disease pathways and service providers
 documentation of treatment.14
Different healthcare and disability organisations operate under different clinical governance
arrangements and legislation, different quality and safety standards, and different policies and
procedures. Workplace cultures also vary and often there is a lack of knowledge about funding,
skills mix, and scope of practice across sectors. These combined factors contribute to an
environment where integrated care and communication between services can be challenging.
Both disability and healthcare providers play a critical role in supporting people with disability at
end of life in accessing integrated and continuous health care when and where they need it.
Improved communication, documentation and information-sharing across sectors can help
improve healthcare outcomes for people with disability at end of life.
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Good communication supports person-centred care
Person-centred care is an approach to care and support where people with disability are treated
with respect, compassion, and dignity.15 The goal for person-centred care is to:
 be personalised, enabling, and coordinated
 provide physical, emotional, psychological, and spiritual support
 achieve a person’s goals
 deliver an ideal experience for people, their families, and carers
 deliver the best outcome.

Person-centred care is respectful of and responsive to the needs, goals, preferences, and values
of people. It requires good information and communication, continuity of transfer, and
involvement of the family, carers, or advocates. It is what disability providers practice every day.
Developing the skills and expertise to translate person-centred information between disability
providers, palliative care and healthcare providers will enable us to fully meet the goals of
person-centred care.

Communicating for end of life
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What is end-of-life care?
End-of-life care affirms life while recognising that dying is an inevitable part of life. It is provided
when a person is living with a life-limiting illness, but neither brings forward nor delays death.16
All people living with a progressive, active, advanced disease should have evidence-based
palliative care available to them.
The National Palliative Care Standards define palliative care as:
…person and family-centred care provided for a person with an active, progressive, advanced
disease, who has little or no prospect of cure and who is expected to die, and for whom the
primary treatment goal is to optimise the quality of life. 17

Palliative care responds to the needs, preferences and values of people, their families and carers.
Personal autonomy, effective communication, and shared decision-making forms the basis of a
person- and family-centred approach to palliative care.

Using a palliative approach
A palliative approach recognises death is expected and concentrates on the care rather than cure of a
person with a life-threatening or life-limiting illness or frailty. The aim of a palliative approach is to
maximise comfort and function and provide relief of any distressing symptoms. A palliative approach
addresses a person’s physical, psychological, social, emotional, spiritual, and cultural needs and
welcomes family involvement and people who are important to the person, including disability staff,
friends, and house mates. Anyone can be involved, and everyone has a role to play.
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The NDIS Practice Standards and Quality Indicators
Alignment with national safety and quality standards
The National Disability Insurance Scheme (NDIS) Quality and Safeguards Commission
acknowledges that people with disabilities are at risk of poor health, premature death and poor
transitions of care – key points where there is potential risk of harm for people with disability. 18
Providers must comply with the NDIS Practice Standards and Quality Indicators. These Standards
clearly outline the need for NDIS-approved providers to monitor a person’s health, safety and
wellbeing while ensuring safe and effective transitions of care. 19,20
This toolkit is intended to support disability providers to deliver high-quality end-of-life care for
people with disability who are dying. It contains supporting resources and tools that promote
good communication and information exchange between team members within the disability
and healthcare sectors.
The recommendations in this toolkit align with the following national quality and safety
standards:
 The NDIS Quality and Safeguards Practice Standards21
 The Australian Commission on Safety and Quality in Health Care National Safety and

Quality Health Service Standards Second edition 202122
 The Aged Care Quality and Safety Commission, Aged Care Quality Standards 23
 The Royal Australian College of General Practitioners (RACGP) Standards of Practice 5th
Edition24
 National Palliative Care Standards, 5th edition, 2018.
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The 5 elements of communicating for end-of-life care
Communication for end-of-life care for people living with disability is complex. Disability and
healthcare providers must work together and in partnership with the person, their family and
carers.
There are 5 elements for communicating for end-of-life care that can be shared between
providers and the person they are supporting. These elements are interconnected and equally
important. They are the sharing of:
1. Decisions
2. Accountability
3. Communication
4. Documentation
5. Coordination

Shared elements of communicating for care
DECISIONS

ACCOUNTABILITY

Communicating for end of life

COMMUNICATION DOCUMENTATION

COORDINATION
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1. Shared decisions
People with disability and their families, carers, and advocates are partners in
decisions and planning for end of life. Establishing a shared understanding and
formulating goals together for end-of-life decisions is a core requirement for
person-centred care.

Sharing decisions of care with people living with a disability means:
 people are engaged as equal partners in their care as much as they wish to be
 people are involved in their care plan which is based on their physical, social,

spiritual, and cultural wishes, needs, and goals
 people are given information and documentation related to their care in a format
they can understand, depending on their health literacy and communication needs;
providers check for understanding of information received
 people are given time to understand the options available to them
 when transitions occur, people are aware of transition timeframes, key contacts, and
actions to take as needed.

Action Plan
✓ Speak to the person with disability about their diagnosis using the Ten
top tips for breaking bad news (Appendix C).
✓ Request a NDIS plan review to include health and community support for
end of life (for example community nursing).

✓ Ask the GP or medical specialist to consider completing a medical goals
of care plan.
✓ File the plan in the person’s record and inform all relevant staff including
disability support workers of the person’s end-of-life goals and wishes.
✓ Make the medical goals of care available for sighting by other healthcare
professionals such as the Ambulance Service.
✓ Develop a palliative care support plan via the GP.
✓ Ask the GP to consider a referral to the Specialist Palliative Care Service if
indicated.

✓ Set up My hospital passport (Appendix D) to have available in case the
person requires hospitalisation.
✓ Consider adopting and using my Care alert kit (Appendix E)

Communicating for end of life
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2. Shared accountability
Disability and healthcare providers have a shared accountability to enable a
person-centred approach to end-of-life care for people with disability. The
person must be supported to understand their condition so they can contribute
to planning and decision-making about their end-of-life goals and care.

Sharing communication means:
 proactively work with healthcare providers to plan shared care and transitions; for example,






prior to hospital admission share any information about things that can increase the
likelihood of a successful stay
the provider initiating a transition is available to answer questions from the receiving
provider, the person, their family, carers, and advocates
the provider initiating the transition ensures all the necessary supports for ongoing care,
including medications, are available following the transition for ongoing care
roles are clearly defined, ensuring all providers and the person receiving care understand
their responsibilities
feedback is shared amongst relevant parties so improvements can be made when the
transition does not go as well as it could.

Action Plan
✓ Translate any medical information into easily understood information.
✓ Develop and implement a transition of care policy.
✓ Develop and implement a transition of care checklist.
✓ Document roles and responsibilities for transition of care in relevant
position descriptions.
✓ Use your organisation’s feedback (compliment and complaints) systems
to collect, analyse and trend data and information about transitions of
care. Share findings with other health providers involved to improve the
transition process.

Communicating for end of life
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3. Shared communication
Communication relies on the receiver’s ability to understand, respond, and
know that the response has been heard and understood.
Understanding and supporting a person with disability using their preferred
method of communication is important. Disability support workers play a key
role in helping healthcare professionals understand the individual communication styles of
people with disability.

For people with disability, identifying and recognising symptoms may be difficult if the person
has a communication impairment. This can lead to what is called ‘diagnostic overshadowing’
where there is a tendency for healthcare providers to overlook the symptoms of ill health and
attribute them to being part of the person’s disability.
Some people with disabilities are very articulate and can communicate feelings and thoughts in a
meaningful way. Others rely on the use of assistive technology, communication tools or
alternative communication systems and people who know them well.

Sharing communication means:
 where possible proactively communicate with health and palliative care providers to

develop a plan of shared care
 provide information on the person communication needs, aides and preferred
technology.

Action Plan
✓ Adopt and use SUPPORT ISOBAR (Appendix F) –a communication tool to
guide communication at the moment of transition.
✓ Adopt and use the medical appointment form to guide conversations with
the Doctor
✓ When transferring to hospital provide communication devices to hospital
staff along with My hospital passport (Appendix D) or the Care alert kit
(Appendix I)
✓ Proactively discuss and plan for hospital or GP visits and ensure everyone
understands the best communication methods for the person.
✓ Use existing referral pathways to community nursing, specialist palliative
care services and other healthcare providers.

Communicating for end of life
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4. Shared documentation
Documentation is an important mechanism to support effective communication
and safeguard people with disability. Documentation is critical to support safe
end-of-life care. Clear, accurate information must be available to healthcare
providers and must be relevant and complete.

Sharing documentation means:
 effective sharing of information and documentation ensures safe, coordinated, and






continuous care
high-quality documentation is shared between disability and healthcare providers
and the person with disability, their family, and carers regardless of setting
a current advanced care plan is made available to all healthcare providers including
emergency personnel
when a person is being transitioned, there is a clearly documented plan in place that
is explained to them and is understood by them
assessment and referral templates are clear, person-centred, and free from jargon
information between providers is confidential and secure, but accessible to the
person and includes a medication list where relevant.

Action Plan
✓ Consider adopting the My hospital passport (Appendix D).
✓ Include a current medical goals of care or advanced care directive in the
transition documentation (if completed).
✓ If the person with disability is transitioning to hospital, ensure hospital
staff have access to the participant’s hospital support plan, list of current
medications, allergies, healthcare card, Medicare card, behaviour support
plan, communication profiles and any related aids.

Communicating for end of life
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5. Shared coordination
Coordination of care supports people with disability to manage the demands
associated with accessing multiple service providers for end-of-life care.
Access to coordination of care must be timely, regardless of the intensity of a
person’s coordination of care needs and requires all members of the person’s
support team to work together.

The intensity of coordination of care varies according to the complexity of a person’s end-of-life
care needs and their social, cognitive, and mental health state. Coordination needs are dynamic
and fluctuate over time – needs increase when the person’s health and wellbeing changes during
periods of instability and decrease once this instability passes. These changes are to be expected
when providing end-of-life care through the palliative approach.
Families, carers, and disability support workers play a critical role in recognising even small changes
in a person’s health and wellbeing. Remaining alert and responding to these changes can prompt
access to the most appropriate and beneficial care.

Sharing coordination means:
 disability providers take a lead on coordination of care to ensure care is coordinated,

and person-centred across sectors
 transitions of care are collaborative with a focus on respectful communication
 evaluation of coordination processes, including the person with disability, their
family, and carers is built into quality improvement processes.

Action Plan
✓ Allocate a ‘key’ disability support person or lead on coordination of care
for the person with disability for specialist palliative care team members,
community nurses and medical specialists to speak with about the person
who is dying. Ensure this person knows the person well.
✓ Incorporate NDIS transitions of care between disability services and
hospitals practice alert to guide processes of care
✓ Adopt the Shared hospital plan form (Appendix G)
✓ Continually review to plan in response to the person’s changing needs,
goal and wishes.
✓ Consider adopting STOP AND WATCH (Appendix H) to help disability
support workers recognise, report and respond to a person’s health and
wellbeing.
✓ Use the Navigating end of life tool (Appendix I) to guide the care pathway

Communicating for end of life
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Good end-of-life care
Good end-of-life care requires systems that support disability and healthcare workers to provide
evidence-based and appropriate care for each person to ensure the best possible outcome.
We will achieve good end-of-life care by following ‘If, Then’ principle (see below).

If
care is…

Then
people with
intellectual
disability will…

Communicating for end of life

 based on best practice
 delivered by appropriately skilled and

credentialled staff
 monitored and evaluated to drive
improvement
 multidisciplinary

 receive safe evidence-based care
 have improved healthcare outcomes and less

adverse events
 be supported at the points of transfer
between services and providers
 be fully aware of our involvement, as are
their healthcare team and GP.
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Appendix A: Glossary
Term

Definition

Acute
deterioration

Physiological, psychological or cognitive changes that may indicate a
worsening of a person’s health status: this may occur across hours or days.25

Advance care
directives

Sometimes referred to as a living will. It is something a person (‘person
concerned’) creates and involves documentation of their preferences for
future care. It can include the person values, life goals and preferred
outcomes and directions about care and treatments. An Advanced care
directive can only be completed and signed by a competent adult. A
substitute decision maker can be formally appointed. It is used only when
the person concerned lacks capacity to participate in decision-making.26

Advance care
planning

Is about understanding what is important to the individual. Advance care
planning is a process of planning for future health care, for a time when the
person is no longer able to make their own health care decisions. It relates to
a person’s future health care and medical treatments. It may include
conversations about treatments they would or would not like to receive if
they become seriously ill or injured. It includes identifying the person they
want to make these decisions and how they want those decisions to be
made. It has many benefits for the person (care aligned with preferences),
loved ones and treating clinicians.27

Adverse event

An incident that results, or could have resulted, in harm to a person in
receipt of care or support. A near miss is a type of adverse event.28

Allergy

Occurs when a person’s immune system reacts to allergens in the
environment that are harmless for most people. Typical allergens include
some medicines, foods and latex. An allergen may be encountered through
inhalation, ingestion, injection or skin contact. A medicine allergy is one type
of adverse drug reaction.29

Assistive
technology

Physical supports that help people do something more easily or do
something that a person cannot do because of their disability.30

Avoidable death

A death from a condition that could have been prevented through provision
of individualised care and/or treatment through existing primary or hospital
care.31

Bad news

Any news that drastically and negatively alters a person’s view of his or her
future. A person’s experience of news as ‘bad’ is dependent upon their
concept of time and future as well as their capacity for abstract thinking.32

Care

The process of providing what a person needs.

Carers

People who provide personal care, support, and assistance to people with a
disability, mental condition, medical condition, or frailty due to age. The
term carer does not include people who provide care for payment.33
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Clinical
communication

The exchange of information about a person’s care that occurs between
treating clinicians, the person, their, carers and families, and other members
of a multidisciplinary team. Communication can be through several different
channels, including face-to-face meetings, telephone, written notes or other
documentation, and electronic means.

Clinical
governance

An integrated component of corporate governance of health service
organisations. It ensures that everyone – from frontline clinicians to
managers and members of governing bodies, such as boards – is accountable
to the person in receipt of care and support and the community for assuring
the delivery of safe, effective and high-quality services. Clinical governance
systems provide confidence to the community and the healthcare
organisation that systems are in place to deliver safe and high-quality health
care.34

Clinician

A healthcare provider, trained as a health professional, including registered
and nonregistered practitioners. Clinicians may provide care within a health
service organisation as an employee, a contractor or a credentialed
healthcare provider, or under other working arrangements. They include
nurses, midwives, medical practitioners, allied health practitioners,
technicians, scientists and other clinicians who provide health care, and
students who provide health care under supervision.35

Communicating
for safety

Having systems and processes in place to ensure timely, purpose driven and
effective communication and documentation that support continuous,
coordinated and safe care and support for people in need and receipt of
care.36

Compassionate
communities

A palliative care framework that aims to promote and integrate social
approaches to dying, death and bereavement in the everyday life of
individuals and communities.37

Continuous
improvement

A systematic, ongoing effort to raise an organisation’s performance as
measured against a set of standards or indicators.

Coordination of
care

The goal of coordination of care is to meet the person’s needs, goals, and
preferences in the delivery of high-quality health, community, and disability
services. Coordination of care relies on all providers to work together in
partnership with the person with disability.

Diagnostic
overshadowing

A process where health or disability professionals wrongly presume that
present physical symptoms are a consequence of the persons disability,
when they actually represent a physical illness.38

Disability

Any limitation, restriction or impairment which restricts activities and has
lasted or is likely to last, for at least six months.39

Disability Support
Worker

Disability supports workers are people who provide care, physical assistance,
emotional support, and supervision for people with disability.
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Diversity

The varying social, economic and geographic circumstances of people who
use or may use the services of a health or disability organisational, as well as
their cultural backgrounds, religions, beliefs, practices, languages spoken and
sexualities which is currently referred to lesbian, gay, bisexual, transgender,
intersex, and queer (LGBTIQ).

Easy English

Further simplified accessible communication that includes images that help
understand concepts. It is used for people with learning disabilities or those
who have trouble reading. This affects a little less than half of Australian
adults. For Easy English you need the same as plain English plus a simple font
or typeface, layout and design, and images that are relevant to the message
and enhance understanding of it.40

Easy read

A way of making information easy to understand. It uses simple text;
pictures to explain text; lots of white space.

End of life

The period when a person is living with, and impaired by, a [terminal]
condition, even if the trajectory is ambiguous or unknown. This period may
be years in the case of people with chronic or malignant disease, or very
brief in the case of people who suffer acute and unexpected illnesses or
events, such as sepsis, stroke or trauma.41

End-of-life care

Includes physical, psychological, and spiritual assessment, care and
treatment delivered by disability support workers, healthcare professionals
and other staff. It includes the care and support of family, and carers, and
the care of the person’s body after death. People are approaching end of life
when they are likely to die within the next 12 months.

Family

Includes people who a person identifies as family and may include people
who are biologically related and people who have joined through
relationships, marriage as well as family of choice and friends.42

Feedback

Opinions, expressions and comments of interest in the services provided.
This may involve, complaints, compliments and suggestions.

Goals of care

Clinical and other goals or a person’s episodes of care that are determined in
the context of a shared decision-making process. Goals of care may change
over time, particularly as the person enters the terminal phase and during
end-of-life care.43

Health care

The prevention, treatment and management of illness and injury, and the
preservation of mental and physical wellbeing through the services offered
by clinicians, such as medical, nursing and allied health professionals.44

Health services

For the purpose of the healthy dying for people with disability project health
services includes the following:
▪ Primary care (for example General Practitioners, nurses) - Primary health
care is typically a person’s first contact with the health system and
broadly encompasses care that is not related to a hospital visit. It
includes a range of activities, such as health promotion, prevention, early
intervention, treatment of acute conditions, and management of chronic
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Intellectual
disability

ISOBAR

Life-limiting illness

Definition
conditions. It can be considered as the ‘gateway’ to the wider health
system.
▪ Primary health care is delivered in a variety of settings, including general
practices, community health centres, allied health practices, and through
communication technology such as telehealth and video consultations.
Primary health care services are delivered by various health
professionals, including general practitioners, nurses, nurse
practitioners, allied health professionals, midwives, pharmacists,
dentists, and Aboriginal and Torres Strait Islander health workers.
▪ Secondary care - (e.g.: allied health professionals, district nurses,
community nursing, disability services; support coordination providers,
specialist palliative care services). Secondary care is medical care
provided by a specialist or facility upon referral by a primary care
physician.45
▪ Tertiary care - Hospital services provided by private and public hospitals.
Hospital emergency departments are a critical component of hospitals
and of the health system. They provide care for patients who have an
urgent need for medical or surgical care. Palliative care is also provided
in tertiary health settings.
A form of developmental disability characterised by impaired mental abilities
and reduced ability to manage common demands of day-to-day life
(adaptive functioning). A person with intellectual disability may have
difficulty with thinking skills that impact planning, problem solving, abstract
thinking and learning. They may also experience difficulties with
communication, social skills and independently managing daily activities.46
A communication tool used widely in the health and community sector,
prompting minimum information requirements to improve a person’s safety
at the points of transitions of care and reduce the risk of adverse events. The
acronym ISOABR - Identify, Situation, Observations, Background,
Assessment, Recommendation- summarises the components of a checklist
adapted to promote effective communication. Handovers must include the
transfer of responsibility and accountability of a person’s care.47 48
A life-limiting illness is a condition or chronic disease that will not respond to
curative treatment.

Medical goals of
care

Medical assessment of appropriate treatment or limitations of treatment
(incl Not For Resuscitation), on admission to hospital and during hospital
stay, and for people in community settings where limitation of treatment is
requested or appropriate. Medical Goals of Care should be assessed as
either: A. curative; B. restorative with specific limitations of treatment; C.
palliative; or D. comfort measures for dying people.49 50 The Medical Goals of
Care are completed by a qualified medical professional or similar.

National Disability
Insurance Scheme
(NDIS)

An insurance scheme that provides support to people with disability their
families and carers.

National Disability
Insurance Scheme

An independent agency established to improve the quality and safety of
NDIS supports and services. The commission regulates NDIS providers,
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Quality and
Safeguards
Commission

provide national consistency, promote safety and quality services, resolve
problems and identify areas for improvement.51

Palliative care

An approach to treatment that improves the quality of life of people and
their families facing life-limiting illness, through the prevention and relief of
suffering. It involves early identification, and impeccable assessment and
treatment of pain and other problems (physical, psychosocial and spiritual).52

Palliative care
providers

All organisations providing palliative care, including health and social service
providers and community members and networks.

Person-centred
care

Person-centred care is respectful of, and responsive to, the preferences,
needs and values of the individual person in receipt of care. It involves
seeking out, and understanding what is important to the person, fostering
trust, establishing mutual respect, and working together to share decisions
and plan care. Key dimensions of person-centred care include respect,
emotional support, physical comfort, information and communication,
continuity and transition, care coordination, involvement of carers and
family, and access to care.
A set of principles that reflect the organisation’s mission and direction. All
procedures and protocols are linked to a policy statement.

Policy
Procedure

The set of instructions to make policies and protocols operational, which are
specific to an organisation.

Quality
improvement

The combined efforts of the workforce and others – including participants,
consumers, and their families, researchers, planners, and educators – to
make changes that will lead to better outcomes (health), better system
performance (care) and better professional development. Quality
improvement activities may be undertaken in sequence, intermittently or on
a continual basis.

Reasonable
adjustments

The way mainstream services makes their services available to people with
disabilities, to make them as accessible and effective as they would be for
people without disabilities.53

Referral pathways

Describe the order in which people access palliative care services and the
mechanism by which they connect with new services within an existing
model of care.

Restrictive
practice

Any practice or intervention that has the effect of restricting the rights or
freedom of movement of a person with disability.54

Risk

The chance of something happening that will have a negative impact. Risk is
measured by the consequences of an event and its likelihood.

Service providers

Any professionals involved in the provision of palliative care services or

referral to palliative care services. This may include specialist palliative care
providers but also General Practitioners, health professionals at local
Hospitals, geriatricians, disability and aged care providers.
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Shared decision
making

A consultation process in which a clinician and a person jointly participate in
making a health decision, having discussed the options, and their benefits
and harms, and having considered the person’s values, preferences and
circumstances.55

Specialised
Palliative Care
Services

Multidisciplinary teams with specialised skills, competencies, experience and
training in palliative care. Care provided through these services is targeted at
people with more complex needs and is referred to as specialist palliative
care.56

Standard

Agreed attributes and processes designed to ensure that a product, service,
or method will perform consistently at a designated level.

Transitions of care

Situations when all or part of a person’s care is transferred between
healthcare locations, providers, or levels of care within the same location, as
the person’s conditions and care needs change.57
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Appendix B: Communicating for care – quick reference guide
Shared Decisions | Action Plan
✓ Speak to the person with disability about their diagnosis using the Ten top tips for
breaking bad news (Appendix C).
✓ Request a NDIS plan review to include health and community support for end of life
(for example community nursing).
✓ Ask the GP or medical specialist to consider completing a medical goals of care plan.
✓ File the plan in the person’s record and inform all relevant staff including disability
support workers of the person’s end-of-life goals and wishes.
✓ Make the medical goals of care available for sighting by other healthcare
professionals such as the Ambulance Service.
✓ Develop a palliative care support plan via the GP.
✓ Ask the GP to consider a referral to the Specialist Palliative Care Service if indicated.
✓ Set up My hospital passport (Appendix D) to have available in case the person
requires hospitalisation.

✓ Consider adopting and using my Care alert kit (Appendix E)

Shared Accountability | Action Plan
✓ Translate any medical information into easily understood information.
✓ Develop and implement a transition of care policy.
✓ Develop and implement a transition of care checklist.
✓ Document roles and responsibilities for transition of care in relevant position
descriptions.
✓ Use your organisation’s feedback (compliment and complaints) systems to collect,
analyse and trend data and information about transitions of care. Share findings with
other health providers involved to improve the transition process.
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Shared Communication | Action Plan
✓ Adopt and use SUPPORT ISOBAR (Appendix F) –a communication tool to guide
communication at the moment of transition.
✓ Adopt and use the medical appointment form to guide conversations with the Doctor
✓ When transferring to hospital provide communication devices to hospital staff along
with My hospital passport (Appendix D) or the Care alert kit (Appendix I)
✓ Proactively discuss and plan for hospital or GP visits and ensure everyone understands
the best communication methods for the person.
✓ Use existing referral pathways to community nursing, specialist palliative care services
and other healthcare providers.

Shared Documentation | Action Plan
✓ Consider adopting the My hospital passport (Appendix D).
✓ Include a current medical goals of care or advanced care directive in the transition
documentation (if completed).

✓ If the person with disability is transitioning to hospital, ensure hospital staff have
access to the participant’s hospital support plan, list of current medications, allergies,
healthcare card, Medicare card, behaviour support plan, communication profiles and
any related aids.

Shared Coordination | Action Plan
✓ Allocate a ‘key’ disability support person or lead on coordination of care for the
person with disability for specialist palliative care team members, community nurses
and medical specialists to speak with about the person who is dying. Ensure this
person knows the person well.
✓ Incorporate NDIS transitions of care between disability services and hospitals practice
alert to guide processes of care
✓ Adopt the Shared hospital plan form (Appendix G)
✓ Continually review to plan in response to the person’s changing needs, goal and
wishes.
✓ Consider adopting STOP AND WATCH (Appendix H) to help disability support workers
recognise, report and respond to a person’s health and wellbeing.

✓ Use the Navigating end of life tool (Appendix I) to guide the care pathway
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Appendix C: Ten top tips for breaking bad news

1.

Don’t avoid the issue
 Bad news doesn’t go away, and it is our responsibility to help people cope with it in
the best possible way. That includes giving crucial chunks of knowledge at the right
time – not simply hoping that someone will pick up the knowledge somewhere,
somehow.

2.

Anticipate questions – and anticipate a lack of questions
 Anticipate that there may be awkward questions and be ready to answer them if you
can. Perhaps think these answers through with someone else first.
 Anticipate that someone might ask unrelated questions, talk about something
completely different or begin a distraction activity. Do not assume he hasn’t heard you
or is not reacting.

3.

Make sure you understand the question
 Even something as seemingly clear-cut as the question ‘Am I going to die?’ is not
always straightforward. It could mean ‘Am I going to die very soon/today?’ or ‘Am I
going to die at all, ever?’ or ‘Am I going to die exactly in the same way as Dad did?’ or
‘Is this illness going to kill me and what is it going to be like?’ In addition, we don’t
know what someone means and understands by ‘die’. The honest answer to this
simple question could therefore range from ‘yes’ and ‘no’ to ‘I don’t know’. To find out
what someone means, you could try asking: ‘What makes you ask that question?’
‘Why do you think that?’ ‘What do you mean?’ ‘What do you think?’

4.

Be honest (and admit what you don’t know)
 You don’t have to tell someone everything you know (remember to build knowledge
bit by bit), but you should not tell a lie. Be very aware of the risk that you are
paternalistic – it is easy to misjudge someone’s need for information.
 Stick to statements that you know are true and that you believe yourself. Don’t say
‘You’re going to live in a lovely new home, and you will be very happy there’ if you
don’t know for sure (and you won’t) that he will find the new home lovely and that he
will be happy. Don’t get into complicated explanations of what happens after death
unless you are absolutely sure that you both share the same beliefs about this.
 Never pretend that you know something when you don’t. It is OK not to have all the
answers – nobody does! However, if the question is important (as most questions are),
see if there is anyone else who could answer it: ‘I don’t know. Shall we ask the
doctor/the manager/your brother about that?’
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5.

Allow feelings of sadness…
 It is OK to cry and be upset. People with intellectual disabilities can be very upfront
with their emotions. Distress, worry, anger, excitement and happiness can all surface
very quickly, triggered by something seemingly minor. It is important to allow it.
Remember that it is not you who has caused the tears – it’s the bad news. You can’t,
and shouldn’t, prevent someone’s distress, but you should offer support. Often, the
best support you can give is simply not to turn away from distressing emotions, and
not to try and make them better.

6.

…including your own!
 It is also important that you have space for your own emotions. It can be very helpful
for people to see that others have sad feelings too. It validates their own emotions and
it can bring home the message that the news is bad.
 If things become overwhelming for you, just take some time out to regain some
emotional balance, and talk some more later. If it remains really difficult for you to
broach the subject of the bad news without getting upset, ask others to help you.

7.

People have a right NOT to know
 People have a right to know the truth, but they don’t have a duty to know it. Denial, or
simply not thinking and talking about the situation, can be a very important coping
mechanism. Never force information on someone who doesn’t (yet) want to hear it.
Don’t talk about a situation if someone clearly doesn’t want to talk or think about it.

8.

Don’t overdo it
 Don’t talk for too long. Tell someone what he needs to know, give him a chance to ask
a few questions, and leave it at that. Don’t push it. Do ask yourself, though, whether
someone is ignoring the bad news because he hasn’t understood – in which case you
need to help him understand more; or because he is using denial – in which case you
should respect his need not to think about the bad news.

9.

Repeat the information
 Repeat key information at different times and in different ways. This can be with
words, pictures, experiences – anything you can think of.

10.

Get expert advice
 Don’t hesitate to consult an expert if you feel you need to. Depending on the situation,
ask for help from intellectual disability professionals, doctors, specialist nurses,
managers or colleagues.

Source: https://www.breakingbadnews.org/ten-top-tips-for-breaking-bad-news/#1
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Appendix D: My hospital passport
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My Hospital Passport
For people living with intellectual disability and/or cognitive
impairment coming into hospital.

My name is:

If I have to go to hospital, this book needs to go with me. It gives hospital staff
important information about me.
This passport belongs to me. Please return it when I am discharged.
Nursing and medical staff please look at my hospital passport before you do any
interventions with me.
In this passport you will find:

Things you must know about me

Things that are important to me

My likes and dislikes

Things you must know about me
My name is:

My pronouns are:

My gender is:

My Medicare number is:

My date of birth is:

My phone number is:

My address is:

I had help from a person who knows me well to complete this

My religion is:

My religious and/or spiritual needs are:

Completed by:

Date completed:

Completed by:

Date completed:

Things you must know about me

1) My key disability support providers are

:

Their name is:

They are from:

Their role is:

Their phone number is:

2) My key disability support providers are

:

Their name is:

They are from:

Their role is:

Their phone number is:

Completed by:

Date completed:

Completed by:

Date completed:

Completed by:

Date completed:

Things you must know about me
My current medications:

My medical history and treatment plan:

Completed by:

Date completed:

Completed by:

Date completed:

Completed by:

Date completed:

My likes and dislikes
Things I don’t like:

Things I like:
For example - what makes me happy, things I like

For example - don’t shout, food I don’t like,

to do (i.e., watching TV, reading, music, routines).

physical touch.

Completed by:

Date completed:

Notes

Completed by:

Date completed:

If you have questions about this passport, contact Li-Ve Tasmania’s Healthy Dying for
People with Disability project.
This project is funded by the National Disability Insurance Scheme (NDIS) in
collaboration with Li-Ve Tasmania.
The Hospital Passport was originally developed by the South West London Access to
Acute Group and based on original work by Gloucester Partnership NHS Trust. Thank
you to The Baked Bean Theatre Company, members of our community, Wandsworth
Community Learning Disability Team, members of the St Georges Access to Acute
working party, Merton CTPLD Community Nurses and the Corporate Design
department at Wandsworth Council who all contributed to the redesign of this
document.

Appendix E: Care alert kit
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Care Alert Kit
Information about your Care Alert Kit
Care Alert Kits are a good way to store all your important healthcare documents in one place. This
makes it easy for carers, family members, substitute decision-makers, ambulance workers, or
other health professionals to access your documentation.
We encourage you to bring your Care Alert Kit, or have it easily available in your home, if you are being
admitted to hospital, attending a doctor’s appointment, or being attended to in an emergency. If you need

help completing or accessing these forms, please contact Li-Ve Tasmania on (03) 6227 5400.

To make your care kit:
1. Print the attached cover page
2. Put the cover page into a satchel or folder, such as this one –
you can buy these at Officeworks for $1.79 – or simply use a
large envelope or ziplock bag.
3. Place originals or copies of the following documents into the folder:
 Enduring Power of Attorney form (available from:
https://www.advancecareplanning.org.au)
 Advanced Care Directive form (available from:
https://www.health.tas.gov.au/palliativecare/advance_care_planning_for_healt
hy_dying/advanced_care_directive_information_sheet).
You may also choose to store other important healthcare information such as:







Your doctor’s name and contact details
Names and contact details of other healthcare providers
A list of your medications
Information about any alerts and allergies
Treatment plans, such as a Palliative Care Plan or Acute Resuscitation Plan
Scans, referral letters, appointment booklet or anything else related to your
healthcare
 Your emergency contact details.
This resource is based on an initiative by Wide Bay Hospital and Health Service.
© The State of Queensland (Queensland Health) 1996-2019

Care Alert Kit
THIS CARE ALERT KIT BELONGS TO:

Contents (tick all that apply):
 Enduring Power of Attorney form
 Advance Care Directive form
 Your doctor’s name and contact details

 Names and contact details of other healthcare providers
 A list of your medications
 Information about any alerts and allergies
 Treatment plans, such as a Palliative Care Plan or Acute
Resuscitation Plan
 Scans, referral letters, appointment booklet or anything else
related to your healthcare
 Your emergency contact details
 Other: _______________________________________________
 Other: _______________________________________________
 Other: _______________________________________________
 Other: _______________________________________________

Appendix F: SUPPORT ISOBAR
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Communicating for end-of-life care

SUPPORT ISOBAR
✓

Use this communication tool to support person -centred
transitions of care.

S

Safe. Have you considered what

U

Understand. Have you explained the

P

Person-centred plan. Does the plan

P

Prepare. Has a Care Alert Kit been

O

Outcome. Has a medical goals of care

R

Relationships. Have the important

T

Team. Have you involved and or

support is required for the participant
to transition safely?

transition process in a way the
participant understands?

for end-of-life consider the
participant’s goals and wishes?

completed in readiness for transitions?

or advanced care directive been
considered?

people in the participant’s life been
involved?

I

Identify. Have you introduced yourself
to the person?

S

Situation. Have you identified the

O

Observations. Have you identified the

B

Background. Have you provided the

A

Assessment. Is your assessment

R

Recommendation. Is there an agreed

participant’s current health issue or
problem? When did it start?

participant’s needs and risk factors?

participant’s social and health
background?

clear, concise and factual?

plan for recommended ongoing care?

informed all members of the
healthcare team?

Development of this resource was informed by:
•
NDIS Practice Standards and Quality Indicators
•
NDIS Transitions of care between disability and hospitals Practice Alert
•
Australian Commission on Quality and Safety in Health Care Communicating for Safety

It’s always ok
to ask for help

Adapted from Interact Stop and Watch Early Warning Tool,
Florida Atlantic University. 2014.

Appendix G: Shared hospital plan
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Shared Hospital Plan
Use this form to document who is the responsible agency to fund aspects of a participant’s
care while they are in hospital.

When an NDIS participant is in hospital, their care needs are the responsibility of the health system. A participant’s
NDIS funded supports can only be used in a hospital setting in exceptional circumstances, including for the handover
of specific needs/approaches regarding:
-

Communication Supports
Positive Behaviour Support
Manual Handling
Any other specific needs

To use plan funds for these purposes, agreement needs to occur with the participant/ guardian/nominee and the
NDIS (via the Support Co-ordinator to the planner). Support co-ordination is expected to continue as requires and is
desirable to assist with communication with all parties.
It is acknowledged that some participants will benefit support from familiar people. Where this is indicated the
hospital may request that current service providers provide this support. This is not usually something that the NDIS
will agree to fund. Funding for this can be agreed to by the appropriate financial delegate within the hospital – this is
an agreement between the health service and the provider.
It is important that all care plans (High Intensity Supports) or protocols, support strategies and personal information
should be shared with the hospital upon admission. In the instance that the patient and/or their support services
determine that additional supports are required in hospital, this form will assist key stakeholders to have clarity re
agreements for sources of funding to enable this.

PARTICIPANT DETAILS
First Name

Last Name

Preferred Name

Date of Birth

Today’s Date
Name of person filling in this form (and their
relationship to the patient if not self)
Date of planned hospital admission (if different
from today’s date)
Contact person for each service provider involved
in this person’s care in community and their role
(i.e. Residential service provider, family, respite
service provider)
Support Coordinator name & contact details (if
applicable)

Shared Hospital Plan
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Additional supports required for this hospital admission:
This patient requires the following NDIS funded
supports while in hospital
(i.e. Assistive technology, Support Co-ordination or
Specific manual handling, communication or
mealtime assistance supports).
Time/frequency of supports required
(i.e is this an interim/handover requirement
between community supports to the acute setting
or is it envisaged that the support will be required
for the duration of the person’s stay)
Name of person leading co-ordination of supports
in the hospital setting
(confirming this person has appropriate delegation,
or access to, to determine funding arrangements)

Agreement for additional supports to be arranged during this hospital admission:
Patient’s name
Patient’s Date of Birth
Name and position of person
in hospital setting with
appropriate delegation to
confirming this person requires
additional supports as
described earlier on this form
Agreed funding source to
support the additional care in
the hospital setting

NDIS (liaised with ………………………………………………………………………………………)
Hospital (liaised with ………………………………………………………………………………..)
Alternate source (approved with …………………………………………………………….)

Confirmation of approval by
NDIS Representative (if
appropriate)
Name, position, signature and
date
Confirmation of approval
Service Provider (if appropriate)
Name, position, signature and
date

Accepted by Tasmanian Health
Service

Name, position and signature

Shared Hospital Plan
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Appendix H: STOP AND WATCH

Appendices

If you notice a change in someone you are caring for:

STOP AND WATCH


Place a check mark in the circle next to any changes in participant
behaviour. Report changes to your supervisor today.

S

Seems different than usual

T

Talks or communicates less

O

Overall needs more help

P

Pain level increased;
participates less in activities

A

Ate less than usual

N

No bowel movement for
3 days, or has diarrhoea

D

Drank less than usual

W

Weight gain or loss

A

Agitated or nervous

T

Tired, weak, confused,
drowsy

C

Change in skin colour
or condition

H

Help with walking, transferring
or toileting more than usual

No change observed

Change
in condition

A

ACT – you need to act now

C

Contact your supervisor

T

Take 5 to reflect on what you
need to do and document

Waiting to report a
change in condition can
have serious results.

When in doubt,
fill it out.
Adapted from Interact Stop and Watch Early Warning
Tool, Florida Atlantic University. 2014.

Appendix I: Navigating end of life
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NAVIGATING END-OF-LIFE CARE
This navigation tool is designed to guide disability support staff in their care of people living with disability who have a life-limiting illness. This tool is to be
used in conjunction with medical input.
Arrange a visit to the GP. Disability support
worker to provide GP with all the relevant
information using ISOBAR form

Person with disability health and
wellbeing has changed

TEAM MEETINGS/CASE CONFERENCING
The goal of case conferencing is to
• provide person centred coordinated
care at end of life
• Provide a team and skills based
approach to care
• Review progress and barriers towards
goals

Y

The person, their family, carers are
provided with clear information about
the illness and death and dying
The GP or Medical Specialist
determines the most appropriate
clinical pathway including clinical
care needs
Support Coordinator initiates Care
Plan review based on the person’s
end of life goals

Y

Life limiting illness confirmed?

Y

COMMUNICATION
• Communicating with the person with
disability about death and dying in a
way that is easy for them to access and
understand is important. It may take
time.

Medical Goals of Care completed by GP/
Medical Specialist. This plan records the
person goals and wishes for end of life. All
team members need to be made aware of the
plan

• It is important to know if the person
with a disability has a substitute
decision maker/guardian and they are
involved in end-of-life care planning

Diagnosis of a life limiting
Follow this pathway
illness

Person with disability health and
wellbeing is declining (which may be slow
or quite rapid) needing increased support

Declining health and
wellbeing

Person with disability is nearing the end
of their life and requires assistance
related to palliative care

End of Life

Person with disability needs full
assistance to die

A Good Death

Follow this pathway

Follow this pathway

CARE CONTINUUM

Choose one pathway

Person with disability is diagnosed with
life limiting illness

Communicate/liaise with the GP or medical
specialist about ongoing clinical care

• Good communication involving all
health care team members including
disability support workers is essential
for end-of-life care

Practice Point
•
•

Follow this pathway

Note: Documenting in a person's file and progress notes is important for continuity of care

Each person is an individual. They
will experience a life limiting illness
differently.
Closely monitoring and responding to
changes in a person's health and
wellbeing is important

Diagnosis of a life-limiting illness
Diagnosis of a life
limiting illness
Introduce the palliative
approach.

CARER SUPPORT
Y

Everyone needs to know
the plan to support
end of life goals

Y

A palliative care approach
• Encourages open discussion
and planning about death and
dying
• Provides improved symptom
control such as pain
• Involves the people that matter
most to the person dying
• Involves staff who are known to
the person
• Minimises the risk of a crisis
• Promotes healthy living until
death

Is referral required?

•
•
•
•

•
•
•

N
Continue to promote
independence and monitor
the persons health and
wellbeing. Report any
changes using STOP AND
WACTH

Is a clinical
assessment needed?

Y

General Practitioner
Specialist Palliative Care
Service
Community nursing
Positive behaviour
specialist
Occupational Therapist
Dietitician
Social worker
N

Y

Person with disability, family or substitute decision
maker may need information about
• Advanced care directive – this is helpful to have
in place early to guide

Note: All care provided to be documented using progress notes.

The most
appropriate
person to
arrange referral

Communicate findings
Explain treatment and
follow-up Care Plan to the
person and carer.
Document outcomes in
persons progress notes
and update Care Plan.
Share Care Plan with the
person, carer, and GP.
Ensure plan is accessible
by all team members.

REVIEW
TIMEFRAME:
Report when a
change occurs to
support coordinator

Consider arranging a case
conference with the health
care team to confirm the
goals of care and ongoing
coordination of care
arrangements

Practice Point
•
•

Each person is an individual. They
will experience a life limiting illness
differently.
Closely monitoring and responding to
changes in a person's health and
wellbeing is important

• Carer(s) and family need to be involved
in the persons care plan and delivery.
• The Carer has their own care pathway.
• Respite, counselling, training and
education can be extremely helpful.
• Carer Gateway has resources and
services available to support carers.

COMMUNICATION
The most appropriate person is to:
• communicate with the health care team
about the persons clinical care needs
•

•

communicate with the persons disability
support workers about any changes in
the Care Plan
assist the person to navigate the health
care system to access the health care and
support they need.

MEDICATION MANAGEMENT
• It is important to follow organisational policy which needs
to reflect Tasmanian law
• Only disability support workers who have received
medication management training may administer
medications dispensed by a pharmacist
• DSWs must not administer medication via a standard
syringe, including injection of medication into intravenous
lines or use of similar equipment that is sited
intravenously.
• DSWs should not administer medication that requires
clinical assessment or clinical judgment.

Declining health and wellbeing
Declining health and
wellbeing

TRANSITIONS OF CARE
•

Is a clinical assessment
needed?

Y

Consider if the person
has difficulties with
• Nausea
• Pain
• Anxiety or distress
• Skin integrity
• Cognitive decline
• Behaviours of
concern
• Mobility or falls
• Managing their
continence
• Meeting their
spiritual, cultural or
social needs

N

Clinical assessment

Is referral required? Y
• General Practitioner
Consider
• General Practitioner
• Medical specialist
• Specialist Palliative Care
Service
• Community nursing
• Positive Behaviour
specialist
• Occupational Therapist
• Dietitician
• Social worker
• Pharmacist

Disability Support
Worker’s to use the STOP
AND WATCH instrument
to report and respond to
any changes.

Arrange referral

Communicate findings

Explain treatment and follow-up Care Plan to the
persons with disability and carer.
Document outcome of referral in client notes and
update Care Plan.
Share Care Plan with the person, family and GP.
Ensure Care Plan is accessible by all team members.
If appropriate, Clinical Case Manager in collaboration
with GP may introduce concept of a palliative approach.

N

REVIEW
TIMEFRAME:

When a change
occurs

Arrange a conference with the
health care team to confirm
the goals of care and ongoing
coordination of care
arrangements

•
•
•
•
•
•

When communicating with health care
providers use the following process
I – Introduce yourself and the person
S – describe the situation
O – describe your observations
B – provide the background
A – describe your assessment
R – provide your recommendations

COMMUNICATION
Team members need to:
• regularly monitor the client’s health and
wellbeing.
• communicate with the Disability Support
Worker about any changes in the Care Plan
• communicate with Clinical Case Manager
about clinical care
• facilitate and participate in case
conferencing with all team members.
The most appropriate person is to:
• liaise with GP and all clinical team
members
• promote continuity of clinical care across
health care settings
• participate in case conferencing with all
team members.

.

Emergency or after-hours services
•

Ambulance Tasmania – Emergency and Extended
Care Paramedics

•

Health Direct – 1800 022 222

•

Call the Doctor – 1800 225 584

Person with disability, family or substitute decision
maker or guardian may need information about
•

Note: All care provided to be documented using progress notes

Advance Care Directive – this is helpful to have in
place early to guide ongoing care

MEDICATION MANAGEMENT
Monitor the effectiveness of medications used
for symptom control

Refer to GP or Specialist Palliative Care Services
if symptoms are not well controlled

End of life
TRANSITIONS OF CARE

End of life

Is a clinical assessment
needed?
Consider if the person is
having difficulty with
• pain
• nausea
• anxiety or distress
• skin integrity
• behaviours of
concern
• bleeding
• breathlessness
• oral hygiene
• restlessness

Y

Clinical Assessment

The most appropriate
person

Y
Is referral required?

N
Disability Support Workers
review the persons health
and wellbeing needs
regularly. REPORT any
changes using the STOP
AND WATCH instrument
➢ Everyone involved in a person's
care is part of their health care
team and play an equal role
➢ Supporting people with disability
access safe high quality health
care is everyone’s responsibility

•
•
•
•
•
•

Y

Arrange referral

General Partitioner
Specialist Palliative Care
Service
Community nursing
Positive Behaviour
Support provider
Pharmacist
Occupational therapist

N

REVIEW
TIMEFRAME:
Report any changes to
support coordinator

Emergency
•

Ambulance Tasmania – Emergency
and Extended Care Paramedics

•

Health Direct – 1800 022 222

•

Call the Doctor – 1800 225 584

Communicate findings
Explain treatment and
follow-up Care Plan to the
person and carer.
Document outcome of
referral in progress notes
and update Care Plan.

Share Care Plan with the
person and carer, and GP.
Ensure Plan is accessible by
all team members.
Follow up and liaise with
the health care team
including disability support
workers ensuring a palliative
approach

When communicating with health care
providers use the following process
•
I – Introduce yourself and the person
•
S – describe the situation
•
O – describe your observations
•
B – provide the background
•
A – describe your assessment
•
R – provide your recommendations

COMMUNICATION
Team members need to:
• Ensure the person dying, family or carers
has information in a format accessible to
them
• frequently communicate with the disability
support worker, carers and Clinical Case
Manager to determine if the persons
health care needs are being met.
• ensure all equipment and resources are in
place.
• facilitate case conferencing with all team
members.
Clinical Case Manager is to:
• communicate and share information with
the members of the multidisciplinary
team across settings including the
Specialist Palliative Care Team (if involved)

MEDICATION MANAGEMENT
Monitor the effectiveness of medications used
for symptom control
Refer to GP or Specialist Palliative Care Services
if symptoms are not well controlled

Note: All care provided to be documented using progress notes

A good death
A good death

Focuses on the
persons immediate
physical, emotional,
cultural and spiritual
needs.
The person may be
experiencing:
•
•
•
•
•
•

discomfort
distress
irritability
dehydration
recurrent fever
changes in
consciousness

Extra support may be
needed if the person
experiences:
•
•
•
•

uncontrollable pain
distress
delirium
infection

Clinical assessment

All team members need to
know the goals for end of life

• The carer may need to be provided with
emergency contact details.
• Carers may need access to bereavement
support

COMMUNICATION
Is referral required? Y
Consider referring to
• GP
• Medical Specialist
• Specialist Palliative Care
Service
• Community nursing
• Psychologist
• Occupational Therapist

Arrange referral

Communicate findings

Document plan of care in persons
notes and Care Plan including the plan
for spiritual support.

N

Share Care Plan with the person,
carer, and GP. Ensure plan is accessible
by all team members.

Plan for death
Community Nurses are available to
provide end-of-life clinical care.

Important:
Treatment needs to
be provided in
accordance with the
client’s Advance Care
Directive or Medical
Goals of Care
In any decisions,
the persons needs
and wishes must
be the primary focus.

Note:. All care provided to be documented using progress notes

Ensure that

End-of-life care

CARER SUPPORT

Persons spiritual and cultural needs
are met.
Anticipatory medication is available to
prevent a crisis.
Disability Support Workers are
supported and educated to deliver
safe, personalised end-of-life care.

The most appropriate person is to:
• communicate with the Clinical Case
Manager, carer and GP to agree the
persons is in the last days of life
• advocate for the Client and Carer’s
needs
• have knowledge of where the client
wishes to die to facilitate this if
practicable
• communicate with the Disability
Support Worker and GP as frequently
as needed
• communicate and liaise with the
Clinical Case Manager as frequently as
needed
• consider any risk such as Carer distress

MEDICATION MANAGEMENT
•

Administering medications as per the
persons medication chart

•

Follow organisational policy and
procedures

•

Monitor, record and report the
effectiveness of medications being used to
control symptoms

Appendix J: Six-minute intensive training – healthy dying
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Healthy dying for people with disability
strengthening communication between disability and healthcare providers

A 6-minute intensive training guide

Healthy Dying for People with Disability ⚫ 6-Minute Intensive Training Guide

Effective communication is a core skill for all disability workers providing end-of-life care. It is also a skill
that can be developed and improved with practice, support and mentorship. A breakdown in the transfer
of information between any members of the group can cause serious adverse events and is a major
preventable cause of harm.
This 6-minute guide provides a snapshot of key components of effective communication to support endof-life care of a person with disability. It should be read in conjunction with Li-Ve Tasmania’s Healthy dying
for people with disability: a communication toolkit for end-of-life care.

Values that support healthy dying
Delivering an ideal experience of care to a person with disability at end of life can be achieved through:
✓ Person- and family- centred care: working together to allow the dying person to maintain choice and
control
✓ Evidence-based, quality services: the best available evidence supports the delivery of care
✓ Equity in access to health care: people with disability have equal access to end-of-life healthcare
✓ Strength-based approach: people are empowered to make informed decisions to achieve their goals in
life and death
✓ Strong linkages and coordination across sectors: providers work together and use respectful
communication
✓ Team-based approach: healthcare and support involves different services and providers as needed to
support the person at end-of-life receive the care they need and deserve.

5 elements of shared communication
Communicating for end-of-life care should be shared
between providers and the person they support. There
are 5 elements that are interconnected and equally
important. They are the sharing of:
1.

Decisions. People are partners in decisions and
planning for end of life.

2.

Accountability. Disability and healthcare
providers share accountability to end-of-life care.

3.

Communication. Providers communicate in the
way preferred by the person with disability.

4.

Documentation. Clear, accurate, complete
information is available to all providers.

5.

Coordination. Access to coordination of care is
timely, regardless of the intensity of care needs.

Detailed descriptions and actions plans are included in
the Healthy dying for people with disability toolkit.
Please visit livetasmania.org to download the toolkit.

Practical resources
Li-Ve Tasmania’s Healthy dying toolkit
contains resources that support safe
care and communication:
❑ Medical appointment form – take
this form with you to medical
appointments to ensure safe and
informed care
❑ Support ISOBAR – use this
communication tool to support
person-centred transitions of care
❑ Your Care Alert Kit – a kit to ensure
all important documents easy to
access
❑ Stop and Watch Checklist – use this
checklist to record and report any
changes in participant behaviour
❑ Shared Care Form – use this form if
person is admitted to hospital.
Visit livetasmania.org for these and
other resources to supply healthy dying
for people with disability.

Adapted from Interact Stop and Watch Early Warning Tool,
Florida Atlantic University. 2014.

Appendix K: Medical appointment form
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Medical Appointment Form
Complete this form and bring it with you to participant medical appointments. Information on
this form is based on the ‘ISoBAR’ communication method, designed to improve safe clinical
handovers of care.
PARTICIPANT DETAILS
First Name

Last Name

Preferred Name
Date

NDIS SUPPORT COORDINATOR
Name

Phone

EMERGENCY CONTACT
Name

Relationship

Phone

Suburb/State

I

DENTIFY

Name of person completing this form
Position
Person supporting participant to appointment

S

ITUATION

Urgency

☐ Very urgent ☐ Urgent ☐ Not urgent but concerned

How long has current
issue been a concern?

☐ This shift

☐ Week

☐ Month

☐ Longer (specify)____________

Legally appointed person
responsible or guardian

O

BSERVATION

Current health issues (including the main health issues or concerns communicated by the person and/or
support staff). Note: It’s okay if the main issues are different

Was anything mentioned at handover?

☐ Yes ☐ No

Comments
Medical appointment form | ISOBAR
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Have other services been contacted?
(for example, Health Direct, Poisons
Hotline, Ambulance Tasmania

☐ Yes ☐ No

Comments

B

ACKGROUND

Please describe any relevant medical history
Allergies or sensitivities (to food,
medication, environment or other)
o

If yes, please describe

Alerts
o

☐ Yes ☐ No

☐ Yes ☐ No

If yes, please describe

Communication considerations

☐ Uses a device

Advance Care Plan*

☐ Yes ☐ No ☐

End of Life Wishes form*

☐ Yes ☐ No ☐

Medical Goals of Care form*

☐ Yes ☐ No ☐

☐ Uses sign language

*If yes make copy available to health care team

A

SSESSMENT

With your knowledge of this person what do you think is the problem. Remember use factual language.

R

ECOMMENDATION

What do you think needs to happen? For example: review of medications; assessment of current
condition.

Outcomes or actions following appointment (Clinician to complete)

Participant record
☐ Yes ☐ No ☐

Participant file updated with recommendations and outcomes?
Updated by (staff name)

Medical appointment form | ISOBAR
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Appendix L: Tips for communicating with people with
intellectual disability
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Tips for communicating with people with intellectual disability
Communicating effectively and appropriately with people with intellectual disability is critical to
the deliver quality health care. This tip sheet contains some strategies and ideas to strengthen
and enable our communication skills.
Be respectful
 Treat adults with intellectual, cognitive or developmental disabilities as
adults. Use your regular tone of voice and don’t speak down to them.
 Body language is important because people with an intellectual
disability often rely on visual cues. Have an upright and open posture,
lean in while speaking and listening. Don’t fidget.
Focus on the person
 Try and have the person’s full attention before you start talking. Use their name
and make eye contact.
 Eliminate distractions and minimise background noise if possible.
 Give information gradually and clearly to avoid sensory overload.
Only give one or two directions at a time to avoid confusion.
 Be prepared to repeat the same information in a different way if
necessary.
Be clear and direct
 Give information in writing as well as verbally if that is the person’s preference.
 Use specific and direct language. Don’t use abstracts, acronyms, metaphors or
puns. When possible, use words that relate to things you both can see.
 Give exact instructions. For example, “You will see the nurse at
10:30,” rather than “Come back to see the nurse in 15 minutes.”
Don’t use directional terms such as right, left, east, or west.
Keep it simple
 Keep questions and answers simple and easy to understand. Use
supplementary visual aids, such as gestures, diagrams, or
demonstrations.
 Phrase questions without suggesting a desired or preferred response,
as some people may tell you what they think you want to hear.
Sources:

Appendices

Australian Federation of Disability Organisations @ www.afdo.org.au
Nursing League for Nursing @ www.nln.org

