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About this document
This document has been developed by the Last Days of Life Working Group in
collaboration with the Last Days of Life Governance Group and the Palliative Care
Council.
The guidance comprises four parts:
Part 1:

Overarching principles to guide the care of people in their last days of
life

Part 2:

The components of care that represent the minimum level of expected
service provision

Part 3:

Examples of approaches that could be used by services to document
and provide care to people in their last days of life

Part 4:

Tools that have sufficient demonstrable and robust evidence which
will provide practical guidance to health practitioners and services
caring for people in their last days of life.
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Executive Summary
The Principles and Guidance for the Last Days of Life: Te Ara Whakapiri - the Path of
Closeness and Unity represents the recommended approach to caring for all people
in New Zealand across all sectors and settings who have a life-limiting illness and
are in their last days of life.
The development of this guidance commenced in November 2013, as a result of the
approach taken in the United Kingdom to phase out the use of the Liverpool Care
Pathway for the Dying Patient (“LCP”) and replace it with individual care plans for
people who are dying. Since 2006, the LCP has been implemented internationally
including in over 350 services in New Zealand.
In developing this guidance, a Last Days of Life Working Group and Governance
Group were established to identify an appropriate New Zealand approach to ensure
quality care for people in their last days of life no matter where they are being cared
for. This comprehensive process included an analysis of the findings of an
independent review in the UK of the LCP compared with New Zealand findings; a
stocktake across all health sectors and services to establish how care is being
provided to people in their last days of life in New Zealand; a literature review to
establish best practice and evidence; and a survey of family/whānau to gain the
consumer perspective on the care of people in their last days of life.
As a result of this process, a principles based approach has been taken which has
four parts:
Part 1:

Overarching principles to guide the care of people in their last days of
life

Part 2:

Components of care that represent the minimum service delivery
requirements

Part 3:

Examples of how services could document care provided to people in
their last days of life
Tools and resources to provide practical guidance to services and
health practitioners caring for people and their family/whānau in the
last days of life.

Part 4:

The approach focuses on achieving principles of care which are based on Te Whare
Tapa Whā, the four cornerstones of health enabling a holistic approach to care and
addressing physical, family, psychological, and spiritual aspects which are important
in the last days of life.
The overarching approach in the provision of care for people in their last days of life
is the development of an individual plan of care, which addresses physical, social,
cultural, and spiritual issues. The plan should be agreed, coordinated and delivered
with compassion and take into account any wishes expressed in an advance care
plan. The individual plan of care should be documented and undergo regular review.
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Background
The Liverpool Care Pathway
The Liverpool Care Pathway for the Dying Patient (“LCP”) is an integrated pathway
approach to care that was developed in the UK in the 1990s, which aimed to transfer
best practice approaches used in hospices to other settings in relation to the care of
people who are dying. The LCP provides guidance on caring for people who are
dying including comfort measures, anticipatory prescribing of medications,
discontinuation of interventions no longer necessary, psychological and spiritual
care, and care of the family both before and after the person’s death. Support
materials and guidance forms part of the LCP including template documents, training
for staff and arrangements for auditing and evaluation.
The LCP was introduced in New Zealand in 2006 and included a cultural component
appropriate to the New Zealand context. Implementation of the LCP was supported
by a National LCP Office and over 350 health care services progressively
implemented the LCP in New Zealand.
In June 2013, an independent review of the LCP identified a number of problems
with the implementation of the LCP in the UK and recommended that it be replaced
by individual care plans for each patient. As a result of the UK findings, in November
2013 the Ministry of Health commissioned the Palliative Care Council to initiate a
programme of work to investigate an appropriate approach for the care of people in
their last days of life in New Zealand.

The Last Days of Life Working Group
The Palliative Care Council appointed a Last Days of Life Governance Group in
November 2013 to provide leadership in the development of an appropriate approach
for New Zealand. As part of this process, a Last Days of Life Working Group was
established. Representatives were appointed according to their skills and
experience rather than representing particular organisations. The Working Group
comprises individuals with expertise in palliative care medicine; palliative care
nursing; aged residential care; gerontology; general practice; last days of life and
LCP facilitators. There was also a consumer representative.
The Last Days of Life Working Group agreed a comprehensive programme of work
to inform an appropriate approach for the New Zealand context. This process
included analysing the UK review findings and their relevance to New Zealand,
conducting a stocktake of services to establish how services were providing care to
people in their last days of life in light of the UK review findings and
recommendations, conducting a literature review to investigate best practice and
evidence in relation to specific aspects of care for people in their last days of life, and
completing a comprehensive survey of family/whānau to establish the consumer
perspective.
Key stakeholders were identified at the initial stages of the project and were involved
and consulted in a range of ways including via their participation on the Working
Group, Governance Group, or PCC; through presentations to relevant groups; and
via regular updates.

Care of people in their last days of life: New Zealand based
approaches
A comparison of the UK review findings with New Zealand findings was conducted to
establish any commonalities and differences in the implementation of the LCP. A
8

stocktake of the provision of care to people in their last days of life identified key
aspects of care that required further consideration for New Zealand including:
Terminology: The need to clarify terminology used in the last days of life and in
relation to death and dying
Evidenced based: including specific review of evidence regarding culturally
appropriate care in the last days of life as well as dementia care
Diagnosis of dying: significant challenges have been highlighted regarding the
timing of the diagnosis of dying and the need for both guidance around the
diagnosis of dying and communication with family/whānau regarding the
uncertainties associated with caring for people who are in their last days of life
Workforce issues: access to an appropriate workforce after hours in terms of
decision-making and treatment for people who are dying
Nutrition and hydration: guidance around appropriate approaches to nutrition
and hydration in the last days of life
Symptom and pain management: guidance around symptom management
Documentation: guidance with the documentation of the person’s care which is
robust enough for data collection and auditing requirements, but that does not
take a ‘tick box’ approach to care
Education and training: the need for improved consistency and access to
appropriate education and training about caring for people in their last days of
life
Leadership: the need for a dedicated team or person to support and coordinate
the introduction and implementation of any last days of life model of care
Quality indicators and data collection: the need for any model of care to enable
auditing and regular reviews to ensure ongoing quality improvement
Cultural and spiritual considerations: the need to address and incorporate any
cultural and spiritual aspects important to the family/whānau.

International literature and best practice
Following an analysis of the implementation of the LCP and other models of care for
people in their last days of life, the Last Days of Life Working Group conducted a
literature review in relation to specific aspects of the LCP and other models of care in
place to care for people in their last days of life. While internationally there is minimal
robust evidence indicating the effectiveness of the LCP, service providers in New
Zealand that have implemented the LCP have established that standard of care for
people and their families has improved as a result of the LCP.
Limited international evidence exists on how the workforce can accurately diagnose
imminent dying and this has been raised as a significant challenge in New Zealand
across all health settings. However, tools and guidance have been developed and
implemented with good results, including the Gold Standards Framework Prognostic
Indicator Guidance, and the Supportive and Palliative Care Indicators Tool (SPICT).

Family/whānau perspectives
An investigation of the family/whānau experience of care of loved ones in their last
days of life highlighted two key requirements of care for people from a consumer
perspective.
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Responsive workforce available any time of the day or night, to provide
appropriate advice and support every day of the week that treats the person
who is dying and their family/whānau with compassion and empathy within
appropriate cultural and spiritual aspects. The workforce is fully trained in all
aspects of care and is accessible and available for advice and the delivery of
care and treatment for the person.
Clear and simple communication with the person and their family/whānau
which includes advice about when the person might by dying (if appropriate);
the proposed approach to treatment and care of the person; the use of a care
plan; and what opportunities exist for the family/whānau to contribute to the
care of the person.

10

Part 1: Principles of Care
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Principles of care for people in their last days of life
Ensuring excellent care for people in their last days of life is achieved by applying
holistic principles of care to meet the individual needs of the person and their
family/whānau across all sectors in all settings.
The principles are consistent with existing frameworks and requirements that
underpin quality care for all people. These include the Health and Disability Code of
Consumers’ Rights, the Health Practitioners Competence Assurance Act 2003,
competency requirements set out by the Nursing Council of New Zealand and the
Medical Council of New Zealand. The principles guide care according to the Te
Whare Tapa Whā model1 which emphasises a holistic approach. Four dimensions
are included in this approach:
 Te Taha Tinana: good physical health
 Te Taha Whānau: extended family health and wider social systems,
belonging, sharing and caring
 Te Taha Hinengaro: mental health, inseparability of mind and body;
expressing thoughts and feelings
 Te Taha Wairua: spiritual health, unseen and unspoken energies, faith and
spiritual awareness.
Underpinning the key principles is an overarching requirement for services to
implement an individual plan of care which addresses physical, social, cultural and
spiritual issues. The plan should be agreed, coordinated and delivered with
compassion. Where appropriate it must take into account any prior wishes expressed
in an advance care plan or advance directive. The individual plan of care should be
documented and undergo ongoing review.
The possibility that a person is dying should be recognised and communicated
clearly to the person and the family/whānau (when there are no barriers to
communication) and should include discussion about how the person’s condition is
likely to change (including the likelihood of their dying), the wishes of the person and
their family (including the preferred place of death) and the agreed goals of care.

Te Taha Tinana (physical health)
Care of the person is delivered by doctors, nurses, and other health workers who
have the skills, knowledge and experience needed to care for dying people and their
families/whānau. Overarching decisions are the responsibility of the lead medical
practitioner whether that be a general practitioner or hospital based specialist with a
clear process for ensuring continuity of care 24/7. These providers can access
support from specialist palliative care services as required. In some situations these
high level decisions can be made by a Nurse Practitioner.
Clinical interventions are reviewed in the best interests of the individual person with
decisions made and actions taken in accordance with the person’s unique needs and
wishes. These actions undergo ongoing review, are revised accordingly and are
provided with empathy and kindness.
Continuity of care for the person is enabled by effective communication between staff
and with family/whānau about the management of the person’s changing condition
and the planning and management of their care.
The dying person is supported to eat and drink as long as they wish to do so, and
their comfort and dignity is prioritised.

1

Durie 1985
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Anticipatory prescribing for symptoms of pain, excessive respiratory secretions,
agitation, nausea and vomiting, and dyspnoea are in place and are delivered
responsively and according to the individual needs of the person.

Te Taha Whānau (family health)
Communication with the person, and family/whānau is clear and respectful. The
person has the opportunity to discuss their cultural needs and these are recognised
and addressed as far as is possible.
Opportunities are provided for the person and family/whānau to provide input to the
care of the person.
The reasons for decisions and/or changes in relation to the care provided to the
person is promptly communicated and carefully explained to family/whānau including
what is required following death.
Support for family/whānau continues beyond the death of the person as appropriate.
Following death the wishes of the individual and the family/whānau are considered
and respected.

Te Taha Hinengaro (psychological health)
The person, and family/whānau are provided with opportunities to express their
thoughts and feelings, values and beliefs, regarding all aspects of care or what the
future may hold and these are considered, addressed and reviewed as appropriate.
There may be worries that can be allayed to put the person, family/whānau at ease.

Te Taha Wairua (spiritual health)
The person and family/whānau have the opportunity to express their spiritual needs
and these are acknowledged. Understand that the importance of addressing spiritual
issues empowers the person and family/whānau and facilitates appropriate goal
setting and treatment planning that meet the person’s individual needs and desires.
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Components of care for people in their last days of life
All services providing last days of life care are expected to provide components of
care as a minimum to ensure quality care for people in their last days of life. The
components of care provide the platform for auditing and data collection.

1.

Baseline Assessment

A baseline assessment enables baseline information to be collected at the time it is
thought the person is in their last days for life. This change in condition acts as a
prompt to ensure conversations in the last days of life occur with the person and with
their family/whānau.

1.1

Lead medical practitioner or nurse practitioner identified

A lead medical practitioner or nurse practitioner is identified to lead the care of the
person in their last days of life. The lead practitioner or their nominated
representative is clearly documented, and continuity of care is available out of hours
to ensure 24/7 contact is available.
Person receiving care and family/whānau: Person and family/whānau members
are clear who is responsible for care and that someone will be available for support
outside of normal working hours if required.
Health care practitioners: There will be a clear process for contacting the lead
practitioner, their designated representative or a representative of the
multidisciplinary team both within working hours and out of hours.
Will ensure that the key person overseeing the person’s care is committed to the
person and their family/whānau.
Will have access to specialist palliative care advice and support 24/7 if the situation
is assessed as becoming complicated or above their levels of expertise.
Service/organisation: Will provide access to specialist palliative care support 24/7
and ensure that there are clear processes in place within the service/organisation for
contracting this support.
System: The DHB recognises the importance of the relationship between primary
and specialist palliative care. Structure is provided to ensure that 24/7 availability of
advice and support from specialist palliative care in situations where the need is
complex across all care settings.

1.2

Baseline assessment completed

A baseline assessment is conducted to identify priorities of care for the person,
symptoms and care needs. These needs may include pain, skin integrity, bowel
elimination needs, mouth care, and pressure relief (for example). The baseline
assessment should include a possible diagnosis about the person’s changing
condition and this should be documented. As part of the baseline assessment, it is
important for conversations to take place with the person and the family/whānau
about what is contributing to the person’s changing condition and options for the plan
of care, and that these conversations are clearly documented.
Person receiving care and family/whānau: Knows whether there are changes
occurring in their condition, what these changes are, and how their care will be
managed as a result of the changes occurring.
15

Health care practitioners: Understands the importance of completing a baseline
assessment to identify the priorities of care and will have a conversation with the
person and their family/whānau about options for an individualised plan of care for
the person.
Service/organisation: Provides any necessary tools and documentation to record
the findings of these assessments and to document ongoing evaluation of care
System: The DHB recognises the need to have an educated, skilled workforce to
provide the assessment and this may require planning with regards workforce
development.

1.3

Medication prescribed on an as needed basis for the five most
common symptoms in the last days of life

Medication is prescribed for the person on an as needed basis as appropriate to
address the five most common symptoms experienced in the last days of life.
Anticipatory prescribing is recommended as this will ensure that there is minimal
delay and distress in responding to symptoms. These symptoms are recognised as
actual or potential problems and are:
 pain
 agitation/delirium/terminal restlessness
 respiratory tract secretions
 nausea and vomiting
 breathlessness (dyspnoea).
Any unnecessary medications or invasive or unnecessary procedures with no clear
benefit should be reviewed in the person’s best interests and discontinued as
appropriate.
Note that as with all clinical guidelines, the aim is to support but not replace clinical
judgment and decision-making.
Person receiving care and family/whānau: Comfortable and free of pain and other
symptoms. The family/whānau is included in discussions about how these symptoms
will be managed, if that is the person’s wish.
Health care practitioners: Will have the appropriate skills and knowledge to
undertake a comprehensive assessment of the person’s current symptoms and
deliver the appropriate pharmacological and non-pharmacological management. This
will include in particular, but not exclusively to, the five most commonly occurring
symptoms at the end of life. This will be reviewed on a regular basis and changes in
the care plan will be discussed with the person and family/whānau wherever
possible.
Service/organisation: Will ensure that there is a framework in place to enable preemptive prescribing to occur and access to the appropriate medications to treat pain
and other symptoms experienced by people in their last days of life.
Will ensure that education and training around the management of symptoms in the
last days of life is accessible by staff.
System: The DHB in conjunction with any national based programs for quality
indicators will provide a way of monitoring best practice around the management of
symptoms in the last days of life.

1.4

Assessment of person’s ability to communicate

Clear and ongoing communication with the person is fundamental and all decisions
which lead to a change in the care of the person should be clearly communicated to
16

the person and this conversation documented. The person’s ability to communicate
is assessed and information is collected and documented about:





preferences the person may have to allow a natural death
whether an advance care plan or advance directive is in place
the person’s wishes in relation to organ and/or tissue donation
the person’s wishes in relation to their preferred place of death, burial or
cremation.

In situations where the person is unable to communicate because of the extent of
their deterioration, conversations take place with the family/whānau about these
aspects and this is documented.
Person receiving care and family/whānau: Is provided with an opportunity to talk
about preferences for care and any wishes after death. If English is the second
language, there is an ability to access support to make sure any preferences are
understood.
Health care practitioners: Will make sure that there is an opportunity to have a
conversation with the person and/or the family/whānau so that preferences about the
person’s care are documented and addressed.
Service/organisation: Will ensure there are private areas for discussions to take
place with the person, family/whānau as required and provide access to interpreting
services, if these are required.
System: The DHB will ensure that an environment is created across all services to
enable privacy for sensitive and compassionate conversations to take place.

1.5

Communication barriers are identified and addressed

Potential barriers to full communication should be identified. This may include
language barriers in which case identification of appropriate additional support, such
as the provision of a translator, should be made available.
It is important to have accurate information about appropriate contact people to
ensure that in the last days of life the appropriate person can be contacted. In some
situations, the next of kin may not be the appropriate contact person. In some
situations the person and/or their family/whānau appoint a spokesperson who acts as
the key contact. It is therefore important to establish and document up to date
contact information for those most important to the person including:
 next of kin
 whether there is a key spokesperson for the family/whānau and who this
person is
 the person holding an Enduring Power of Attorney if the person in their last
days of life does not have the capacity to make their own decisions.
Person receiving care and family/whānau: It is important that wishes are known as
to who are the key contacts for family/whānau and that those family/whānau can be
contacted if the person’s condition changes. If the person is no longer in a position to
speak for themselves, the person identified as the spokesperson is clearly
documented.
Health care practitioners: Will ensure that the person’s identified key
spokesperson, Enduring Power of Attorney and/or next of kin contacts are recorded
and documented correctly.
Service/organisation: Will provide access to support if needed to make sure that
person and their family/whānau preferences in relation to their care are understood,
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including providing access to a translator if this is required. Will ensure that there is
an ability to record this information accurately so that all health care practitioners are
aware of these details.
System: Consideration and future planning with regard to how information can be
shared across care settings, to provide accurate information around key details for
example improved electronic records and IT.

1.6

The person is aware that they are dying

A conversation should be offered with the person to explain the changing nature of
their condition and the possibility they may be entering into the last few days of life.
This may or may not be appropriate or wanted by the person and these views should
be respected. Engaging in such conversations can be very difficult and resources
are available to assist, examples of guidance are provided in Section 4. Local
policies and guidelines about how to break bad news and have compassionate
conversations may also be available.
Person receiving care and family/whānau: Has the opportunity to be informed
about any changes in their condition and if there is a possibility that the person may
only have a few hours to days to life that they are as prepared as possible.
Health care practitioners: Will be skilled or have access to an appropriately skilled
person to have compassionate conversations that may include breaking bad news
with both the person and the person’s family/whānau according to the person’s
wishes.
Service/organisation: Policies and/or guidelines are in place to support and guide
health professionals regarding conducting conversations about death and dying and
the difficulties associated with these conversations.
Provision or access to recognised training, qualifications around communication skills
and compassionate communication.
The service or organisation, can provide or refer staff for support, and clinical
supervision as required, recognising the impact that caring for people in the last days
of life can have on maintaining healthy professionals.
System: The DHB recognises the challenges associated with conversations
regarding death and dying and has structures and support in place for health
professionals conducting such conversations.

1.7

Equipment is available to support the person’s care needs

People who are in their last days of life may require access to specialised resources
or equipment to support their care needs. Where a service is providing care to
people who are in their last days of life, equipment needs to be available to support
any potential requirements the person may have. This equipment could include, for
example, any equipment that may be necessary to support a continuous
subcutaneous infusion (CSCI) of medication; a pressure-relieving mattress; hospital
bed, sliding sheets, etc.
Person receiving care and family/whānau: The person has access to resources
and/or equipment, which may help to make their last days of life more comfortable.
Health care practitioners: Will ensure regular review of the person so that any care
needs requiring access to resources and/or equipment are recognised and provided
without delay. Are aware of the referral process to other members of the Allied
Health Team that can provide guidance and assessment for access of this
equipment.
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Service/organisation: Will ensure that the service can access resources and
equipment in a timely manner that may be needed to support people in their last
days of life irrespective of care setting. This will include processes for organising, and
delivering of equipment in a rapid discharge home to die scenario.
System: Ensuring that there are clear funding processes for accessing these
equipment resources in the last days of life including equipment that will be
necessary for a rapid discharge home to die.

1.8

Cardioverter Defibrillator Implant considerations

If the person has an Implantable Cardioverter Defibrillator in place, conversations
need to occur with the person and their family/whānau about whether this should be
deactivated and if so, how this should occur. Conversations and the plan of care in
relation to the Implantable Cardioverter Defibrillator Implant is clearly documented.
Person receiving care and family/whānau: Comfortable and free from distressing
symptoms in the last days of life.
Health care practitioners: Will ensure that if the person has an Implantable
Cardioverter Defibrillator in place that they have a conversation with the person
and/or their family/whānau about what can occur in the last days of life when an
Implantable Cardioverter Defibrillator is in place, whether this should be deactivated,
and if so, how this should occur.
Service/organisation: Will provide access to a clearly documented process and
guidelines for health professionals about the implications of Implantable Cardioverter
Defibrillators in the last days of life. This should also include a clear pathway to
access appropriately skilled staff members e.g. cardiology technicians and
equipment for deactivation if required.
System: Ensuring that the appropriate information and access to skilled health care
professionals are identified in any care setting that may be providing care in the last
days of life.

1.9

Provision of food and fluids

The provision of food and fluids in the last days of life is an important aspect of care.
Conversations should take place with the person and their family/whānau about the
role of food and fluids and any risks that can occur. The person should be supported
to continue to maintain an oral intake for as long as is safe and warranted, if they
wish to do so. It is recommended that written material be made available to the
family/whānau about food and fluid in the last days of life to ensure that they fully
understand any risks and benefits.
Person receiving care and family/whānau: Is able to eat and drink if they feel able
to do so.
Health care practitioners: Will discuss with the person and their family/whānau any
benefits and risks of maintaining oral intake of food and fluid and will support the
person to be able to eat and drink for as long as they are able or wish to do so. This
may also include conversations with regards to parenteral feeding and fluids.
Will access appropriate written resources to support this discussion if needed.
Will document clearly an individual plan for fluids and food and this will be reviewed
at least on a daily basis.
Service/organisation: Will ensure that appropriate written information is made
available for health professionals to provide to the person and the family/whānau
about the risks and benefit of food and fluid in the last days of life. That there is a
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process for referral to other services that may be able to aid further discussion on
this topic and ensure that an individual plan of care is made.
System: Provide some national based resources around food and fluids in the last
days of life. Will consider mechanisms and indicators for audit around how food and
fluids in the last days of life are managed.

1.10

Relevant agencies are advised of the person’s deterioration

It is likely that those people who have been identified as in the last days of life, will
have had a number of services or agencies involved in their care. This could include,
for example, the person’s general practitioner, district nursing services, and any
specialist referral teams (such as hospice or cardiology). Informing these
agencies/services where possible of the change in the person’s condition and
expectation that they will die in the next few hours or days, will be important in terms
of any future appointments made, continued care of close family/whānau members
and out of courtesy.
Person receiving care and family/whānau: Services who have been involved in
the care of the person are kept informed of the change in the person’s condition.
Health care practitioners: Where possible identify and document services and/or
agencies involved in the care of the person and will advise them of the change in the
person’s condition. Will have understanding of the Privacy Act 1993 and what is
appropriate content and right method of communication.
Service/organisation: Will have processes in place to ensure that contact can be
made with relevant services and/or agencies in a straightforward and timely manner.
Provides support and education on maintaining privacy of any information that is
shared with other agencies and health care professionals involved in the persons
care.
System: Recognises the importance of the relationship between organisations and
agencies involved in the care of people in their last days of life and will support
mechanisms to ensure ease of communication.
Will provide mechanisms for managing and maintain privacy of health care
information.

1.11

Family/whānau is aware that the person is dying

Clear and regular communication with the family/whānau is fundamental to quality
care of people in their last days of life. Conversations should take place with the
family/whānau, and these conversations documented, to indicate that the person’s
condition has changed and that it is thought the person is in their last days of life.
Person receiving care and family/whānau: Health care practitioners communicate
with the person and the family/whānau clearly and regularly about the deteriorating
condition of the person and will advise if the person is thought to be dying in a way
the family/whānau understands.
Health care practitioners: Will ensure that conversations take place with the
person’s family/whānau to advise them of any deterioration and/or changes in the
person’s condition and will make sure the family/whānau understand that the person
is thought to be in their last days of life. A summary of these conversations must be
clearly documented.
Service/organisation: Policies and/or guidelines are in place to support and guide
health professionals regarding conducting conversations about death and dying and
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the difficulties associated with these conversations. Provision of an appropriate place
to record any conversations and the outcomes.
System: The DHB recognises the challenges associated with conversations
regarding death and dying and has structures of support in place for health
professionals conducting such conversations.

1.12

Information is provided to the family/whānau about the facilities
available

It is important that the family/whānau have information about the facilities that are
available to enable them to support the person who is in their last days of life. In a
hospital setting for example this could include information about car parking, public
transport, kitchen facilities, cash machines, phones, spiritual supports and chaplaincy
services (refer to section 1.14).
If the person is being cared for in their own home this information could include
contact details for the district nursing team, specialist palliative care services, after
hours contact details for the lead practitioner or their designated representative, and
what to do in an emergency (for example).
Conversations with family/whānau should be documented.
Person receiving care and family/whānau: Family/whānau know what facilities are
available to them while they support the person and if the person is being cared for at
home, the family/whānau know how and who to contact if the person’s condition
changes.
Health care practitioners: Will make sure that information is provided to the
family/whānau about any facilities that are available for them. If the person is being
cared for in a private residence, will make sure they have information about who to
contact if the person’s condition changes and how they can make contact.
Service/organisation: Written information is developed which provides
family/whānau with advice about facilities available to them which is tailored to the
individual care system.
System: DHBs have a process for ensuring that this information resource is of a high
standard and being received in a timely manner.

1.13

Cultural needs are discussed and addressed

A conversation takes place with the person and the family/whānau about the cultural
needs of the person. This conversation should be documented and could include
identification of any specific customs, traditions or cultural practices that are
important and how these could be appropriately addressed in the plan of care for the
person.
Note that it is important to identify the person’s ethnicity since ethnicity can indicate
particular ways a person may wish to be cared for when they are in their last days of
life.
Person receiving care and family/whānau: Care and treatment is provided in a
way that reflects customs, traditions, or cultural practices that are important to the
person.
Health care practitioners: Will as part of any baseline or ongoing assessments
provide an opportunity to discuss with the person and family/whānau their
preferences regarding any customs, traditions or cultural practices and these are
incorporated into the individual plan of care for the person.
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Once these preferences have been identified the health care practitioner will ensure
where possible that these are met. This may well include referrals to other
professionals such as Whānau Care or Pacific Island Services.
Will document these preferences clearly ensuring that if cultural practices have been
identified that these are delivered at the appropriate time e.g. related to fundamental
care, after death care or funeral care.
Ensure that they have an understanding of the role of the Treaty of Waitangi and its
implication in providing health care and support.
Service/organisation: Will ensure that there is access to education and training with
regards to cultural competency and care as well as processes in place to access
specialised cultural support that may be required. That the organisation or service
provides care that acknowledges the key principles of the Treaty of Waitangi.
System: The DHB recognises the importance of an appropriate cultural approach to
care of people in their last days of life. Health practitioners are able to access
education/training in cultural context particularly if they are internationally qualified.

1.14

Opportunity is provided for the person, family/whānau to discuss
what is important to them including wishes, feelings, faith, beliefs
and values. This may or may not include religious or spiritual
needs and beliefs

It is recognised that for some people and their family/whānau who now have an
understanding that they are in the last few hours to days of life, that the things that
were once important to them may well change. This is an opportunity for those caring
for this person and their family/whānau to have a conversation about what is
important to them now. For some this may be a re-exploration of their faith, for others
it may be the need to see a particular person, pet or place, or to have access to
music, photographs or films.
For some this may also include direct wishes related to their after death care or
funeral arrangements.
Person receiving care and family/whānau: Should be given the opportunity to
express what their thoughts, wishes, needs and beliefs are in a way that is not
judgmental and is safe.
Health care practitioners: Will provide an opportunity to have conversations with
the person and the family/whānau to identify what is important to them at this time.
To clearly document those wishes thoughts and needs and indicate whether these
are important now, related to after death care or with regards to funeral
arrangements.
Where possible facilitate the wishes and needs of that person and their
family/whānau. This may include referral to chaplaincy teams or appropriate spiritual
providers.
Service/organisation: Provide access and referral procedures to services that
include chaplaincy, spiritual providers of all denominations. Provide access to
education, training and advice on how to have these conversations and to be able to
access information on provision of care that may be related to differing faiths or
religion.
System: The DHB recognises the importance of enabling an approach to care where
people in their last days of life are able to express their thoughts, wishes, needs and
beliefs and that the workforce providing care to people at this stage of their life is
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able to access necessary education and training to enable them to approach
conversations with confidence.
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2.

Ongoing Assessment of the Plan of Care

Individual care needs are identified and a plan of care appropriate to the needs of the
unique person is agreed with the person and the family/whānau and in place.
Ongoing assessment of the person and their family/whānau occurs.

2.1 & 2.2

Identify individual care needs and develop an individualised
care plan including ongoing regular reviews of the persons
care

An individualised care plan is developed in collaboration with the person and the
person’s family/whānau which addresses physical, social, cultural and spiritual
issues. Once developed, the individual plan of care should be documented and
undergo regular review. Regular assessments of the person’s changing condition
will ensure that any changes or additional symptoms can be addressed in a timely
manner. The person’s family/whānau should have an opportunity to participate in the
care of the person if this is what they wish to do.
Person receiving care and family/whānau: Care is provided according to the
person’s unique needs. This will have been developed following the initial
conversations and needs identified within the baseline assessment.
Health care practitioners: Will offer a summary of the plan of care where possible
and this is discussed with the person and family/whānau members. This must
include the frequency of ongoing assessments and reassessments and recognise
the needs of the person as central, understanding that needs can change rapidly
during the dying process.
Provision of written information such as “what to expect when someone is dying” at
this time will help assist the family/whānau members to understand what changes
may occur to the person in relation to the dying process.
Will provide the family/whānau with the opportunity to assist with the person’s care if
wished, and will provide support and education as to how to do this.
Service/organisation: Recognises the importance that frequent assessments will
have on how family/whānau members will experience end of life care and value the
role that all health care providers have in providing excellent care.
Provide appropriate documentation for health care providers involved to clearly
document an individualised plan of care, including regular reviews, assessments and
evaluations of care.
System: The DHB recognises that whilst maintaining an individualised plan of care is
important, standardising some of the documentation to a regional approach can
enhance care and that may include transferring the person from one care setting to
another within a region. Also assists with the ongoing process of monitoring for
quality indicators and auditing processes and plans of care.

2.3

Conversations take place with the family/whānau about the
person’s changing condition

Conversations with the family/whānau should occur on an ongoing basis and are
particularly important to convey any changes occurring in the person’s condition.
These conversations occur in a way that is clear and respectful.
Person receiving care and family/whānau: Informed if the person’s condition
changes and involved in conversations about options for the ongoing care of the
person.
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Health care practitioners: Will have conversations with the family/whānau when the
person’s condition changes and discuss options to manage the care of the person. A
summary of these conversations should be documented.
Service/organisation: Enables access to education, training and advice on how to
have these conversations.
System: The DHB recognises the challenges associated with conversations about
death and dying and has structures of support in place for health professionals
conducting such conversations.

2.4

Ongoing opportunities are provided to address and alleviate any
concerns that worry the person or wishes they may have

Ongoing conversations with the person and their family/whānau are important to
ensure that any changes in the person’s emotional response can be discussed and
addressed and the individual plan of care can be reviewed if required to
accommodate any changed wishes of the person and their family/whānau.
Person receiving care and family/whānau: The person has the ability to express
any wishes or concerns they may have and are able to express these in an ongoing
way.
Health care practitioners: Will ensure that regular conversations take place with the
person to ensure that if there are any changes in the person’s wishes or concerns
that these can be discussed and addressed. A summary of conversations should be
clearly documented.
Service/organisation: Policies and/or guidelines are put in place to support and
guide health professionals regarding conducting conversations about death and
dying and the difficulties associated with these conversations. Provision of an
appropriate place to record any conversations and the outcome.
System: The DHB recognises the challenges associated with conversations
regarding death and dying and has structures of support in place for health
professionals conducting such conversations.

2.5

Changing spiritual needs of the person are discussed and
addressed

It is recognised that things that may have been important to the person at the time
the baseline assessment was conducted may change quickly once a person is in the
last few hours to days of life. It is important for ongoing conversations to occur to
enable the person to convey their wishes regarding their spiritual needs, and for
these wishes to be addressed.
Person receiving care and family/whānau: Should be given the opportunity to
express their changing spiritual needs in a way that is non-judgmental.
Health care practitioners: Will provide an opportunity to have conversations with
the person and the family/whānau to identify what is important to them at this time.
Conversations will be clearly documented. Where appropriate, there may be a need
for referral to chaplaincy teams or appropriate spiritual providers.
Service/organisation: Will provide access and referral procedures to services that
include chaplaincy and spiritual providers of all denominations. Education, training
and advice on how to have these conversations and to be able to access information
on provision of care that may be related to differing faiths or religion.
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System: The DHB recognises the challenges associated with conversations
regarding death and dying, in particular relating to the person’s spiritual needs and
has structures of support in place for health professionals conducting such
conversations.

3.

Care After Death

Every service that provides care for people in their last days of life should have their
own policies in place regarding the care of the person and the family/whānau after
death. However, there are specific aspects expected as a minimum to be addressed
and incorporated into these policies.

3.1

The person’s death is verified

Person receiving care and family/whānau: The legal process is undertaken
correctly to ensure that a medical certificate showing cause of death is available so
the family/whānau can proceed with funeral arrangements as soon as possible.
Health care practitioners: Will be familiar with the local policy and procedures for
verification of death and how to complete the appropriate paperwork.
Will know how to access the policy and paperwork that is required.
Service/organisation: Will provide policy and procedures and ensure that staff will
have access to training and education as to how these should be carried out to meet
legal requirements. These policies and procedures will be reviewed on a regular
basis.
The necessary legal documentation is available for staff to complete medical
certificate of cause for death (HP4720) and possibly a permission to cremate.
System: DHBs have a process so that healthcare providers and service
organisations are familiar with the legal requirements of after-death documentation.

3.2

The person/tūpāpaku is treated with dignity and respect

Person receiving care and family/whānau: That the wishes and preferences are
carried out where possible and family/whānau are supported if they wish to
participate in after death care.
Health care practitioners: Will be familiar with what is required for after death care
according to local policy and procedure. This may include washing of the person,
removing any medical or nursing equipment, dressing the person in clothes identified
by the family, or in clean gowns.
Any personal belongings are returned to the family/whānau in a respectful way.
All appropriate involved healthcare/social services that have been previously
identified are aware of the death.
Service/organisation: Will ensure access to, and provide, education/training on
what is expected for after death care.
System: DHBs have a process to ensure that healthcare providers and service
organisations are equipped to ensure that the person/tūpāpaku is treated with dignity
and respect at the time of death.
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3.3

Information is provided to the family/whānau about what to do
next

Person receiving care and family/whānau: Family/whānau are aware of any
processes that need to occur following the person’s death including funeral
arrangements.
Health care practitioners: Has a conversation with the family/whānau to ensure that
they are provided with clear information about what they need to do next. Will
provide written material and information if required.
Service/organisation: Develops written resources which will provide information to
family/whānau about what they need to do following the person’s death, such as
funeral arrangements.
System: DHBs have a process for ensuring that this information resource is of a high

standard and being received in a timely manner.

3.4

Bereavement assessment is conducted

Person receiving care and family/whānau: Family/whānau are able to access
information about bereavement support and counselling if they feel they need this
and/or they are not coping well with the person’s death.
Health care practitioners: Has a conversation with the family/whānau about access
to bereavement support and conducts a bereavement assessment if the
family/whānau indicate they wish for one, or if the health practitioner considers the
family/whānau are not coping well following the person’s death.
Service/organisation: Develops a process for bereavement assessment to occur,
including documentation.
System: DHBs support the implementation of bereavement and counseling services
for all who require the need.

3.5

Spiritual, religious, cultural needs are considered and addressed

Person receiving care and family/whānau: Family/whānau are provided with an
opportunity to express any particular spiritual, religious, or cultural needs that may be
important at this time.
Health care practitioners: Will provide an opportunity to have conversations with
the family/whānau to identify what is important to them at this time.
Service/organisation: Provide access and referral procedures as required to
services. Education, training and advice on how to have these conversations and to
be able to access information on provision of care that may be related to differing
faiths or religion.
System: The DHB recognizes the importance of enabling an approach for
family/whānau to be able to express their thoughts, wishes, needs and beliefs and
that the workforce providing care is able to access necessary education and training
to enable them to approach conversations with confidence.
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3.6

Environment is able to accommodate a blessing room.
Karakia/prayer offered in respect of cultural needs

Person receiving care and family/whānau: Family/whānau is able to access
private space if required to accommodate any needs for prayer, karakia, or other
cultural or spiritual needs.
Health care practitioners: Respects the family/whānau need for privacy if this is
required and ensure that an environment is available which is suitable to meet the
needs of the family/whānau.
Service/organisation: Ensures that the environment across all settings can enable
private areas for grieving family/whānau.
System: DHBs support the need to ensure services can provide a place of privacy.
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Summary of components of care for people in their last days of life, resources, and communication
needs
1.

Baseline Assessment

Principle

Reference

Component

Resources

Physical (Te
Taha Tinana)

1.1

Lead medical
practitioner or
nurse
practitioner
identified
Baseline
assessment
completed
Plan for
management
of the five
most common
symptoms in
the last days
of life

1.2

1.3

Communication need

-

Page
No
-

Example baseline assessment form
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Assessment clearly documented in notes and
forms the basis of an ongoing symptom care
plan
Preferences for management clearly
document
Allergies identified

Nausea and vomiting:
 Guideline for developing an individualised
medical management plan for end of life:
nausea and vomiting
 Nausea and Vomiting Algorithm
Pain:

Guideline for developing an
individualised medical management plan
for end of life: pain

Pain Algorithm

Pain in patients with impaired renal
function
Respiratory secretions:

Guideline for developing an
individualised management plan for end
of life: respiratory secretions

Respiratory secretions algorithm

51

Clearly documented
Out of hours contact is available for
family/whānau

53

54

56
57

Family/whānau are aware and have access
to medications prescribed
Clear guidance for family on use of
medications
Current prescribed medications are
assessed, non-essential medications
discontinued

58

59
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Principle

Reference

Component

1.4

Assessment of
person’s ability
to
communicate
completed

1.5

Contact
information for
those most
important to
the person is
collected and
documented
Person is
aware that
they are dying

1.6

Resources
Delirium/agitation:

Guideline for developing an
individualised medical management plan
for end of life: delirium (and associated
restlessness or agitation)

Delirium/agitation algorithm
Breathlessness (dyspnoea):

Guideline for developing an
individualised medical management plan
for end of life: Dyspnoea

Breathlessness algorithm
 Access to interpreters if required
 Organisational resources already
developed and in place to provide
guidance

Page
No

Communication need

60

62
63

65
-

Example baseline assessment form

37

Breaking bad news flowchart

71

Conversation documented including:
 Language preference
 Preferences to allow a natural death
documented
 Advance care plans/advance directives
sighted
 Preferences for organ and/or tissue
donation
 Preferences about place of death
identified
 Preferences about burial or cremation
 Potential barriers to communication
Conversation documented including:
 Identification of next of kin
 Identification of key spokesperson for the
family/whānau
 Enduring Power of Attorney in Place
 Barriers to communication
Conversation documented about the person’s
changing condition which clearly conveys the
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Principle

Reference

1.7

1.8

1.9

1.10

Component

Equipment is
available to
support the
person’s care
needs
If an
Implantable
Cardioverter
Defibrillator is
in place
conversation
takes place to
establish
whether and
how this
should be
deactivated
Conversations
take place
about the
benefits and
risks of
nutrition and
hydration in
the last days
of life
Relevant
service and/or
agencies are

Resources

Page
No

Communication need
person may only have a few hours or days to
live
Documentation of who this has been
communicated to
Conversation documented which clearly
identifies any changes in the person’s
condition which may be required access to
specialised equipment

-

-

Heart Rhythm New Zealand. 2014. Heart
Rhythm New Zealand Position Statement:
Management of Implantable Cardioverter
Defibrillators (ICD) and Pacemakers for
patients nearing end of life.

-

Conversation documented about the
implications of an Implantable Cardioverter
Defibrillator in the last days of life and the
person/family/whānau preference regarding
whether the ICD should be deactivated and
how this should occur

Organisation resources in place about food
and fluid in the last days of life

-

Conversation documented including:

Benefits and risks of maintaining oral
intake of food and fluid

Any requirement for parenteral feeding
and fluids.

-

-

Identification of relevant services and
persons that need to be notified
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Principle

Family (Te
Taha Whānau)

Reference

1.11

1.12

1.13

Psychological
(Te Taha
Hinengaro) and
Spiritual (Te
Taha Wairua)

1.14

Component
contacted to
notify them of
the person’s
deterioration
Family/whāna
u aware the
person is
dying
Family/whāna
u provided
with
information
about facilities
available to
them in the
setting
Conversations
take place
regarding the
cultural needs
of the person,
family/whānau
Conversations
take place with
the person and
family/whānau
about what is
important to
them at this
time

Resources

Page
No

Communication need

What to expect when someone is dying
Supporting care in the last hours or days of
life: information for families/whānau/carers

68
70

Conversation documented and individuals
who have been informed or should not be
informed identified

Organisation resources in place about facilities
available to them in the service in which the
person is being cared for in

-

Family/whānau aware of facilities available
Documentation of information provided to
family/whānau

W.H.Ā.N.A.U: Personalising care at the end of
life

72

Spiritual Care Assessment Tool Based on
FICA Approach

75

Conversation documented including:
 Identification of any beliefs and
family traditions that may be
important
 Important aspects about the person
and/or the family/whānau that the
service should know about
Conversation with person and family/whānau
documented which includes:
 Wishes, thoughts, needs of the
person and family/whānau
 Any important considerations for
after death care or funeral
arrangements
 Consider referral to chaplaincy teams
or appropriate spiritual providers
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2.

Ongoing Assessment

Principle

Reference

Component

Resources

Physical
(Te Taha
Tinana)

2.1

Individual care plan
developed and put in
place





2.2

Regular review of the
person takes place
Conversations take
place with the
family/whānau about
the person’s
changing condition
Conversations
regularly take place
with the person
about concerns or
wishes
Conversations
regularly take place
to enable the person
to discuss feelings
about what is
important to them at
this time

-

-

-

-

-

-

Conversation documented which includes
discussion with the person about their
wishes, thoughts and feelings

-

-

Conversation documented which may have
detail but may not.

Family (Te
Taha
Whānau)

2.3

Psychologi
cal (Te
Taha
Hinengaro)

2.4

Spiritual
(Te Taha
Wairua)

2.5

Identifying the Dying Patient
Identifying the Dying Patient: Algorithm
Guideline for Developing and
Individualised Medical Management
Plan for End of Life: General Principles

Page
no:
44
47
48

Communication need
Conversation documented including:
 Summarising the plan of care
 Frequency of ongoing assessments
and reassessments
 Possible rapidly changing needs of
the person in the dying process
 Opportunity for family/whānau to
participate in care of the person if
they wish to do so
Conversation documented about the changes
in the condition of the person
Conversation documented to ensure that the
family/whānau understand what changes are
occurring in the person’s condition as part of
the dying process
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3.

Care After Death

Principle
Physical
(Te Taha
Tinana)

Reference
3.1

Component
The person’s death
is verified according
to local or regional
protocols

Resources
Local and/or regional protocols

-

3.2

The person/tūpāpaku
is treated with dignity
and respect
Information is
provided to the
family/whānau about
what they need to do
next
A bereavement
assessment is
conducted to identify
complex
bereavement
Assessment of
family/whānau’s
spiritual needs is
conducted
Arrangements are
made in terms of
blessing room/space
and karakia/prayer is
offered in respect of
cultural needs of the
family

-

-

Preference for person undertaking
verification of death

Organisation resources in place about
facilities available to them in the service in
which the person is being cared for in

-

Documentation of information provided and
discussions had about next steps
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Person undertaking bereavement
assessment is notified in a timely manner

Spiritual Care Assessment Tool Based on
FICA Approach
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Identified person to undertake and document
this conversation

-

-

Communication to service manager that
room may be required

Family (Te
Taha
Whānau)

3.3

Psychologi
cal (Te
Taha
Hinengaro)

3.4

Spiritual
(Te Taha
Wairua)

3.5

3.6

Bereavement Information Form
Bereavement Assessment Form

Communication need
Communication to services involved in post
death arrangements within the service are
documented
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Part 3: Examples of
approaches to care for people
in their last days of life
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Examples of approaches to care used for people in
their last days of life
A number of services involved in the care of people in their last days of life have
developed a range of tools and resources to provide practical guidance based on
best practice and evidence to support quality care for people in their last days of life,
and their families/whānau. These tools and resources have been developed based
on local and regional identified needs. They can be adapted by service providers to
suit local and regional needs.
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Example A: Planning for End of Life Care2
Definition of end-of-life is when death is expected within hours-days during this admission. This
includes care during and around the time of death, and immediately afterwards.
End-of-Life does not mean ‘no care’ it is a change in focus from active treatment to best
supportive palliative care.
As with all clinical guidance this document aims to support but does not replace clinical
judgement.
The patient is required to be assessed and a care plan should be developed in line with the
patients: (if able), family/whānau wishes and needs.
Family/whānau contact details
If the patient’s condition changes, who
should be contacted first?

1st Contact:
Name:…………………………………………..
Relationship:……………………………………
Telephone no:…………………………………..
Mobile no:………………………………………

If the patient’s condition changes, when
should they be contacted?
If the first contact is unavailable, who
should be contacted?

At any time □
Not at night time □
2nd Contact:
Name:…………………………………………..
Relationship:……………………………………
Telephone no:…………………………………..

When to contact

At any time □
Not at night time □

Next of Kin if different from above

Name:…………………………………………..

END-OF-LIFE CARE PLAN

Mobile no:………………………………………

Relationship:……………………………………
Telephone no:…………………………………..
The patient will require daily review by the medical team. End of life cares need to be
continually reviewed and discontinued if the patient’s condition improves.
Always consider if the Hospital Specialist Palliative Care Team needs to be consulted, to help in
patient management when there are complex symptom management or emotional issues.

2

Source: Waitemata District Health Board End of Life Care Project Steering Group (2014)
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Advance Care Plan
Does the patient have an existing Advance
Care Plan or Directive documenting their
wishes at end-of-life?
Is an Existing Power of Attorney for Health in
place?

□ Yes

□

No

□ Yes
□
No
Name……………………………………………..
Relationship……………………………………..
Contact no:………………………………………

Recognition of Dying
The patient is aware they are dying?

Document clearly in clinical notes what was
said and by whom.
Date and time of conversation:…………………

The family/whānau is aware the patient is
dying?
*Both the patient/whānau awareness &
understanding of the diagnosis is
communicated and documented

Document clearly in clinical notes what was
said and by whom.
Date and time of conversation:……………
Name of family informed………………

See guidelines on “communication” and
“breaking bad news”
Preferred Place of care
Patients preferred place of care

□ Home □ Hospital □ Hospice

Family/Whānau preferred place of care

□ Home, □ Hospital □ Hospice

*If home see “Rapid Discharge Checklist”
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Clinical Goals – Medical Staff
Current medications reviewed and nonessential medications discontinued

□ Yes

□

No

PRN subcutaneous anticipatory medications
charted. See “Anticipatory Prescribing”
guidelines.

□ Yes

□

No

Inappropriate interventions discontinued e.g.
blood tests, NEWS, routine observations,
blood glucose monitoring, oxygen therapy

□ Yes

□

No

The need for artificial hydration/nutrition is
reviewed by the MDT (a reduced need for
food/fluids is part of the normal dying
process)

□ Yes

□

No

□ Yes

□

No

□ Yes

□

No

□ Yes

□

No

Do Not Resuscitate status recorded on CPR
Decision Form
□ N/A

Implantable Cardioverter Defibrillator (ICD) is
deactivated
Organ donation considered and information
leaflet given to patient/family
Cultural
If able, the patient is given the opportunity to
discuss their cultural needs e.g. needs now,
at death and after death.

Document clearly in clinical notes what was
said and by whom.
Date and time of conversation:………………

Family/Whānau is given the opportunity to
discuss their cultural needs at this time e.g.
needs now, at death and after death.

Document clearly in clinical notes what was
said and by whom.
Date and time of conversation:………………

Refer to appropriate cultural support e.g
Māori Health Service, Asian Support, Pacific
Island Support as appropriate

□ Yes

□

No

Service/s involved:……………………………
Names of person/s involved:………………….
…………………………………………………
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Religious and Spiritual
If able, the patient is given the opportunity to
express what is important to them at this
time e.g. wishes, feelings, faith, beliefs,
values (needs now, at death and after death)
The family/whānau is given the opportunity
to discuss what is important to them at this
time e.g. wishes, feelings, faith, beliefs,
values (needs now, at death and after death)

Document clearly in clinical notes what was
said and by whom.
Date and time of conversation:………………
Document clearly in clinical notes what was
said and by whom.
Date and time of conversation:………………

Offer Hospital Chaplain Service or contact
□ Yes
patient’s preferred support person if required.

□

No

Contacted: …………………………………
Information & Explanation
Family/Whānau given information of
facilities available e.g. visiting times, parking,
tea and coffee, quiet area, toilets

□ Yes

□

No

Information sheet “What to expect when
someone is dying” given to family/whānau
if appropriate.

□ Yes

□

No

Give “Bereavement Information” leaflet
and list of Funeral Directors if required.
After Death Care
If not already received give family/whānau
“Bereavement Information” leaflet and list
of Funeral Directors if required.

□ Yes

□

No

□ Yes

□

No

Discuss as appropriate with family/whānau
viewing of the body/tūpāpaku

□ Yes

□

No

Community providers are notified of the
patient’s death e.g. GP, District Nurse,
Hospice

□ Yes

□

No

Contacted:…………………………………..

See Policy and Guidelines “Death of an
In-patient”
All documents e.g. Information leaflets, guidelines, policies and checklists are available on
the Palliative Care intranet site: “end-of-life and bereavement care.
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Example B: Improving Care of the Dying
Guideline3
PATIENTS ID LABEL

o
o
o

Specific wishes – religious, spiritual/cultural etc discussed
Other issues identified – eg health literacy, family disputes, disagreements
Family carer’s wishes regarding contact i.e. anytime, during nights etc.
(Document on patients admission form)

Medical Management Guidelines:

IMPROVING THE CARE OF THE DYING GUIDELINE
Primary diagnosis ________________________________________
Associated Co-morbidities_______________________________
SEE END OF LIFE CARE GUIDE BEFORE YOU COMMENCE.
Prior to instituting ICOD, ensure:
o The consultant, along with relevant multi-disciplinary members of the team, are
in agreement with the diagnosis of dying
o A family meeting is arranged (phone contact if this is not feasible)
o Ask family/whānau if they would like to have support/advice from someone in
the Māori or Pacific Health Units
o If the patient is Māori or Pacific – consult with the relevant Unit staff for support
and or/advice to health professionals
o Consider Social worker referral:
o If requested by patient/family
o To assist family with information/resources
o To co-ordinate staff/family meeting to assist communication and
planning
o Where complex psycho-social or health literacy issues are present
o When the dying person has no identifiable/contactable next of kin.
Family Discussion –may include and must be documented in patient notes
o Active acute medical treatment is no longer in the patients best interests
o The goals of care are now optimal symptom management and family /patient
support
o Is there an existing Advance Plan of Care and/or EPOA for medical treatment? If
YES obtain copies for patient file
o Cardio-pulmonary resuscitation is no longer indicated and purple form complete
and signed.
o Food/fluids by mouth, if safe to swallow, will be offered for comfort
o Medications will be rationalised to ensure comfort

o
3

Pharmacological Management
o Cease all medications except those essential for symptom management/patient
comfort
o Subcutaneous PRN medications written (see suggested algorithms attached)
Discontinue/cancel inappropriate interventions
o IV fluids/enteral feeding/TPN
o Antibiotics
o Routine vital sign recording
o Blood tests
o X-ray imaging
o Deactivate implanted defibrillator (if applicable)
o Other – specify_______________________________________
Medical Agreement to the care plan: (Consultant or registrar to sign)
__________________________
__________________________ __________
NAME
Time/Date
NB: If potential patient complexity eg, severe pain, confusion/agitation, complex
psychosocial factors, family distress a referral to the Palliative Care Service is advised.
Contact:
or after hours ph:

Most appropriate site of care discussed

Source: Hutt Hospital

Adapted, with thanks, from Southern Health Australia – Pathway for improving the care of the dying
D. Wise/L. Sellers. Hutt Valler DHB

March 2013
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Part 4: Tools and resources to
guide the care of people in
their last days of life
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Tools and resources
Some services involved in the care of people in their last days of life have developed
a range of tools and resources to provide practical guidance based on best practice
and evidence to support quality care for people in their last days of life, and their
families/whānau. These tools and resources provide useful guidance for services
and can be adapted as appropriate based on local and regional identified needs.
Table 2: Summary of tools and resources provided in this section
Reference

A
B
C
D

E
F
G
H
I

J
K

L
M
N
O

Tool/resource

Page
Number

Physical
Identifying the Dying Patient
Identifying the Dying Patient: Algorithm
Guideline for Developing an Individualised Medical
Management Plan for End of Life: General Principles
Guideline for Developing an Individualised Medical
Management Plan for End of Life: Nausea and
Vomiting
Nausea and Vomiting: Algorithm
Guideline for Developing an Individualised Medical
Management Plan for End of Life: Pain
Pain: Algorithm
Pain in patients with impaired renal function
Guideline for Developing an Individualised Medical
Management Plan for End of Life: Respiratory
Secretions
Respiratory Secretions: Algorithm
Guideline for Developing an Individualised Medical
Management Plan for End of Life: Delirium (and
associated restlessness or agitation)
Delirium/agitation: Algorithm
Guideline for Developing an Individualised Medical
Management Plan for End of Life: Dyspnoea
Breathlessness: Algorithm
Rapid Discharge Checklist for the Dying Patient

44
47
48
51

53
54
56
57
58

59
60

62
63
65
66

Family
P

68

R

What to expect when someone is dying (information for
family/whānau)
Supporting care of people in their last hours or days of
life (information for family/carers)
Breaking bad news flow chart

S

W.H.A.N.A.U: Personalising Care at End-of-Life

72

Q

70
71

Psychological
T

Bereavement assessment

73

U

Spiritual
Spiritual Care Assessment Tool based on FICA
approach

75

43

Tool A: Identifying the Dying Patient

4

4

Source: Waitemata District Health Board End of Life Care Project Steering Group

44

45

46

Tool B: Identifying the Dying Patient: Algorithm

5

5

Source: Waitemata District Health Board End of Life Care Project Steering Group

47

Tool C: Guideline for Developing an Individualised
Medical Management Plan for End of Life: General
Principles

6

6

Source: Waitemata District Health Board End of Life Care Project Steering Group

48

49

50

Tool D: Guideline for Developing an Individualised Medical
Management Plan for End of Life: Nausea and Vomiting

7

7

Source: Waitemata District Health Board End of Life Care Project Steering Group

51

52

Tool E: Nausea and Vomiting Algorithm

8

8

Source: Waitemata District Health Board End of Life Care Project Steering Group

53

Tool F: Guideline for Developing an Individualised
Medical Management Plan for End of Life - Pain

9

9

Source: Waitemata District Health Board End of Life Care Project Steering Group

54

55

Tool G: Pain Algorithm

10

10

Source: Waitemata District Health Board End of Life Care Project Steering Group

56

Tool H: Pain in patients with impaired renal function algorithm

11

11

Source: Waitemata District Health Board End of Life Care Project Steering Group
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Tool I: Guideline for Developing an Individualised Medical
Management Plan for End of Life: Respiratory Secretions

12

12

Source: Waitemata District Health Board End of Life Care Project Steering Group
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Tool J: Respiratory Tract Secretions - Algorithm

13

13

Source: Waitemata District Health Board End of Life Care Project Steering Group

59

Tool K: Guideline for Developing an Individualised Medical
Management Plan for End of Life: Delirium (and associated
restlessness or agitation)

14

14

Source: Waitemata District Health Board End of Life Care Project Steering Group

60

61

Tool L: Delirium/Agitation - Algorithm

15

15

Source: Waitemata District Health Board End of Life Care Project Steering Group

62

Tool M: Guideline for Developing an Individualised
Medical Management Plan for End of Life: Dyspnoea

16

16

Waitemata District Health Board End of Life Care Project Steering Group

63

64

Tool N: Breathlessness/Dyspnoea - Algorithm

17

17

Source: Waitemata District Health Board End of Life Care Project Steering Group
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Tool O: Rapid Discharge Checklist for the Dying Patient

18

18

Source: Waitemata District Health Board End of Life Care Project Steering Group

66

67

Tool P: What to expect when someone is dying
(information for family/whānau)

19

19

Source: Waitemata District Health Board End of Life Care Project Steering Group

68

69

Tool Q: Supporting care of people in their last hours or days
of life (information for family/carers)

20

20

Source: Waitemata District Health Board End of Life
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Tool R: Breaking bad news flow chart

21

21

Source: Waitemata District Health Board End of Life Care Project Steering Group
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Tool S: W.H.A.N.A.U: Personalising Care At End-Of-Life22
This prompt card provides potential conversation starter questions to guide
conversations and includes a background image of Te Whare Tapa Whā (Durie
1985) on one side, as a reminder of the need for a holistic approach to care. On the
other side, information is provided to guide conversations to ensure that care for
people can be personalised. The card could be laminated and provided to all staff
who are involved in the care of people in their last days of life.

22

Batten, Holdaway, Allan et al (2014)
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Tool T: Bereavement Information and Assessment23

23

Source: Nurse Maude

73

74

Tool U: Spiritual Care Assessment Tool Based on FICA
Approach24
Background
The FICA Spiritual History Tool was developed by Dr Puchalski and a group of
primary care physicians to help physicians and other healthcare professionals
address spiritual issues with patients. Spiritual histories are taken as part of the
regular history during an annual exam or new patient visit, but can also be taken as
part of follow-up visits, as appropriate. The FICA tool serves as a guide for
conversations in the clinical setting.
Suggested questions
These should be adapted to suit each person and revisited as patient circumstances
change.
Faith

What things do you believe in that give meaning/value to your
life?
and/or: Do you consider yourself spiritual or religious?
and/or: What is your faith or belief?

Importance
and

In what ways are they important to your life?
and/or: What influences do they have on how you take care of
yourself?
and/or: How are your beliefs/values influencing your behaviour
during your illness?
and/or: In what ways do your beliefs/values help you in
regaining your health/wellbeing?

Influence

Community

Is there a person or group of people who you love or who are
very important to you?
and/or: How is this supportive to you?
and/or: Do you belong to a religious/cultural community?

Address

Is there anything we can do to help you while you are with us?
and/or: Would it help to talk to someone about these issues?

An example of a spiritual assessment in a non-religious person
F
Naturalist
I

Feels at one with nature. Each morning she sits on her patio looking out over
the trees in the woods and feels ‘centered and with purpose”

C

Close friends who share her values

A

After discussion about belief, she will try to meditate, focusing on nature, on a
daily basis to increase her peacefulness

You can refer to the Chaplaincy Department at any time, but some specific situations
may include:
 When one’s own belief system prohibits involvement in the
spiritual/religious/cultural care of the patient

24

Pulchaski and Larson (1998)
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When spiritual or religious/cultural issues seem particularly significant in the
patient’s suffering



When spiritual or religious/cultural beliefs or values seem to be particularly
helpful or supportive for the patient



When spiritual or religious/cultural beliefs or values seem to be particularly
unhelpful for the patient



When addressing the spiritual or religious/cultural needs of a patient exceeds
your comfort level



When specific community spiritual or religious/cultural resources are needed



When you suspect spiritual or religious/cultural issues which the patient denies



When the patient or family have specific religious needs e.g. Confession, Holy
Communion, Sacrament of the Sick, needs a prayer mat or private space to
pray, sacred texts, etc



When the patient’s family seem to be experiencing spiritual/emotional pain or
trauma



When members of staff seem to be in need of support.
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Glossary of Terms
Advance Directive: Instructions that consent to, or refuse, specified medical
treatment or procedure in the future.
Advance directives are defined in the Code of Health and Disability Services
Consumers’ Rights (the Code) as written or oral directives in which the patient makes
a choice about a possible future health care procedure and this choice is intended to
be effective only when the patient is no longer competent. For this reasons, advance
directives are also, though less frequently, referred to as ‘living wills’.
Right 7(5) of the Code gives every consumer the legal right to use an advance
directive in accordance with common law.
Advance Care Plan: An advance care plan is the desired outcome of the Advance
Care Planning process. An advance care plan is an articulation of wishes,
preferences, values and goals relevant to all current and future care. It is not
intended to be used only to direct future medical treatments and procedures when
the person loses capacity to make their own decisions (becomes incompetent).
An advance care plan may itself be regarded as an advance directive and should be
consistent with, and considered in conjunction with any advance directive that exists.
Advance Care Planning (ACP): Advance Care Planning (ACP) is a process of
discussion and shared planning for future health care. It is focused on the individual
and involves both the person and the health care professionals responsible for their
care. It may also involve the person’s family/whānau and/or carers if that is the
person’s wish. ACP provides individuals with the opportunity to develop and express
their preferences for care informed not only by their personal beliefs and values but
also by an understanding of their current and anticipated future health status and the
treatment and care options available.
Care Pathway: A care pathway is a complex intervention for the mutual decision
making and organisation of care processes for a well-defined group of patients
during a well-defined period. Defining characteristics of care pathways include:
i.
An explicit statement of the goals and key elements of care based on
evidence, best practice and patients’ expectations and their characteristics
ii.
The facilitation of the communication among team members and with patients
and families
iii.
The coordination of the care process by coordinating the roles and
sequencing the activities of the multidisciplinary care team, patients and their
relatives
iv.
The documentation, monitoring, and evaluation of variances and outcomes
v.
The identification of the appropriate resource. The aim of a care pathway is
to enhance the quality of care across the continuum by improving risk
adjusted patient outcomes, promoting patient safety, increasing patient
satisfaction, and optimising the use of resources.
Death: The cessation of all vital functions of the body, including the heartbeat,
breathing and brain activity (including the brain stem).
Dying: A person is considered to be dying when they are in the process of passing
from life to death. It is characterised by a gradual failing of vital functions including
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the cardiac, respiratory and central nervous systems, followed by an absence of
criteria that define life (spontaneous heartbeat, breathing and brain function). The
dying phase is generally considered to be minutes to hours in duration, but can
occasionally be just seconds.
End of Life: The end of life phase begins when a judgement is made that death is
imminent. It may be the judgement of the health/social care professional or team
responsible for the care of the patient, but it is often the patient or family who first
recognises its beginning.
End of Life Care: End-of-life care is the provision of supportive and palliative care in
response to the assessed needs of the patient and family/whānau during the end of
life phase. It focuses on preparing for an anticipated death and managing the end
stage of a life-limiting or life-threatening condition. This includes care during and
around the time of death, and immediately afterwards. It enables the supportive and
palliative care needs of both the person and the family/whānau to be identified and
met throughout the last phase of life and into bereavement. It includes management
of pain and other symptoms and provision of psychological, social, spiritual, and
practical support and support for the family.
Last Days of Life: The last days of life identifies the period when a person is actively
dying. It is the period of time when death is imminent and may be measured in hours
or days.
Life-Limiting Condition: A life-limiting condition is one for which there is no
reasonable hope of cure and from which the person will die. Some of these
conditions cause progressive deterioration rendering the person increasingly
dependent on family and carers.
Liverpool Care Pathway (LCP): The LCP is an evidence-based, integrated care
pathway that was developed to transfer the hospice model of care into other care
settings. The LCP guides health care professionals to deliver best practice care to
dying patients and their families/whānau in the last days and hours of life,
irrespective of diagnosis or care setting.
Te Ara Whakapiri: The path of closeness and unity.
Whānau: Whānau means the extended family, family group, a familiar term of
address to a number of people – in the modern context the term is sometimes used
to include friends who may not have had any kinship ties to other members.
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