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Tuia i runga, tuia i raro
Tuia i roto, tuia i waho ...
E rere nei ngā mihi ki a koutou ngā whānau e kaha nei ki te whakaahuru i ō koutou kiri whakahemohemo, te hunga i tuku whakaaro mai, tae atu ki ngā mātanga mohimohi, huri noa i ngā kokonga o Aotearoa. Kei konei te hua o ngā mahi nui o roto i ngā tau, ki te hanga, ki te whakanikoniko i tō tātou whare whakaahuru. Nā koutou, nā tātou, mā koutou, mā tātou ēnei aratohu, ēnei tauākī mātāpono, ka noho mai hei tūāpapa mō te mahi whakaahuru i ō tātou kiri whakahemohemo. Tēnā koutou katoa.
Tuia te taura tangata
Kia mauri tau i te ao, kia mauri tau i te pō
Whakamaua kia tina, hui e, tāiki e!
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Bind and unite together that of above and that of below
Bind and unite together that of within and that of without …
Acknowledgement goes out to all whānau providing end of life care for their loved ones, to all who have been able to contribute thoughts and ideas to this document, and to all the professional caregivers throughout Aotearoa. Here are the fruits of our deliberations and work over a long period of time, to create and embellish our house of caring. These guidelines, this statement of beliefs and principles have been created by us, created for us, as a foundation for our work in providing end of life care. Tēnā koutou katoa.
Bind and unite the people involved
Creating a settled life force in day, a settled life force in night
Be steadfast in togetherness!

Te ara whakapiri
He aha rā ngā kōrero hei whakaahua i te ara hīkoi o te kiri whakahemohemo me tōna whānau? He aha rā i tua atu i ngā mātāpono taketake o Te Whare Tapa Whā, arā, te taha hinengaro, te taha tinana, te taha wairua me te taha whānau.
Ki te āta mātaihia te ingoa o tēnei puka aratohu, tērā e kitea ēnei mātāpono e whakaatangia mai ana. Ko te noho whakapiri a te kiri whakahemohemo me tōna whānau te āhuru mōwai e tautāwhitia ai ēnei hunga e rua, mai i te tīmatanga o te ara whakahemohemo, ā, mutu noa. Waihoki, ko tā Te Ara Whakapiri, he whakakākahu i ēnei mātāpono ki te wairua whakaute me te aroha o tētehi ki tētehi.

The unifying path
How should one truly characterise the experience of a person and their family/whānau at the end of life? In essence, any path or guidance should encompass the fundamentals of Te Whare Tapa Whā, namely the mental, physical, spiritual and social principles.
If we examine the title of this guidance, it is clearly evident that it incorporates these principles. The unification of the person and their family/whānau provides a haven that allows fulfilment of needs suitable for both groups, from the beginning to the eventual end. Furthermore, Te Ara Whakapiri conveys these principles alongside the primary values of respect and compassion between one person and another.
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Executive summary
Te Ara Whakapiri: Principles and guidance for the last days of life outlines the essential components and considerations required to promote quality care at the end of life for all adults in New Zealand. It also provides examples of useful approaches and tools that will serve as aids for the development of national and/or local resources as part of implementation.

Te Ara Whakapiri is based on an extensive evaluation of the available literature and is informed by local research, ensuring it is applicable to the unique context that is Aotearoa New Zealand. It has been endorsed by key professional health organisations in New Zealand and marks a major step towards ensuring that all health care services across the country are focused on delivering the very best care for people who are dying and for their family/whānau whatever the setting. There are four parts to the document, as follows.

Part A outlines seven overarching principles. These seven principles are underpinned by Te Whare Tapa Whā, a model of care that is concerned with the total wellbeing of the person and their family/whānau.
1.	Care is patient-centred and holistic.
2.	The health care workforce is appropriately educated and is supported by clinical champions.
3.	Communication is clear and respectful.
4.	Services are integrated.
5.	Services are sustainable.
6.	Services are nationally driven and supported to reduce variation and enhance flexibility.
7.	Resources and equipment are consistently accessible.

Part B describes three components to care in the last days of life. While being respectful of any cultural, spiritual, religious and family issues that are unique to the dying person, each of these three components is addressed from the perspectives of:
the person who is dying and their family/whānau
the health professional(s) providing care
the specific clinical service or health care organisation (primary palliative care provider and/or specialist palliative care service)
the wider health system.

1.	A comprehensive baseline assessment involves identifying the lead practitioner, assessing clinical needs, sensitive and open communication, and clear documentation.
2.	Ongoing assessment emphasises the importance of developing individualised care plans.
3.	After death care includes verification of death and the need of the family/whānau for information and privacy.

Underpinning this model of care is the recognition that if a person in the last days of life has a level of need that exceeds the resources of the primary palliative care provider, that provider should refer them to specialist palliative care.

Te Ara Whakapiri is not a care plan in itself but serves as a foundation document for all policies and procedures concerned with care at the end of life and for all education initiatives. Within a region or district health board, there should be an agreement for consistency and congruence of documentation such that Te Ara Whakapiri is applied to local circumstances, resources and needs. It is not intended that tools from the Te Ara Whakapiri toolkit are simply uplifted and used without due consideration of implementation and resourcing.

As Te Ara Whakapiri is progressively implemented, some tools are likely to emerge that would be suitable for formal evaluation and costing, in advance of widespread adoption in all health care settings. This is needed if incremental, sustainable improvements in end-of-life care are to be achieved in New Zealand.
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Te Ara Whakapiri: Principles and guidance for the last days of life defines what adult New Zealanders can expect as they come to the end of their life. It is a statement of guiding principles and components for the care of adults in their last days of life across all settings, including the home, residential care facilities, hospitals and hospices.

The term ‘last days of life’ defines the period of time in which a person is dying. It is the period in which death is imminent, and may be measured in hours or days.

Figure 1 represents the last days of life in relation to the end of life.

[bookmark: _Toc437685868]Figure 1: End of life and last days of life
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Source: PCC (2015)

This guidance document has two parts.
Part A:	Overarching principles to guide the care of people in their last days of life.
Part B:	Components of care that represent the minimum service delivery requirements to ensure quality care for people in their last days of life.

The seven principles of care set out in Part A are underpinned by Te Whare Tapa Whā model, a holistic approach to care that addresses a person’s physical, family/whānau, mental and spiritual health. The components of care set out in Part B outline the practical requirements to achieving quality care for people who are in their last days of life.

The central approach of Te Ara Whakapiri is that it will guide the development of individual plans of care that address physical, mental, social, cultural and spiritual issues.

Te Ara Whakapiri addresses the care of adults who are in their last days of life. It is recognised that the trajectory of dying is significantly different for children. In 2014 the Paediatric Society of New Zealand and Starship Foundation developed Te Wa Aroha (or ‘time of love’), an advance care planning model of care for paediatric palliative care. Te Wa Aroha is generally more appropriate for the care of children in their last days of life.

The terminology throughout this document is consistent with the New Zealand Palliative Care Glossary (PCC 2015). It is suggested that the reader refers to the Glossary if any clarification or elaboration is required.

[bookmark: _Toc437342968]
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[bookmark: _Toc437342969][bookmark: _Toc476212612]The Liverpool Care Pathway for the dying patient
The Liverpool Care Pathway (LCP) for the dying patient was an integrated pathway approach to the care of people who are dying, which was developed in the United Kingdom in the 1990s. Its origin was the aim to transfer best-practice approaches used in hospices to other settings. The LCP provided guidance on comfort measures, anticipatory prescribing of medications, discontinuation of interventions no longer necessary, psychological and spiritual care, and care of a dying person’s family/whānau, both before and after the person’s death. Support materials formed part of the LCP, and included template documents, training for staff and arrangements for auditing and evaluation.

The LCP was introduced in New Zealand in 2005. It included a cultural component appropriate to the New Zealand context. A National LCP Office oversaw the progressive implementation of the LCP in over 350 health care services.

In June 2013, an independent review of the LCP in the United Kingdom identified a number of problems with the model, and recommended that it be replaced by individual care plans for each patient. As a result of the United Kingdom findings, in November 2013 the Ministry of Health commissioned the Palliative Care Council (PCC)[footnoteRef:1] to investigate an appropriate new approach here. [1: 	The Palliative Care Council of New Zealand was established under Cancer Control New Zealand (CCNZ) in 2008 to provide independent and expert advice and report on palliative care. The CCNZ and thus the PCC were disestablished on 8 August 2015 by the Minister of Health. The work on Te Ara Whakapiri: Principles and guidance for the last days of life that was commissioned by the Ministry of Health and undertaken by the PCC was then taken over by the Ministry to the point of publication.] 
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Accordingly, the PCC appointed a Last Days of Life Governance Group (the Governance Group) in November 2013, and established a Last Days of Life Working Group (the Working Group). These groups were made up of representatives according to their skills and experience, rather than by looking for representation from particular organisations. The Working Group comprised individuals with expertise in palliative medicine, palliative care nursing, aged residential care, gerontology, general practice and last days of life / LCP facilitation. There was also a consumer representative.

The Working Group agreed a comprehensive programme of work to inform the new approach. The process included analysing the United Kingdom 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 United Kingdom review findings and recommendations, conducting a literature review to investigate best practice and evidence in relation to specific aspects of care and completing a comprehensive survey of family/whānau who had experienced a loved one’s last days of life, to establish their perspective.

The Working Group identified key stakeholders at the initial stages of the project, and thereafter involved them and consulted with them in a range of ways, including via their participation on the Working Group, Governance Group or PCC, and through presentations to relevant groups and regular updates. The Working Group undertook a broad sector consultation on a draft version of Te Ara Whakapiri.
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The Working Group’s stocktake of the current provision of care identified certain aspects that required further consideration. The findings are set out in Working Paper No. 5: Care of Patients in Their Last Days of Life: New Zealand based approaches (PCC 2014a). Key themes identified by the Working Group relate to:
terminology: the need to clarify terminology used in the last days of life and in relation to death and dying
evidenced-based practice: the need for specific review of evidence regarding culturally appropriate care in the last days of life as well as dementia care
diagnosis of dying: the need for guidance to recognise that a person is dying, emphasising the inherent uncertainties and the importance of sensitive communication with the person and their family/whānau
cultural and spiritual considerations: the need to address cultural and spiritual aspects important to the person dying and their family/whānau
workforce issues: the need to ensure dying people and their family/whānau have access to an appropriate after-hours workforce that is able to make decisions on treatment
nutrition and hydration: the need for guidance on appropriate approaches to nutrition and hydration in the last days of life
symptom and pain management: the need for guidance on symptom management in the last days of life
documentation: the need for guidance on documentation of a dying person’s care that is robust enough for data collection and auditing requirements, but that does not take a ‘tick-box’ approach
education and training: the need to improve the consistency of and access to appropriate education and training about caring for people in their last days of life
leadership: the need for dedicated teams or individuals to support and coordinate the implementation of particular models of care
quality indicators and data collection: the need for any model of care to encompass auditing and regular reviews.

[bookmark: _Toc437342972][bookmark: _Toc476212615]Working Paper No. 7
The Working Group’s literature review formed Working Paper No. 7: International Evidence and Best Practice of Models of Care for People in Their Last Days of Life, Including the Liverpool Care Pathway: A literature review (PCC 2014b). Internationally, there is minimal robust evidence indicating the effectiveness of the LCP. However, service providers in New Zealand have noted that the standard of care for people and their families/whānau has improved as a result of the LCP.

There is limited international evidence on how the workforce can accurately diagnose or recognise imminent dying. This has been raised as a significant challenge in New Zealand across all health settings. However, some guidance on diagnosis has been developed and implemented with good results, including the Gold Standards Framework Prognostic Indicator Guidance (The Gold Standards Framework Centre in End of Life Care 2011) and the Supportive and Palliative Care Indicators Tool (SPICT™) (NHS and University of Edinburgh 2014).
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The Working Group’s investigation of the family/whānau experience of the care of loved ones in their last days of life formed Working Paper No. 9: Results of a Survey of Family/Whānau Caring for People in Their Last Days of Life (PCC 2014c). It highlighted two key requirements:
a responsive, fully trained workforce, available any time of the day or night to provide care, advice and compassionate support within appropriate cultural and spiritual mores
clear and simple communication, including advice about when a person is dying, proposed approaches to treatment and care, the use of a care plan, and opportunities for the family/whānau to contribute to care.
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Excellent care meets the individual needs of a person and their family/whānau (PCC 2014a). The Working Group identified seven principles to achieve excellence and consistency of care for people in their last days of life, across all sectors and in all settings. These are outlined below.
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1.	Care is person-centred. The delivery of care is respectful, individualised and tailored to the person who is in their last days of life. This includes acknowledgement of physical, spiritual, social, mental and cultural factors important to each individual and their family/whānau, and mechanisms to enable these factors to be incorporated into the delivery of care.
2.	The workforce providing care is the right workforce. An appropriately educated multidisciplinary team provides care, and is supported by clinical leadership. A champion, educator or facilitator leads the implementation of end-of-life care programmes.
3.	Communication is clear and respectful. Care providers clearly communicate information about the status of people in their last days of life, their care plans and their treatment, to the person and their family/whānau. They create opportunities for the family/whānau to provide input. They support the family/whānau beyond the death of the person.
4.	Services providing care to people in their last days of life are integrated, and move with the person. Transitions of care are seamless.
5.	Services are sustainable. Service provision addresses and incorporates governance, auditing processes, evaluation and research.
6.	Services are nationally guided and supported, to improve consistency and reduce unacceptable variation in access, including for geographic reasons. Services are flexible enough to be able to be provided across all health care settings and to cater for variations in population needs.
7.	Access to resources and equipment is consistent nationally. Service providers make use of culturally appropriate clinical guidelines to manage symptoms. All people in their last days of life have access to the full range of medications, and staff are available to manage physical and psychosocial symptoms according to best practice and evidence.

These principles are underpinned by a model of care that is increasingly understood and valued in the New Zealand health care environment. This model is known as Te Whare Tapa Whā.

[bookmark: _Toc437342977][bookmark: _Toc476212620]Te Whare Tapa Whā
Te Whare Tapa Whā model of care (Durie 1985) supports these seven principles of care relevant to the last days of life. It is a holistic Māori model of health that compares health to the four walls or cornerstones of a house: all four are required to maintain positive wellbeing. When one of the cornerstones becomes damaged or is missing, the person or a collective may become unbalanced or unwell.

Te Whare Tapa Whā can apply to the total wellbeing of the person as they approach the end of their life, as well as the total wellbeing of their family/whānau.

The four cornerstones are:
te taha tinana: good physical health
te taha whānau: extended family/whānau 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.

Te Whare Tapa Whā model is consistent with other frameworks and legislation underpinning quality care, including the Code of Health and Disability Services Consumers’ Rights, the Health Practitioners Competence Assurance Act 2003 and competency requirements set out by the Nursing Council of New Zealand and the Medical Council of New Zealand.

[bookmark: _Toc437685869]Figure 2: Te Whare Tapa Whā
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Source: Durie (1998); Te Ara (2015)
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The components of care presented in this section together offer a guide for all services providing care for people in their last days of life, and a platform for auditing and data collection. They are organised into three parts:
1.	baseline assessment
2.	ongoing assessment of the plan of care
3.	care after death.

These components of care expand on the principles of care in Part A, and are informed by the working papers discussed in the Background section (PCC 2014a, 2014b, 2014c).

Te Whare Tapa Whā model provides a framework for using these components to provide holistic care and increase the total wellbeing of people in their last days of life, and it includes their family/whānau. This approach is holistic. Therefore, the components within each of the three parts of this guidance are not presented sequentially or in order of priority, but relative to the dimensions of Te Whare Tapa Whā model.

For the purpose of this guidance, each component of care entails attributes allocated under certain labels, defined as follows.
Person receiving care is the person who has been identified as dying or as approaching their last days of life.
Family/whānau includes the immediate family, extended family, family group and friends of the person identified as dying or as approaching their last days of life.
Health practitioner is a person who is registered with an authority as a practitioner of a particular health profession.
Service/organisation is any organisation or team of health professionals providing health and disability services for the care of people identified as dying or as approaching their last days of life. It includes all primary providers of palliative care and specialist palliative care services.
System encompasses the complex network of organisations that have a role in delivering health and disability services; most notably district health boards (DHBs) and primary health care providers but also including Crown entities and agencies, non-governmental organisations and the Ministry of Health.

[bookmark: _Toc437342980][bookmark: _Toc476212623]1.	Baseline assessment
A health practitioner undertakes a baseline assessment when they think a person may be entering their last days for life. This change in condition acts as a prompt to ensure conversations occur with the person and with their family/whānau.

If a person in their last days of life has a level of need that exceeds the resources of the primary palliative care provider, that provider should refer them to specialist palliative care.

[bookmark: _Toc479768781]Table 1: Baseline assessment summary
	Te taha tinana: Physical health
	Te taha hinengaro: Mental health

	1.1	Recognition the person is dying or is approaching the last days of life
1.2	Identification of the lead health practitioner
1.3	Assessment of physical needs
1.4	Review of current management and initiation of prescribing of anticipatory medication
1.7	The person’s awareness of their changing condition
1.11	Provision of food and fluids
1.12	Availability of equipment to support the person’s care needs
1.13	Consideration of cardiac devices
1.14	Advice to relevant agencies of the person’s deterioration
	1.5	Assessment of the person’s preferences for care

	
	Te taha whānau: Extended family health

	
	1.6	Identification of communication barriers
1.8	The family/whānau’s awareness of the person’s changing condition
1.9	Discussion of cultural needs
1.15	Provision of information to the family/whānau about support and facilities

	
	Te taha wairua: Spiritual health

	
	1.10	Provision of opportunity for the person and family/whānau to discuss what is important to them
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1.1	Recognition the person is dying or is approaching the last days of life
Recognising the last days of life can be difficult as signs and symptoms are often subtle. Non‑fatal life threatening but recoverable conditions can mimic the last days of life.

Where a health practitioner recognises that a person is in their last days of life, they must ensure that the person and their family/whānau have the opportunity to understand and accept the possibility that death is imminent.

Health practitioners should identify as early as possible that a person is dying, to allow for timely, appropriate care and communication, involving the person (where possible) and their family/whānau. Early identification enables the clinical team to prioritise the provision of comfort and support based on the person’s preferences.

There will always be a degree of uncertainty over the timing of a person’s death (and there may be a chance that their condition will improve), but this should not preclude anticipatory discussions and the implementation of holistic clinical care.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Receive timely and open communication regarding the likelihood of dying soon.

	Attending health practitioner
	Is confident in using their clinical judgement and experience to recognise when a person is dying or is approaching the last days of life.
Is aware that recognising the last days of life allows clinical care to be redirected towards comfort and support while acknowledging the uncertainty about timing and even the possibility of not dying as anticipated. It allows for communication to the family/whānau, giving them time to prepare their thoughts and actions.

	Clinical service/ organisation
	Ensures that staff can access education and training on recognising the last days of life.
Ensures that facilities are configured appropriately to care for people at the end of life.

	System (DHB)
	Supports health practitioners to become skilled in recognising the last days of life.
Ensures that all services/organisations understand their role in caring for people at the end of life.
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1.2	Identification of the lead health practitioner
Once it has been recognised that a person is in their last days of life, the health care team should identify a specific health practitioner to lead the care of that person. This decision should be clearly documented. The lead health practitioner will generally not be a specialist palliative care doctor or nurse but will usually be the person’s primary health care provider. In the community this will most likely be the person’s general practitioner (GP) (or if appropriate, a nurse practitioner). In the acute hospital the lead practitioner will be the person’s senior medical officer/consultant. The care plan should also clearly identify who to contact when this practitioner is unavailable. This is important in order to maintain continuity of care 24/7 and to ensure that any changes or concerns are communicated in a timely fashion. On occasions, the lead practitioner may need to be changed. This must be also be documented.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Know who is responsible for care, and that someone will be available for support outside of normal working hours.

	Attending health practitioner
	Follows a clear process for appointing a lead health practitioner or a designated representative.
Is aware at all times who the lead health practitioner (or designated representative) is and how and when to make contact.
Has access to specialist palliative care support 24/7.

	Clinical service/ organisation
	Ensures that the lead health practitioner role is supported and that they are committed to the person and their family/whānau.
Ensures that lead health practitioners (or designated representatives) are contactable within working hours and out of hours.
Ensures access to specialist palliative care support 24/7 according to clear processes.

	System (DHB)
	Recognises the importance of the relationship between providers of primary and specialist palliative care, and ensures 24/7 availability of specialist palliative care support for all care settings.
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1.3	Assessment of physical needs
The attending health practitioner should conduct a baseline assessment to identify the person’s priorities of care, symptom management needs and physical care needs (which may include skin integrity, bowel cares, mouth cares and pressure relief). The baseline assessment might include a diagnosis about the person’s changing condition and should be documented by the practitioner.

The baseline assessment should include conversations with the person and their family/whānau about factors contributing to the person’s changing condition and options for an individual plan of care. The health practitioner should clearly document these conversations.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Know that changes are occurring in the person’s condition, what these changes are due to, and how their care will be managed as a result.

	Attending health practitioner
	Understands the importance of the baseline assessment.
Discusses options for an individualised plan of care with the person and their family/whānau.
Ensures the assessment and any conversations are comprehensively documented.

	Clinical service/ organisation
	Provides tools for undertaking and documenting the baseline assessment and ongoing evaluation of care.

	System (DHB and Ministry of Health)
	Ensures the workforce is educated and skilled to provide baseline assessments; if necessary, through workforce development planning.



[bookmark: _Ref424634710][bookmark: _Toc437342984]1.4	Review of current management and initiation of prescribing of anticipatory medication
Doctors and nurse practitioners should prescribe medication for the person as appropriate to address the five most common symptoms experienced in the last days of life. The Working Group recommends anticipatory prescribing, to ensure minimal delay and distress. The five most commonly recognised actual or potential symptoms are:
pain
agitation/delirium/terminal restlessness
respiratory tract secretions
nausea and vomiting
breathlessness (dyspnoea).

The health practitioner should regularly review medications and the need for invasive procedures (such as blood tests and X-rays).

	
	Attributes/indicators

	Person receiving care and family/whānau
	Where possible, feel supported and encouraged to communicate preferences and priorities regarding care and treatment so that the person can be as comfortable and pain-free as possible.

	Attending health practitioner
	Includes family/whānau in discussions about management of symptoms and changes in the care plan, if that is the person’s wish.
Has the skills and knowledge to undertake a comprehensive assessment of the person’s current symptoms and to deliver the appropriate pharmacological and non-pharmacological management. This will include, in particular, the five most commonly occurring symptoms at the end of life.
Provides education to family/whānau members administering medication.
Responds to changing needs and symptoms, and regularly reviews pharmacological and non-pharmacological management.

	Clinical service/ organisation
	Ensures that there is a framework in place for pre-emptive prescribing and access to appropriate medications.
Ensures that staff are educated and trained in management of symptoms in the last days of life.

	System (DHB)
	Monitors best practice in the management of symptoms in the last days of life, in conjunction with any national programmes for quality indicators.



[bookmark: _Ref424634715][bookmark: _Toc437342985]1.5	Assessment of the person’s preferences for care
Clear communication between a health practitioner and a person in their last days of life is fundamental. Health practitioners should clearly communicate all decisions leading to a change in care, and document this conversation. They should assess the person’s ability to communicate, and document:
preferences the person may have to allow a natural death
whether an advance care plan or advance directive is in place, and whether the person has appointed an enduring power of attorney
the person’s wishes in relation to their preferred place of care and death and the method of disposition after death, such as burial or cremation.

Health practitioners should handle conversations with sensitivity, and include the family/whānau in discussions. Where a person is unable to communicate because of the extent of their deterioration or other factors (such as cognitive capacity), practitioners should hold conversations about preferences with the family/whānau and document the discussion.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Are encouraged to talk (for the person, as they are able) about their preferences for care and their wishes for what happens after the person’s death. 

	Attending health practitioner
	Makes sure there is an opportunity for conversations with the person and/or their family/whānau about preferences for care and what happens after death, and documents any conversations accordingly.
Holds these conversations in a language the person and their family/whānau can understand, with the assistance of an interpreter if needed.

	Clinical service/ organisation
	Ensures that facilities have private areas in which discussions can take place, and provides access to interpreting services, if required.

	System (DHB)
	Ensures that all services offer environments that enable privacy for sensitive and compassionate conversations.


[bookmark: _Toc437342986][bookmark: _Ref424634721]
1.6	Identification of communication barriers
Health practitioners should identify potential barriers to full communication and provide appropriate additional support. In the case of language barriers, services must offer an interpreter.

Health practitioners should maintain accurate information about an appropriate contact person within the family/whānau; this may not always be the first contact. In some situations, the person or their family/whānau appoints a spokesperson who acts as the key contact. Health practitioners should document:
the first contact
whether there is a key spokesperson for the family/whānau, and who this person is
whether an enduring power of attorney has been or should be activated
whether there is a valid advance care plan or advance directive that requests specific person(s) are consulted in the event of the person losing competence or becoming unable to communicate.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Inform health practitioners of key contacts for family/whānau and any other communication requirements/preferences.

	Attending health practitioner
	Clearly documents the person’s identified key spokesperson, enduring power of attorney and/or first contact.
Makes every effort to communicate regularly with nominated people.
Ensures that, where there is a valid advance care plan or advance directive, this is honoured

	Clinical service/ organisation
	Provides support for the person and their family/whānau to make their preferences understood, including through an interpreter if required.
Ensures that practitioners record this information accurately and communicate such information in an appropriate manner between services/providers.

	System (DHB and Ministry of Health)
	Considers and enables appropriate information sharing across care settings, for example through improved electronic records and information technology.



[bookmark: _Ref424634727][bookmark: _Toc437342987]1.7	The person’s awareness of their changing condition
Where appropriate, health practitioners should initiate a conversation 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. Practitioners should carefully assess whether the person wants to hold such a conversation, and always respect their views.

Engaging in such conversations can be very difficult. Practitioners should make use of resources such as local policies and guidelines and any training opportunities regarding how to break bad news and hold compassionate conversations.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Are informed about any changes in the person’s condition, and, if there is a possibility that they may only have a few hours or days to live, are as prepared as possible.

	Attending health practitioner
	Is skilled, or has access to an appropriately skilled person, to have compassionate conversations that may include breaking bad news.
Holds these conversations where necessary, according to the person’s wishes.
Clearly documents these conversations.

	Clinical service/ organisation
	Maintains policies and/or guidelines to guide health practitioners in holding conversations about death and dying.
Provides training and qualifications in communication skills and compassionate communication, or provides access to such training.
Provides or refers staff for support and clinical supervision as required, recognising the impact that caring for people in the last days of life can have on the health of practitioners themselves.

	System (DHB)
	Recognises the challenges associated with conversations regarding death and dying, and provides support for health practitioners conducting such conversations to acquire the necessary skills.



[bookmark: _Toc437342988]1.8	The family/whānau’s awareness of the person’s changing condition
Clear, sensitive and regular communication with the family/whānau is fundamental to the quality of care of people in their last days of life. Where appropriate, health practitioners should hold documented conversations with the family/whānau to communicate the changing nature of the person’s condition and the possibility they may be entering into the last few days of life. Practitioners should carefully assess whether the family/whānau wants to hold such a conversation, and always respect their views.

Engaging in such conversations can be very difficult. Practitioners should make use of resources such as local policies and guidelines about how to break bad news and have compassionate conversations.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Have time to discuss the change in condition and its implications in a way they understand.

	Attending health practitioner
	Is skilled, or has access to an appropriately skilled person, to have compassionate conversations that include breaking bad news.
Holds these conversations where necessary, according to the family/whānau’s wishes.
Clearly documents these conversations.

	Clinical service/ organisation
	Maintains policies and/or guidelines to guide health practitioners in holding conversations about death and dying.
Provides an appropriate place to record conversations.
Provides training and qualifications in communication skills and compassionate communication, or provides access to such training.
Provides or refers staff for support and clinical supervision as required, recognising the impact that caring for people in the last days of life can have on the health of practitioners themselves.

	System (DHB)
	Recognises the challenges associated with conversations regarding death and dying, and provides support for health practitioners conducting such conversations.



[bookmark: _Toc437342989]1.9	Discussion of cultural needs
Health practitioners should hold and document conversations with the person and their family/whānau about cultural needs. This conversation could include identification of specific customs, traditions or cultural practices that are important to the person, and how to accommodate them in the plan of care.

Note that it is important for health practitioners to identify a person’s ethnicity, because it can indicate particular ways a person may wish to be cared for in their last days of life.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Receives, or sees the person receiving, care and treatment in a way that reflects customs, traditions or cultural practices that are important to them.

	Attending health practitioner
	As part of any baseline or ongoing assessments, provides an opportunity to discuss with the person and family/whānau their preferences regarding customs, traditions or cultural practices, and incorporates them into the individual plan of care.
Ensures that cultural needs are honoured, including, where necessary, through referrals to other practitioners, such as Whānau Care or Pacific Island Services.
Has an understanding of the key principles of Treaty of Waitangi and its implications in providing health care and support.

	Clinical service/ organisation
	Ensures that staff have access to education and training in cultural competency.
Ensures that staff can access specialised cultural support such as kaumātua and kaiāwhina.
Ensures that written resources are available in appropriate languages.
Ensures that the service or organisation provides care that acknowledges the key principles of the Treaty of Waitangi.

	System (DHB)
	Recognises the importance of an appropriate cultural approach to the care of people in their last days of life.
Ensures that health practitioners can access education and training in cultural contexts, particularly if they are unfamiliar with the New Zealand setting.



[bookmark: _Toc437342990]1.10	Provision of opportunity for the person and family/whānau to discuss what is important to them
When a person learns that they are in the last few hours or days of life, the things that were once important to them may well change. It may be helpful to hold a conversation about this with the person themselves, or with their family/whānau. Such a conversation may cover the person’s religious or spiritual needs and beliefs. For some, it may involve a re-exploration of their faith; others may feel a need to see a particular person, pet or place, or to have access to particular music, photographs or films.

A conversation about beliefs and values may cover the person’s or their family/whānau’s wishes as to after death care or funeral arrangements.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Have the opportunity to express their thoughts, wishes, needs and beliefs.

	Attending health practitioner
	Provides an opportunity for conversations with the person and their family/whānau to identify what is important to them, and, where appropriate, their wishes as to after death care and funeral arrangements, and clearly documents such conversations.
Where possible, facilitates the wishes and needs of the person and their family/whānau, including through referral to chaplaincy teams or other spiritual providers.

	Clinical service/ organisation
	Provides access to appropriate services, including chaplaincy and spiritual providers of all denominations.
Provides staff with access to education and training on how to have these conversations, and how to access information on provision of care specific to various faiths or religions.

	System (DHB)
	Promotes an approach to care in which people in their last days of life are able to express their thoughts, wishes, needs and beliefs.
Recognises the challenges associated with conversations about death and dying, and provides support and education opportunities for health practitioners conducting such conversations.



[bookmark: _Toc437342991]1.11	Provision of food and fluids
The provision of food and fluids in the last days of life is an important aspect of care. Health practitioners should hold conversations with the person and their family/whānau about the role of food and fluids at this time, and associated risks. Health practitioners should support the person to continue to maintain an oral intake for as long as is safe and warranted, if they wish to do so.

Health practitioners should make written material available to family/whānau about food and fluid in the last days of life, to ensure that they fully understand the risks and benefits.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Can eat and drink if they feel able to do so.

	Attending health practitioner
	Discusses the benefits and risks of maintaining oral intake with the person and their family/whānau, and supports the person to eat and drink for as long as they are able or wish to do so, including through parenteral feeding if appropriate.
Provides the person and their family/whānau with appropriate written resources to support the discussion if needed.
Clearly documents an individual plan for fluids and food and reviews it at least daily.

	Clinical service/ organisation
	Ensures that appropriate written information about the risks and benefits of food and fluid in the last days of life is made available for health practitioners to provide to the person and their family/whānau.
Ensures that there is a process for referral to other services that can provide support or advice on this topic.

	System (DHB)
	Supports the development of resources to provide guidance on the provision of food and fluids in the last days of life. Ideally these resources should be nationally consistent and widely disseminated.



[bookmark: _Ref424634731][bookmark: _Toc437342992]1.12	Availability of equipment to support the person’s care needs
People in their last days of life may require specialised resources or equipment; for example, equipment for a continuous subcutaneous infusion (CSCI) of medication, pressure-relieving mattresses, hospital beds or sliding sheets. Services need to ensure such equipment is available.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Have access to equipment that helps to make the person’s last days of life more comfortable and manageable.

	Attending health practitioner
	Ensures regular review of the person’s care needs, so that necessary equipment may be provided without delay.
Is aware of the referral process to other members of the allied health team who can facilitate access to equipment.

	Clinical service/ organisation
	Ensures that equipment is accessible in a timely manner, irrespective of care setting.
Maintains processes for organising and delivering equipment in a timely manner – for example, where rapid discharge home to die is needed.

	System (DHB)
	Maintains clear processes for accessing funding for equipment required in a person’s last days of life.



[bookmark: _Ref424634736][bookmark: _Toc437342993]1.13	Consideration of cardiac devices
If a person in their last days of life has a cardiac device in place such as an implantable cardioverter defibrillator (ICD) or ventricular assist device, health practitioners need to hold a conversation with the person and their family/whānau about what can occur in the last days of life; whether the cardiac device should be deactivated; and, if so, how and when. Practitioners should clearly document such conversations and the plan of care in relation to the device.

	
	Attributes/indicators

	Person receiving care and family/whānau
	For the person, is as comfortable as possible and free from distressing symptoms.
For the person and their family/whānau, are aware of the rationale for deactivation of cardiac devices.

	Attending health practitioner
	Ensures that if the person has a cardiac device, they hold and document a conversation with the person and/or their family/whānau about what can occur in the last days of life; whether the device should be deactivated; and, if so, how and when.

	Clinical service/ organisation
	Maintains a clearly documented process and guidelines about management of cardiac devices in the last days of life, including a pathway to access appropriately skilled staff members (eg, cardiology technicians) and equipment for deactivation.

	System (DHB)
	Ensures that appropriate information on cardiac devices is available and staff in all care settings have access to skilled health practitioners.



[bookmark: _Ref424634762][bookmark: _Toc437342994]1.14	Advice to relevant agencies of the person’s deterioration
It is likely that a number of services or agencies will have been involved in the care of people in their last days of life. Such services could include general practitioners, district nursing services, emergency services and specialist referral teams (such as hospice or cardiology). Lead health practitioners should inform these agencies/services where possible of the change in the person’s condition and the expectation that they will die in the next few hours or days. This is important in terms of future appointment-making and the continued care of close family/whānau members, as well as a matter of courtesy.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Have confidence that relevant services/agencies will be updated about the person’s condition in a timely and sensitive manner.

	Attending health practitioner
	Where possible, identifies and documents services and agencies involved in the care of the person, and advises them of the change in the person’s condition.
Has an understanding of the Privacy Act 1993 and its requirements as to the content and method of communication of health information.

	Clinical service/ organisation
	Maintains processes to ensure that staff can make contact with relevant services and agencies in a straightforward and timely manner.
Provides support and education on maintaining privacy of information shared with other agencies and health practitioners, including in terms of the Privacy Act 1993.

	System (DHB)
	Encourages and facilitates communication between organisations and agencies involved in the care of people in their last days of life, and facilitates communication between them.
Provides mechanisms for managing and maintaining the privacy of health care information.



[bookmark: _Toc437342995][bookmark: _Ref424634773]1.15	Provision of information to the family/whānau about support and facilities
The family/whānau of a person in their last days of life needs information about support and facilities available to them.

In a hospital setting, this could include information about car parking, public transport, kitchen facilities, cash machines, telephones, places family/whānau members themselves can sleep within the hospital where available, spiritual supports and chaplaincy services.

If the person is being cared for in their own home, it could include contact details for the district nursing team and specialist palliative care services, after-hours contact details for the lead health practitioner or their designated representative, and information on what to do in an emergency.

Health practitioners should document conversations with family/whānau about available support and facilities.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Are provided with clear and timely information about support and facilities available to them.

	Attending health practitioner
	Provides information to the family/whānau about support and facilities.
If the person is being cared for in a private residence, ensures the family/whānau has information about who to contact if the person’s condition changes, and how they can make contact.
Documents conversations held with the family/whānau about support and facilities.

	Clinical service/ organisation
	Develops written advice about support facilities available to family/whānau that is tailored to the individual care system.

	System (DHB)
	Ensures that information resources are of a high standard and are distributed where and when they are needed.



[bookmark: _Toc437342996]

[bookmark: _Toc476212624]2.	Ongoing assessment of the plan of care
Health practitioners should identify the individual care needs of a person in their last days of life, and create plans of care that are appropriate to the person’s unique needs and agreed with the person and their family/whānau. Practitioners should undertake ongoing assessment of this plan.

[bookmark: _Toc479768782]Table 2: Ongoing assessment of the plan of care summary
	Te taha tinana: Physical health
	Te taha whānau: Extended family health

	2.1	Development of an individualised plan of care
2.2	Ongoing assessment of the person’s care
	2.3	Conversations with the family/whānau about the person’s changing condition

	Te taha hinengaro: Mental health
	Te taha wairua: Spiritual health

	2.4	Provision of ongoing review
	2.5	Discussing and addressing changing spiritual needs



[bookmark: _Toc437342997]2.1 and 2.2	Development of an individualised plan of care and ongoing assessment of the person’s care
Health practitioners should develop an individualised care plan for a person in their last days of life, in collaboration with the person and their family/whānau. This plan should address the person’s physical, mental, social, cultural and spiritual needs. Practitioners should clearly document the plan, and regularly review it.

Health practitioners should undertake regular assessments of the person’s condition, to ensure that they can address changes in a timely manner. Practitioners should allow the person’s family/whānau the opportunity to participate in their care.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Receives, or sees that the person receives, care according to their unique needs. 

	Attending health practitioner
	Creates a plan of care that is based on discussion with the person and their family/whānau, and offers a summary of the plan to the person and their family/whānau.
Ensures that the plan specifies the frequency of ongoing assessments and recognises the needs of the person as central, understanding that needs can change rapidly during the dying process.
If appropriate, provides written information to help the family/whānau to understand what changes may occur to the person in their last days of life.
Provides the family/whānau with the opportunity to assist with the person’s care, and provides support and education if they choose to do so.

	Clinical service/ organisation
	Recognises the need for frequent assessments at the end of life.
Provides processes for staff to clearly document individualised plans of care, including regular reviews, assessments and evaluations of care.

	System (DHB)
	Supports the creation and implementation of a template for documentation of the individualised plan of care, to facilitate transfer from one care setting to another where necessary.
Monitors quality indicators and audits processes and plans of care.



[bookmark: _Ref424634608][bookmark: _Toc437342998]2.3	Conversations with the family/whānau about the person’s changing condition
Health practitioners should hold conversations with the family/whānau on an ongoing basis, and particularly when there is a change in the person’s condition. Communication should always be clear and respectful.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Is promptly informed if the person’s condition changes, and is involved in conversations about options for ongoing care.

	Attending health practitioner
	Holds conversations with the family/whānau when the person’s condition changes about options for ongoing care, and documents these conversations.

	Clinical service/ organisation
	Enables staff to access education and training on how to have these conversations.

	System (DHB)
	Recognises the challenges associated with conversations about death and dying, and provides support and education opportunities for health practitioners conducting such conversations.



[bookmark: _Ref424634624][bookmark: _Toc437342999]2.4	Provision of ongoing review
Health practitioners should hold ongoing conversations with the person and their family/whānau to ensure that they can address their concerns and wishes. They should review the individual plan of care accordingly.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Are allowed to express their wishes and/or concerns.

	Attending health practitioner
	Holds regular conversations with the person to discuss and address wishes or concerns, and clearly documents these conversations.

	Clinical service/ organisation
	Maintains policies and/or guidelines to support and guide health practitioners in conducting conversations about death and dying, acknowledging the difficulties associated with these conversations.
Provides an appropriate place to hold and document conversations.

	System (DHB)
	Recognises the challenges associated with conversations regarding death and dying, and provides support and education opportunities for health practitioners conducting such conversations.



[bookmark: _Ref424634630][bookmark: _Toc437343000]2.5	Discussing and addressing changing spiritual needs
Things that may have been important in a spiritual sense to a person at the time of a baseline assessment may change quickly once that person is in the last few hours to days of life. Health practitioners should hold regular conversations to allow the person to convey their wishes regarding their spiritual needs, and address these wishes wherever possible.

	
	Attributes/indicators

	Person receiving care and family/whānau
	Have the opportunity to express their changing spiritual needs.
Have the support of a kaiāwhina and/or kaumātua of their choice if requested.

	Attending health practitioner
	Holds conversations with the person and their family/whānau about what is important to them, and clearly documents these conversations.
Where appropriate, refers people to chaplaincy teams or other spiritual providers including kaiāwhina and/or kaumātua.

	Clinical service/ organisation
	Provides access and referral procedures to appropriate services, including chaplaincy and spiritual providers of all denominations, kaumātua and kaiāwhina.
Provides staff with access to education and training on how to have these conversations, and how to access information on provision of care specific to various faiths or religions.

	System (DHB)
	Recognises the challenges associated with conversations regarding death and dying, in particular relating to a person’s spiritual needs.
Provides support and education opportunities for all health practitioners (including kaiāwhina, kaumātua and chaplains) conducting such conversations.



[bookmark: _Toc437343001]

[bookmark: _Toc476212625]3.	Care after death
Every service that provides care for people in their last days of life should have an individual policy in place regarding the care of people and their family/whānau after death. However, certain elements of these policies should be standard.

[bookmark: _Toc479768783]Table 3: Care after death summary
	Te taha tinana: Physical health
	Te taha whānau: Extended family health

	3.1	Verification of death
3.2	Dignity and respect for the person/tūpāpaku
	3.3	Provision of information to the family/whānau about what to do next

	Te taha hinengaro: Mental health
	Te taha wairua: Spiritual health

	3.4	Assessment of family/whānau bereavement
	3.5	Consideration of the spiritual, religious and cultural needs of the family/whānau
3.6	Availability of a private space for the family/whānau

	
	



[bookmark: _Toc437343002][bookmark: _Ref424634639]3.1	Verification of death
	
	Attributes/indicators

	Person receiving care and family/whānau
	Is supported through the legal process as efficiently and sensitively as possible, so they can proceed with funeral arrangements as soon as possible.

	Attending health practitioner
	Verifies that death has occurred following clinical examination.
Notifies the lead health practitioner of the designated representative.
Is familiar with the local policy and accordingly completes the appropriate paperwork, including a medical certificate showing cause of death.

	Clinical service/ organisation
	Maintains policy and procedures relating to verification of death, including completion of the medical certificate of cause for death (HP4720) and permission to cremate, where required.
Ensures that staff are trained and educated to meet legal requirements.
Reviews policies and procedures relating to verification of death regularly.

	System (DHB)
	Ensures that services/organisations are familiar with the legal requirements of after-death documentation.



[bookmark: _Toc437343003][bookmark: _Ref424634646]3.2	Dignity and respect for the person/tūpāpaku
	
	Attributes/indicators

	Person receiving care and family/whānau
	Has their wishes and preferences carried out where possible.

	Attending health practitioner
	Supports the family/whānau if they wish to participate in after death care.
Undertakes after death care according to local policy and procedure.
Is familiar with the wishes and cultural requirements of the person and their family/whānau in terms of after death care. This may include washing of the person, removing any medical or nursing equipment, and dressing the person in clothes chosen by the family/whānau or in clean gowns.
Returns personal belongings to the family/whānau in a respectful way.
Informs all health care and social services previously involved in the person’s care of the death, as appropriate.

	Clinical service/ organisation
	Provides staff with education and training on after death care, or provides access to such training.

	System (DHB)
	Has a process to ensure that services/organisations treat the person/tūpāpaku with dignity and respect at the time of death.



[bookmark: _Ref424634650][bookmark: _Toc437343004]3.3	Provision of information to the family/whānau about what to do next
	
	Attributes/indicators

	Person receiving care and family/whānau
	Is aware of the processes that need to occur following the death, including funeral arrangements.

	Attending health practitioner
	Has a conversation with the family/whānau to ensure they have information about what they need to do next.
Provides written material and information if required.

	Clinical service/ organisation
	Develops written resources to provide information to the family/whānau about what needs to occur following the death, including funeral arrangements.

	System (DHB)
	Has a process to ensure that information resources are of a high standard and distributed in a timely manner.



[bookmark: _Toc437343005][bookmark: _Ref424634655]3.4	Assessment of family/whānau bereavement
	
	Attributes/indicators

	Person receiving care and family/whānau
	Is able to access information about bereavement support and counselling if needed.

	Attending health practitioner
	Has a conversation with the family/whānau about bereavement support.
Conducts a bereavement assessment if the family/whānau wishes to have one, or if the health practitioner considers that one may be beneficial.
If the family/whānau has grief needs beyond what the health practitioner can themselves provide, refers the family to other services.

	Clinical service/ organisation
	Develops a process for bereavement assessment, including documentation.

	System (DHB)
	Facilitates the development and implementation of comprehensive bereavement and counselling services.



[bookmark: _Ref424634661][bookmark: _Toc437343006]3.5	Consideration of the spiritual, religious and cultural needs of the family/whānau
	
	Attributes/indicators

	Person receiving care and family/whānau
	Has the opportunity to express spiritual, religious or cultural needs.

	Attending health practitioner
	Provides an opportunity for conversation with the family/whānau about their spiritual, religious or cultural needs, and facilitates access to other services where necessary.

	Clinical service/ organisation
	Maintains a procedure for referral to other services.
Provide staff with access to education and training on how to have these conversations, and how to access information on provision of care specific to various faiths or religions.

	System (DHB)
	Promotes an approach in which family/whānau are able to express their thoughts, wishes, needs and beliefs.
Recognises the challenges associated with conversations about death and dying, and provides support and education opportunities for health practitioners conducting such conversations.



[bookmark: _Toc437343007][bookmark: _Ref424634673]3.6	Availability of a private space for the family/whānau
	
	Attributes/indicators

	Person receiving care and family/whānau
	Has access to a private space to accommodate needs for prayer or karakia, or other cultural or spiritual needs.

	Attending health practitioner
	Respects the family/whānau’s need for privacy, and ensures that a private environment is available as required.

	Clinical service/ organisation
	Ensures that private areas are available for grieving families/whānau in all settings.

	System (DHB)
	Requires services/organisations to provide private areas for grieving families/whānau.





[bookmark: _Toc476212626]Summary of components of care for people in their last days of life, resources, and communication needs
The following table sets out the components of care according to their relation to the dimensions of Te Whare Tapa Whā.
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	Te Whare Tapa Whā dimension
	Components of care
	Available resources/tools
Available either from Part 4 of Te Ara Whakapiri
(labelled ‘A’ to ‘U’) or externally
	Health practitioner responsibility
The communication needs to be involved in each component

	Te taha tinana: Physical health
	1.1	Recognition the person is dying or is approaching the last days of life
	A	Identifying the dying patient
B	Identifying the dying patient algorithm
	–

	
	1.2	Identification of the lead health practitioner
	–
	The lead health practitioner is identified and documented.
A clear process for contacting the lead health practitioner and their designated representative within working hours and out of hours is provided to the family/whānau.

	
	1.3	Assessment of physical needs
	C	Guideline for developing an individualised medical management plan for end of life: general principles
	Baseline assessment is clearly documented in notes, and forms the basis of an ongoing symptom care plan.
Options for the individualised plan of care for the person are discussed with the family/whānau.

	
	1.4	Review of current management and initiation of prescribing of anticipatory medication
	Nausea and vomiting:
D	Guideline for developing an individualised medical management plan for end of life: nausea and vomiting
E	Nausea and vomiting algorithm
	Preferences for management are clearly documented and changes are discussed with the person and family/whānau wherever possible.
The person and the family/whānau are aware of available medications and have access to medications prescribed.
There is clear guidance for family/whānau on use of medications, with written instructions provided as necessary.
Current prescribed medications are assessed, and non-essential medications discontinued.
As per best practice, any allergies and drug intolerances must be identified and clearly documented.

	
	
	Pain:
F	Guideline for developing an individualised medical management plan for end of life: pain
G	Pain algorithm
H	Pain in patients with impaired renal function algorithm
	

	
	
	Respiratory secretions:
I	Guideline for developing an individualised medical management plan for end of life: respiratory secretions
J	Respiratory tract secretions algorithm
	

	
	
	Delirium/agitation:
K	Guideline for developing an individualised medical management plan for end of life: delirium, restlessness or agitation
L	Delirium/agitation algorithm
	

	
	
	Breathlessness (dyspnoea):
M	Guideline for developing an individualised medical management plan for end of life: dyspnoea
N	Breathlessness/dyspnoea algorithm
	

	
	1.7	The person’s awareness of their changing condition
	R	Breaking bad news flow chart
O	Rapid discharge checklist for the dying patient
	If appropriate, a conversation is held and documented (noting exactly who has been party to the conversation) about the person’s changing condition that clearly conveys the person may only have a few hours or days to live.
A conversation is held with all involved parties if transferring the person from one location to another is needed – eg, from hospital to home or hospice.

	
	1.11	Provision of food and fluids
	Organisation’s individual resources on food and fluid in the last days of life
	A conversation is held and documented on:
the benefits and risks of maintaining oral intake of food and fluid
requirements for parenteral feeding and fluids.

	
	1.12	Availability of equipment to support the person’s care needs
	–
	A conversation is held and documented that clearly identifies changes in the person’s condition that may necessitate access to specialised equipment.

	
	1.13	Consideration of cardiac devices
	Heart Rhythm New Zealand Position Statement: Management of implantable cardioverter defibrillators (ICD) and pacemakers for patients nearing end of life (Heart Rhythm New Zealand 2014)
	A conversation is held and documented about the implications of a cardiac device such as an ICD or a pacemaker in the last days of life and the person’s or their family/whānau’s preference regarding whether it should be deactivated, and how.

	
	1.14	Advice to relevant agencies of the person’s deterioration
	–
	Relevant services and organisations are notified.

	Te taha hinengaro:
Mental health
	1.5	Assessment of the person’s preferences for care
	Interpreters, if required
Organisation’s individual resources
	A conversation is held and documented on:
language preference
preferences to allow a natural death
advance care plans/advance directives (these must be sighted and complied with if medically indicated)
preferences about place of care and death and for burial or cremation.

	Te taha whānau: Extended family health
	1.6	Identification of communication barriers
	Interpreters, if required
Example A: Planning for end-of-life care
	A conversation is held and documented on:
barriers to communication
who the first contact is
whether there is a key spokesperson for the family/whānau
whether there is an enduring power of attorney in place.

	
	1.8	The family/whānau’s awareness of the person’s changing condition
	P	What to expect when someone is dying (information for family/whānau)
Q	Supporting care in the last hours or days of life: information for family/whānau/carers
R	Breaking bad news flow chart 
	Where appropriate, conversations are held and documented with the family/whānau to indicate the changing nature of the person’s condition and the possibility they may be entering into the last few days of life.

	
	1.9	Discussion of cultural needs
	S	W.H.Ā.N.A.U: personalising care at end of life
	A conversation is held and documented on:
beliefs and family/whānau traditions that may be important
important aspects about the person and/or the family/whānau that the service should know about.

	
	1.15	Provision of information to the family/whānau about support and facilities
	Organisation’s individual resources
	The family/whānau is aware of support and facilities available.
Documentation of information is provided to family/whānau.

	Te taha wairua: Spiritual health
	1.10	Provision of opportunity for the person and family/whānau to discuss what is important to them
	U	Spiritual care assessment tool based on FICA approach
	A conversation is held and documented with the person and family/whānau on:
the wishes, thoughts and needs of the person and the family/whānau
considerations for after death care or funeral arrangements
potential referral to chaplaincy teams or other spiritual providers.
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	Te Whare Tapa Whā
	Component
	Resources
	Communication need

	Te taha tinana: Physical health
	2.1	Development of an individualised plan of care
	Example A: Planning for end-of-life care
Example B: Improving care of the dying guideline
	A conversation is held and documented on:
summarising the plan of care
the frequency of ongoing assessments and reassessments
the possible rapidly changing needs of the person
the opportunity for family/whānau to participate in care of the person
available written information resources
the person’s wishes and how they are being taken into account.

	
	2.2	Ongoing assessment of the person’s care
	–
	A conversation is held and documented on changes in the person’s condition.

	Te taha whānau: Extended family health
	2.3	Conversations with the family/whānau about the person’s changing condition
	P	What to expect when someone is dying (information for family/whānau)
Q	Supporting care in the last hours or days of life: information for family/whānau/carers
	A conversation is held and documented to ensure that the family/whānau understands what changes are occurring in the person’s condition.

	Te taha hinengaro:
Mental health
	2.4	Provision of ongoing review
	
	A conversation is held and documented that includes discussion with the person about their wishes, thoughts and feelings.

	
	
	O	Rapid discharge checklist
	A conversation is held with all involved parties should it become apparent that a transfer from one location to another is needed – eg, from hospital to home or hospice.

	Te taha wairua: Spiritual health
	2.5	Discussing and addressing changing spiritual need 
	U	Spiritual care assessment tool based on FICA approach
	A conversation is held and documented that provides the opportunity for the person to express their changing spiritual needs.
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	Te Whare Tapa Whā
	Component
	Resources
	Communication need

	Te taha tinana: Physical health
	3.1	Verification of death
	Local and/or regional protocols
	Communication to services involved in post-death arrangements within the service is documented.

	
	3.2	Dignity and respect for the person/tūpāpaku
	–
	Health care/social services that have been previously involved in the person’s care are aware of the death.

	Te taha whānau: Extended family health
	3.3	Provision of information to the family/whānau about what to do next
	Organisation’s individual resources
	Documentation of information is provided and discussions are had about next steps.

	
	3.4	Assessment of family/whānau bereavement
	T	Bereavement information and assessment
	Conversations are held and documented with the family/whānau about access to bereavement support.

	Te taha hinengaro:
Mental health
	3.5	Consideration of the spiritual, religious and cultural needs of the family/whānau
	U	Spiritual care assessment tool based on FICA approach
	An opportunity is provided for conversations with the family/whānau about what is important to them at this time.

	Te taha wairua: Spiritual health
	3.6	Availability of a private space for the family/whānau
	–
	The service manager is informed that a room may be required.
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