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1
Background
A care pathway is a plan of how someone should be cared for when they have a particular medical condition or set of symptoms.  There is increasing evidence that using an integrated care pathway to manage care at the end of life is a good way to implement and monitor best practice, and to standardise care in a variety of care settings.  The use of pathways to manage the care of dying patients has gained considerable support from the clinical teams who have used them, as there is evidence that use of such pathways improves the quality of care in the last days and hours of life.  A number of end of life care pathways have been developed, but the first and most well-known, is the Liverpool Care Pathway for the Dying Patient (known as the LCP).
It has been identified that a number of health services in Victoria have been working to implement end of life care (EOLC) pathways.  The Cancer and Palliative Care team funded three pilot projects in this area as part of the recent Turning Policy into Practice initiative.  The positive results from these pilot projects, along with other similar initiatives, have stimulated a lot of interest from both specialist palliative care and generalist health services.  

In order to capitalise on this interest, the department has undertaken a scoping exercise to establish the extent of current utilisation of EOLC pathways in Victoria.  The results of this scoping exercise will be used to inform the potential development of a statewide strategy for introducing EOLC pathways in more settings across the state.
Included in the scope of this project are all health services within Victoria which have either piloted or have successfully implemented EOLC pathways.  All care pathways for the last days or hours of life were included, this project was not limited to those services using the Liverpool Care Pathway.  Initiatives related to advance care planning were considered to be outside the scope of this project, although they can be classed as EOLC pathways.
1.1
Objectives
The aim was to produce a comprehensive overview of the current use of EOLC pathways across the state of Victoria.  The key objectives of this project are:

· To establish which health services in Victoria are using EOLC pathways

· To establish in which settings EOLC pathways are being used

· To establish what pathways are being used 
· To identify barriers and enablers for the use of EOLC pathways

· To identify key outcomes of introducing the pathways

· To determine whether the use of the pathways been linked with other activities, i.e. advance care planning

2
Methodology

A variety of methods were used to gather data for this scoping exercise as follows:
· Review of literature in relation to the utilisation of EOLC pathways
· Interviews with consortium managers to find out what is happening in each region
· Selective interviews with project leads who have been involved in implementing EOLC pathways
The information which was collected as part of this exercise has been collated and analysed, and the findings are detailed within this report.
2.1
Review of the literature
The main purpose of conducting a literature review in relation to EOLC pathways was to understand the background of how these pathways were first developed, where they are being used now, some of the issues associated with their implementation, and the outcomes which have achieved as a result of the using end of life pathways.
A search was conducted of published literature using the PubMed and CareSearch computerised databases.  The terms “pathway” and “dying” were searched, for the period January 1999 to July 2009.  A number of other documents were identified through manually searching the internet, and through links on relevant palliative care, government, and quality and safety websites.

3
Findings

Information provided by the consortia managers and project leads has been linked to the evidence which was identified as part of the review of the literature.  The findings are presented under the following headings:

· Types of EOLC pathways

· Care in different settings
· Tools and resources

· Education

· Outcomes

· Key enablers and barriers
· Views of staff and relatives

· Sustainability

· Links to other initiatives
3.1
Types of end of life care pathways
A number of different EOLC pathways were identified during the literature review.  The majority of the literature relates to the Liverpool Care Pathway for the Dying Patient (LCP), which was the first to be developed and the most widely used.  However, a number of other pathways have been identified in relation to supporting the care of dying patients, including:

· Pathway for Improving the Care of the Dying (PICD) (Australia)
· Palliative Care for Advanced Disease (PCAD) pathway (USA)

· Department of Veteran’s Affairs (DVA) Palliative Care Clinical Pathway (Australia)
· Gold Standards Framework (GSF) for Community Palliative Care (UK)

· Preferred Priorities for Care Plan (PPC) (UK)

The EOLC pathways which have been identified include a number of common elements as follows:

· Identification of people approaching the end of life and initiation of discussions about preferences for EOLC
· Care planning (assessing needs and preferences and agreeing a care plan to reflect these and reviewing these regularly)

· Coordination of care

· Delivery of high quality services in all locations

· Management of the last days of life

· Care after death

· Support for carers, both during a person’s illness and after their death.

An example of an EOLC pathway which includes the above steps is shown in Figure 1.  This illustration is taken from the UK Department of Health’s end of life care strategy (31), which strongly recommends the use of a care pathway to deliver integrated care to individuals towards the end of life. 

Figure 1: Example of an end of life care pathway
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This project focused specifically on care pathways for use in the last days and hours of life. The Gold Standards Framework (GSF) and Preferred Priorities for Care Plan (PPC) relate to steps 1 to 4 of the above pathway, and therefore have been excluded from the scope of this exercise.  
However, both of these frameworks are considered in more detail in section 9 of this report ‘Links with other initiatives’.  Ideally there should be a logical follow on from advance care planning (of which GSF and PPC are examples) to a pathway for care in the last days and hours of life, which recognises the preferences of the person because they have been identified in advance.
3.1.1
Liverpool Care Pathway for the Dying Patient (LCP)

Work in this area initially started in Liverpool, UK in the 1990s, when an integrated EOLC pathway was developed for use with cancer patients, to offer guidance for recognising the dying phase, to outline goals for care and to allow measurable outcomes.  

The LCP is evidence-based and sets 18 goals and guidance around key aspects of care including:

· Symptom control

· Comfort measures

· Anticipatory prescribing of medication

· Discontinuation of inappropriate interventions

· Psychological and spiritual care

· Care of the family (both before and after the death of the patient)

The LCP is designed to enable all healthcare workers to provide optimal care to dying patients, whether they are specialists in palliative care or not, by guiding clinical decision making. The LCP is a legal document which replaces the usual medical record at the end of life, and is structured to facilitate audit and outcome measurement (13). It also helps to improve communication between health professionals, as everyone caring for the patient must record their notes in the same place.  The document itself has three sections; initial assessment, ongoing care and care after death, as well as separate flow charts for symptom control.  The LCP allows the clinician to deviate from the pathway, providing that they record the reason(s) for the variance in care.
 
The LCP was recognised as a model of best practice in the NHS Beacon Programme in 2001.  Although originally developed for the care of cancer patients in acute hospital settings, the LCP has been successfully implemented in hospices and care homes and has been modified to be used for people with other conditions, for example renal disease and heart failure.  In the UK, more than 1,000 organisations in a variety of settings are now actively engaged in implementing and using the LCP. The Department of Health in England has strongly recommended that all health services adopt the LCP and audit its use in all locations where people are likely to die, as part of its EOLC strategy (14, 31).
3.1.2
 Pathway for Improving the Care of the Dying (PICD)
The Pathway for Improving the Care of the Dying (PICD) is adapted from the LCP for the Australian healthcare setting and is designed to help ensure ‘a good death’ for patients dying outside of the palliative care system, in general medical wards.  PICD consists of a series of prompts, guidelines, medical and nursing care plans and medication algorithms.  The aim of PICD is to facilitate care at the end of life by promoting the earlier acknowledgement of the inevitability of an individual patient’s death, ensuring that dying patients receive a consistently high standard of care regardless of their location, and providing guidance and support to generalist staff, many of whom have little or no experience or expertise in providing EOLC.
The PICD pathway was developed by a multidisciplinary team of specialist palliative care and general medical staff from Southern Health, a metropolitan health service in Victoria.  Following a successful pilot in 2007, PICD has now been implemented across all of the general medical units at Monash Medical Centre as part of a quality assurance program.  There is also work in progress to roll out the PICD pathway in the Gippsland region of Victoria.
3.1.3 
Palliative Care for Advanced Disease (PCAD) pathway (USA)

The Palliative Care for Advanced Disease (PCAD) pathway was developed by an multidisciplinary team at the Beth Israel Medical Centre, New York.  It was designed to identify imminently dying patients, review care goals, respect patients’ wishes, assess and manage symptoms, address spirituality, and support family members.  The documentation includes a care path, a daily flow sheet, and a physician order sheet with standard orders for symptom control.  The pathway was initially introduced on three hospital units (oncology, geriatrics, and an inpatient palliative care/hospice unit) as part of a quality improvement initiative.  Preliminary findings from the pilot were that the PCAD pathway can be used as a managerial and educational tool to improve the care of imminently dying inpatients; in particular it can be used to promote aggressive symptom assessment and treatment where goals of care are aimed at comfort (17).
A report describing the implementation of the PCAD pathway in an acute care oncology unit in a separate Veterans Administration medical centre found that PCAD improved care of dying inpatients by increasing documentation of goals and plans of care, improving symptom assessment and management, and decreasing interventions at the end of life (18).

3.1.4
Department of Veteran’s Affairs (DVA) Palliative Care Clinical Pathway (Australia)
The Department of Veteran’s Affairs has developed two palliative care clinical pathways, one for general palliative care and one specifically for the last days of life.  The pathways are part of a wider documented suite of clinical pathways which were originally developed in 2000.  The pathway for the last days of life sets out goals of care which are very similar to those in the Liverpool Care Pathway.
4
Care in different settings

The LCP was originally designed for use in the hospice setting, but has since been successfully modified for use in other care settings, with specific versions available for hospitals, nursing homes, hospices and in people’s own homes (community setting).  This enables the hospice model of care, which is seen as best practice in care for the dying, to be replicated in other non-specialist care settings and for non-cancer patients.  There is an expanding body of evidence which demonstrates the positive impact of using EOLC pathways, particularly in non-specialist palliative care settings such as acute hospitals and nursing homes. Evidence from studies into the implementation of end of life pathways is summarised in the following section, according to the care setting where the pathways have been used.
Hospices

One of the first studies to be published in relation to the LCP looked at the implementation of an integrated care pathway in an inpatient hospice setting. Ellershaw et al (2001) showed that an integrated care pathway can be used as a way of measuring symptom control in the dying patient and to set standards of care which may be integrated into clinical practice (25).
Acute hospitals

Following this initial study in 2001, a number of other studies have been published demonstrating how implementing the LCP has led to improvements in clinical practice in EOLC outside of the hospice setting (26).  Although many of the studies looking at LCP have been descriptive, there are a number of studies that have shown actual improvements in symptom assessment, documentation of care goals, compliance with standardised guidelines and pain control (29).
Verbeek et al introduced a translated and slightly adapted version of the LCP into a palliative care unit (PCU) in Rotterdam, the Netherlands.  The team studied the extent to which care goals were achieved for 50 patients who died at the PCU between October 2001 and January 2003 (9).  The same team subsequently did a study looking at the effect of the LCP on the documentation of care, symptom burden and communication in three health settings (hospital, nursing home and home care setting).  After implementation of the LCP, documentation of care was significantly better and the total symptom burden was significantly lower compared with the baseline period.  This decrease in symptom burden was also seen in both the assessments of the nurses and the relatives (7).

McNicholl et al described the experience of staff in one acute hospital in Northern Ireland, UK who adapted the LCP for their organisation. It focuses on one patient’s journey from diagnosis to terminal care.  The patient remained on the care pathway for 12 days.  This reflection demonstrates that, as long as patients continue to meet the criteria for the LCP, some may be on the care pathway for more than the recognised average of two days (10).

Matthews et al undertook a retrospective audit of documentation of care for dying children in two paediatric units in the north-west of England. Results of the audit illustrated that the care provided was not always documented consistently, and work was undertaken to develop an integrated care pathway for the care of the dying child based on the LCP (11).
A rapid discharge pathway has been developed by the LCP team in Liverpool.  It was formulated following critical analysis of an emergency call from the intensive therapy unit. The Liverpool rapid discharge pathway provides a structured and coordinated process to enable a dying patient to go home to die (12).

Results from pre- and post- implementation audits showed a marked improvement in the documentation of patient care around six of the seven key areas assessed, following implementation of the LCP in a 12-bed acute stroke unit at Royal Liverpool and Broadgreen University Hospital, Liverpool, UK (Jack et al, 2004).  This demonstrates that the LCP is transferrable to the care of patients with stroke (6).
Residential aged care facilities

EOLC is often given in nursing homes, but there is wide variation in how this care is delivered.  A number of studies have looked at the implementation of the LCP in residential aged care facilities, as a way of standardising and improving the quality of care at the end of life. 
Duffy and Woodland (2006) piloted use of the LCP in care homes in Kent, UK with the view to reducing the number of very ill elderly patients who are transferred to the local acute hospital from care homes and then die in the emergency department.  Following the pilot, staff reported that the pathway enabled and empowered them to speak more openly to relatives about the situation in terms of providing EOLC rather than active rehabilitation care.  Initially staff found it difficult to gauge when to start the pathway; for some people it was started too late and for others they were put on the pathway and then taken off as their condition improved again.  Overall, there was a reduction in the proportion of deaths in hospital after the LCP was implemented (8).

Another study which demonstrated a reduction in crisis admissions to hospital from care homes is an evaluation of the impact of introducing the Gold Standards Framework to improve the quality of end-of-life care for residents in 95 care homes in the UK.  Badger et al (2009) adopted a pre-post survey design for the evaluation, focusing on indicators identified as markers of good end-of-life care. Although some staff found completion of the programme challenging, homes that returned pre- and post-data demonstrated improvements in aspects of end-of-life care.  There were statistically significant increases in the proportion of residents who died in the care homes and those who had an advanced care plan.  Crisis admissions to hospital were significantly reduced (19).

Hockley et al (2005) undertook a study to promote quality EOLC in eight independent nursing homes in Scotland using an integrated care pathway for the last days of life. Key champions appointed in each nursing home and their subsequent support was a major part of facilitating the implementation of the pathway. Five themes that came out of the study were: greater ‘openness’ around death and dying; recognising dying and taking responsibility; better ‘teamwork’; critically using palliative care knowledge to influence practice; more meaningful communication (25).
Community setting
Lack of forward planning in community palliative care may lead to inappropriate crisis admission in the last days despite patients and relatives expressing a wish to stay at home. Pooler et al (2003) attempted to demonstrate how, through collaboration and effective team working, issues and/or problems encountered in the last days of life were managed by developing and promoting a care pathway for the last days of life. Although based on Ellershaw's pioneering work, their pathway was developed specifically for use in the community to reflect and address the particular problems encountered in this setting when caring for dying patients (27).

5
Use of EOLC pathways in Australia

EOLC pathways have been adopted by a number of health services across Australia (predominantly in Queensland and New South Wales).  Most have adopted the Liverpool Care Pathway with adaptations to suit their local circumstances.

One of the first Australian studies to be published in this area was an audit of the care of the dying in a network of hospitals in institutions in Queensland.  Hardy et al (2006) undertook a retrospective audit of the notes of 160 patients who had died in eight institutions (four hospitals, three hospices, and one nursing home).  The 18 goals considered essential for the care of the dying within the LCP were taken as a benchmark, and documentation of achievement of these goals was sought.  The audit identified several areas for improvement, particularly in those goals relating to communication, resuscitation orders and care after death. There was little evidence documented about the provision of written information to families. Most patients were prescribed medications in anticipation of pain and agitation but less were prescribed drugs for other common symptoms in the dying phase.  As expected, in hospice units, the majority of goals were achieved in a higher percentage of cases.  Overall, there were marked differences in practice noted between different institutions (5).

The North Coast Area Health Service, NSW undertook a six-month project at Coffs Harbour Health Campus during 2003 to guide the introduction of an end-of-life care pathway on a general acute medical ward.  Patients were cared for by general medical, nursing and allied health staff with varying levels of palliative care competence and expertise without access to a Palliative Care Physician, or dedicated beds.  A project nurse was appointed to facilitate this action learning intervention and a pre-and post- test audit of deceased medical records was undertaken.  There was compelling evidence that patients who died on the pathway were significantly more likely to receive appropriate medication orders and there was appropriate end–of-life communication with the patient and family (28).
The Liverpool Hospital in NSW also did an 18-month project to implement an EOLC pathway in an acute care setting, based on the LCP.  Implementation of the pathway led to improved documentation of care in many areas (34). 
More recently the Brisbane South Palliative Care Collaborative published the findings of their residential aged care EOLC pathway (RAC EoLCP) project.  The aim of the project was to implement an end-stage care pathway (developed from existing pathways, including the LCP) that improves equity of access to quality palliative care for dying residents of residential aged care facilities.  Evaluation of the pathway project (across 299 deaths) has provided some of the first evidence internationally that the use of palliative care pathways improves resident outcomes of care, in particular 98.3 per cent of residents who were commenced on the pathway died in the aged care facility, compared to just 78.5 per cent of residents who were not placed on the pathway which is statistically significant (32).
In Western Australia, the Department of Health established a palliative care pathways and protocols working group in 2007 to look at implementing an evidence-based integrated care pathway to guide care of the dying across the WA health system, regardless of the illness, location and area of expertise of the service provider.  The Liverpool Care Pathway was chosen due to its ongoing international use, adaptability, and the support provided by the Marie Curie Palliative Care Institute Liverpool, UK.  The group amalgamated the four versions of the LCP for different settings into a single universal pathway for use in all settings in WA.  The pathway was then piloted across four sites, including an inpatient hospice, a tertiary hospital (oncology and renal units) and a community palliative care service. The evaluation report of the pilot highlighted the potential to promote change in practice with use of the LCP, and one of the recommendations is that implementation of the LCP should occur across all services in WA, rather than being restricted to palliative care services (33). 
Some community palliative care and health providers in Victoria are using the Department of Veteran’s Affairs palliative care clinical pathway.
5.1
Use of end of life pathways in Victoria
To date the use of EOLC pathways in Victoria has been very fragmented.  There are a number of health services across the state which are at various stages of implementing pathways for care in the last days and hours of life.  Most services are using pathways based on the LCP, but others (such as Southern Health and Mildura Base Hospital) have developed their own pathways.
Information gathered from interviews with consortia managers and project leads about what EOLC pathways are being used, in which settings and at what stage of implementation is summarised in table 1.  This information was correct as of August 2009.
Table 1: Overview of EOLC pathway utilisation in Victoria

	Region
	Agency
	Type of pathway
	Setting
	Stage of implementation

	Barwon South Western


	Barwon Health
	Liverpool Care Pathway
	Community Palliative Care
Community Nursing
Inpatient palliative care
	Implemented since 2005

	
	Barwon Health
	Liverpool Care Pathway
	1 x acute care ward
1 x aged care unit
	Piloted as part of Turning Policy into Practice project

	
	Barwon Health
	Liverpool Care Pathway
	Plans to roll out the LCP to the rest of acute, aged and sub-acute care (also intensive care unit)
	Plans in development

	
	South West Healthcare
	Liverpool Care Pathway
	Regional health service (palliative care unit first, then acute areas and aged care)
	Fully implemented since 2005.

	
	South West Healthcare
	Liverpool Care Pathway
	Community pall care and community nursing
	Plans to implement later in 2009 in these settings.

	Eastern Metro Region


	Wantirna Health
	Liverpool Care Pathway
	1 x inpatient palliative care unit

1 x Neurology ward (3 South) at Box Hill Hospital (focused on patients with stroke)
	LCP is fully implemented in the inpatient palliative care unit at Wantirna health. It has also been piloted in one ward at Box Hill but they would like to roll out across Eastern Health.

	
	St Vincent’s Health
	Liverpool Care Pathway
	2 x Geriatric Evaluation & Management (GEM) units
	Piloted as part of TPIP. There are plans to roll out the pathway to specialist inpatient palliative care unit.

	Gippsland


	Latrobe Regional Hospital 
	PICD
	1 x acute inpatient unit
	Regional approach is to pilot in these two health services first.  If successful, the plan is to roll out PICD in other 7 health services across the region.  Also residential aged care facilities, and possibly community services in the future.

	
	West Gippsland Healthcare Group
	PICD
	1 x acute inpatient unit
	As above

	Grampians
	Wimmera Health Care Group
	Liverpool Care Pathway
	2 x general acute medical wards
	Implemented 4 months ago as part of their clinical pathway program (they have 30 other pathways in use in WHCG).

	Hume
	Ave Maria Village Shepparton
	Liverpool Care Pathway
	Residential aged care facility
	

	Loddon Mallee
	Sunraysia Community Health
	DVA Palliative Care Clinical Pathway
	Community palliative care
	Fully implemented for the last 2 years

	
	Kyneton Health Service
	DVA Palliative Care Clinical Pathway
	Community palliative care
	

	
	Mildura Base Hospital
	Locally developed ‘Palliative Care Pathway’
	Inpatient palliative care
	Developed with funding from Commonwealth Dept of Health & Ageing to look at developing pathways.

	North and West Metro Region
	Royal Melbourne Hospital (Melbourne Health)
	Liverpool Care Pathway
	Inpatient pall care/consultancy service
	TPIP - used LCP to do an audit of care of dying patients - not sure if they used it prospectively

	
	Austin Health
	Liverpool Care Pathway
	Inpatient pall care/consultancy service
	Trial

	
	Northern Health (The Northern Hospital)
	Terminal Care Pathway (based on Liverpool Care Pathway)
	1 x acute medical ward
	Pilot project initiated January 2009

	Southern Metro Region
	Southern Health
	PICD
	Inpatient pall care/consultancy service
	Fully implemented


6
Experiences of implementing a care pathway for the last days of life
There are a number of key activities which have been identified as being necessary to implement an EOLC pathway in a new setting.  These steps can be taken in parallel; they do not need to happen in this sequence:

· Establishment of a working group
· Identification of resources

· Local pathway development
· Identification of setting

· Initial audit
· Training of health and social care professionals

· Development of tools and resources

· Implementation 

· Post-implementation audit and evaluation

Semi-structured questionnaires were developed for the consortia managers and project leads to capture information about their experiences of each stage of implementation of an EOLC pathway.  The data gathered about the experiences of health services of implementing end of life pathways is summarised below. 
6.1 Establishment of a working group
Most health services started their projects by establishing a formal working group or committee, with the role of ensuring that the pathway was suitable for implementation in the local setting. A couple of pathways projects have been driven by one or two keen individuals with buy-in from senior medical and nursing staff, rather than having a formal working group.
Working groups are multidisciplinary in nature and have tended to include representatives from medical, nursing, allied health, pastoral care, and specialist palliative care teams.  Some teams have also included other staff such as representatives from records management. The Southern Health multidisciplinary committee which established PICD also included a patient advocate.
6.2
Identification of resources

Identifying resources to support the implementation of an end of life pathway is a critical step in the process.  This is evidenced by the experiences of health services in Victoria, as well as in published literature.  Resources required to support implementation include a dedicated project worker (ideally a project nurse) to deliver education programmes and provide advice and support to teams using the pathway.  There is also evidence that local ‘champions’ should be identified within each of the individual care settings to support implementation.

McClelland et al (2008) evaluated the implementation of the GSF in care homes in Greater Manchester, UK and one their key recommendations was that the role of facilitators and individual care setting champions is critical to providing necessary support. They suggest that this role should be a substantive post and essential to the sustainability of end of life tools in care settings (21).  Bookbinder et al (2005) report from their experience of implementing the PCAD pathway that one of the most important implementation strategies was the identification of local unit champion, a nurse and a physician leader who could assist project staff in the logistics of training, act as a culture change agent, and become the focal point for interactions with the physician staff (17).
Where pathway implementation has been undertaken as a formal project the resources tend to have been identified at the outset of the project. In other health services, where implementation has been less formal, specific resources have not necessarily been identified at the start of the project. This has led to problems with sustaining the uptake of the pathway.

6.3
Local pathway development
Most health services which have implemented end of life pathways have used an adapted version of the LCP, modified to reflect local guidelines and terminology.  In order to use the LCP, health services should register with the Marie Curie Palliative Care Institute team in Liverpool as they will provide the tools and resources needed to implement and audit use of the pathway, as well as approving any local modifications to the pathway.

Examples of local modifications which have been made to the LCP in Victoria include:

· Changes to prescribing guidance to reflect local variations in practice
· Changes to the requirement for monitoring every 4-hours due to conflict with shift patterns 
· Terminology relating to the goal about religious/spiritual needs being assessed changed from chaplaincy to pastoral care

· Changes to the layout of the document, for example the PICD documentation has been split into two sections, rather than having a single booklet like the LCP. WHCG made changes to the layout of the pathway so that it mirrors other pathways in use in the organisation
· Addition of local formatting requirements such as logos and bar codes

· Review of procedures in relation to verification of death to ensure that they reflect local practice

· Changes to the names of leaflets which are given to families/carers

· Addition of a list of specific exclusions for patients being put on the pathway

Once there is local agreement about the content and format of the pathway it will need to be approved and endorsed as a formal medical record. This should help to facilitate uptake of the pathway, and also means that it can be used to replace all other documentation for care at the end of life.  There is some anecdotal evidence that staff may be reluctant to stop using existing documentation, which can lead to unnecessary duplication of paperwork. The pilot study done for the Department of Health in Western Australia (33) also identified this as a potential issue, as much of the measurement of outcomes against the goals of care in the LCP is based on whether something was documented or not (rather than whether it actually happened).
Health services may choose to obtain ethics committee approval for use of the pathway, particularly if there is any concern that use of the pathway will prompt withdrawal of treatment at the time of dying.  Whether ethics committee approval is needed will depend very much on local circumstances.
6.4
Identification of settings for implementation
EOLC pathways have been piloted or fully implemented in a range of settings in Victoria.  Inpatient settings where pathways are being used include general medical wards, geriatric evaluation and management (GEM) units, and other specialist units such as neurology (i.e. stroke) or renal.  Other settings where end of life pathways are being used in Victoria include residential aged care facilities, community palliative care services and community nursing. Barwon Health has plans to roll out implementation of the LCP to the rest of subacute care, then rehabilitation and finally all of their acute services in the next 18 months.

Some health services have implemented end of life pathways in the inpatient palliative care setting. This is an interesting area because there are differing opinions on whether specialist palliative care staff need to follow a care pathway.  However, there is evidence that using an end of life pathway has led to improvements in specialist palliative care, as well as in general settings. Verbeek et al (2001) found that staff on three specialised palliative care units felt the LCP structured patient care, supported problem anticipation, promoted proactive management of patient comfort, and facilitated multidisciplinary communication.  Using an EOLC pathway guides all staff to ensure that goals of care are achieved and documented, irrespective of whether they have experience in the palliative approach or not. 
As part of this review, health services were asked about how they had selected the settings for implementing end of life pathways.  Within the inpatient setting, wards or units with the highest number of deaths tended to be chosen for initial implementation of end of life pathways.
6.5
Development of tools and resources
Project leads were questioned about whether they had developed any of their own tools or resources to support the implementation of their end of life pathway.  A number of resources were identified as being developed or adapted to support the implementation of an end of life pathway.  The LCP team in Liverpool can provide a number tools and resources to support implementation, but there are cost implications and as a result many health services have developed their own resources.

These resources included training materials and reference packs for staff, as well as written literature for relatives and carers.  St Vincent’s Health developed resource packs after the training sessions which included the training materials as well as articles on specific areas, such as differences in cultural practices around death, which staff were asking about during training. Staff also asked for additional information on communication around death and dying and symptom management.  Northern Health developed a fax template for Local Medical Officer (LMO) to let them know when one of their patients had been put on the pathway.
One health service mentioned that they had developed brochure for families/carers specifically about the LCP, but a number of other health services reported that as part of the process of implementing an end of life pathway, they actually discovered existing literature for relatives and carers that they were not aware of previously.

6.6
Education and training
EOLC pathways are being used as a tool to help extend the skills of generalists to deliver quality care at the end of life (Ellershaw et al, 2008). Therefore, it is vital that good training programs are developed to support their implementation.

Training and education sessions should to be tailored to individual professional groups.  However, health services have found that it can also be beneficial to run multidisciplinary training sessions, as this helps to build relationships between different professional groups which don’t routinely work together, such as pastoral care workers and nurses.  It is important that all members of staff (including junior and senior medical and nursing staff, allied health, social work, pastoral care, ward clerks and personal care attendants) undertake initial training prior to implementation of the pathway.
As well as outlining the purpose and intent of the pathway, training should introduce staff to the pathway documentation.  Other topics which health services have included in the initial training are the management of palliative patients, medication (use of opioids), symptom management, strategies for communication with families, cultural aspects relating to palliative care, pain assessment and management, and the management of terminal secretions.
Health services in Victoria have adopted a variety of strategies for delivering initial training.  Training sessions for nurses have tended to be delivered during shift changeover times, whilst training for medical staff requires particular preparation because resident medical officers (RMO) do short (10-12 week) rotations and have limited time for training in this period.  It is important to work with medical education officers to understand how the training for RMOs works, as each health service will have its own arrangements.  Some health services have chosen not to deliver formal training to the medical staff due to the very high turnover, but instead they have tried to include information as part of other pre-arranged information sessions or they have put together information about pathways for inclusion in orientation packs for RMOs. 
The number of training sessions delivered prior to implementation ranged from 2 to 14 sessions, and lasted from 30 minutes to one hour.  Most of the training has been delivered by dedicated project officers (usually a project nurse with experience in palliative care).  As well as the dedicated project officer, some health services have also identified local champions on each ward.  These people form a support network for staff who are using the pathway to refer to.

As well as initial training, there also needs to be arrangements in place for the provision of ongoing education to support the continued implementation of the pathway.  However, many health services have found it difficult to find additional resources to support this ongoing education.
Little evidence was found of formal evaluation of training in relation to implementing EOLC pathways, such as whether it led to enhanced confidence in communication related to death and dying.
6.7
Baseline review (pre-implementation audit)
In order to be able to demonstrate improvements as a result of implementing an EOLC pathway, it is important that health services undertake a baseline review.  Ideally this should be done prior to implementing the pathway, but a number of project teams in Victoria have done this in parallel due to time constraints.  The gold standard methodology is to conduct a pre-implementation audit of 20 patient deaths in the ward/unit where the pathway is going to be implemented. For health services who have registered with the LCP team in Liverpool, they are provided with a baseline review proforma and are supported in this process. 
There are some circumstances when it is not possible to undertake a pre-implementation audit. For example, at Wantirna Health a pre-implementation audit was not undertaken when the pathway was introduced as this coincided with the opening of a new designated palliative care inpatient unit, and there would have been nothing to compare with.  However, when the pathway was introduced into a neurology unit a pre-implementation audit was completed on the unit of 24 patient deaths as a result of acute stroke. 
As part of the Turning Policy into Practice project, Melbourne Health audited the care of 190 patients who died in the Royal Melbourne Hospital, using the LCP baseline audit tool.  Although the pathway has not actually been implemented in Melbourne Health, the baseline audit was used as a quality improvement tool.
Examples of findings from baseline reviews in Victorian health services include:

· In the Gippsland region the pre-implementation audit highlighted an issue with missing NFR
 documentation.
· In Southern Health the pre-implementation audit in the general medical unit identified a number of deficiencies; rarity of formal family meetings and social work input; no enquiry about site of care or specific rites or wishes surrounding death; no written material available for families before death and hospital bereavement pamphlets were out of date; less than 70 per cent of patients had appropriate drugs orders, documentation re revised goals of care, and inappropriate observations and investigations ceased; poor GP/other specialist notification after death; and no bereavement support after hospital.
· At Melbourne Health the audit of quality of care of dying patients identified that only 14 per cent of patients had their religious and spiritual needs assessed.

· At Barwon Health the findings of the pre-implementation audit were used to inform the education program.

6.8
Post-implementation audit
A post-implementation audit is recommended to be undertaken once 20 patients have been put on the pathway, to enable the health service to measure progress and identify areas where the pathway may not be working.  It is also important to audit cases where patients were placed on the pathway and subsequently removed in order to understand the reasons for this.  Post-implementation elements audit the goals of care, number of patients on a pathway who have died in the period to establish utilisation rates, variance analysis, and average length of time on the pathway.
Not all of the health services that have implemented an end of life pathway have completed a post-implementation audit.  This is either because of limited staff resources to do the audit, or because of insufficient numbers of patients on the pathway.  The post-implementation audit can also be more difficult if a service is using the LCP and local modifications have been made. Key outcomes from post-implementation audits at three and six-month intervals are detailed in the next section of the report.

7
Key outcomes

EOLC pathways provide a method of recording and measuring outcomes of care.  Use of the LCP has been shown to have a positive impact on patients, carers and staff, and can facilitate a change in the culture of an organisation.

Despite their widespread use there has been some criticism about the lack of evidence relating to the efficacy of LCP (22).  Nevertheless, there is general consensus in the current literature that the use of integrated care pathways for dying patients has the potential to improve care by standardising care and increasing collaboration among the interdisciplinary team (29).  
Some of the key outcomes of implementing care pathways for the last days and hours of life in Victoria are highlighted below:

Wantirna Health
Following the implementation of the LCP in the stroke unit at Box Hill Hospital there were a number of areas of improvement as follows:
· Non-essential drugs were ceased for 100 per cent of patients (compared with 75 per cent in pre-implementation audit)
· Percentage of patients receiving appropriate symptom control PRN drugs increased
· There was discontinuation of inappropriate drugs for 100 per cent patients in post-implementation audit

· More families were aware that the patient was dying following implementation of the pathway

· Huge increase in assessment of patients’ and families’ spiritual needs 

· Family given information and the GP made aware of the patient’s condition were both areas of significant improvement
Feedback from staff was that the LCP helped in the following ways:

· Encouraged junior doctors to write up appropriate medications and cease unnecessary ones

· Permitted nursing staff to stop routine observations and interventions

· Prompted questions about spirituality which led to a visit by a priest or minister

· Reminded staff to consider discussing funerals at an appropriate time reducing stress for the family immediately after the death has occurred

· Clearly documented who should be contacted and when (overnight or not) avoiding distress for family
Southern Health

During the PICD pilot study on a general medical ward at Southern Health, there was a marked improvement in compliance with all key PICD indicators, but patient numbers were too small to allow for any meaningful statistical analysis.  Improvements prompted by PICD included:

· Greater social work involvement

· Discussions had about appropriate site of care
· Better support for spiritual/religious wishes

· Better symptom control (ordering of PRN medications for all common symptoms)
· GP/other specialists notified after patient’s death

It is interesting to note that many of the improvements seen were in facilitating communication and in areas that may be considered ‘non-medical’.
There was also an unintended, but positive outcome of implementing PICD in that the chaplaincy team have now been assigned specific wards within Southern Health, which allows for better communication as nurses are able to build a relationship with the chaplain for their ward.

Southern Health also found that of the 20 patients who were put on the pathway during the pilot, 85 per cent of them had non-malignant disease. Therefore, the pilot showed that PICD can be very effective for caring for non-complex patients.

Barwon Health

Significant improvement in documentation of LCP goals was noted in both acute and residential aged care sites after implementation.  In aged care the improvements were seen in the following areas:

· Current medications assessed

· Nausea medication ordered

· Inappropriate nursing interventions discontinued

· Communication issues with patient & family

· Insight into diagnosis and prognosis

· Spiritual needs assessed

· Communication with GP

· Plan of care discussed

· Post death care

· Ongoing care goals

In acute care, significant improvement was seen in the following areas:
· Current medications assessed

· Medication ordered for agitation, dyspnoea and respiratory secretions

· Inappropriate interventions discontinued

· Communication with patient & family

· Insight into diagnosis and prognosis

· Spiritual needs assessed

· Plan of care discussed and family express understanding

· After death care

· Ongoing care goals

St Vincent’s Health
Aside from the longer term impacts upon clinician confidence and skills, the implementation of the LCP also had immediate effects upon individual patient’s care and care systems. For the patient the LCP resulted in fewer unnecessary investigations and interventions, greater consistency of care and improved communication with him or her and their family. An immediate outcome of the project on the care systems has been the change to practice regarding bereavement support for families of patients who die. As a result of the project profile, all families of dying patients now receive bereavement information and a follow up telephone call is routinely made by the pastoral care staff to the bereaved families one week after the death of the patient.

7.1
Views of staff
In addition to the positive impact on the quality of care for patients and their families, there is also a growing body of evidence that suggests the implementation of an end of life pathway has a positive impact on staff.  Although there has been limited formal evaluation of staff experiences of using end of life pathways on in Victoria, studies elsewhere have shown that use of the pathway can lead to increased staff confidence in looking after dying patients and their families, improved job satisfaction and morale, and promotion of a collaborative approach amongst a diverse group of healthcare professionals.
Jack et al (2003) did a study exploring hospital nurses’ perceptions of the impact of the LCP using focus group interviews.  The results suggest that the nurses have generally found that the LCP had a positive impact on patients, their families and also on nurses and doctors (3).

Gambles et al (2006) undertook a qualitative study exploring hospice doctors’ and nurses’ perceptions of the impact of the LCP using semi-structured interviews in a 30-bed hospice in the north-west of England.  The results suggest that despite some initial scepticism the doctors and nurses interviewed felt that the LCP has a valuable place in the specialist palliative care setting.  Alongside, the potential for use in audit and research, perceived benefits include improving documentation, promoting continuity of care and enhancing communication and the care of relatives.  Maintaining ongoing education and feedback on the use of the document were highlighted as important mechanisms for ensuring that the delivery of care remained optimum (2).

A national consultation and prioritising exercise was undertaken in the UK to identify major concerns of national and local importance in the provision, commissioning, research, and use of generalist EOLC.  In relation to EOLC tools, both generalists and specialists in palliative care responded positively. There were, however, concerns about the lack of evidence to support their use and development and to justify the investment of time.  Within hospital settings and care homes the LCP was thought to be a good model of care, but it was considered difficult to sustain when there was a high turnover of staff and a lack of funds to provide the necessary education (15).

Following a pilot project to introduce the LCP into care homes in Kent, UK with the view to reducing the number of very ill elderly patients who are transferred to the acute trust from care homes and then die in A&E.  Duffy and Woodland (8) found that staff reported that the pathway enabled and empowered them to speak more openly to relatives about the situation and that this was now a time for EOL care rather than active rehabilitation care.  Initially staff found it difficult to gauge when to start the pathway; for some people it was started too late and for others they were put on the pathway and then taken off as their condition improved again.
Some of the health services in Victoria have done work to look at the views of staff following the implementation of a pathway. The key findings are highlighted below:
St Vincent’s Health
The aim of the St Vincent’s Health Turning Policy into Practice project was to explore the level of clinician knowledge and confidence in caring for dying patients and their families before and after implementation of the LCP.  Clinicians were asked to complete a questionnaire to assess knowledge, confidence and barriers both prior to and following implementation (six months later).  The project team also ran four multidisciplinary focus groups following the implementation of the LCP.  Both knowledge and confidence for communication and symptom control were significantly improved after implementation of the LCP.
Participants reported that the project raised awareness about caring for imminently dying patients and their families, improved clinical diligence with identifying patients who were imminently dying and provided a consistent approach to care. 
Clinicians valued all documentation relevant to the imminently dying patient being available within one shared multidisciplinary document (LCP), ensuring consistent information among the disciplines and an attention to detail relevant to both the patient and the family.  Clinician confidence was enhanced by using the LCP, specifically with regard to symptom management, prescribing of appropriate medications and care being provided.

Nurses considered LCP criteria for commencing a patient on the pathway gave legitimacy to their decision making, providing evidence they could then discuss with the medical staff. Nurses also commented the LCP was a valuable tool for after hours medical staff who may not be familiar with caring for dying patients. The doctors valued LCP for the prompts provided regarding observations and medications.

Participants reported enhanced decision making when identifying a patient who was imminently dying and being proactive about initiating discussions with the patient and family.  Participants agreed patients’ symptoms were optimally managed as a result of the prompts provided by LCP.
While the LCP is intended to be a multidisciplinary tool, it was suggested that a prompt to notify the social work staff of the patient’s status would be helpful.
Wantirna Health

Staff were asked whether the LCP helped them to care for the patient.  Feedback included:

· Gives staff more confidence in caring for the patients, speaking to family, ceasing unnecessary medications and also in speaking to the doctors
· Means less paperwork

· Confusing at first but it gets easier

· Pathway help staff who do not know about palliative care to care for the patient
Overall, they found that the LCP improved staff knowledge and confidence in all areas.
Southern Health

Staff involved were encouraged to provide qualitative feedback during semi-structured debriefing sessions following the pilot.  Social workers in particular were very positive about PICD. They reported that it led to improved job satisfaction and improved their efficiency.  Nurses said that PICD allowed them to talk more openly with families about the fact their relative was dying. They were also pleased that doctors were writing up the drugs they needed. Feedback from medical staff is that the pathway frees up the senior medical staff and allows more junior staff to manage care of dying patients.  However, there is some confusion amongst staff about whether they should still contact the specialist palliative care team if they have a patient who is dying. 
Gippsland

In one of the health services in Gippsland which is going to implement PICD the medical education officer has sent out a survey to staff about their comfort in relation to NFR including questions about PICD, which means that they will be able to evaluate against this following the implementation.

7.2
Views of relatives and carers
Gathering formal feedback from families and carers about the care their relative received at the end of life is fraught with difficulties, and there are limitations of using patient or relative satisfaction to measure the quality of palliative care services.  However, a couple of international studies have been published looking into the experiences of bereaved relatives and carers as a measure of the effectiveness of implementing EOLC pathways.
Verbeek et al (2008) set out to try and measure outcomes of the LCP process in terms of the experience of bereaved relatives’, rather than looking at the usual documentation audit.  The study looked at whether the LCP creates a more positive retrospective memory of experiences of communication in the last 3 days of life between professional staff and patient relatives, and also whether the use of the LCP decreases relatives’ bereavement stress as measured at approximately 4 months post patient’s death.  The results showed a measurable beneficial effect on communication and comprehension at the end of life. However, this was not statistically significant and the authors’ concluded that LCP use during the dying phase seems to moderately contribute to lower levels of bereavement in relatives (1).

Lhussier et al (2007) examined the needs of staff as they adopted an integrated pathway for EOLC, and its impact on both service users and providers.  Semi-structured interviews were conducted with palliative care specialists, other health care professionals and bereaved carers.  The evaluation identified that the challenges encountered revolved around the multitude of settings, and professional involved; around the diagnosing of dying; communication with patients and the provision of emotional or spiritual support.  Ongoing challenges at the end of the evaluation were those of addressing spirituality and some of the established practices.  However, there was general consensus that the pathway facilitated greater consistency of care, improved continuity, and ensured a proactive rather than reactive approach to care.  All these were recognised and appreciated by bereaved carers (16). 

As part of the evaluation of an LCP implementation programme at Guy’s and St Thomas’ NHS Foundation Trust, UK in 2006, a pilot survey was designed to determine the carers’ or relatives’ perception of the end-of-life care delivered to patients on the LCP.  The survey indicates in general that carers are satisfied with the end-of-life care delivered via the LCP.  This provides an added dimension to existing literature that supports the use of the LCP.  The findings were used to inform teaching delivered during the remaining implementation phase and prompted the provision of appropriate literature to carers on the wards (20).

None of the project teams in Victoria have attempted to formally assess feedback from families and carers, although the PICD documentation includes a question about whether relatives or carers are happy to be contacted at a later date to give feedback.  This information is not currently being used, but in the future it may be possible to undertake a survey to find out the experiences of relatives or carers of people who died whilst being cared for on PICD.
Other project teams received informal feedback from families about their experiences when their relative had been put on the pathway, and the feedback they received was very positive.  
8
Increasing the usage of end of life pathways

All of the evidence gathered as part of this scoping exercise supports the wider implementation of end of life pathways in Victoria.  However, there are some specific enablers and barriers that have been identified which need to be taken into consideration when shaping future policy in this area.
8.1
Enablers
The following have been identified as key enablers in the implementation of care pathways for the last days and hours of life:
· Variance in care of the dying (identified by research and pre-implementation audit evidence) is a strong driver for implementation. Post-implementation audits against the pathway consistently provide evidence of improvements in the documented care and management of patients in the last days and hours of life.  
· Pathways are a way of empowering non-specialist doctors and nurses to deliver high quality standardised care to dying patients and their relatives, by supporting them through the process of caring for a dying patient, particularly around medications to use.

· Getting senior medical buy-in is a really important enabler, having senior clinicians on board, driving implementation and giving the message that the pathway is a positive initiative. Nurses can push for the use of an end of life pathway, but without the collaboration of doctors they cannot move forward.
· Having clinical support from an experienced palliative nurse is a key enabler.  Their role should be in providing support to staff as well as having a role in ongoing education.
· EOLC pathways can be used as quality improvement tools.  They provide data which can be used for auditing and potential benchmarking between health services.  Regular audits help to maintain interest as the results are fed back to staff and they can see that what they are doing is leading to improvements.
· Evidence gathered from pre and post-implementation audits can potentially be used for accreditation purposes. For example, audit results could be used to provide evidence in relation to ACHS standard 1.1.7 ‘Systems exist to ensure that the care of the dying and deceased consumers/patients is managed with dignity and comfort’.
· Pathways facilitate communication between staff members, this can be especially useful in the community palliative care and community nursing. For example, in Barwon Health a copy of the pathway is left in the patient’s home, which really simplifies the process of communication.
· Pathways support a holistic approach to care for patients and provision of support for their families.
· Staff who have used end of life pathways can be key enablers because they talk about the positive experience that they have had and this can encourage other colleagues to ask more about using pathways.
· Rewarding behaviour is a good way of getting staff to utilise end of life pathways – for example, Barwon Health offer quality awards each year and the project officer helped one of the units where the LCP was implemented to apply for a quality award.  

8.2 Barriers
Hockley et al (2006) looked at the barriers that need to be overcome during the process of implementing an integrated care pathway for the last days of life in nursing homes. Qualitative and quantitative data were collected in eight nursing homes before, during and after the implementation of the care pathway.  Six main barriers were identified: a lack of knowledge of palliative care drugs and control of symptoms at the end of life; lack of preparation for approaching death; not knowing when someone is dying or understanding the dying process; lack of multidisciplinary team working in nursing homes; lack of confidence in communicating about dying; some nursing homes are not ready or able to change (24).
Despite all of the evidence to support the use of end of life pathways, a number of barriers to wider implementation have been identified by health services in Victoria as follows:
· A lack of clinical leadership from senior medical and nursing staff can be barrier to engaging medical and nursing staff in the implementation of a pathway.  For example, at St Vincent’s Health medical consultants were emailed packages of information prior to the training and they spoke to all their medical staff mandating that they must attend the LCP training. This leadership is really important for getting medical staff on board.
· Lack of staff time and dedicated resources to support the ongoing implementation of a pathway means that despite initial enthusiasm during a pilot, utilisation of the pathway has been shown to drop off significantly.
· The high turnover of staff in many health services, particularly amongst junior medical staff means that there need to be sufficient resources in place for ongoing education in how to use end of life pathways.

· Diagnosing dying is an important clinical skill and anecdotal evidence suggests that staff find it difficult to know when to put patients on a pathway. This is partly a training issue but it is also to do with the experience levels of staff, and their willingness to make the decision to put patients on the pathway.
· Many generalist staff do not have any training on the palliative approach on their initial training.  Therefore until core education objectives related to the care of dying patients are incorporated into the training of all relevant healthcare professionals the implementation of end of life pathways will be more difficult.

8.3
Sustainability
The difficulties in sustaining change in practice once dedicated support resources (i.e. project nurse) are removed are well documented.  Health services need to have a couple of key things in place to enable the implementation of pathways to be sustained after the initial pilot period. These include:

· Arrangements for providing ongoing education to ensure that the use of EOLC pathways is sustainable over time.

· Ongoing support from an experienced palliative care nurse to provide guidance to generalist staff who may be unsure about it is appropriate to put patients on an end of life pathway is vital to maintaining momentum and motivation for the use of the pathways.
Many health services do not have the resources to be able to put these arrangements in place.  However, there may be alternative way to support the sustainable use of end of life pathways, as follows: 
Ongoing education

In terms of providing ongoing education it has been suggested that utilising the ‘Train the Trainer’ model could minimise the resources required to deliver training and education.  However, this approach is not likely to succeed in isolation as there still need to be dedicated resources to provide day to day support to staff.

Alternatively, if pathway education was included in orientation programs, then this would help ensure that all new staff receive training.  This would require support to be given to the education department to support this training. Opportunities for refresher training should also be included in the annual education calendar to promote sustainability.
It may be valuable to consider other models of delivering education, including online, via video link or DVD/audio recording that clinicians can use when it is convenient and to respond to staff changes over time.  For example, Southern Health is currently in the process of developing a video to support ongoing education. The 30-minute will video contain a number of different sections, and means that it will be less resource intensive to deliver training, especially refresher training in the future. 

Support from other departments
Health services should consider tapping into corporate resources and linking in with other departments (e.g. quality, clinical audit or education) so that the onus for sustained implementation and monitoring of end of life pathways isn’t just on specialist palliative care teams.

For example, the experience of Mirando et al (2005) in Wales was that there was an initial reduction in pathway usage three to five months after the project manager and nurse withdrew their support.  However, there was a subsequent increase in usage and one year after the completion of the project use of the pathway had become embedded in normal clinical practice. The results were particular significant because more than half of those cared for on the pathway had non-malignant disease.  The project team put in place some clear recommendations at the end of the project to try and sustain usage of the pathway, which included recommendations to the audit department to ensure analysis of pathway usage and variance continued (4).
8.4
Economic benefits

One of the ways which could help to increase utilisation of end of life pathways would be to demonstrate the economic benefits of their implementation.  Evidence is beginning to emerge that using end of life tools can led to reductions in health expenditure.
Marginal cost savings could be made in relation to the reduction in unnecessary medications and diagnostic tests at the end of life.  St Vincent’s Health have plans to implement the LCP on an eight-bed inpatient palliative care unit and they are looking at innovative ways of collecting evidence as part of the pre-implementation audit that will help to demonstrate a reduction in healthcare expenditure for patients who are placed on the pathway.  This follows their experience of using the pathway in the GEM units where there was some evidence that using the pathways rationalised the use of medications.  

However, the biggest potential impact on healthcare expenditure would be a reduction in emergency hospital admissions, particularly from care homes.  In a study in the UK, McClelland et al (21) found that if EOLC tools are used in care homes they can reduce unnecessary, unscheduled hospital admissions to acute settings for people with dementia.  Another study which demonstrated a reduction in crisis admissions to hospital from care homes is an evaluation of the impact of introducing the Gold Standards Framework to improve the quality of end-of-life care for residents in 95 care homes in the UK (19).  A recent study in Brisbane also found that dying residents who were commenced on an end of life pathway were significantly less likely to be transferred to hospital, so more able to die-in-place in the familiar environment of their residential aged care facility with carers who were known to them (32).
There are a number of other factors which could lead to a reduction in health expenditure as a result of introducing an end of life pathway, although more research would need to be done in these areas:
· Reduction in complaints from relatives in relation to poor communication at end of life
· Reduction in unplanned staff leave due to increase job satisfaction and morale
· Improved documentation efficiency, i.e. reduced time spent completing pathway versus other required medical records 
9 Links with other initiatives
A potential area for development in the future would be to link pathways for care in the last days of life to other end of life initiatives, such as advance care planning. There is a logical follow on from advance care planning to a pathway for care in the last days and hours of life, which recognises the preferences of the person because they have been identified in advance.
Advance care planning is a mechanism for helping people to formulate and communicate their preferences regarding care during future incapacity.  Everyone approaching the end of their life should have their needs assessed, their wishes and preferences discussed, and an agreed set of actions reflecting the choices they make about their care recorded in a care plan.  In some cases people may want to make an advance decision to refuse treatment, should they lack capacity to make such a decision in the future.  Others may want to set out more general wishes and preferences about how they are cared for and where they would wish to die. These should all be incorporated into the care plan. The care plan should be subject to review by the multidisciplinary team, the patient and carers as and when a person’s condition, or wishes, change. For greater effectiveness, the care plan should be available to all who have a legitimate reason to access it (e.g. out of hours and emergency services).  This process is known as advance care planning.
There are a number of frameworks in use to support advance care planning.  The most widely used framework for advance care planning in Victoria is the Respecting Patient Choices program, which is run by Austin Health.  This and other advance care planning approaches used elsewhere are described in more detail below:
9.1
Respecting Patient Choices (Australia)
The Respecting Patient Choices (RPC) program provides health services with a structured way of delivering advance care planning in a consistent manner.  The program was developed by Austin Health under licence from the original Respecting ChoicesTM program in Wisconsin, USA, and been in use since 2002.  
The program consists of an integrated package of strategies to support advance care planning, including:

· Facilitating advance care planning discussions with patients and their families

· Documenting the discussions in advance care plans or in other ways/forms

· Training health professionals to facilitate the discussions and documentation

· Changing organisation policies, procedures and clinical practices to support advance care planning
· Educating key clinical and non-clinical staff in order to support advance care planning.

In the Hume region of Victoria there has been limited formal work done on end of life pathways, instead they have been focusing in advance care planning as a priority area.  Northeast Health Wangaratta have been doing a Commonwealth-funded project in conjunction with RCP to assist in the education and development of a formalised process for advanced care planning across the Alpine Shire and the Rural City of Wangaratta.  
9.2
Gold Standards Framework (GSF) for Community Palliative Care (UK)
The Gold Standards Framework (GSF) is a framework to enable a gold standard of care for all people nearing the end of their lives.  GSF is a generic tool developed to optimise the care for patients nearing the end of life in the community.  It was initially developed for cancer patients but can now be used for any patient with a life-limiting illness.  Its aim is to help people to live well in the final year of life, rather than specifically in the last days or hours of life when the LCP is would be used, although the LCP is a key stage in the GSF.

The framework provides support for carers, staff satisfaction and morale and team working with specialists and has an impact on reducing unnecessary hospital admissions.  However, a Public Accounts Committee in the UK recently criticised the fact that there has been limited formal evaluation of the patient benefits associated with approaches intended to improve EOLC such as the GSF (30).
9.3
Preferred Priorities for Care Plan (PPC) (UK)

The Preferred Priorities for Care (PPC) is a document that individuals hold themselves and take with them if they receive care in different places. It has space for the individual’s thoughts about their care and the choices they would like to make, including saying where, if possible, they would want to be when they die. Information about choices and who might be involved in their care can also be recorded, so any care staff can read about what matters to the individual, thereby ensuring continuity of care. 
10 Conclusion
Pathways for care in the last days of life are being used by a growing number of health services across Victoria in a variety of settings.  There is substantial evidence from post-implementation audits that using these pathways has led to improvements in the quality of care of the dying, and there is a lot of interest from health services in introducing the pathways in more settings.

In particular, it has been identified that introducing the pathways into general acute inpatient settings can have a significant impact on the quality of care for dying patients, in particular patients with non-malignant disease who tend not to be seen by specialist palliative care teams.  Another setting where the wider utilisation of EOLC pathways could have a significant impact would be in residential care homes.  Staff in these settings usually have limited palliative care experience and as a result residents often end up being admitted to hospital at the end of life.  Implementing end of life pathways could be used to standardise the care given and to reduce the number of crisis admission to emergency departments, which in turn could lead to a reduction in health expenditure.
The main barrier to sustained implementation of EOLC pathways is the availability of resources to providing ongoing education and clinical support to teams using the pathway.  However, in the context of increasing demand for palliative care, the formal implementation of end of life pathways provides a way of supporting generalist staff to provide palliative care to non-complex patients.  Future policy development in this area could include looking at the role of nurse practitioners and hospital-based consultancy teams in relation to supporting implementation of pathways.  Another area of development for the future would be to link the use of EOLC pathways with other initiatives, specifically advance care planning.
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