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Executive Summary
Palliative care is the care of people of all ages with a life limiting illness, with little or no prospect of a cure, and for whom death is the likely outcome – be that hours, days, weeks, months or sometimes years away.  

This plan is for the development of a consistent palliative care approach for the Wairarapa District Health Board population.  Palliative care will be delivered across our primary and secondary health services, so that the palliative needs of all patients are assessed and their care and support provided in a coordinated way as an integral part of our primary and secondary health services.  This district wide generalist palliative care service will be underpinned and overseen by high quality specialist palliative education, advice and services as required to meet more complex needs.

The vision for Wairarapa palliative care services is:

All people in Wairarapa with a life limiting illness have timely access to palliative care services that are culturally appropriate, are provided in a coordinated way, affirm and encourage the quality of life for each individual and enable them to die comfortably, with dignity and in the place of their choice.  Families /whanau, caregivers and close friends receive support and care during the patient’s illness and in bereavement.

The principles which will guide the development of palliative care services in Wairarapa are:

1. The focus of the palliative care is the person who is dying.

2. Families, whanau, close friends, carers and other people who are important to the dying person are supported in their caring and in their bereavement.

3. Each person’s uniqueness, culture, spirituality and autonomy is respected, care is based on their expressed needs and wishes and takes account of beliefs regarding illness, healing, comfort, care practices, location of care, and death and dying.

4. All people who are likely to die within twelve months should be informed of their entitlement to palliative care and have access to core health and support services appropriate to their needs, provided wherever possible in the location of the person’s choice.

5. The Treaty of Waitangi, He Korowai Oranga and Te Whare Tapa Wha underpin all interactions, policy and service developments.

6. Service configuration is flexible, builds on, and is integrated with existing health services – and can adapt to local, regional and national service developments and current best practice.

7. Agencies will work collaboratively together to develop proactive partnerships, deliver comprehensive, holistic and well coordinated services, and provide continuity of care for the person throughout their illness. 

Seven strategic directions provide a framework for implementing our vision, for developing our local services, and for coordination with primary secondary, specialist and regional services:
1. Provide a clear pathway for entry to the palliative care service

2. Provide systematic needs assessment and care coordination 

3. Provide effective and co-coordinated essential palliative care services; including case management, generalist palliative care and support services, with specialist palliative care services available when required for people with complex needs 

4. Identify and work with local voluntary and other support services that can provide additional support to people who are dying and their families, whanau and carers

5. Provide on-going psychosocial support for carers, family and whanau, including links to welfare and bereavement support

6. Ensure culturally appropriate services for Maori and other ethnic groups

7. Develop a palliative care approach across all health services through workforce development and training and through the adoption of a recognised pathway for the dying

The overall approach that will be taken is the provision of high quality generalist
 palliative care through an integrated network of credentialed health professionals from primary, community, aged residential care and secondary health services.  This network of  palliative care providers will work in partnership with regional specialist palliative care services and be underpinned by palliative care training for all providers, commitment to common palliative care standards and shared plan of care for each dying person.  
The integrated network of palliative care services will also be linked to, and draw on the supports available through family, whanau, community, and voluntary agencies.

Seventeen priority actions are proposed to implement the district wide palliative care approach and integrated network of services: 

1. Establish a community palliative service within a single umbrella organisation
2. Develop specify and establish the role of a Palliative Care Administrator

3. Define an effective assessment process
4. Identify processes for the development of care plans

5. Clarify and confirm the roles within the local palliative services, including, hospice, district nursing, general practice teams, residential care facilities, community pharmacies and hospital services

6. Develop partnership arrangements for integrated services

7. Ensure equitable and transparent access to support services through a single point of entry
8. Identify and collate information on relevant community and government agencies and the services they offer
9. Identify options for supporting families/whanau and others, including through training in personal cares

10. Investigate demand for daycare services and explore the feasibility of daycare services
11. Identify existing resources  for psychosocial support and processes for accessing them
12. Develop processes for equitable access to funded services and linking people to community and voluntary support
13. Explore options for care coordination for Maori, including location within a Maori provider
14. Identify assessment and care coordination processes that ensure the needs of all ethnic groups are met, and their preferences respected
15. Provide cultural awareness training for all palliative care providers
16. Identify education and training requirements across health providers and scope and plan appropriate provision

17. Examine options for the introduction of a recognized care of the dying pathway, including funding and workforce options
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1
Introduction

1.1
What is palliative care?
Palliative care is the care of people of all ages who have with a life limiting illness, with little or no prospect of a cure, and for whom death is the likely outcome – be that hours, days, weeks, months or sometimes years away.  
The recognised international definition of palliative care comes from the World Health Organisation (2002).  According to the WHO:

Palliative care is an approach that improves the quality of life of patients and their families facing the problems associated with life-threatening
 illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual. Palliative care:

 Provides relief from pain and other distressing symptoms

 Affirms life and regards dying as a normal process

 Intends neither to hasten nor postpone death

 Integrates the psychological and spiritual aspects of patients’ care

 Offers a support system to help patients live as actively as possible until death

 Offers a support system to help the family cope during the patient’s illness and in their own bereavement

 Uses a team approach to address the needs of patients and their families, including bereavement counselling, if indicated

 Will enhance quality of life, and may also positively influence the course of illness

 Is applicable early in the course of the illness, in conjunction with other therapies that are intended to prolong life, such as chemotherapy or radiation therapy, and includes those investigations needed to better understand and manage distressing clinical complications.

Furthermore, the WHO defines palliative care appropriate for children and their families as follows (the principles also apply to other paediatric chronic disorders):

 Palliative care for children is the active total care of the child’s body, mind and spirit, and also involves giving support to the family

 It begins when illness is diagnosed, and continues regardless of whether or not a child receives treatment directed at the disease

 Health providers must evaluate and alleviate a child’s physical, psychological and social distress

 Effective palliative care requires a broad multidisciplinary approach that includes the family and makes use of available community resources; it can be successfully implemented even if resources are limited

 It can be provided in tertiary care facilities, in community health centres and even in children’s homes

The holistic Maori philosophy/model Te Whare Tapa Wha (Four sided house) towards health/wellbeing is appropriate when applied to palliative care, and dovetails well with the WHO definition.  In particular it emphasises Te Taha Hinengaro (psychological health) Te Taha Wairua (spiritual health), Te Taha Tinana (physical health), and Te Taha Whanau (family health).
The Palliative Care Subcommittee of the NZ Cancer Treatment Working Party has developed a definition of palliative care to underpin the implementation of the New Zealand Palliative Care Strategy,
 Goal 4 of the NZ Cancer Control Strategy,
 and on-going development of palliative care services in New Zealand.  This definition has as a starting point the WHO definition.  The New Zealand definition identifies generalist and specialist levels of palliative care, which ‘should be part of an integrated framework of care provision which may be facilitated through local and regional networks, with defined formal linkages to key services including community primary care, local acute hospitals, regional cancer centres, and other regional palliative providers’. 

The New Zealand definition of palliative care (which applies to palliative care for all ages) is:

Care for people of all ages with a life-limiting illness which aims to:

1.
optimise an individual’s quality of life until death by addressing the person’s physical, psychosocial, spiritual and cultural needs. 

2.
support the individual’s family, whanau, and other caregivers where needed, through the illness and  after death.

Palliative care is provided according to an individual’s need, and may be suitable whether death is days, weeks, months or occasionally even years away.  It may be suitable sometimes when treatments are being given aimed at improving quantity of life.

It should be available wherever the person may be. 

It should be provided by all heath care professionals, supported where necessary, by specialist palliative care services. 

Palliative care should be provided in such a way as to meet the unique needs of individuals from particular communities or groups.  These include Maori, children and young people, immigrants, refugees, and those in isolated communities.  

Generalist palliative care is palliative care provided for those affected by life- limiting illness as an integral part of routine standard clinical practice. It is provided in the community by general practice teams, Maori health providers, allied health teams, district nurses, and aged residential care staff etc.  It is provided in hospitals by general ward staff, as well as disease specific teams – for instance oncology, respiratory, renal and cardiac teams.

Some of the generalist providers, eg general practice teams, will have an ongoing contact with a family throughout and following illness. Others, such as district nurses or ward nurses will have episodic contact, depending on the needs of the patient and family.

Providers of generalist palliative care will have defined links with (a) specialist palliative care team(s) for the purposes of support and advice or in order to refer patients with complex needs. They will also have access to palliative care education to support their practice. 

Specialist palliative care is palliative care provided by those who have undergone specific training and/or accreditation in palliative care/medicine, working in the context of an expert interdisciplinary team of palliative care health professionals.

Specialist palliative care may be provided by hospice or hospital based palliative care services where patients have access to at least medical and nursing palliative care specialists.

Specialist palliative care will be provided through accredited services (or organisations) that work exclusively in palliative care and meet specific palliative care standards as they are developed nationally. Specialist palliative care practice builds on the palliative care provided by generalist providers and reflects a higher level of expertise in complex symptom management, psychosocial support, grief and bereavement. Specialist palliative care provision works in two ways:

1.
Directly – to provide direct management and support of patients and families/ whānau where more complex palliative care need exceeds the resources of the generalist provider. Specialist palliative care involvement with any patient and the family/ whānau can be continuous or episodic depending on the changing need.

Complex need in this context is defined as a level of need that exceeds the resources of the generalist team – this may be in any of the domains of care – physical, psychological, spiritual, etc.  

2..
Indirectly – to provide advice, support, education and training of other health professionals and volunteers to support the generalist provision of palliative care provision. 
.
Similarly, the New Zealand Palliative Care Strategy proposed the development of:
· a set of essential services for dying people who could benefit from palliative care.  These essential services would include assessment (initial and ongoing),care coordination, clinical care and support care
· a flexible service configuration that builds on existing services, takes account of the future direction of primary care, and is coordinated to ensure that dying people have access to all essential services via two inter-linked levels of palliative care services that include:
· local palliative services provided from each District Health Board area, which provide the essential services for people who are dying
· specialist palliative care services in each region.  These providers would have particular responsibility for providing the specialist palliative care advice for the region, maintaining linkages with the tertiary hospitals and undertaking regional and national quality improvement and educational activities.

1.2
Why do we need a palliative care plan for Wairarapa?

We need a palliative care plan because there are people in our community who are living with incurable life-limiting illnesses, who have poor access to services, and for whom services are uncoordinated.  The quality of life for these people can be improved through control of symptoms and support for their practical and psychosocial needs.

High quality palliative care will improve the experience of death for the person who is dying and for their families, whanau and people close to them.  The Wairarapa DHB believes that all people in Wairarapa who are dying, no matter where they are dying, and those who are important to them, should be able to access the support they need to facilitate a good death.

Reducing the incidence and impacts of cancer and other chronic conditions is also a district priority, as identified in the District Strategic Plan and annual plans.  Ensuring the high quality palliative care is available to all people in the end stages of chronic conditions can contribute to this priority.
The development of a district palliative care plan is consistent with the New Zealand Palliative Care Strategy 2001.  The national Strategy was developed in response to the growing recognition that palliative care is effective, but that access to palliative care was variable.  Significant service issues were identified including:
· a lack of a palliative care approach in some services

· poor integration and coordination of palliative care services

· lack of standard quality specifications and outcome measures

· lack of workforce planning; and

· variability of funding of palliative care services.

Demographic projections and cancer trends indicated that there would be an increasing need for palliative care services.
Implementation of the New Zealand Cancer Control Strategy requires DHBs to develop and implement plans for palliative care services for people with cancer.  During 2006/07 the Wairarapa DHB has developed a district Cancer Control Strategy implementation plan.  This plan will incorporate the actions proposed in this district palliative care plan to ensure that all people with cancer in Wairarapa can access high quality and appropriate palliative care in a timely manner.
Review of Palliative care in Wairarapa 

As a first step in developing palliative services and a palliative approach across health services, the Wairarapa DHB commissioned a review of local palliative care services.  The purpose of the review was:
· To assess the extent to which the current arrangements for funding and provision of palliative care services in Wairarapa meet the requirement for an integrated, flexible, comprehensive and efficient service for patients and their family and whanau, as required by Government’s Palliative Care Strategy. 

· To advise on the changes required in funding and provision of palliative care services to provide a seamless and more cohesive service. 

· To advise on options for future development of the services.

The findings of the review were that while the services offered were regarded as being of high quality, they were not well integrated with each other.  This lack of integration leads to both gaps and duplication in services.  Specific findings of the review, which are addressed in this plan include:
· Issues with the coordination of service provision for patients.  

· Lack of integration and professional differences between services.  

· Effectiveness, cost-effectiveness and service quality issues involved in having multiple providers providing overlapping services.  

· Lack of a palliative care approach in the hospital.  

· Inflexibility of GP Care Plus funding to meet the needs of palliative patients.  

· Insufficient, inappropriate or a lack of formalised planning in terms of service delivery for the following population groups.

· Non-cancer patients

· Maori

· Adults under 65 years of age

· Children

· Rural patients

· Impact of growing need for palliative service, and ability of current services to meet this demand

1.3
Who is palliative care for?

Palliative care can benefit all people who are dying from active, progressive diseases or other conditions that are not responsive to curative treatment.

The palliative approach assists health professionals to determine the stage in a person’s illness or condition when palliative services are needed.  The New Zealand Palliative Care Strategy (NZPCS) recommends that palliative care should generally be available to people whose death from progressive disease is likely within twelve months.  The NZPCS also states that the introduction of palliative care or referral of a person to palliative services should be:
· Guided by referral protocols

· Supported by the advice of a health professional, and, most importantly

· Based on the person’s needs and choices.

Until people require palliative care it is important that they receive appropriate support care and clinical care to enable them to maintain their independence for as long as possible or desired.

2
Vision and Goals
2.1
What do we want this plan to achieve?

We want to develop a consistent palliative care approach delivered across our primary and secondary health services, so that the palliative needs of all patients are assessed and their care and support coordinated as an integral part of our primary and secondary health services.  This district wide generalist palliative care service will be underpinned by high quality specialist palliative services which will provide education, advice and the provision of services to meet more complex needs.
2.2
Vision

Our vision for palliative care services is:

All people in Wairarapa with a life limiting illness have timely access to palliative care services that are culturally appropriate, are provided in a coordinated way,  affirm and encourage the quality of life for each individual and enable them to die comfortably, with dignity and in the place of their choice.  Families /whanau, caregivers and close friends receive support and care during the patient’s illness and in bereavement.
2.3
Principles 
The principles which will guide the development of palliative care services in Wairarapa are:

1. The focus of the palliative care is the person who is dying.
2. Families, whanau, close friends, carers and other people who are important to the dying person are supported in their caring and in their bereavement.
3. Each person’s uniqueness, culture, spirituality and autonomy is respected, care is based on their expressed needs and wishes and takes account of beliefs regarding illness, healing, comfort, care practices, location of care, and death and dying.

4. All people who are likely to die within twelve months should be informed of their entitlement to palliative care and have access to core health and support services appropriate to their needs, provided wherever possible in the location of the person’s choice.
5. The Treaty of Waitangi, He Korowai Oranga and Te Whare Tapa Wha underpin all interactions, policy and service developments.
6. Service configuration is flexible, builds on, and is integrated with existing health services – and can adapt to local, regional and national service developments and current best practice.
7. Agencies will work collaboratively together to develop proactive partnerships, deliver comprehensive, holistic and well coordinated services, and provide continuity of care for the person throughout their illness. 
2.4
Strategic Directions

Seven strategic directions provide a framework for implementing our vision, for developing our local services, and for coordination with primary secondary, specialist and regional services:

1. Provide a clear pathway for entry to the palliative care service

2. Provide systematic needs assessment and care coordination 

3. Provide effective and co-coordinated essential palliative care services; including case management, generalist palliative care and support services, with specialist palliative care services available when required for people with complex needs 
4. Identify and work with local voluntary and other support services that can provide additional support to people who are dying and their families, whanau and carers

5. Provide on-going psychosocial support for carers, family and whanau, including links to welfare and bereavement support

6. Ensure culturally appropriate services for Maori and other ethnic groups
7. Develop a palliative care approach across all health services through workforce development and training and through the adoption of a recognised pathway for the dying
The overall approach that will be taken is the provision of high quality generalist
 palliative care through an integrated network of credentialed health professionals from primary, community, aged residential care and secondary health services.  This network of palliative care providers will work in partnership with regional specialist palliative care services and be underpinned by palliative care training for all providers, commitment to common palliative care standards and shared plan of care for each dying person.  This will ensure a consistent palliative care pathway as illustrated in the diagram on the next page.
The integrated network of palliative care services will also be linked to, and draw on the supports available through family, whanau, community, and voluntary agencies, providing a coherent package of care and support.  The relationships between the person receiving care and the services involved are illustrated in the diagram below.  The roles of each of these services are further described in the following sections, which discuss the seven strategic directions, and the priority actions required to implement them.






The Palliative Care Pathway
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Strategic Direction 1: Provide a clear pathway for 
entry to the palliative care service 
Both district and national evidence suggests that not all people who could benefit are currently accessing palliative care.  This is particularly an issue for:
· Rural people, especially those living in south and coastal Wairarapa
· People who are suffering from non-malignant disease, which may progress very slowly and where clinicians are likely to be less accustomed to palliative methods

· Maori, who have historically been less likely to access health services

The key to a clear pathway to services is a single point of entry which is well documented and understood by all health professionals and the wider community.  This single point of entry would provide access to all domiciliary nursing, support services, family/care support, hospice and specialist services.  

The organisation of palliative care services fits well with wider community based health, disability and support services.  Frequently, those who require palliative care are already receiving home based care and support.  It is intended that, wherever possible, primary, secondary and community health services already involved in a person’s care will be the main providers of palliative care.  This minimises disruption in the care arrangements and relationships that have been established throughout the course of a person’s illness.  This plan seeks to integrate a palliative approach throughout primary and secondary health services, so that medical professionals can provide continuity of care throughout a person’s illness, supported by specialist palliative services.  Given this ‘generalist’
 approach to palliative care, it is logical that services and funding streams for palliative care would be accessed through the same channels as other health and disability services.  
Wairarapa DHB is currently planning for a single ‘umbrella’ organisation to assess needs, coordinate services and provide access to all community based health and disability services
.  It is intended that this agency will also coordinate and fund a range of community based palliative care services.
Referrals would be accepted from any source, including from GPs, specialists (eg oncologists), specialist nurses, Maori health services, hospitals and rest homes, family and self-referrals.  It is important that all health providers understand the palliative care approach to ensure that a timely referral is made to the palliative care service.  A number of actions are proposed under Strategic Direction 7 to promote a palliative approach across all health services.

To ensure that the provision of palliative care is given priority, and to support the various providers in their palliative care roles, it is proposed that a dedicated palliative care administration (PCA) position is established within the ‘umbrella’ organisation.  This position would be responsible for:
· Receiving referrals.  
· Notifying and communicating with GP

· Identifying who is already involved

· Coordinating assessment and case review

· Identifying and coordinating with the nominated care coordinator (Lead Palliative Carer /LPC)

· Providing administrative support to the LPC in the delivery of the care plan

· Arranging support services as required by agreed care plan

· Holding and administering equipment

Most importantly, the position would support the coordination of care by providing a link between care coordinators and support services required.

Priority actions 
1. Establish a community palliative service within a single umbrella organisation.
Planning is currently underway for the establishment of a single umbrella organisation for the assessment and coordination of all community health services.  Implementation is expected to coincide with the relocation of community services into a new building.  The palliative care service should be including in the business planning for the new building.

2. Develop specify and establish the role of Palliative Care Administrator

The establishment of the administrator role should occur at the inception of the new palliative service model.  If this is prior to the establishment of the umbrella organisation, the position should in the interim be established within the DHB Community Health Services.
4
Strategic Direction 2: Provide systematic needs 
assessment and care coordination 

The NZPCS identifies a set of essential services which should be available to all people who are dying and their family/whanau.  The Strategy notes that this set of services is consistent with overseas practice and current thinking in New Zealand
.  Essential services are defined as:

· Assessment

· Care coordination

· Clinical care, and 

· Support care

4.1
Assessment

With regard to assessment, the Strategy suggests that:

Following confirmation that a person’s illness or condition has reached its terminal stage, the dying person should have an initial multidisciplinary assessment to identify the person’s and their family/whanau’s physical, social, spiritual and emotional needs. Following this initial assessment, there should be ongoing assessment by team members directly involved in the person’s care. A multidisciplinary assessment is important to ensure that all needs are identified early, and that an individualised care plan is established. It is important that the multidisciplinary team include the GP/practice nurse of the dying person to ensure continuity of care.

Providing for initial and ongoing assessment of needs is an important part of the Wairarapa Palliative Care Plan.  The proposed single point of entry will facilitate an initial clinical triage of all people being referred for services.  Where this triage and referral information indicates that palliative care could meet the symptom control, physical and emotional support, and spiritual needs of a person and their family/whanau, the Palliative Care Administrator (PCA) would be responsible for arranging for an initial assessment.  
Prior to the assessment the PCA should identify the clinical, nursing, support and voluntary agencies already involved in the care of the person and, where appropriate, identify current providers who would most appropriately provide on going case management and care coordination.  A key part of the assessment and planning process is the identification of the individual who will be responsible for the coordination of care and support services (Lead Palliative Carer or LPC).  The role and responsibilities of the LPC are discussed more fully in section 4.3.  The nominated Lead Palliative Carer should always be involved in the assessment and care planning.

The nominated LPC would generally lead the assessment process in conjunction with locally based specialist palliative nursing staff and key clinical and support agencies. Wherever possible the assessment should include a palliative care specialist, other clinical staff involved in the care of the patient (for example, oncology and respiratory specialist nurses, Maori health provider, and a social worker).  GP teams should have involvement in the assessment and development of a care plan.  
The assessment will be patient focused and will integrate physical, spiritual, cultural and psychosocial needs of the dying person and those important to them.  It is intended that a needs assessment tool will be adapted/developed to support the assessment, and that this tool would be used by all providers to ensure a common standard of needs assessment and care planning.  
While clear assessment procedures and protocols will underpin the palliative services for all people who are dying, to ensure that their needs are planned for and met, people should not be subjected to repeat assessments by different health professionals and agencies.  The initial palliative care assessment will therefore take account of, and build on, previous assessments by health or social service agencies.  For example, a palliative care assessment of a person already in long term nursing care will draw on the clinical assessment of the nursing and clinical staff already involved, but will also assess and plan for control of symptoms, psychosocial needs and ensure that necessary financial arrangements are in place.
If the assessment determines that palliative care is not needed for any person,  alternative support services will arranged as appropriate through the umbrella agency.  
4.2
Care plan

From the assessment a care plan will be developed covering the goals and priorities of the person and their family and the plan for their care and support.  The plan will include all aspects of care, including medical, nursing, physical, spiritual etc.  The plan will be a living document, held by the patient, and contributed to and updated by all parties.  
The LPC, in consultation with a specialist palliative care nurse (associated with a specialist hospice service), will be responsible for developing the plan in conjunction with the dying person, their family and palliative specialists.  It will formally document the roles and responsibilities of all health care providers, including the LPC, general practices teams, residential care providers, district nursing and hospice.  The plan will identify family, community and voluntary resources which can contribute to the physical, emotional and spiritual care and wellbeing of the person and their family.  It will ensure that practical and financial considerations are addressed, including Advance Directives and Enduring Power of Attorney. It will also document the agreed arrangements for accessing after hours and acute care.
It will be expected that the plan will be developed with regard to principle 3 of the Wairarapa Palliative Care Plan, that is: each person’s uniqueness, culture, spirituality and autonomy is respected, care is based on their expressed needs and wishes and takes account of beliefs regarding illness, healing, comfort, care practices, location of care, and death and dying.  

The plan can be added to by other members of the disciplinary team after the initial assessment if they have been unable to participate.  The LPC would be responsible for ensuring that the plan incorporates all aspects of care, includes specialist medical input when required, and is agreed by the dying person, their primary carer and others close to them.
Where Care Plus funding is being accessed by the GP team, the palliative care plan will fulfill the requirement for a Care Plus plan.

Both the assessment and planning processes will be to common standards and service specifications irrespective of which provider the LPC is associated with.

4.3
Care coordination

Care coordination is the primary role of the Lead Palliative Carer.

With regard to the coordination of care the NZPCS states:

Each person who is dying should be allocated a care co-ordinator at, or following, the initial assessment. The care co-ordinator is responsible for ensuring that the dying person and their family/whanau are provided with information regarding palliative care options and services, and that the family/whanau are provided with the necessary information and skills to assist in caring for their dying family member. The care co-ordinator also has responsibility for co-ordinating and ensuring access to the appropriate palliative care and other services, including:
· specialist palliative care
· primary care services
· hospital services
· Maori health services
· residential care services
· home support
· services provided by social support agencies (for example, Work and Income New Zealand)
· voluntary services (for example, Cancer Society, MS Society and Motor Neurone Society).
The care co-ordinator will ensure care is appropriate to the person’s needs and culture. They will have responsibility for promulgating the palliative care approach and for liaising with and maintaining working relationships with all providers and volunteers
.
Providing effective care co-ordination for the relatively low number of people requiring palliative services in the small and rural Wairarapa population will required each LPC to have a good understanding of palliative care principles, and links to general district health and support services as well as specialist palliative services.  
The coordination of palliative care currently rests with the specialist hospice service for patients admitted to the hospice.  This provides high quality palliative care for those with complex needs.  However those who do not have significant symptom control issues, especially those with non-malignant conditions, tend to access a lesser level of care and support.  People are also frequently admitted to the specialist hospice service very late in their disease course, resulting in a change of service which disrupts continuity and requires the duplication of nursing and equipment resources.  
To overcome these issues, and according to principles 6 and 7 of this plan
, it is proposed that palliative care coordination be undertaken within the ‘generalist palliative service’, by a health professional who has the necessary expertise and an ongoing relationship with the dying person.  It is envisaged that this could include a specialist nurse (eg oncology, respiratory, cardiac), Maori health provider nurse or health worker, District Nurse, aged residential care provider, or general practice nurse.  The person identified to undertake this coordination role, or Lead Palliative Carer (LPC), would not necessarily provide the care themselves, but would be responsible for developing and coordinating the care plan and for facilitating (where appropriate through the palliative care administrator) the services and resources identified in the plan.  Specifically the LPC would:
· be responsible for ensuring that medical, social and spiritual needs are met, including domiciliary nursing, GP visits, social worker, hospice or other specialist assessment and advice, support services, and linking to income support, respite care and community and voluntary services

· liaison with GP and specialist services, including hospice, as required, and

· arranging (through the PCA) for homebased support

This formalises a coordination and case management role that is frequently undertaken by community based health professionals at present.  However, there is likely to be some impact on workloads, with consequent resource considerations.  Additional resources may also be required to provide culturally appropriate coordination services for Maori.  Detailed service specifications and an implementation plan will be developed.

To be credentialed to provide this coordination role within the Wairarapa palliative care service, all LPCs should have completed some palliative care education, and should participate in ongoing professional development in palliative care.  They will also work to common standards and service specifications and clinical best practice as outlined in the palliative care service manual.
Priority Actions

3. Define an effective assessment process.

The assessment process will include processes for coordination, identification of who should be involved and the introduction of a common assessment tool for all providers.
It is expected that current development of palliative care service specifications by DHBNZ may assist in defining standards for assessment of palliative care needs.  This work will be incorporated into detailed local service planning.

Protocols will also be developed for people with acute and urgent needs.

4. Identify processes for the development of care plans

It is expected that local processes could be adapted from best practice models currently in use in other areas.  Key concepts are that all agencies should contribute to a single plan of care and provide clear communication on needs and treatments; the plan should clearly identify the roles and responsibilities of each agency; and that the plan should provide a clear pathway for addressing the physical (including symptom control), psychosocial, support and spiritual needs of the person and their whanau until their death and in bereavement.
5
Strategic Direction 3:  Provide effective and co-coordinated essential palliative care services; including case management, generalist palliative care and support services, with specialist palliative care services available when required for people with complex needs 

As the Wairarapa does not have a locally based inpatient hospice service, this plan puts emphasis on the provision of high quality generalist palliative care, provided through an integrated network of credentialed health professionals from primary, community, aged residential care and secondary health services.  This network of palliative care providers will work in partnership with regional specialist palliative care services and be underpinned by palliative care training for all providers, commitment to common palliative care standards as documented in a manual, common assessment methodology, and a single shared plan of care for each dying person.

5.1
Primary care

It is anticipated that most medical palliative needs will be met by a patient’s primary medical care provider, while nursing and support needs are met by DHB district nursing, personal care and home support services.

The NZPCS emphasises the key role of primary care providers in provision of services to meet the needs of people with terminal illnesses.  The review of palliative care in Wairarapa noted that there were frequently barriers to this occurring in practice.  The review highlighted financial barriers for patients accessing primary care, particularly in the last phases of a terminal illness when home visits are necessary.  This can result in patients not receiving the care they need and/or GPs providing the care without payment, with consequent financial penalty to their practice.  
To overcome these financial barriers, it is proposed that there is a funded general practice component of the local palliative service.  GPs will be credentialed to access additional funding for care of patients who are admitted to the palliative service if they undertake regular professional development in palliative medicine, agree to work in partnership with the specialist palliative service, and have an agreed and documented role in the provision of care.
GP teams, as the primary health providers, will normally be the initial point of contact for the patient and family.  As part of the palliative care partnership, agreed after hours arrangements will be documented as part of the care plan.  This will include arrangements for contacting GP teams, district nurses and the LPC out of normal working hours.
5.2
Domiciliary nursing

Where domiciliary nursing care is required this will be provided by the district nursing service and facilitated by the LPC.  It is the expectation that, wherever practical, care will be provided in the patient’s home.  Where the person’s usual residence is a residential care facility, that facility should if necessary be supported to provide the additional level of care required.  This includes additional GP visits and district nursing.

As with other health providers of palliative care, it is expected that district nurses will undertake ongoing professional development in palliative care.

5.3
Support services

Support services for people with disabilities are well established.  For those with medical conditions, multiple funding streams, eligibility criteria and points of access can make it difficult for people to get the personal assistance and home help required.  Work is underway nationally and locally to improve the support for people with medical conditions.  This work is expected to clarify eligibility and access requirements to support services.  While there will inevitably be constraints on the provision of publicly funded support services, more transparent and equitable arrangements are likely in the short to medium term.  

Establishing a local palliative service within a single umbrella assessment and support agency enables the efficient organisation of support services, and ensures that all people are able to access the support they are entitled to.  This single point of coordination will also facilitate links to community and voluntary support services.
5.4
Specialist services

Providing timely access to high quality specialist services for those with complex needs is a key principle of this plan.   Design of the palliative care service must therefore take account of the present need to liaise closely with specialist palliative care services in neighbouring DHBs, and draw on those specialist resources in a cost effective and equitable way..  This plan proposes an integrated service model that is a partnership of specialist and generalist providers.  Accordingly, people who require palliative care will not be admitted separately to a specialist service.  Instead, all people admitted to the service will be assessed by, and known, to the specialist service, and will have access to specialist services as required.  This approach will require a new and more flexible model of contracting than that traditionally employed between DHBs and hospices.
Specialist services will:
· Participate in an initial assessment of needs and support the nominated LPC in the development of a patient care plan.  Records of all patients admitted to the palliative program would be held by the specialist (hospice) service.

· support primary and secondary health care providers through patient consultations and advice on complex symptom control issues as required (including telephone advice, clinics and home/hospital visits)

· promote a palliative approach by providing a planned programme of on going education and professional development for all health care professionals and providers (including Wairarapa hospital, District Nurses, GP teams, Maori providers and aged residential care providers)
· develop and maintain a manual supporting best clinical practice in palliative care, for use by all health providers involved in palliative care in Wairarapa
· provide ad hoc inpatient beds (at the base hospice) for those with very acute and complex needs who prefer not to be cared for in the community

· develop day care facilities for assessment, symptom control, carer relief and patient support

· participate in further assessment and case review as required
· involvement in further developments palliative care in the district.

These regional services would be provided in partnership with the local palliative care service.

5.5
Acute care

This plan aims to provide for an excellent and consistent approach to palliative care across all health services.  We would therefore expect a reduction in hospitalisations as patients are cared for in the community in a planned and coordinated manner.  However it is inevitable that acute, hospital level care will be required by people with terminal illnesses from time to time.  It is important therefore that there is a high level of palliative care skill among hospital staff, and that hospital staff are able to contribute to the care of palliative patients in a planned and consistent manner.  
Over time, it is expected that national initiatives to increase the palliative component of medical and nursing education will increase the skill of hospital staff.  However, an immediate priority of this plan is the provision of palliative care education for DHB staff.  It is envisaged that this education would be provided in partnership with specialist hospice services.

Experience in other DHBs has also indicated that hospital based palliative care teams are most influential in achieving a palliative approach within hospital services.  While WDHB is not currently able to support the dedicated provision of specialist palliative staff, specialist nursing staff could work across community and hospital settings, and clinical expertise could be developed within primary or secondary health services to provide a degree of palliative support for hospital services.  The feasibility of developing these services will be investigated.
Continuity of care for palliative patients can also be achieved through the use of a single patient record.  The patient records and care plan should be available to hospital staff providing care during acute admissions, and the plan should, where appropriate, include arrangements for accessing acute care.  This may in some circumstances include direct admission to inpatient care. 

The following diagram illustrates the relationship of health providers in the provision of palliative care.

Priority actions
5. Clarify and confirm the roles within the local palliative services, including, hospice, district nursing, general practice teams, residential care facilities and hospital services
Definition of generalist and specialist roles will provide the basis for a detailed service specification and the contracting of services.  It is expected that the development of national service specifications will assist with the development of local services.

6. Develop partnership arrangements for integrated services

Service specifications and contracting arrangements will also detail the working relationships and accountabilities of each organisation.  These relationships will be based on collaboration.
7. Ensure equitable and transparent access to support services through a single point of entry.
Work is underway to improve the access to support services for people with medical conditions.  This will be taken into account in implementing this plan.  The single point of entry and care planning process will streamline access to funded support services and provide enhanced links to other community and voluntary support services.
6
Strategic Direction 4:  Identify and work with local community support services, including families, whanau, voluntary organisations and others that can provide additional support to people who are dying and their families, whanau and carers.

Additional support is provided to people who are dying through family, whanau, voluntary and community resources as well as through DHB contracted providers such as Maori Health Providers.  This plan recognises and supports the important role these people and organisations play in supporting people who are dying and their families.  

An important part of initial and on-going assessment and care coordination is the identification of these wider resources, empowering and enabling them to support the dying person as appropriate.

This wider support includes government agencies, including Work and Income and Housing Corporation NZ, who can provide income, childcare and housing assistance.

For people with cancer, the Cancer Society is an important source of financial and practical assistance.  Locally the Cancer Society is developing a supportive ‘patient navigator’ role to support people from the time of diagnosis and through their treatment.  This support and assistance is even more important when active treatment ends, and should be recognised in the palliative care plan. 
Maori whanau often prefer to provide care and support for their whanau member directly.  This role is often supported by hapu, iwi organisations and Maori health providers.  The assessment and care planning process identified in this plan facilitates the identification of resources that can support whanau in their care.  This may include support to increase the skills of those providing the care.  Options for providing access to specific training in personal cares will be examined.
Other important sources of support can include churches, community trusts, support groups, neighbors and friends.  The identification of supports available to each person, and the recognition of their role in the provision of care is an important part of the assessment and care planning process and care coordination by the LPC.
National and international evidence suggests that valuable support can be provided through daycare programmes and facilities.  This could be particularly so in the Wairarapa where there is not an inpatient hospice.  This can also provide a venue for wider supports, for example complementary therapies.  As it is not clear whether there would be sufficient demand for such a service further investigation should be undertaken of the feasibility of such a service in Wairarapa.

Priority actions
8. Identify and collate information on relevant community and government agencies and the services they offer
A single point of entry to services, and the PCA role provide an opportunity to collate and disseminate information about government, community and voluntary support services.
9. Identify options for supporting families/whanau and others, including through training in personal cares
Options may include adapting modules from residential care facility care training.
10. Investigate demand for daycare services and explore daycare options and feasibility

7
Strategic Direction 5:  Provide on-going psychosocial support for carers, family and whanau, including links to welfare and bereavement support

Support for family/whanau and carers is currently provided through a range of government, DHB and voluntary agencies, including:
· Funded respite care (short-term residential care for the purpose of relieving family caregivers)
· DHB social workers
· Specific support groups, including field workers
· Churches

· Community trusts

· Carer relief
· Bereavement counseling (Te Omanga), through DHB social workers.

However these resources are not always known to families/whanau or by the health professionals providing care.  A key aim of this plan is to better coordinate funded and voluntary resources, and link people to the services that can assist them.  
It is expected that the single point of entry to services will provide equitable and transparent access to funded services, while the palliative care administrator will play an important role in identifying community resources that can complement funded support services.

The care planning process is expected to identify the wider supports available to a dying person and their whanau, and acknowledge their role in providing psychosocial support, including in bereavement.  The LPC will remain the key contact with families/whanau in bereavement, and will be expected to link them to appropriate services.

Priority actions 
11. identify existing resources  for psychosocial support and processes for accessing them
12. develop processes for equitable access to funded services and linking people to community and voluntary support
8
Strategic Direction 6:  Ensure culturally appropriate services for Maori and other ethnic groups

For Maori, it is often particularly important that care of a dying whanau member is provided by whanau, and within the whanau or home setting.  This plan includes consideration of options for increasing the skill of family/whanau members who are providing day to day care (as discussed in strategic direction 4).  However it is also important that Maori are able to access high quality and timely palliative care provided by appropriately skilled health professionals.  Research indicates that Maori are less likely to access health services and have poorer health outcomes
, but that provision of culturally appropriate Maori kaupapa services can improve outcomes relative to non-Maori.

This plan proposes on-going coordination of care by a lead palliative carer who has a good understanding of the needs of the individual and their family/whanau and is acceptable to them.  For Maori this may mean that it is most appropriate that the LPC is Maori and/or is located within a Maori health provider.  It may also be most appropriate that the domiciliary nursing and support care is provided by a Maori health nurse or a Maori community health worker, or in partnership between district nurses and Maori health professionals.  Maori health providers are often involved in the care and support of people who are dying and their whanau.  However, current contractual arrangements do not formally recognize this role.  It is proposed that options for recognising and supporting the LPC role within Maori providers are further investigated.  This will include the provision of suitable workforce development initiatives. 
With the small local population, Maori specific services will necessarily need to be well integrated into the wider district palliative care service to ensure that appropriate medical nursing and support services are provided.  Cultural awareness training should therefore be a component of the ongoing professional development of all local palliative providers, and a requirement of regionally contracted specialist services.
While populations of other ethnic groups in the Wairarapa are small, it is still necessary to support and respect the preferences and beliefs of all people.  Mainstream services will necessarily be required to cater to all ethnic groups, however it is expected that family and community supports will be specifically consulted and closely involved in the provision and coordination of care to ensure that individual needs and preferences are respected.  Assessment and care planning processes will reinforce this expectation.
Priority actions

13. explore options for care coordination for Maori, including location within a Maori provider
14. identify assessment and care coordination processes that ensure the needs of all ethnic groups are met, and their preferences respected
15. provide cultural awareness training for all palliative care providers.
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Strategic Direction 7:  Develop a palliative care approach across all health services through workforce development and training and through the adoption of a recognised pathway for the dying.

This plan provides for the development of a local palliative care network of health professionals working in primary, community, residential care and secondary health care settings.  This network of providers will work in partnership with regional specialist services, including the provision of locally based specialist nurses.  
To ensure the provision of a uniformly high standard of care, ongoing education in palliative care will be required for all health professionals who are closely involved in the care of palliative patients.  National developments in palliative care include initiatives to increase palliative education of nurses and doctors at an undergraduate and postgraduate level.  Over time this will lead to increased palliative care skills and a more commonly adopted palliative approach among health professionals.  In the short term however there is a need to increase the skills of local providers of palliative care.
It is expected that the provision of training will be an important role of the specialist hospice service.  The training will support the use of a comprehensive palliative care manual by all palliative care providers, and all providers will be required to keep their training up to date.  Initial priorities for training will include lead palliative carers, specialist and district nurses, primary care teams and Maori health care workers.  A high level of training will be required for all LPCs.  General practice teams will be able to access additional palliative care funding only after completing Clinical Medical Education (CME) sessions, and will be expected to attend regular update sessions.  Residential care nurses and relevant hospital nursing and medical staff will also be expected to undertake regular education sessions in palliative care.
Both nationally and internationally standards of palliative care, particularly in the last days of life, have been raised through the adoption of documented standard pathways of care.  One of the best known such pathways, the Liverpool Care of the Dying Pathway, has been successfully implemented in hospices, hospitals and residential care facilities.  The adoption of the Liverpool Pathway, or similar pathway adapted to local needs, will increase the understanding of a palliative approach across health services and provide assurance of a uniformly high standard of care in the final days of life for all people.  Further investigation will be required to identify the resource implications and to plan for the introduction of a pathway across all health services in Wairarapa.
Priority actions required

16. identify education and training requirements across health providers and scope and plan appropriate provision
17. examine options for the introduction of a recognized care of the dying pathway, including funding and workforce options
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� This plan draws on the definitions of generalist and specialist palliative care developed by the Palliative Care Subgroup of the Cancer Treatment Working Party.  These definitions are provided in section 1.1 of this report


� While the 2002 WHO definition refers to ‘life threatening’ illness, it is now more common to use the term ‘life limiting.  The latter term is being used in current New Zealand definitions of palliative care and in this plan.


� Ministry of Health 2001


� Goal 4 of the New Zealand Cancer Control Strategy is to improve the quality of life for those with cancer, their family and whanau through support, rehabilitation and palliative care.  Objective 6 is to continue to improve access to essential palliative care services that provide appropriate symptom relief and emotional, spiritual, cultural and social support for those with cancer and their family and whanau.  Objective 7 is to ensure an integrated and comprehensive service is provided to all those with cancer who require palliative care and their family and whanau.  Ministry of Health 2003


� Palliative Care Subcommittee, NZ Cancer Treatment Working Party: NZ Palliative Care: a working definition, 26 February 2007.


� New Zealand Palliative Care Strategy, Ministry of Health 2001.


� New Zealand Palliative Care Strategy


� This plan draws on the definitions of generalist and specialist palliative care developed by the Palliative Care Subgroup of the Cancer Treatment Working Party.  These definitions are provided in section 1.1 of this report.


� The recently agreed New Zealand definitions of generalist and specialist palliative care can be found in section 1.1 of this report.





� Health and disability services are currently provided from a number of separate funding streams and accessed through different assessment processes.  


� See NZ Palliative Care Strategy, page 7 for references.


� NZPCS, page 8


� NZPCS page 8


�  Principle 6: Service configuration is flexible, builds on, and is integrated with existing health services – and can adapt to local, regional and national service developments and current best practice


   Principle 7:  Agencies will work collaboratively together to develop proactive partnerships, deliver comprehensive, holistic and well coordinated services, and provide continuity of care for the person throughout their illness


� Public Health Intelligence Monitoring Report No. 5 2006: Tatau Kahukura, Maori Health Chart Book
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