Final Version Issued 21.12.09


[image: image1.jpg]nican

northern ireland
cancer network








[image: image2.png]Health and Social
Care Board




Priorities for Action 2009/10

Priority 4

Ensuring Fully Integrated care and Support in the Community
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1.
Introduction

This paper sets out a series of definitions and guidance necessary to ensure that there is a common and clear understanding of the Priorities for Action (PfA) for 2009/10 Priority 4 Ensuring Fully Integrated care and Support in the Community.
Target - Palliative Care: by March 2011, Trusts should establish multi-disciplinary palliative care teams and supporting service improvement programmes, to provide appropriate palliative care in the community to adult patients who require such services.
Purpose of Target
The purpose of this target is for Trusts to ensure that each person, identified as having palliative and end of life care needs, is supported by their multi-disciplinary team who are knowledgeable and competent to deliver responsive support and care in the community on a 24/7 basis.  Building on the importance of continuity of care, proactive planning and effective communication, this target will focus on enabling these identified patients to be cared for and die in the place of their choice, wherever possible. Trusts will need to put in place service improvement programmes to support them; these should be considered in the context of the Gold Standards Framework (GSF), (integrated) Care Pathway for the Dying and the best standards of multi-professional education as outlined in the Framework for Generalist and Specialist Palliative and End of Life Care Competency, (2008).
The identification of palliative care needs across all conditions remains challenging to define. In contrast, the development of prognostic indicators incorporated within national and regional guidance, have enabled the identification of end of life care which is part of palliative care. To ensure appropriate service delivery across community and hospital  settings, the focus of this target will be on end of life care.  
To enable a whole systems approach Trust leadership must work collaboratively on the delivery of this target. The generic standards for palliative and end of life care contained in the cardiovascular, respiratory and cancer service frameworks provide the mechanism to promote equitable delivery of end of life care for all people with these conditions. The standards will direct Trusts to establish systems which will promote high quality care during the end of life phase. 
2.
Monitoring Arrangements
Performance against the above target will be monitored by the Health and Social Care (HSC) Board. Trusts will be required to submit reports detailing the actions being taken and progress made towards achievement of the Quality Measurement Framework (Appendix 1) on a quarterly basis. 
3. Target Definitions
In order to ensure Trusts adopt a consistent approach to the delivery of this target, the following definitions must be considered and reflected in each Trust service improvement plan:

By March 2011 Trusts will demonstrate how appropriate end of life care in the community is delivered to adults who require such services.  Trusts, in order to deliver on this target, will continue to establish and work in partnership with primary care, independent (domiciliary care and nursing homes) and the voluntary care sectors to enable responsive, high quality, coordinated services which sustain the delivery of end of life care within the patients preferred place of care.
End of Life Care, an integral part of palliative care, helps all those with advanced, progressive and incurable conditions to live as well as possible until they die. For the purposes of this target, end of life will be defined as the period of time during which an individual’s condition deteriorates to the point where death is either probable within the ensuing twelve months, or would not be an unexpected event however a specific timescale cannot be easily applied.   
The use of clinical prognostic indicators, which have been incorporated into the generic standards and are contained within the GSF, provide a mechanism to identify when end of life care is appropriate.  This point will be different for each individual and will often depend on the assessment of health and social care professionals and/or the patient themselves.  Recognising the point at which illness becomes advanced or reaches the end of life phase allows health and social care providers to plan best care for their patients in order to meet their needs and those of their families and carers throughout the last phase of life and into bereavement.  End of life care includes physical care, management of pain and other symptoms and provision of psychological, social and financial , spiritual and practical support, National Council for Palliative Care, Focus on Commissioning (Feb 2007).
End of life care encompasses the principles of good palliative care, which;  
· affirms life and regards dying as a normal process; 

· seeks neither to hasten nor postpone death; 

· integrates the psychological, emotional, spiritual, social and financial aspects of patient care; 

· offers a support system to help patients live as actively as possible until death; 

· provides relief from pain and other distressing symptoms;

· offers a support system to help the family cope during the patient’s illness and into  bereavement; 

· aims to ensure that the person lives a good life until they die;  

· is applicable from diagnosis.
Multi-disciplinary Teams Providing Palliative Care
Locally based health and social care professionals who provide palliative and end of life care from statutory, voluntary and independent sectors are the mainstay of support for patients and their families and carers at end of life. Membership of the local multi disciplinary team is therefore drawn around the patient and their carers as the patient’s needs dictate and as their condition progresses until death. Support is offered in community and hospital settings and the personnel involved often includes those already well known to the patient:

· GPs and other members of the primary care teams

· Community Nurses

· Domiciliary care staff

· Care home staff

· Doctors and nurses in hospitals and hospices

· Allied health professionals in the community and in hospitals

· Social workers

· Pharmacists

· General and community dental practitioners
As patients move frequently between sectors (home, hospital and hospice), between teams and between trusts, independent and voluntary agencies, co ordination among these teams and services should be proactive to enhance continuity of care. 

Patients and their carers must have an agreed identified named health care professional to ensure that care is planned, coordinated, managed and evaluated (key worker/ case manager).  The team whilst having the major part of their work in other areas will require negotiated time designated to deliver direct patient care and to meet their responsibilities for their defined geographical areas, for example attendance at GSF meetings and case reviews. Membership of the team should remain flexible, dependant on patient need and include specialists who have expertise in particular health and social care fields, such as respiratory disease, cardio vascular conditions, renal disease, dementia and learning disabilities.  Their knowledge of patients and the underlying conditions will be pivotal in recognising when end of life care is needed.  The aim should be to ensure that all patients at end of life can be cared for by team members who demonstrate knowledge, skill and attributes such as compassion for example, in palliative and end of life care, thus promoting the delivery of high quality care.

Specialist palliative care should be accessible to all patients with unresolved symptoms and complex palliative and end of life care needs. It is provided in collaboration with the patient’s local multi-disciplinary team. The level of specialist palliative care intervention will vary according to assessed needs, but will range from a purely advisory role to taking a lead in providing care.  The specialist palliative care team should also be able to contribute to the provision of advice and support to, and education and training for professional colleagues.

This expertise may be provided by named individuals on a full time, part time or regular sessional basis, NICE Guidance for Supportive and Palliative Care describes the membership of a specialist palliative care team (2004).  Members of the specialist palliative care team will have an advanced specialist level of knowledge and skills to enable them to effectively manage patients and carers with unresolved symptoms and complex palliative and end of life care needs. 
Supporting Service Improvement Plans  
Trusts will have established service improvement plans which make evident how: 
i. They have engaged with patients and carers and collaborated with primary care, voluntary, independent sectors to develop and deliver evidence based, sustainable service improvement and practice development initiatives.  These initiatives must align with the Northern Ireland Palliative and End of Life Care Strategy and demonstrate how the Trust is applying the principles of the Regional Model for Palliative Care. Service improvement and practice development plans must demonstrate how Trusts have developed initiatives in terms of identification of patients requiring end of life care, holistic assessment, integration of services, coordination of care, end of life and bereavement care in current systems and practice.  (See appendix 2 for suggested Service Improvement Evidence Based Practice Guideline/Standards/Documents and Tools)

ii. Locally based palliative care registers of identified cardiovascular, respiratory and cancer patients who require end of life care have been developed. In doing so trusts will have utilised the clinical prognostic indicators in relation to these conditions contained in the service frameworks.  This will also require demonstration of engagement with general practitioners, voluntary and independent sector to enable reciprocal information transfer across care settings
iii. All patients identified as having end of life needs on the Trust palliative care registers will have been assessed holistically as required, have an advance care plan recorded which demonstrates the patient’s choice of preferred place of care and reflects the needs of their carers thus enabling coordinated care which is reviewed by the patients multidisciplinary team.

iv. The agreed key worker ensures that the advance care plan is discussed with the patient, family and communicated to the multi disciplinary team at regular and timely intervals, therefore enabling responsive management of care determined by patient and carer need. 
v. Trusts training and development plans demonstrate how multi professional staff that deliver generalist and specialist palliative care will have achieved the appropriate level of knowledge and skills to enable them to deliver end of life care in accordance with the NICaN Framework for Generalist and Specialist Palliative and End of Life Care Competency (2008).
Appropriate Palliative and End of Life Care in the Community
Appropriate palliative and end of life care refers to the degree of complexity of care need, which can be determined through holistic assessment identifying if patient and family support are sufficiently addressed through generalist care or if specialist intervention is required. Care in the community not only encompasses the patients home or the home of a family care giver, it includes a number of care settings, such as local care and nursing homes, hospices, intermediate hospital care beds and community hospitals, day care and prisons.
Adult patients who require such services
For the purpose of this target from the day of an individual’s 18th birthday a person will be identified as an adult. 

Patients requiring end of life care can be divided into two categories.

· Those requiring Generalist Palliative Care 
End of life care provided by the patient and family’s usual professional carers as a vital and integral part of their routine clinical practice. It is provided to patients and families with low to moderate complexity of palliative care need in all care settings. Generalists may often work collaboratively with specialist palliative care providers from across sectors. National Council for Hospice and Specialist Palliative Care (2001)

· Those requiring Specialist Palliative Care
Palliative care provided by health and social care professionals who specialise in palliative care and work within a multi professional specialist palliative care team for patients and families with unresolved symptoms and complex palliative and end of life care needs.
24/7 care 
Essential medical and nursing services are available and accessible in the community 24/7 for all who need them to enable people to live and die in their place of choice, NICE (2004) These services must allow the members of the multi disciplinary team an opportunity to undertake a face to face assessment of the patient out of hours. Mechanisms must exist which enable care to be proactively communicated and coordinated across services therefore ensuring that resources are easily accessible should the patient care plan change rapidly.
 They should include
· Nursing services (including visiting, rapid response and night support services to the patients home)
· Medical services 
· Social care services

· Access to medication and pharmacy services

· Access to equipment
· Access to specialist palliative care 
· Access to ambulance services

· Access to AHP’s

Quality Markers and measures for end of life care (2009)
Appendix 1 PRIORITY FOR ACTION TARGET 4 – ENSURING FULLY INTEGRATED CARE AND SUPPORT IN THE COMMUNITY FOR PALLIATIVE AND END OF LIFE PATIENTS

QUALITY MEASUREMENT FRAMEWORK AND MONITORING TOOL
	By 30 March 2011 Trusts will have established service improvement plans which make evident how:

Objective 1 - Trusts have engaged with patients and carers and collaborated with primary care, voluntary, independent sectors to develop and deliver evidence based, sustainable service improvement and practice development initiatives.  These initiatives must align with the Northern Ireland Palliative and End of Life Care Strategy and demonstrate how the Trust is applying the principles of the Regional Model for Palliative Care. Service improvement and practice development plans must demonstrate how Trusts have developed initiatives in terms of identification of patients requiring end of life care, holistic assessment, integration of services, coordination of care, end of life and bereavement care in current systems and practice.

	REF.
	QUALITY MEASUREMENT
	TIMEFRAME FOR COMPLETION

	1.1
	Trust service improvement action plans must demonstrate regular and ongoing engagement with all stakeholders. 

	Quarterly monitoring, commencing March 2010

	1.2
	Trust service improvement action plans demonstrate how initiatives have established a common approach to care of people in the last days of life in both community and hospital settings.  Service Improvement plans must also report on how initiatives have progressed to support carers into bereavement and after death for cardio vascular, respiratory and cancer patients and families.

	Quarterly monitoring, commencing March 2010

	1.3
	Trusts report their progress on implementing service improvement and practice development initiatives. These must include evidence base for sustainability and be shared regionally.

	March 2011


	By 30 March 2011 Trusts will have established service improvement plans which make evident how:
Objective 2 – Locally based  palliative care registers of identified cardiovascular, respiratory and cancer patients who require end of life care have been developed. In doing so trusts will have utilised the clinical prognostic indicators in relation to these conditions contained in the service frameworks.  This will also require demonstration of engagement with general practitioners, voluntary and independent sector to enable reciprocal information transfer across care settings



	REF.
	QUALITY MEASUREMENT
	TIMEFRAME FOR COMPLETION

	2.1
	Trusts develop policies/guidelines which will enable the implementation and use of clinical prognostic indicators to identify end of life care patients by multi disciplinary teams in community and secondary care.

	September  2010

	2.2
	Trusts contribute to the development of a regionally agreed dataset for locally based palliative care registers, that can be implemented in practice for cardio vascular, respiratory and cancer patients.  For example the GSF register template. 
	September  2010

	2.3
	Trust community and hospital based multi disciplinary teams demonstrate mechanisms which enable the population of local palliative care registers.

	March 2011

	2.4
	Trusts report  progress towards the implementation of systems to populate local palliative care registers which capture the number of new,  ongoing and recently deceased patients with palliative and end of life care needs.

	March 2011


	By 30 March 2011 Trusts will have established service improvement plans which make evident how:

Objective 3 - All patients identified as having end of life needs on the Trust palliative care registers will have been assessed holistically as required, have an advance care plan recorded which demonstrates the patient’s choice of preferred place of care and reflects the needs of their carers thus enabling coordinated care which is reviewed by the patients multidisciplinary team.

	REF.
	QUALITY MEASUREMENT
	TIMEFRAME FOR COMPLETION

	3.1.1
	Trusts engage in the regional development and evaluation of the palliative and end of life care holistic assessment tool, thus identifying the best method of capturing patient and carer well being concerns at the start of and during the end of life phase of care.
	June 2010



	3.1.2
	Trusts develop policies/guidelines which will enable the implementation and use of palliative and end of life care  holistic assessment tools in recognising the needs and preferred place of care for palliative and end of life care patients in both community and hospital settings. 

	Nov 2011


	3.1.3
	Trusts identify and support training and development plans to enable the prioritisation of appropriate staff to complete palliative and end of life holistic assessment tools in partnership with the patient and their carer, therefore listening and responding to patient choice and needs.


	March 2011

	3.1.4
	Trusts report on progress towards establishing a system to ensure that all patients on the local palliative care register with unresolved symptoms and complex psychological, social and or spiritual needs have appropriate input from specialist palliative care services.


	March 2011

	3.1.5
	Trusts baseline audit measures the number of patients that are or have been recorded on the palliative care register, for evidence of documented and reviewed holistic assessment tools, including recorded preferred place of care and evidence of onward referral to specialist palliative care, if required.       


	Sept 2011

	
	
	

	3.2.1
	Trusts engage in the regional development of advance care plan template which enable a process to make clear a person’s wishes and will usually takes place in the context of an anticipated deterioration in the individual’s condition in the future.

	Sept 2010

	3.2.2
	Trusts develop policies/guidelines which will enable and support the implementation and use of advance care plans for people requiring end of life in both community and in hospital settings.
 
	Feb 2011

	3.2.3
	Trusts identify and support training and development plans to enable the prioritisation of appropriate staff to competently complete advance care plans in partnership with the patient and their carer, communicating the patients needs to the wider multi disciplinary team.
	June 2011

	3.2.4
	Trusts baseline audit measures the number of patients that are or have been recorded on the palliative care register, for evidence of documented and clinically reviewed advance care plan.

	Dec 2011

	
	
	

	3.3.1
	Trusts engage in the regional development of a carers assessment template which identifies the carer needs during the end of life phase into bereavement and after the death of their loved one.


	Sept 2010

	3.3.2
	Trusts develop policies/guidelines which will enable the implementation and use of carers assessment for people providing care to their loved one at end of life in both community and hospital settings.


	Feb 2011

	3.3.3
	Trusts identify and support training and development plans to enable the prioritisation of appropriate staff to competently complete carers assessment tool in partnership with the carer, communicating the carer needs to the wider multi disciplinary team.
	June 2011

	3.3.4
	Trusts baseline audit measures the number of carers, whose loved one is or has been recorded on the palliative care register, for evidence of documented and reviewed carers assessment tool. 
	Dec 2011

	By 30 March 2011 Trusts will have established service improvement plans which make evident how:

Objective 4 - The agreed key worker ensures that the advance care plan is discussed with the patient, their family and communicated to the multi disciplinary team at regular and timely intervals, therefore enabling responsive management of care determined by patient and carer need.

	REF.
	QUALITY MEASUREMENT
	TIMEFRAME FOR COMPLETION

	4.1
	Trusts provide evidence of implemented policy/guidelines supporting  the role of the key worker and 24/7 communication processes across care providers involved in the delivery of the patient care plan.
	Sept 2010



	4.2
	Trusts report progress on the implementation of  systems to ensure that our of hours communication handover reports  held manually are transferred to all relevant professionals and services who provide care for  patients who are at end of life. 

	March 2011

	4.3
	Trusts engage with patients prospectively (when possible) and/or carers regarding their experience of service delivery throughout their care, into bereavement and after death. 

	March 2011

	4.4
	Trusts audit local palliative care registers comparing number of patients on register with recorded key worker responsible for ensuring the 24 hour plan of care is communicated to relevant providers of care, thus ensuring that all patients on the palliative care register have an identified named key worker.


	March 2011

	4.5
	Trusts audit patient health records that are or have been recorded on the palliative care register for evidence of regular and timely communication with the multi-disciplinary team and with other providers of care.


	March 2011


	By 30 March 2011 Trusts will have established service improvement plans which make evident how:

Objective 5 - Trusts training and development plans demonstrate how multi professional staff that deliver generalist and specialist palliative care will have achieved the appropriate level of knowledge, skills to enable them to deliver end of life care in accordance with the NICaN Framework for Generalist and Specialist Palliative and End of Life Care Competency (2008).

	REF.
	QUALITY MEASUREMENT
	TIMEFRAME FOR COMPLETION

	5.1
	Trust training and development policy supports generalist and specialist staff to complete the NICaN Palliative Care and End of Life Competency Framework.

	Jan 2011

	5.2
	Trust training needs analysis identifies core staff from cardio vascular, respiratory and cancer services that are required to complete advanced communication skills training.
	March 2011

	5.3
	Trusts report the percentage of specialist respiratory, cancer and cardio vascular multi disciplinary team members who have achieved appropriate level of Palliative and End of Life Care competency. (Target 70%)


	March 2011

	5.4
	Evidence of action plan for future training to encompass wider workforce, as needed.
	March 2011


Appendix 2
Service Improvement Evidence Based Practice Guidelines, Standards, Documents and Tools.
Gold Standard Framework National www.goldstandardsframework.nhs.uk
Gold Standards Framework Clinical Prognostic Indicators – http://www.goldstandardsframework.nhs.uk/Resources/Gold%20Standards%20Framework/PIG_Paper_Final_revised_v5_Sept08.pdf
Gold Standard Framework – Register Template http://www.goldstandardsframework.nhs.uk/TheGSFToolkit/ToolsandTemplates.htm
Gold Standards Framework Advance Care Plan Template. http://www.goldstandardsframework.nhs.uk/Resources/Gold%20Standards%20Framework/ACP%20General%20version%20Oct08%20v%2017.pdf 

NHS End of Life Care, Advance Care Planning: A Guide for Health and Social Care Staff. http://www.endoflifecareforadults.nhs.uk/eolc/files/F2023-EoLC-ACP_guide_for_staff-Aug2008.pdf

Liverpool Care Pathway National www.lcp-mariecurie.org.uk
Preferred Priorities for Care National End of Life Care Programme 
http://www.endoflifecareforadults.nhs.uk/eolc/files/F2111-PPC_Staff_Guidance_Dec2007.pdf 
Guidelines for the last days of life (National Council for Palliative Care, updated 2006) www.ncpc.org.uk
Framework for Generalist and Specialist Palliative and End of Life Care Competency, (December 2008).NICaN Supportive and Palliative Care Network www.cancerni.net
Holistic Assessment Tool Pilot (2009) NICaN Supportive and Palliative Care Network

Macmillan Out of Hours Toolkit (2009) http://www.macmillan.org.uk/Aboutus/News/Latest_News/Launch_new_out-of-hours_toolkit.aspx
Carers Assessment, Help the Hospices (2008)
Gold Standards Framework SCR2 Out of Hours Handover form. http://www.goldstandardsframework.nhs.uk/TheGSFToolkit/ToolsandTemplates.htm
Breaking Bad News (2003) Regional National Council for Hospice and Palliative Care Services & DHSSPSNI

www.dhsspsni.gov.uk/publications/2003/breaking-bad-news.pdf
National Council for Palliative Care & NHS National Centre for Improvement (2009) A Guide to Involving patients, carers and the public in palliative care and end of life care services. http://www.ncpc.org.uk/download/publications/InvolvingPatientsCarersAndThePublicInPalliativeCareAndEndOfLifeCareServices.pdf
Marie Curie Cancer Care Delivering Choice Programme http://deliveringchoice.mariecurie.org.uk/
19
1

