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Foreword

Palliative care services in Cumbria are provided by multiple statutory and voluntary organisations and the service model is different for each area of the county. These services are staffed by deeply committed individuals who seek to deliver the best care within their finite resource. 

A key message from this review is the need to work together. Together we have a critical mass of skills and will have a stronger overall voice to champion palliative care in Cumbria.

We applied a rigorous methodology for this review. Our starting point was a number of patient and carer stories commissioned from the Picker Institute. We then triangulated this qualitative information using information gathered from stakeholder workshops. Thirdly we undertook a detailed comparison against best practice - the NICE Quality Standard for End of Life Care. 
We identified many areas of excellent practice but also priorities for further improvement and clear gaps in service such as specialist advice in the out of hours period. These have resulted in clear actions and recommendations some of which are already underway.
Most important for me are the recommendations than will begin to bring us together into a better palliative care system – a common set of quality standards (ELCQuA), a common website containing all standardised best practice documentation and a directory of services, and  shared out of hours cover arrangements.

The need for increased education (both for primary care and within acute services) is also a main theme. By definition the specialist palliative care teams will never have enough resource to deliver all care directly. They need to educate and upskill others to recognise end of life (e.g. the 1% campaign in primary care) and to provide good anticipatory care.

End of life care has historically not had the attention it deserves. We need to correct this and work with our partners and commissioners to deliver on these recommendations.

Dr John Howarth,

Director of Integration.
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Executive Summary

Cumbria Partnership Foundation Trust has welcomed the opportunity to review the services it provides for people approaching the end of life as part of the 2012 -13 CQUIN schedule. 

The Trust has engaged directly with a number of patients and a range of professional stakeholders to understand their experience of End of Life Care and has been open and objective in assessing the quality of care it provides against the NICE Quality Standard statements for End of Life Care.

The review has generated some key recommendations for consideration by all providers and Commissioners of End of Life care at the End of Life Workstream and Operational Group
Recommendations
1. An overarching recommendation that applies to all elements of the QS and will provide robust quantitative evidence for all of the Quality Standard statements across organisational boundaries is for Commissioners and provider organisations to support the systematic use of the ELCQuA tool by end of Q2 2013/14.
2. Continue the programme to roll out Cumbria Deciding Right. GP practices are encouraged to improve identification of people approaching the end of life. Cumbria Commissioning Group (CCG) should support implementation through rigorous audit of GP practices. This should include a standardised information pack and Gold card for GSF
3. Providers and Commissioners should support the development of and operationalise the Cumbria Palliative Care website as a central point of access for healthcare professionals. 
4. Support the role out and implementation of the End of Life Care Education and Training Strategy 2013-2015 (Annex 1)
5. Develop standardised documentation for use across all organisations and services, to incorporate a minimum data set supported by Electronic Patient Record (EPR) system. The minimum data set should support clear communication and information sharing between organisations e.g. Cumbria Health on Call (CHOC), NWAS, GP and CPFT and provide an audit trail
6. Commissioners to fund OOH provision of specialist palliative care advice as the current provision is provided on a voluntary basis
7. Provider services and commissioners should carry out identification of unmet need through audit of delayed discharge, inappropriate discharge and admission due to incomplete packages of care. Commissioners should review current level of service provision and ensure it is sufficient to meet increasing demand by end of Q2 2013/14
8. Implement carer’s assessment tool piloted by the South Specialist Palliative across Cumbria by end of Q2 2013/14
9. Subject to the recommendations following the National review of the Liverpool Care Pathway; provider services should ensure that LCP carers leaflet is routinely delivered and explained to family and carers
10. Commissioner and provider organisations should implement the recommendation in NICE Guidance to fund 7 day a week specialist palliative care services.

11. The End of Life Workstream & Operational Group should consider the need for telehealth care.
12. Subject to recommendations following the National review of the Liverpool Care Pathway CPFT to re-launch the LCP supported by a programme of education and learning.
13. Provider services should raise awareness of and operationalise the use of ‘The Bereavement Care Information Folder’ by end of Q4 2012/13

1. Introduction

The Service Review will provide assurance to Commissioners of the quality of end of life care services provided by Cumbria Partnership NHS Foundation Trust (CPFT) in collaboration with other providers of end of life care and steps that are being taken to deliver continuous improvement.
For the purposes of this review we are using the term End of Life care (EoLC) to represent the last 12 months of life.
Why Review End of Life Care Services
The financial and demographic pressures which the NHS faces necessitate increasing productivity and effectiveness in order to achieve improvements in the quality of care for people approaching the end of life. NHS Cumbria aims to make the best investment decisions locally to “achieve the greatest health gains and reduction in health inequalities, at best value for current and future service users” (WCC 2010).  As part of the Commissioning for Quality and Innovation (CQUIN) framework for 2012-13 it has afforded CPFT the opportunity to review services for people approaching end of life in line with NICE and /or best practice guidelines.

The information gathered during the review period will be used to inform areas for future development. Actions are to be agreed and delivered across provider services (The CQUIN specifically identifies CPFT & North Cumbria Universities Hospital Trust (NCUHT), Morecambe Bay University Hospitals of Morecambe Bay Trust (UHMBT) has a separate EoLC CQUIN schedule running to a different time scale.
As an organisation CPFT aims to 

· Provide safe services that deliver clinical outcomes and patient experience that are highly rated

· Proactively encourage people to live independent, healthy and active lives

· Engage our communities in effective governance of the organisation through membership.

Through this review CPFT has shown that it understands and is open about the quality of care it provides and is able to objectively review standards of care to identify areas for improvement. CPFT will continue to actively engage with patients to understand what quality means to them. 

2. The Review Design

This review looks at qualitative evidence from patients and stakeholders regarding their experience and opinion of end of life care services and where available and reliable organisational data and benchmark these with the NICE Quality Standard for End of Life Care for adults statements. By using the theory of triangulation in this way, to compare various sources, a richer and more complete picture of the care which End of Life care services deliver is provided.  

Organisational Data: There is not a consistent approach to collecting organisational information regarding End of Life care.  Services are delivered across organisational boundaries and by a number of teams within one organisation.  Patients receiving End of Life care are unlikely to have their reason for care identified as ‘End of Life’, the nature of care is often identified by diagnosis, or the type of intervention they are receiving.  This has resulted in less robust data evidence than we would have envisaged collecting at the start of the review and has been recognised in the recommendations arising from the review as an area for future development.
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2.1 Minimising bias

By including more than one method of gathering information (qualitative – interviews / workshops / observation and quantitative data) this review has set out to minimize bias in all aspects of the evaluation as follows:

1. Response bias – in order to avoid patients who use and/or rely upon our services telling us “what we may want to hear”, an external, independent company was used to conduct and gather patient stories.  We assumed that stakeholders / third sector and CPFT staff would be candid as it was in their best interest to supply information on where they would like to see community health services improved for their clients / patients. Their openness has been guarded by attributing the comments used in this report to “stakeholder” in general, rather than specific individuals.
2. Sampling bias – there is no connection between the selection of patients who were included in the survey / patient stories and the persons who compiled this review.  Patients who required help to complete the survey were not excluded, as the independent agency provided assistance as required.  Likewise, with the patient stories, the patients had an opportunity to be interviewed in their home, in hospital or at a location convenient to them.

3. Single view bias – the content of the report has been compiled by more than one person, and both the content and analysis has been checked for validity.
2.2 Professional Stakeholders 

To understand the effectiveness of End of Life care services from a stakeholder view point a series of 3 workshops were undertaken with a range of stakeholders including Hospice, Hospice at Home, third sector, and CPFT staff from Community Services, & Community Hospitals. 

The workshops were designed around the NICE Quality Standard for End of Life care for adults statements. 

2.3 Patient Stories 

A patient story can be described as a narrative developed following a face to face interview with a patient or carer who describes in their own words their experience of health care; to determine what was good and what was bad and how the experience could be improved.
As part of this review, CPFT commissioned Picker Institute Europe to undertake a total of 15 face to face interviews with patients and /or carers currently using End of Life care services. Picker Institute Europe was selected for their proven track record, having successfully completed patient stories for Cumbria Partnership Foundation Trust.

Fourteen face to face interviews were conducted during August 2012 throughout Cumbria. The patient stories were collected across each of the localities and amongst patients at differing stages on their care pathway.  It was intended to sample both patients who were receiving palliative care due to cancer and those with other life limiting conditions, unfortunately this proved very problematic as the health of non-cancer service users could deteriorate rapidly and such patients often moved on to the end of life pathway due to a crisis and in some cases moved on and off the pathway as their condition improved for periods of time.  Most of the patients interviewed were cancer patients receiving care from the specialist palliative care services.  Eleven of the interviews took place in patients’ homes, the remaining three in hospices. 

Clinicians from each service were responsible for obtaining written consent from participating patients prior to the interview and additional supporting information was provided by Picker Europe. This included: 
1. Information for staff:  to ensure that staff involved in the study were aware of its purpose, clarify their role, actions required and processes to gain patient consent.
2. Information for patients and carers: to ensure that patient and their carers’ were clear about the purpose of the study, how the study was undertaken and what was required of them. The information made explicit the need for consent, how confidentiality would be maintained and what would happen to the information received. It made clear that the patient could withdraw from the study at any time. A £10 voucher was given by Picker as a measure of gratitude.

Interviews took place within the patient’s own home, in a quiet and confidential area of the health care environment e.g. Hospice or, if requested by the patient, another location. All interviews were carried out by a range of experienced interviewers. The interviews which were recorded and supported by written notes that were later transcribed and thematically analysed. 
Table 1: Summary of Characteristics of Respondents who contributed to Patient Stories

	Respondents Characteristics  - Overall
	Number of Interviews
	% of sample

	Total Number of Interviews conducted
	14
	100%

	Patient Gender
	
	

	Male
	10
	71%

	Female
	4
	49%

	Service user type
	
	

	Service user with cancer
	12
	86%

	Service user with COPD
	1
	7%

	Bereaved service user (through cancer)
	1
	7%


2.4 National Standards 
This review has utilised the Nice Quality Standard for End of Life care for adults as the basis for this report.  Quantitative & qualitative evidence of service provision has been reviewed against the 16 quality statements in the NICE Quality Standard for End of Life care for adults.

The NICE Quality Standard (NICE QS) has been drawn up with reference to the evidence for clinical and cost effectiveness, and national policy and strategy on end of life care, to support the delivery of the NHS Outcomes framework.
Table 2 – NICE Quality Standard for End of Life care for adults
	No
	Quality Statement

	1
	People approaching the end of life are identified in a timely way

	2
	People approaching the end of life and their families and carers are communicated with, and offered information, in an accessible and sensitive way in response to their needs and preferences

	3
	People approaching the end of life are offered comprehensive holistic assessments in response to their changing needs and preferences, with the opportunity to discuss, develop and review a personalised care plan for current and future support and treatment

	4
	People approaching the end of life have their physical & specific psychological needs safely, effectively and appropriately met at any time of day or night, including access to medicines and equipment

	5
	People approaching the end of life are offered timely personalised support for their social, practical and emotional needs, which is appropriate to their preferences, and maximises independence and social participation for as long as possible

	6
	People approaching the end of life are offered spiritual and religious support appropriate to their needs and preferences

	7
	Families and carers of people approaching the end of life are offered comprehensive holistic assessments in response to their changing needs and preferences, and holistic support appropriate to their current needs and preferences

	8
	People approaching the end of life receive consistent care that is coordinated effectively across all relevant settings and services at any time of day or night, and delivered by practitioners who are aware of the person’s current medical condition care plan and preferences

	9
	People approaching the end of life who experience crisis at any time of day or night receive prompt, safe and effective urgent care appropriate to their needs and preferences

	10
	People approaching the end of life who may benefit from specialist palliative care, are offered this care in a timely way appropriate to their needs and preferences

	11
	People in the last days of life are identified in a timely way and have their care coordinated and delivered in accordance with their personalised care plan, including rapid access to holistic support, equipment and administration of medication

	12
	The body of a person who has died is cared for in a culturally sensitive manner

	13
	Families and carers of people who have died receive timely verification and certification of the death

	14
	People closely affected by a death are communicated with in a sensitive way and are offered immediate and ongoing bereavement, emotional and spiritual support appropriate to their needs and preferences

	15
	Health and social care workers have the knowledge, skills and attitudes necessary to be competent to provide high-quality care and support for people approaching the end of life and their families and carers

	16
	Generalist and specialist services providing care for people approaching the end of life and their families and carers have a multidisciplinary workforce sufficient in number and skill mix to provide high-quality care and support


North West End of Life Care Model
The model of delivery advocated by the North West SHA End of Life Care Clinical Pathway Group uses a whole systems approach for all adults with a life limiting disease regardless of age and setting, moving from recognition of need for end of life care, to care after death. 
The story of a patient’s health from diagnosis of a life-limiting illness can be seen with in this model.  The model comprises five phases as described below with some examples of practice highlighted: The North West model encompasses each of the NICE Quality Standard statements described above within the 5 phases with statements 15 & 16 underpinning good practice throughout the whole system model.
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1. Advancing disease – timeframe: 1 year or more.

Example of practice required -the person is placed on a supportive care register in General Practitioner (GP) practice/care home. The person is discussed at monthly multidisciplinary practice/care home meetings.

2. Increasing decline – timeframe: 6 months [approximate].

Example of practice required -DS1500 eligibility review of benefits, Preferred Priorities for Care (PPC) noted, Advance Care Plan (ACP) in place and trigger for continuing healthcare funding assessment 

3. Last days of life – timeframe: last few days. 

Examples of practice required - primary care team/care home inform community and out of hours services about the person who should be seen by a doctor. End of life drugs prescribed and obtained, and Liverpool Care Pathway (LCP) implemented.

4. First days after death – timeframe: first few days.

Examples of practice required include prompt verification and certification of death, relatives being given information on what to do after a death (including D49 leaflet), how to register the death and how to contact funeral directors

5. Bereavement – timeframe: 1 year or more.

Examples of practice required include access to appropriate support and bereavement services if required.
2.5 Organisational Data 
There is not a consistent approach to collecting organisational information regarding End of Life care.  Services are delivered across organisational boundaries and by a number of teams within one organisation for example CPFT delivers Community Nursing, Community Therapy i.e. AHP services, Community Hospitals and Specialist Palliative Care Services; services are delivered on a geographical District model (Table 3).  Patients receiving End of Life care are unlikely to have their reason for care identified as ‘end of life’, the nature of care is often identified by diagnosis, or the type of intervention they are receiving.

Table 3: Services Delivering End of Life Care

	East
	South
	West

	Eden Valley Hospice

Hospice at Home Carlisle & North Lakeland

CPFT - Specialist Palliative Care Team, District Nursing, AHP’s, Community Hospitals & SUSD Units

Primary Care Services

NWAS

CHOC

CRUSE

ASC

NCUHT


	St Mary’s Hospice

St Mary’s Hospice at Home

St John’s Hospice

Hospice at Home West Cumbria (Millom)

CPFT – Specialist palliative Care Team, District Nursing, AHP’s, Community Hospitals, SUSD Unit

Primary Care Services

Cancer Care

Marie Curie

NWAS

CHOC

ASC

UHMBT

CRUSE
	Hospice at Home West Cumbria

Hospice at Home Carlisle & North Lakeland (North)

Eden Valley Hospice (North)

CPFT – Specialist Palliative Care Team, District Nursing, AHP’s, DN’s, Community Hospitals, SUSD Unit, Copeland Unit Palliative Care Beds

Primary Care Services

NWAS

CHOC

ASC

NCUHT

CRUSE


For the purpose of this report this section identifies where this information could be obtained, the initiatives that are happening either across the County or in localities of practice and the barriers that hinder accurate and consistent data collection.  Some of the initiatives are identified below
Cumbria Deciding Right

All care decisions must come from a partnership between the professional and the child, young person or adult. DECIDING RIGHT provides the principles by which all health organisations can set their policies to encourage this partnership around care decisions made in advance for people who may lose capacity in the future.

Deciding right is based on the Mental Capacity Act and the latest national guidelines and recognises the individual with capacity as key to making care decisions in advance, it incorporates the ‘Identify your 1% campaign’ targeting Primary Care Practices to identify the 1% of their practice register who are likely to reach end of life in the next 12 months..

This is facilitated by the use of regional documentation which includes DNACPR policies, advance plans and emergency health care plans, and advance decisions to refuse treatment.

Deciding right is applicable to all age groups and aims to minimise the likelihood of unnecessary or unwanted treatment.

End of Life Care Quality Assessment tool (ELCQuA)
ELCQuA is a national online tool freely available to health and social care organisations providing end of life care services in England. This includes community services, care homes, domiciliary care, primary care, out-of-hours services, specialist palliative care services, acute hospitals, ambulance services, local authorities and clinical commissioning groups. It includes end of life care services provided by the voluntary and private sectors. It supports both providers and commissioners to deliver consistently high quality care by providing consistent reporting across organisations and the ability to benchmark against other organisations.

At its core ELCQuA measures progress against the 16 Quality Statements in the NICE End of Life Care Standard for Adults NS 13.  It solves the problem of inconsistencies in capturing quantitative information we have identified in compiling this report by providing a common environment for consistent reporting across organisations.
3. What the review has found and recommendations
This section summarises the key findings for each of the NICE Quality Standard statements, from the perspective of the patient and carer [patient stories], stakeholders [workshops] and identifies organisational information or possible sources of organisational information.  Following analysis of the report findings a number of recommendations for future service development have been identified.
Recommendation 1

An overarching recommendation that applies to all elements of the QS and will provide robust quantitative evidence for all of the Quality Standard statements across organisational boundaries is for Commissioners and provider organisations to support the systematic use of the ELCQuA tool by end of Q2 2013/14.
3.1 
People approaching the end of life are identified in a timely way 

Patient Stories

The majority of patients interviewed had a cancer diagnosis they spoke about becoming unwell and first experiencing symptoms. Many patients talked of knowing something was wrong with them; in some cases choosing to ignore the first niggles putting them down to other factors.  Upon first visiting their GP many were told it was nothing to worry about

“[patient] ‘Do you think this is what I think it is?’ and he said ‘Don’t be silly [name] you’re alright’…..a couple of weeks later I went back again….” (patient, M)

“I’d been complaining of a sore abdomen shall we call it for a long time and it was never taken up on, I was never sent for any scans or tests…..it was only when I was in hospital and it actually burst – I don’t know how I got into Hospital.” (patient, M)

The focus of the patient’s discussions was about receiving a terminal cancer diagnosis, patients and their carers did not either know or did not mention specifically that they were on the End of Life Care Pathway.

Stakeholders
Stakeholder discussions at the workshops identified that the Gold Standard Framework is used by GP practices as the preferred mechanism for identifying and managing patients who are approaching the end of life.  It tends to be used predominantly with patients on the cancer pathway and during the last few months of life rather than the last 12 months of life.  Not all GP practices are using the GSF, and those that do are not always applying it systematically, which results in patchy application across all Districts.  MDT discussions take place to review and plan care but due to time constraints the focus is around the patients in the last few days of life.

Entry on to the GSF can be as a result of severity of symptoms and the need for regular DN input, rather than a recognition that the person is in the last 12 months of life.

Identifying patients who are not on the cancer pathway is less straight forward due to the trajectory of the illness, concerns were raised by professionals regarding the impact on the patient’s mental wellbeing of raising this issue and with whom the responsibility lies.  A lack of seamless information sharing across organisational boundaries leads to a lack of transparency for professionals in identify if discussions have taken place.

Organisational Information

Systems are in place in Primary Care Practices to identify patients who are in the last 12 months of life, the South of the county have adopted the Gold Standards Framework (GSF) as there preferred method whilst the South of the county are using KITE.  Data is collected through QOF

Cumbria Deciding Right incorporates the ‘identify your 1%’ national campaign to improve identification and consequently care of people in the last 12 months of life.
Recommendation 2
Continue the programme to roll out Cumbria Deciding Right. GP practices are encouraged to improve identification of people approaching the end of life. Cumbria Commissioning Group (CCG) should support implementation through rigorous audit of GP practices.  This should include a standardised information pack and Gold card for GSF

Recommendation 1 also applies
3.2 
People approaching the end of life and their families and carers are communicated with, and offered information, in an accessible and sensitive way in response to their needs and preferences 
Patient Stories

Following the diagnosis, most patients felt they were given the opportunity to ask questions about their diagnosis and treatment.  The level of information and detail received seemed to differ and patients told of learning quite quickly that if you wanted to know, you had to ask;

“He’s always been forthright, because he’s always said, when you’ve asked him questions, “I don’t know”. He either knows or he doesn’t.  I mean there’s some questions we’ve asked him, and he said, “I can’t answer you because I don’t know the answer myself” – Yes, well I think that’s the attitude isn’t it? If you want to know, if you ask they will tell you. If you don’t ask, they’re not going to tell you something you don’t want to know, I think” (patient, F)

One carer talked of perceived reluctance by the clinical staff to pass on information;

“Well sometimes I feel as if they’re reluctant sometimes, to sit you down and explain a little bit more to you.  Especially the consultants, thinking about the hospital, if you don’t ask, they don’t seem as if they want to tell you too much, I don’t know what in my opinion it is. I think they’re frightened to tell you so much in case they tell you something that’s wrong.” (carer, M)

Stakeholders

Stakeholder discussions at the workshops identified that individual services provide information based on the patient’s clinical condition and support carers providing explanations regarding care delivery, identify when families and carers may require more formal information.  Information is available regarding specific clinical conditions focusing on the trajectory of the illness and treatment options for managing clinical symptoms. There is a lack of generic information for families and carers regarding end of life care, including DNR and financial planning for end of life.

There is a lack of standardisation in information given to patients families and carers it was suggested that the development of a standardised information pack for all providers would improve this.

Some of the stakeholders identified that the patient may not wish for information to be shared with family / carers 
Organisational Information

Sage & Thyme communications training is available through CPFT Learning Network
Table 4: Sage & Thyme training 

	Sage and Thyme Level 1 Course in Communication Skills Training
	· Delivered by the trained Sage and Thyme trainers and rotated around the county
· The course ensures staff have the skills to provide general psychological support to distressed patients and their relatives or carers

· One session has already run with a further 18 scheduled between June and December 2012, making a total of 540 available places
	½ day
	540 places have been offered to date with 6 sessions scheduled to run this year


Recommendation 3
Providers and Commissioners should support the development of and operationalise the Cumbria Palliative Care website as a central point of access for healthcare professionals
Recommendation 4
Support the role out and implementation of the End of Life Care Education and Training Strategy 2013-2015 (Annex 1)
Recommendation 1 also applies
3.3 
People approaching the end of life are offered comprehensive holistic assessments in response to their changing needs and preferences, with the opportunity to discuss, develop and review a personalised care plan for current and future support and treatment
Patient Stories

There wasn’t a specific reference within the patient’s stories to formal involvement in care planning however it is possible to deduct from the stories that the patients felt involved in the planning and delivery of their care.  It was clear that the day to day care that most patients received was delivered effectively and at the time when needed;

“Oh yeah….., that is a cancer support nurse….anytime I have phoned her she’s said ‘come in’. She does, fit us in.” (patient, M)

“it’s the local District Nurses, sort of arrange the carers……So by the time it came to us, really it was like a package.” (carer, F)

Some patients and their families whilst grateful for the support from the carers, at times found it daunting;

“so there is nothing in writing, we just let it all….and they just keep turning up, all these people, nurses and stuff.  So the MacMillan nurse has told me, but you can’t remember all that you know.  But when you are visiting, and he’s telling you all sorts of stuff and I’m in a state of shock about everything ‘you will have to go get me a cup of coffee so that I can take it all in’. He is telling me, these nurses will come, we’ll get you this help, we’ll get you that help with this and this and this. In fact I can’t, I just can’t cope with all that bombardment. So we just let it happen, and it’s been great” (carer, F)

Stakeholder
Information from the stakeholders indicates that this is something that happens as part of the initial assessment process within each of the individual services, both formally through written care plans but also informally during and following interventions.

Each service area has developed its own holistic assessment documentation to meet the needs of the service and organisational governance requirements.  There is no standardised documentation for End of Life Care across organisations; this was felt to be something that would be beneficial in promoting continuity of care and reducing duplication.

Organisational Information

South Cumbria specialist palliative care currently use EMIS web as there EPR system, discussions have taken place to roll out EMIS in the South & North.  Services have developed their own templates on EMIS web therefore there is no standardised process for capturing and reporting data.

Recommendation 5
Develop standardised documentation for use across all organisations and services, to incorporate a minimum data set supported by Electronic Patient Record (EPR) system. The minimum data set should support clear communication and information sharing between organisations e.g. Cumbria Health on Call (CHOC), NWAS, GP and CPFT and provide an audit trail

Recommendation 1 also applies
3.4 
People approaching the end of life have their physical & specific psychological needs safely, effectively and appropriately met at any time of day or night, including access to medicines and equipment 
Patient Stories

“about two o’clock in the morning [the district nurse came to inject her, carer M], the doctor had already sent some of the pain relief that had to be injected, in case I needed it, but that was the first time I needed it” (patient, F)

Having to call the Cumbria Health on Call (CHOC) previously CueDoc in a crisis over the weekend is not a pleasant experience for many of the patients;

“if something happened at 8 o’clock on a Saturday night, and I was to ring the surgery, there’s nobody there. We’d automatically get put through to the CueDoc. And you will get a CueDoc come, and he wouldn’t have a damn clue what was happening” (patient, F)

But for others they couldn’t fault the service provided by the out-of-hours doctor;

“They sent the District Nurse first, and then do you remember the doctor who came? I can’t remember his name but he was excellent….organised the ambulance and everything. I can’t remember his name, a young fella, but he was excellent – no messing about with him, was there? He did all the tests and everything” (carer, F)

“So I phoned the CueDoc again and this lovely, lovely doctor came and he got him a bed in the hospice again.” (carer, F)

Stakeholder

Recognition was given during the workshops for the need to improve information sharing; this was seen to be a difficulty across organisations and particularly with CHOC and the NWAS during OOH’s.

There has been a significant improvement in ensuring that the patient has ‘Just in Case’ medication in the house, this was now happening in a timely manner.  Some areas reported difficulties with pharmacy having a stock of the right medication; this was felt to be something that could be addressed locally.

Organisational Information

Different patient information systems are in use across organisations they are not currently compatible with information sharing.
Recommendation 6
Commissioners to fund OOH provision of specialist palliative care advice as the current provision is provided on a voluntary basis

Recommendation 1 & 4 also apply
3.5 
People approaching the end of life are offered timely personalised support for their social, practical and emotional needs, which is appropriate to their preferences, and maximises independence and social participation for as long as possible
Patient Stories

One patient talked of the support from the MacMillan Nurse

“That’s another thing as well, trying to work out if people are hiding their emotions or whether they are hiding anything or whether they’re….you know, the MacMillan nurse comes to talk to both of you, they don’t just talk to one of you, and they definitely recognise the strain on your carers whereas some people tend to overlook that.” (patient, M)

Stakeholders

There was recognition that ordering of equipment to facilitate hospital discharge and meet the individuals practical needs are working well.  Continuing Care fast track is also working well.  However if the person requires alterations to accommodation or a change of accommodation this is currently difficult to resolve.  

Social services domiciliary care can be difficult to access if Hospice @ Home do not have the capacity or do not cover the area in which the patient lives.

Organisational Information
This area currently cannot be reported within EPR, individual patient care plans will identify need and record interventions.
Recommendation 7
Provider services and commissioners should carry out identification of unmet need through audit of delayed discharge, inappropriate discharge and admission due to incomplete packages of care. Commissioners should review current level of service provision and ensure it is sufficient to meet increasing demand by end of Q2 2013/14
Recommendation 1 also applies
3.6 
People approaching the end of life are offered spiritual and religious support appropriate to their needs and preferences
Patient Stories
For many patients, this wasn’t an issue although they did say that if they had needed it they were sure it would have been sorted for them.

Those who did require spiritual support in the community were utilising their local chaplain 

“Well our vicar just lives around the corner, he knows all about it, he knows what’s happening, and he has called in just the once to see you, but he never mentioned religion because he knows that we’re not that religious really.  We’re church of England.” (carer, M)

Stakeholders

Discussions at the workshops identified that there is a lack of consistent understanding of the term ‘spiritual needs’ by health care professionals.  Spiritual & religious needs are frequently identified as homogenous and are met through access to the chaplaincy or through informal discussions with the staff delivering care.

Organisational Information

This area currently cannot be reported within EPR, individual patient care plans will identify need and record interventions.

Recommendations 1 & 4 also apply
3.7 
Families and carers of people approaching the end of life are offered comprehensive holistic assessments in response to their changing needs and preferences, and holistic support appropriate to their current needs and preferences
Patient Stories

Five of the patients who shared their stories lived at home with their spouse, who was present during the interview. For many, it was felt that they were included in decisions about the care of their loved one.

One spouse who had recently been bereaved explained how her husband didn’t want any support and refused to let her attend clinics and treatment sessions;

“He wouldn’t let me go….I really wanted to go, especially the last one because before they told him it was terminal they took a biopsy just to check it…and I wanted to go because he was getting the results…he didn’t want the MacMillan nurse to come.  But she talked to me, she was lovely, absolutely lovely….because I needed to talk to somebody.” (carer, F)

Another told how both the doctors and district nurses frequently asked him if he was alright.  One couple told how with regular visits to Hospice at Home they had got to know the team and vice versa;

They know when you’re alright and when you’re not alright, you know.” (carer, F)

One patient talked of how the respite offered at the Hospice offered both him and his wife valuable time to themselves;

“This was going to be something for me and her stopping at home was going to be something for her.” ( patient, M)

Stakeholders
Formal carer’s assessment are not consistently undertaken across services, Hospice services use a formal tool that volunteers complete, they also provide therapy services for carers, 24 hour hotline for advice and in some areas access to clinical psychology.

The Liverpool Care Pathway has a carers section which specifically identifies their needs as their loved one is approaching the last weeks of life.

There is a gap or an insufficient resource of 24 hour care provision within patients own home, which can result in increased strain on the carer / family.
Organisational Information

South Cumbria Specialist Palliative Care team has carried out a pilot of a carers assessment tool, report expected March 2013.
Recommendation 8
Implement carer’s assessment tool piloted by the South Specialist Palliative across Cumbria by end of Q2 2013/14
Recommendation 9
Subject to the recommendations following the National review of the Liverpool Care Pathway; provider services should ensure that LCP carers leaflet is routinely delivered and explained to family and carers
Recommendation 1 also applies
3.8 
People approaching the end of life receive consistent care that is coordinated effectively across all relevant settings and services at any time of day or night, and delivered by practitioners who are aware of the person’s current medical condition care plan and preferences
Patient Stories

Many of the patients who shared their stories talked of large multi-disciplinary teams looking after their care clinically many felt this worked well;

[carer] “ The different hospitals…they have what you call a video discussion” [patient] Yes it is marvellous…I mean before they see me, they’d had this video link from Carlisle to the Freeman… there’s MacMillan nurses….and it’s like a round table, and they all discuss the patient, it’s marvellous really…” (patient,F)

In some cases communication was at times slow with the patient filling in the blanks or details whilst waiting for communication to arrive;

“Because there was a lot of different people involved, consultants and doctors and what not….and, I think there’s sort of a lack of communication maybe, through them, at times.” (carer, M)

“well it is slow, when I went down to the doctors and he had no idea what had gone on.” (patient, M)

Stakeholder

Local arrangements are in place to support sharing of information and continuity of care across organisations, e.g. Eden has a weekly MDT meeting between the Day Hospice, MacMillan Nurse, Community Nursing and the inpatient unit.

Gold Standard Framework meetings within practices are another example of good practice in sharing information across organisational boundaries.

Challenges arise due to incompatibility of IT systems and sharing information with OOH’s services.

Organisational Information
Gold Standard Framework data reports, will identify the number of patients whose care is discussed and planned at a multi-agency meeting 

Paper and electronic patient records will identify when discussions have taken place and the outcome of those discussions.

Recommendation 1 & 2 also applies
3.9 
People approaching the end of life who experience crisis at any time of day or night receive prompt, safe and effective urgent care appropriate to their needs and preferences
Patient Stories

Some of the patients interviewed had a less than satisfactory experience when accessing urgent care, as this patient who required access to Acute hospital services recounts

“The GP sent me to Carlisle as an emergency, and I was supposed to be fast tracked….when we got there we sat….she took my temperature, she took my blood pressure, and said I was fine, and we sat for three hours….another time it took several hours and I saw seven different doctors…trainee doctors…and everyone takes the details again – I said to a nurse why can’t you know who I am, you know what I am here for, why can’t you go to oncology and get my notes and bring them to this ward? And she looked at me as if I’d grown horns.  And I don’t think it does you any good…me any good, the patient because it unnerves you. I’m thinking…I remember sitting, looking, there was a loo, and I felt so ill I thought, ‘I’m going to die looking at a loo’.” (patient, F) 

Having to call the CueDoc in a crisis over the weekend is not a pleasant experience for many of the patients;

“if something happened at 8 o’clock on a Saturday night, and I was to ring the surgery, there’s nobody there. We’d automatically get put through to the Cue Doctor. And you will get a CueDoc come, and he wouldn’t have a damn clue what was happening” (patient, F)

Stakeholders

District Nursing Service runs 24 /7, in most areas of the County, there is however a gap in service provision in Furness between the hours of 5pm & 6.30pm.  Evening  & Night District Nursing services cover large geographical areas, this coupled with the level of demand can result in issues with capacity.

There are gaps in the provision of carers in the evening and overnight at short notice, the number of nights that Marie Curie provide in South Lakes is limited to 3.

Organisational Information

Different patient information systems are in use across organisations they are not currently compatible with information sharing.

Recommendations 1, 3, 4, 6 & 7 also apply
3.10 
People approaching the end of life who may benefit from specialist palliative care, are offered this care in a timely way appropriate to their needs and preferences
Patient Stories

Many of the patients were receiving support from Hospice at Home or MacMillan nurses and described this service as invaluable. Patients talked of the differing levels of support offered by these nurses but in each case tailored to the needs of the patient and their wishes 
“Dr….put me in touch with the MacMillan nurse immediately…who said she would come to see me once a week…but, I was feeling quite well, I didn’t…I thought ‘well they’ve got plenty of time, when I’m really poorly’. So we left it at that if I need them I phone them….but touch wood I haven’t had to use the MacMillan nurse yet” (patient, F)

“They want me to have MacMillan nurses but I’m not ready yet…I don’t feel I need them…” (patient, M)

For one patient his MacMillan nurse was a constant source of support, keeping him informed of what was happening, helping to get him re-housed and often getting updates for him from the hospital before they had made their way to the GP

“I generally find out my results before me doctor knows…through…yeah, so I don’t normally need to bother’…she can’t do enough and you know something, well you don’t know what to say but she’s just such a lovely person and like nothing is a bother…” (patient, M)

Several of the patients were receiving care in a hospice and described the care they were receiving as exceptional 

“It’s A1 in here.” (patient M)

“I couldn’t fault them they were marvellous.” (carer, F)

Stakeholders

The Hospices across the county run a 24 hour telephone advice line for palliative care this is currently a voluntary service.

It was identified that Hospice at Home do not have enough night and evening cover to meet demand 
Identified a gap in specialist palliative care medical support in the South of the County

Organisational Information

Number of referrals and referral to response time for MacMillan Nurses, Specialist Palliative Care Medicine and the Hospices are not consistently reported.
Referral to response times Specialist palliative Care Teams

Recommendation 10
Commissioner and provider organisations should implement the recommendation in NICE Guidance to fund 7 day a week specialist palliative care services.

Recommendation 11
The End of Life Workstream & Operational Group should consider the need for telehealth care.
Recommendation 1 also applies
3.11 People in the last days of life are identified in a timely way and have their care coordinated and delivered in accordance with their personalised care plan, including rapid access to holistic support, equipment and administration of medication
Patient Stories

A number of the patients who were identified and consented to take part in the patient stories interviews had become too unwell to participate or had died in the run up to the interviews taking place, it was not possible to interview any of the patients in the last couple of days of life and hear their stories.

A bereaved relative described the care that her husband received prior to his death, he spent his last few days in a Hospice

“I couldn’t fault them they were marvellous with…..and the family…Absolutely nothing was a bother.  They wouldn’t let him be in pain either”

Stakeholders

There has been an improvement in the number of patients who have ‘just-in-case’ medication in the home.

Liverpool Care Pathway is routinely used by Hospice and Hospice at Home, patchy use of LCP across community services. 

Community nursing services will respond urgently to requests to facilitate discharge from Hospital for end of life care patients wishing to die at home.  Response times from Adult Social Care do not meet with the same sense of urgency.

Organisational Information

Hospice routinely audit compliance with PPC (Preferred Place of Care) audit is not standardised across all provider services.
The table below identifies for North Cumbria Palliative Care Services total number of deaths, number with PPC specified and number who died in PPC.
Table 5: Compliance with Preferred Place of Care – North Cumbria Palliative Care Services
	1
	Total deaths in 2012 (calendar year)
	1059

	2
	No. with PPC recorded
	442

	Breakdown of 2
	Home
	241

	 
	Hospice
	38

	 
	Acute hospital
	30

	 
	Community hospital
	31

	 
	Care home
	8

	 
	Other
	24

	 
	No preference/undecided
	3

	 
	Not discussed
	67

	3
	No. who died in PPC
	221

	4
	No. who didn't die in PPC
	127

	5
	No. where we can't tell
	94

	Breakdown of 5
	PPC = Not discussed
	67

	 
	PPC = Undecided
	1

	 
	PPC = No preference
	2

	 
	PPC = Other
	24


Table 6: Compliance with Preferred Place of Care South Lakes Palliative Care Team
	
	No
	%

	Deaths July – December  2012 Patients on caseload
	72
	

	No. with PPC identified
	58
	80%

	No. who died in PPC
	54
	92%

	Place of death

Home

Hospital

Hospice
	45

18

9
	61%

25%

13%


CPFT Community Hospitals and Step Up Step Down Units record the number of deaths, but don’t identify if this corresponds to the persons PPC.

Table 7: Nu of deaths in Community Hospitals/SUSD Units April 2012-December 2012

	Description
	2010/11
	2011/12
	2012/13(*)

	Abbey View
	24
	43
	31

	Alston Hospital 
	11
	4
	3

	Brampton Hospital 
	20
	20
	18

	Cockermouth Hospital 
	27
	24
	21

	Copeland Unit
	25
	20
	19

	Keswick  Hospital 
	22
	23
	12

	Langdale North
	32
	29
	27

	Langdale South
	48
	47
	29

	Maryport Hospital 
	27
	28
	13

	Millom Hospital 
	21
	21
	12

	Penrith Hospital
	62
	58
	38

	Reiver House 
	6
	8
	2

	Wigton Hospital 
	24
	24
	17

	Workington Hospital 
	52
	50
	32

	 
	 
	 
	 

	Total
	401
	399
	274

	
	
	
	

	(*) 2012/13 figures are for the 9 month period April 2012 - December 2012


Recommendation 12
Subject to recommendations following the National review of the Liverpool Care Pathway CPFT to re-launch the LCP supported by a programme of education and learning.

Recommendations 1 & 2 also apply

3.12 The body of a person who has died is cared for in a culturally sensitive manner

Patient Stories

There was no specific reference to this in the patient stories interviews. 

Stakeholders

Information is available within and across organisations regarding culturally sensitive care of the body.  The Acute hospital have folders with information for staff, but aren’t always up to date. Community services have a ‘faith box’ which includes information leaflets.  Up to date information is also available via the internet.

Discussions would take place with the patient and their family regarding their wishes following death.

Organisational Information
LCP audit includes a section on care of the body following death and the GSF after death analysis tool incorporates this information.  
Recommendation 1 also applies

3.13 Families and carers of people who have died receive timely verification and certification of the death

Patient Stories

As part of the patient stories research one bereaved person was interviewed, her loved one had died from cancer.  She had not experienced any delays in receiving the death certificate it had been made available on the day of his death.

Stakeholder

Within acute hospital verification of death is carried out by medical staff, a small number of nursing staff are trained to do this to cover out of hours.  Community services have a number of staff trained however training is not automatically refreshed therefore skills & knowledge may become out of date.

North Cumbria Acute are working to identify a central point within the hospital where relatives can go to collect the death certificate, currently the certificate is collected from the ward which may not be suitable for all.

Organisational Information
CPFT Policy POL/001/063 Verification of Expected Death identifies the procedure to be followed in the event of an expected death. 
Recommendations 1 & 4 also apply
3.14 People closely affected by a death are communicated with in a sensitive way and are offered immediate and ongoing bereavement, emotional and spiritual support appropriate to their needs and preferences

Patient Stories

Only one interview took place with a bereaved person, her experience of this element of the service was a positive one

“After he died, I was so strong…I got everything done, organised everything…I didn’t sort of need it [counselling] straightaway and then about three weeks after he died, I was at a friend’s and it just hit us the grief came”

She spoke about how easy it had been to access the bereavement service

“Actually, when I phoned up they were just about to send me a letter out asking me if I had any problems or would like to go and talk to them.  So when I phoned up they had my name on the list ready to…so she sent it out right away.”

And the benefits of talking through her experience and understanding the grieving process

“It was….[mentioned name of counsellor] was lovely, the counsellor. She just let me talk about everything and how I felt and, you know, she was explaining things that you go through in grief”

Stakeholder

Hospice’s and Cancer Network have bereavement services; some services are only available for a relative who’s loved one has used the service.  Many clergy will provide bereavement support within their parish. Hospice services will routinely contact bereaved relatives 8-12 following death to offer support.

No designated resource within Community services to provide bereavement support, informal bereavement support will be provided immediately following death by clinical staff but unable to commit to on-going support due to lack of resource.  Referrals can be made to CRUSE but they are under resourced and currently operate a waiting list.

Organisational Information
Lancashire & South Cumbria Cancer Network – standardised information pack ‘The Bereavement Care Information Folder’ has been distributed to all provider services.
Recommendation 13
Provider services should raise awareness of and operationalise the use of ‘The Bereavement Care Information Folder’ by end of Q4 2012/13
Recommendation 1 also applies
3.15 Health and social care workers have the knowledge, skills and attitudes necessary to be competent to provide high-quality care and support for people approaching the end of life and their families and carers

Patient Stories

Overall patients praised the care that they received from their community teams;

“I can’t really fault it at all, they’ve been so good to us, so kind to us, do you know what I mean, it’s just unbelievable like. Maybe it’s me; I don’t know (laughs), maybe I’ve been lucky but, yeah yeah, no they have been really great with me honestly with that.” (patient, M) 

“Yes, definitely… I do know one day, the District Nurse realised that I was out of breath, and as soon as she got back to the surgery, she told the doctor there, and he came up to see me within about an hour.” (patient, M)

Stakeholders

Throughout the workshops it was evident that the staff providing end of life care are committed to providing a quality service, staff are willing to go the extra mile for palliative care patients and have a pride in being able to support the patient to die with dignity. 

The Acute Trust is in the process of training a link palliative care nurse for each ward, to include Liverpool Care Pathway and Sage & Thyme communication training.

Some of the stakeholders identified that through organisational change some clinical roles within CPFT at senior level were changing which may result in knowledge and experience being lost from the workforce, the large number of staff approaching retirement age was also identified as a contributory factor to the potential loss of skills, particularly as there appears not be a focus on succession planning.

End of Life Care training is not a mandatory component of training in CPFT for any staff groups, concern was raised regarding this and that the mandatory components of training have to be completed before any specialist courses can be accessed.

Gaps were identified in student nurse training which was felt to have a limited focus on end of life care and social services domiciliary care staff are not specifically trained in end of life care.

Organisational Information
Sage & Thyme communication training, see 3.2 above.
Recommendations 1 & 4 also apply
3.16 Generalist and specialist services providing care for people approaching the end of life and their families and carers have a multidisciplinary workforce sufficient in number and skill mix to provide high-quality care and support

Patient Stories

The patients who told their stories did not specifically mention if there were difficulties in accessing services or having to wait for specialist services following the initial diagnosis.  

Stakeholders

Response times from generic Social Worker service was identified as being an issue, previously there was a specialist palliative care SW role it was generally felt that the response times from this service were quicker with the added benefit of the worker having specialist knowledge of care packages gained through experience.
It was identified that there are capacity problems within community nursing services to meet the needs of palliative patients, the number of which and complexity of care required is increasing.

The South of the County identified problems in accessing OT, dietetics and physiotherapy in the community; this was not seen to be as much of a problem in the North and West.

DN service will respond to all requests to support people wishing to die at home and is treated as a priority. This has an impact on their availability and capacity to respond to scheduled requests for interventions.

Organisational Information
Generic services do not currently record activity specifically for End of life care therefore it is not possible to measure the current demand on the service and to identify trends without conducting an audit designed for this purpose 
Recommendations 1 & 8 also apply

Annex
Annex 1 – End of Life Care Education & Training Strategy 
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1.0 Executive Summary 



This Education and Training Strategy has been developed by the Cumbria and Lancashire End of Life Care Network (CLEOLCN) and Lancashire and South Cumbria (LSCCN) Specialist Palliative Care Group in recognition of the key role education and training have in the development of a workforce competent in delivering high quality end of life care. 



The strategy outlines the remit that CLEOLCN will take within education and training as this needs to inform how CLEOLCN will contribute to the current and emerging educational priorities within the Networks.  



The evolving role of CLEOLCN within Education and Training is to work with all members of the social and health care workforce, who deliver care at the end of life throughout the Network and to identify priorities in relation to education and training requirements and work to address these.  



CLEOLCN additionally has a role to promote the sharing of expertise, experience, and information regarding relevant education and training across the Network.  

CLEOLCN will work with provider organisations, Higher Education Institutes and emerging organisations such as the Clinical Commissioning Groups (CCG), Commissioning Boards and Local Education Training Boards to inform the development of workforce strategies. This will influence the development and provision of equitable training opportunities in line with Network priorities, supporting connections between  CCG End of Life Care commissioning priorities and identification of associated training and development needs.  



The aims of this strategy are to: 

· Influence the equitable provision of learning opportunities available within CLEOLCN

· Work closely with emerging health organisations ,Higher Education Institutes, Social Care Services and the Third Sector to identify new education programmes along with continuing to deliver existing programmes and resources necessary for provision. 

· To meet the education and training needs of a diverse and increasingly complex workforce, with new structures, roles and ways of working

2.0 
Introduction



The single most important determinant of the quality of care patients receive is the quality of the frontline staff who delivers it.  On a purely financial basis, workforce costs account for the majority of the NHS’s annual budget.  For patients, though, it is the therapists, GPs, nurses, carers, midwives, hospital doctors, clinic receptionists, porters, pharmacists, social care staff and scientists they encounter that really make the difference; they, more than anything else, determine patient experience and patient outcomes.  The current phase of NHS reform will radically change the way care is configured and delivered, with major implications for workforce skills and planning.  



NHS North West in its Workforce, Education Commissioning and Education and Learning Strategy (2008) recognises the importance of ensuring that organisations have the right workforce with the right skills and knowledge to deliver world class services and identifies two critical factors to ensuring the NHS workforce in the North West is confident, supported, affordable and competent.  These two factors are long term workforce planning and the development and embedding of a learning culture.  In support of embedding a learning culture, it states that: 



“education and learning is the key enabler if the aspirations and plans resulting from workforce planning and education commissioning are to be realised.  This highlights the imperative of ensuring that workforce and education programmes are fit for purpose, represent value for money and are delivered in such a way that they are directly informed by and responsive to employer demand.  By addressing the education and learning challenges and the strategic priorities to be pursued, the required improvement in healthcare services through education and learning can and will be enabled.” 



The vision is that North West healthcare organisations will have modern workforce planning systems that ensure: 



· Sufficient workforce capacity - skills, knowledge, experience, intelligence, value and competence, driven by patient need 

· Maximised workforce capability – effective utilisation of the skills, knowledge and competencies to deliver efficiency, effectiveness, productivity, performance, innovation and quality outcomes 



· Effective sustainability - the agility and ability to adapt, learn and work across new organisational boundaries, care pathways and service areas. 



Clinical Networks are expected to proactively review, integrate and lead on elements of this strategy in relation to their workforce group. The current health and social care workforce in Lancashire and Cumbria is detailed in Appendix 1.   As the structure of the NHS continues to change our responsibility as a clinical network will remain the same and as such we therefore have an important role to play in supporting the emerging organisations to meet the education and training needs of this diverse and complex workforce. 

The principles and priorities underpinning our vision for this education strategy are: 



Provide a world class service to our patients and staff 

· Support organisations in workforce planning - making sure there are sufficient staff with the right skills, competencies and knowledge to deliver high quality care at the end of life 

· Align national end of life care principles and priorities to the needs of local communities. 

· Support the development of clinical leaders and leadership capability within the Network 

· Work in partnership internally, across sectors and geographical boundaries, increasingly involving the voluntary and independent sectors

· Communication skills training as standard practice (Advanced, Intermediate or Core communication skills training depending on role)



Ensure organisational demand and supply needs are met 

· Support organisations in the development of strategic and operational workforce plans which inform and underpin end of life care education commissioning at all levels. 



Ensure maximum efficiency and effectiveness of resource utilisation 

· Work with providers to reduce hospital admissions and bed days and provide care closer to, and in, the patient’s home 

· Work with Providers and Commissioners to develop services which meet National End of Life Care Strategy recommendations   

· Implement recommendations of the National End of Life Care Strategy

· Implement the recommendations of the North West End of Life Strategy 

· Implementation of the NICE Supportive and Palliative Care Guidance 

· Develop education packages to support organisations in increasing the skills of all staff involved in end of life care 



Regional and national policy objectives all stress the need to move end of life care closer to the patient’s home.  This move in care settings does not just affect the locations in which health and social care professionals practice.  It also affects the services this workforce will be expected to deliver, the types of workforce groups that will be required and the mix of skills they will need to possess.  



Despite these national and regional objectives the numbers of deaths at home are continuing to decline.   In order to meet the projected increase in the numbers of annual deaths there would be a need to expand inpatient facilities by over 20%.  The Palliative Care Funding Review 2011 described an estimated growing need in the number of hospital beds to meet growing number of deaths year on year – which is at odds with the NHS need to reduce the number of hospital beds in order to deliver care in line with the pledge for quality healthcare.  This strategy must therefore acknowledge the increasing need to provide end of life care in the community and aim to address the trends of increasing hospital deaths.  The strategy must reflect the training and education required to support these staff to achieve regional and local policies and seek to identify opportunities and needs for multi-professional education.



Education and training will underpin end of life care strategies. Changing patterns of commissioner and care provider services must be translated into programmes to meet the new demands. 



Key challenges in delivering the end of life care education agenda are: 

· Diversity of end of life care 

· Meeting the needs of the diverse end of life care workforce, providing varying levels of training, depending on need 

· Delivering education and training that meets the professional, educational and end of life care directives (local and national) 

· Working with a variety of organisations involved in end of life care education 

· Ensuring patient and public involvement 




3.0 Scope 



The population of the UK is ageing and by 2030, people over the age of 65 will account for 86 per cent of deaths and those over 85 will account for 44 per cent of deaths.  The population over the age of 65 is estimated to increase by 252% by 2050 which equates to over half a million people (541,296) in Lancashire.  From 2012 the number of deaths will start to rise as baby boomer generations die and by 2030 about nearly 20% (18%) more people will die each year.  As the population ages the number of people living with long term conditions will also increase.  There are currently 1.5 million people with long term conditions living in the North West and this is estimated to rise to 3 million by 2030.  NHS North West estimates that on average, in the North West, 48,485 people require palliative care each year. (Ref)



This strategy sets out to outline the key challenges to ensuring that there are the right numbers of people with the right skills in the right place at the right time to meet the needs of people with long term conditions and who require palliative and end of life care throughout the North West.  It is written in response to a number of drivers, both national and local which identify workforce and skills shortages as limiting factors in the effective delivery of end of life care.  



It also reflects other national documents which refer to the need to modernise career structures to ensure that there will be a flexible, well trained workforce for the future.  These reforms are occurring in conjunction with other changes such as the European Working Time Directive, reviews of professional regulations (e.g. modernising Allied Health Professions and Healthcare Science careers) and an increasing focus on clinician leadership. 



National Drivers include: 

· The National End of Life Care Strategy

· The End of Life Care Strategy: Quality Markers and measures for end of life care

· Healthier Horizons for the North West

· Supporting people to live and die well: a framework for social care at the end of life

· Manual for Cancer Services: specialist palliative care measures

· NICE Guidance - Supportive and palliative care: the Manual

· A Cancer Plan for the North West of England to 2012 

· The Operating Framework for the NHS in England 

· White Paper: Caring for our future reforming care and support

· NICE: Improving Supportive & Palliative Care for Adults with Cancer 2004

· NHS Next Stage Review 

· Modernising Medical Careers Towards A Framework for Post-registration Nursing Careers 

· The Future of the Healthcare Science Workforce

· Modernising Scientific Careers: The Next Steps 

· Framing the contribution of allied health professionals: delivering high-quality healthcare  

· NHS Constitution 

· NHS 2010–2015: from good to great. Preventative, people-centred, productive

· GMC Treatment and care towards the end of life: good practice in decision making 



A range of factors will place additional demands on all of the staff groups and services outlined in this strategy due to the anticipated rise in deaths because of factors such as: 

· the ageing population 

· improved patient survival (leading to palliative care for longer) 

· growth in chronic disease and long-term illness 

· impact of national policies 



There is no doubt that we need more staff dedicated to the care of end of life care patients. The real challenge is to ensure that the workforce is also flexible enough to react to the rapid pace of change we are currently experiencing.  



Today, high quality and effective care of end of life care patients involves many different health care and social care professionals and relies upon the skills of several clinical specialties.  Success is best achieved when these specialists work together in multi-disciplinary teams and each member of those teams brings different competencies to the mix, some which cut across professional barriers.  This Strategy is based upon the premise that CLEOLCN has a key role to work with the emerging Commissioning Boards, provider organisations, CCGs commissioners and HEI colleagues to inform the development of workforce strategies and to influence the development and provision of equitable training opportunities. 




4.0 The Challenges 



The following section summaries the challenges which CLEOLCN face in continuing to improve a skilled and multi-disciplinary end of life care workforce. 

 

4.1 Early Identification of Patients in the Last Year of Life  

The earlier a patient is identified as in the last year of life, the more of an opportunity there is to involve that patient in advance care planning decisions.  In the light of this, training to raise staffs confidence and competency in identifying these patients should be available for all staff working at the front line, across both health and social care sectors.  This should form a key part of training for all clinical staff, social workers and front line social care staff who may work with patients at the end of life. 



4.2 Palliative Care 

Palliative care plays a key role in the treatment of patients living or dying with chronic disease.  Advances in palliative care have allowed clinicians to successfully relieve and prevent the suffering of patients across the entire trajectory of a disease but particularly when a patient reaches the later stages.  A key priority for workforce planning will be to ensure that plans for the palliative care workforce include not only palliative care consultants and trainees, but also an appropriately skilled wider multi-disciplinary team, including nursing and allied health professional (AHP) staff in wards, pharmacy, healthcare scientists and facilities staff, and general practitioners. 



4.3 Psychological support  

Assessment or treatment at the end of life often leads to a range of reactions and 

assurances that these are normal emotions can be useful to the patient and family. 

The provision of psychological support at the palliative and end of life stages are of great concern.  Across the network we know that there is a deficit in the workforce at these levels.  

In addition, those involved in holistic needs assessment (HNA) require additional training to undertake psychological screening and basic interventional skills.  Level 2 practitioners also require regular supervision to maintain skills and competence. No formal structure is in place within the network which needs to be addressed. 



4.4 Allied health professionals (AHPs)  

All patients’ needs may be different, but all are likely to need some support during the end of their life, especially with assessment of nutritional status, mobility, self-care, including dressing and personal hygiene, oral health, coping at home and work and leisure activities.  



4.5 Social workers  

Social workers in end of life care assist with psychosocial problems associated with the diagnosis, treatment and management of a disease.  They are available to assist the patient, their family and their carers and those who offer support and can refer to occupational therapy, day care, respite care and other means of social care support.  However dedicated end of life care posts across the network are in low numbers and the majority of referrals are pooled to a generic pool of professionals.  At a minimum there is a need to provide awareness training for all social workers supporting end of life patients or those receiving palliative care. 



4.6 Specialist palliative care services  

Specialist palliative care is defined as the active total care of patients with progressive, far advanced disease and limited prognosis, and their families, by a multi- professional team who have undergone recognised specialist palliative care training.  It provides physical, psychological, social and spiritual support, and will involve practitioners with abroad mix of skills.



Palliative care relies upon well co-ordinated multi-disciplinary team working which involves staff from both primary and secondary care.  It is well known that ‘out-of hours’ periods are a difficult time for delivery of high quality care with wide variation in service provision within the community and can be under-resourced.  Other staff groups are involved in palliative care including medical and nursing, social work, pastoral/spiritual care, physiotherapy, occupational therapy, pharmacy and related specialities, community nurses, AHPs and social care staff. 



Too many people are dying in hospital with an average of 11085 deaths in hospitals in Cumbria and Lancashire each year.  Studies of where people suffering with a progressive illness would prefer to die consistently find that more than 50% (up to 70%) would prefer to do so in their own home.  This data supports our aim to reduce deaths in hospital by 10% and to provide enhanced provision in the community, ensuring choice and quality.  By providing end of life care in the community both the number of unplanned emergency admissions and the days spent in hospital could be decreased.

To enable end of life care to occur in the community workforce development with mandatory training and education in end of life care, with a particular emphasis on effective and sensitive communication, should be provided for all relevant staff (clinical/non clinical) on a continuing basis.  This is fundamental to ensuring quality in end of life care and must be a key feature in local delivery plans. 



4.6 North West End of Life Care Model

The model of delivery advocated by the North West SHA End of Life Care Clinical Pathway Group uses a whole systems approach for all adults with a life limiting disease regardless of age and setting, moving from recognition of need for end of life care, to care after death. 

The story of a patient’s health from diagnosis of a life-limiting illness can be seen with this model.  The model comprises five phases as described below with some examples of practice highlighted:

[image: Model]

1. Advancing disease – timeframe: 1 year or more.

Example of practice required -the person is placed on a supportive care register in General Practitioner (GP) practice/care home. The person is discussed at monthly multidisciplinary practice/care home meetings.



2. Increasing decline – timeframe: 6 months [approximate].

Example of practice required -DS1500 eligibility review of benefits, Preferred Priorities for Care (PPC) noted, Advance Care Plan (ACP) in place and trigger for continuing healthcare funding assessment 

 

3. Last days of life – timeframe: last few days. 

Examples of practice required - primary care team/care home inform community and out of hours services about the person who should be seen by a doctor. End of life drugs prescribed and obtained, and Liverpool Care Pathway (LCP) implemented.



4. First days after death – timeframe: first few days.

Examples of practice required include prompt verification and certification of death, relatives being given information on what to do after a death (including D49 leaflet), how to register the death and how to contact funeral directors



5. Bereavement – timeframe: 1 year or more.

Examples of practice required include access to appropriate support and bereavement services if required.



The end of life care and palliative care workforce must be educated and supported to apply the model appropriately as staff across health and social care organisations are required to understand the needs and experiences of people and their carers at each point along the pathway.






5.0 End of Life Care Education Framework 



This framework reflects the three workforce groups identified in the National End of Life Care Strategy.  Minimum levels of knowledge & skills identified mirror the core competencies for end of life care which describe the competencies needed to ensure all health and social care professionals are confident and able to work with people who are at the end of life.  These cover four broad areas: 

· Communication Skills 

· Assessment and Care Planning 

· Symptom management, maintaining comfort and well being 

· Advance Care Planning 



The framework is not prescriptive and is intended to be used as a guide to help individuals decide the education requirements specific to their role.  Using the Framework commissioners can determine the knowledge and skills they wish to see reflected in the services they fund. Provider organisations can respond by scoping the education requirements of their workforce and develop their own end of life care education strategy according to their workforce groupings, as within their employees there will be varying educational needs, for example ancillary staff who fit into different groups, depending on their workplace setting. 



		

		Group A

		Group B*

		Group C*



		

Description of 

work

		

Staff working at specialist level who essentially spend the whole of their working lives dealing with end of life care

		

Staff who frequently deal with end of life care as part of their role

		

Staff working  as specialists or generalists within other services who infrequently have to deal with end of life care





		

Example roles

		

· Oncologists

· MDT Consultants 

· Cancer nurse specialists

· Palliative care nurse specialists

· Level 4 allied health professionals

· Oncology pharmacists

· Hospice pharmacists 

· Senior palliative care pharmacists

· Chaplains 

· All health and social care staff working in or with hospices

		

· Secondary care staff working in:

- A&E

-acute medicine

-respiratory medicine

-care of the elderly

-cardiology

-oncology

-renal medicine

-long term neurological          conditions

-intensive care

· Hospital chaplains

· Some surgical specialities

· Primary care staff including: 

-GPs

-district nurses

-community matrons

-care home staff

-ambulance staff

-community based  carers

· Specialist nurses

Including heart failure nurses based in primary or secondary care

· Community pharmacists



		

· All other professionals 

working in secondary 

care or community

For example:

-care home staff

-extra housing staff

-day centre and social care staff

-domiciliary care

-prison services staff

-staff in homeless shelters



		

Minimum levels of knowledge and skills

		

All should have the highest level of knowledge, skills 

and understanding through specialist training as part of 

specialist registration or CPD including: 

· Advanced training in communication skills

		

Need to be supported to enable them to develop or apply existing skills and knowledge through CPD or training including:  

· Intermediate communication skills training 

· Holistic Needs Assessment 

· Bereavement support

		

Must have a good basic grounding in assessment of the person’s needs and preferences including:  

· Core communication skills training 

· Involvement in co-ordinated care

· Knowing when to refer or seek expert advice or help





		

Types of course and providers 

		

Under and Post graduate HEI Accredited Courses 

· Connected Programme (National ACST Course) 

· Specific approved short courses / study days 

· Teacher training education  

· Role specific developmental placements  



		

HEI accredited 

courses 

· Specific approved short courses / study days 

· Communication skills training course either ACST facilitators or provided by Level 3 Staff 

· Role specific develop

		

· Specific approved study programmes such as Six Steps for Care Homes

· Study days

· Skill updates

· Basic communication skills training such as Sage and Thyme ™







This framework is supported by the Core Competencies for end of life care from the National End of Life Care Programme (Appendix 2).  These competences have been designed to be referenced to other occupational standards and frameworks, and cover five key areas of competency: Communication Skills; Assessment and Care Planning; Symptom management, maintaining comfort and wellbeing; Advance Care Planning; and Overarching values and knowledge.




6.0 Patient and Carer involvement 



The increasing expectations of patients and their carers and a recognition of the value of incorporating their experiences into training and education programmes has led to an increase in patient and public involvement in the development and delivery of these programmes. 



Currently within CLEOLCN patient and public involvement is focused on their contribution to service evaluation and development.  Their involvement in education programmes is sporadic but increasing. 



The CLEOLCN has recently formed a Partnership Group with a core membership including individuals who have cared for family members at the end of life.  This partnership group, along with other similar groups across the network, may serve as a source for increasing user involvement in educational programmes. 



To be effective in contributing to service development, patients and carers also require training to develop the skills required.  This is now readily available and is actively encouraged.  A key element of this strategy is to ensure that patients and public are involved in the development and delivery of new end of life and palliative care programmes and in the evaluation of existing programmes. 



It is important that patients at the end of life also receive education and training to ensure they are informed and supported during the end of their life.  Families, friends and carers should also receive education which allows them to fulfil their role of caring for and supporting the patient at the end of life. 




7.0 Recommendations  



The following recommendations provide a framework across all sectors to guide organisations which are involved in the delivery of end of life care in determining the education and training needs of its workforce. 



7.1 Recommendations for healthcare commissioners

a) Specialist palliative care services should only be commissioned from organisations that are ‘IOG’ compliant  

b) Commissioned services will have sufficient staff with the right skills, competencies and knowledge to deliver world class cancer services 

c) Commissioning plans should support health and social care workers to undertake relevant end of life care and palliative care education and training from local expert education and training providers and where possible the cost of education should be included within procurement contracts 



7.2 Recommendations for Social Care Commissioners

(To be included)



7.3 Recommendations for Providers 

a) All organisations should determine the end of life care and palliative care education and training needs of their workforce by referring to the framework 

b) Organisations should ensure that training needs assessments are performed on a regular basis to inform the commissioning of programmes of end of life care and palliative care education and workforce development. 

c) Organisations should enable relevant members of staff to access a range of learning opportunities including education and training programmes  developed and commissioned by CLEOLCN 

d) All staff should have access to appropriate communication skills training (as per framework) 



7.3 Recommendations for Specialist Practitioners 

a) Specialist Palliative Care Practitioners of all disciplines should acknowledge their expertise and contribute to the delivery of end of life care and palliative care education of the local generalist workforce (group B & C) as part of their role 

b) All practitioners delivering psychological care as part of their role should have access to appropriate supervision 



7.4 Recommendations for Education Providers/Commissioners

a) Providers of end of life care and palliative care education and commissioners should collaborate with CLEOLCN to develop provision of appropriate end of life care and palliative care education which is responsive to current and future workforce education needs

8.0 
 Strategy Implementation 



In order to support the delivery of this strategy and to realise the benefits for our workforce, responsibility for its implementation will be needed at a number of levels: 

· Individual staff have a responsibility for CPD in  reviewing and enhancing the competence, knowledge and skills required for their post 

· Employers need to commission effective education and training programmes that support staff in acquiring the necessary competences required for job roles 

· Employers need to maintain a commitment to investing in the recruitment and development of staff 

· Education and training providers must be responsive to the changing needs of the population, the requirements of professional bodies and government policy guidance. 




9.0  Network Commitments  





In developing this strategy the CLEOLCN have considered their role in relation to education and training and agreed that the network will: 



9.1 Work with clinical organisations and colleagues within the Network to

· Champion the End of Life Care Education and Training Strategy, its content and its implementation across the Network. 

· Support localities in developing local education and training strategies 

· Review and update the strategy in light of local/regional/national intelligence which directly impacts on the development of the end of life care and palliative care workforce.

· Disseminate information regarding relevant education and training.  

· Identify the priorities in relation to education and training requirements that exist across the network and work with clinical and educational colleagues to address these.

· Identify those educational requirements where cross organisational work would benefit from a standardised approach across the network and or bring economies of scale and sharing of resources and expertise.  

· Identify and develop educational standards to underpin aspects of end of life care and palliative care training where there is merit in having a consensus view of aspects of training such as content, assessment strategies and quality assurance mechanisms.  

· Work with clinical colleagues to develop common training standards/competencies and quality assurance mechanisms where appropriate to assure equity of service provision. 

· Co-ordinate training as appropriate.  

· Support the dissemination of Network expertise and experience.  

· Support the professional development of Network employees to ensure they are effective within their prescribed roles.  



9.2 Work with NHS Commissioning Boards to:  

· Inform the development of workforce strategies and priorities, drawing on the knowledge of Network members on key developmental needs in local services and on future policy and clinical developments  

· Co-ordinate the development of specific training programmes within the framework of local, regional and national strategies and priorities

· Work with CCG commissioners, CCG Workforce Leads and HEI colleagues to influence the development and provision of equitable training opportunities in line with Network priorities.  

· Influence the allocation of financial resources available to support education and training  



9.3 Work with CCG Provider & Commissioners to:  

· Inform CCG commissioners on key developmental needs within end of life care and palliative care services  

· Support key linkages between CCG commissioning priorities and their training and development needs  

· Advise the Clinical Commissioning Boards on the intelligence received from CCGs on the needs and progress of local services  

· Influence the allocation of financial resources available to support education and training 




Appendix 1:	Workforce of Lancashire and Cumbria





It is difficult to establish the headcounts of staff groups B & C and absolute numbers can only be determined at an organisational level.  Relevant minimum levels of training in end of life care should be incorporated into the knowledge and skills framework for individual posts and staff supported to access relevant courses through normal PDP processes. 



A large percentage of the social care workforce is employed in the private and third sector. This strategy seeks to make a significant impact on the quality of end of life care provide by this workforce through the appropriate training of employees. 



1.1 General Practitioner Workforce

		 

		All Practitioners headcount (excluding retainers and registrars)

		All Practitioners FTE (excluding retainers and registrars)



		Blackburn with Darwen Teaching Care Trust Plus

		97

		91



		Blackpool PCT

		97

		91



		Central Lancashire PCT

		260

		235



		Cumbria Teaching PCT

		416

		361



		East Lancashire Teaching PCT

		236

		215



		North Lancashire Teaching PCT

		213

		183



		Total

		1319

		1176










1.2 General Practice Staff Workforces

		

		GP Practices (total within PCT)

		Practice Nurses FTE

		Direct Patient Care FTE

		Admin & Clerical FTE

		Other Staff FTE



		Blackburn with Darwen Teaching Care Trust Plus

		31

		51

		16

		208

		3



		Blackpool PCT

		22

		72

		41

		219

		5



		Central Lancashire PCT

		86

		108

		32

		523

		12



		Cumbria Teaching PCT

		89

		170

		93

		654

		54



		East Lancashire Teaching PCT

		67

		101

		38

		387

		16



		North Lancashire Teaching PCT

		38

		102

		58

		397

		22



		Total

		333

		604

		278

		2388

		110







		

		

		Practice Nurse Headcount

		Direct Patient Care Headcount

		Admin and Clerical Headcount

		Other Staff Headcount



		Blackburn with Darwen Teaching Care Trust Plus

		

		73

		26

		294

		10



		Blackpool PCT

		

		96

		56

		287

		9



		Central Lancashire PCT

		

		181

		60

		741

		41



		Cumbria Teaching PCT

		

		284

		167

		975

		123



		East Lancashire Teaching PCT

		

		142

		60

		556

		34



		North Lancashire Teaching PCT

		

		148

		96

		535

		37



		Total

		  

		924

		465

		3388

		254










1.3 Medical Staff Workforces

		

		All Doctors

		Consultant 

		Associate Specialist

		Specialty Doctor

		Staff Grade

		Registrar Group

		Senior House Officer

		Foundation Year 2

		House Officer & Foundation Year 1

		Other Doctors in Training

		Hospital Practitioner & Clinical Assistant

		Other



		Blackpool PCT

		11

		1

		-

		-

		8

		-

		-

		-

		-

		-

		1

		1



		Blackpool Teaching Hospitals NHS Foundation Trust

		480

		157

		11

		35

		8

		153

		-

		41

		37

		-

		4

		34



		Calderstones Partnership NHS Foundation Trust

		17

		10

		-

		4

		-

		-

		3

		-

		-

		-

		-

		-



		Central Lancashire PCT

		7

		6

		-

		-

		-

		-

		-

		-

		-

		-

		-

		1



		Cumbria Partnership NHS Foundation Trust

		116

		35

		10

		1

		2

		6

		-

		2

		3

		-

		24

		33



		Cumbria Teaching PCT

		22

		5

		-

		-

		-

		-

		-

		-

		-

		-

		13

		4



		East Lancashire Hospitals NHS Trust

		696

		232

		16

		48

		8

		221

		29

		67

		69

		-

		6

		-



		East Lancashire Teaching PCT

		15

		6

		-

		-

		-

		-

		-

		-

		-

		-

		2

		7



		Lancashire Care NHS Foundation Trust

		185

		90

		6

		26

		5

		4

		7

		-

		-

		-

		11

		36



		Lancashire Teaching Hospitals NHS Foundation Trust

		709

		268

		28

		37

		6

		259

		6

		35

		57

		-

		6

		7



		North Cumbria University Hospitals NHS Trust

		368

		149

		16

		26

		6

		98

		2

		31

		37

		-

		3

		-



		North Lancashire Teaching PCT

		459

		3

		-

		1

		-

		401

		-

		-

		-

		52

		1

		1



		University Hospitals of Morecambe Bay NHS Foundation Trust

		458

		184

		45

		32

		3

		116

		4

		34

		36

		-

		4

		-



		Total

		3543

		1146

		132

		210

		46

		1258

		51

		210

		239

		52

		75

		124










1.4 Non-medical Staff Workforces

		

		Total HCHS non-medical staff

		Qualified nursing, midwifery and health visiting staff

		Registered midwife

		Health visitor

		Qualified School Nurse



		Blackburn with Darwen Teaching Care Trust Plus

		221

		1

		-

		-

		-



		Blackpool PCT

		116

		5

		-

		-

		-



		Blackpool Teaching Hospitals NHS Foundation Trust

		5751

		2177

		109

		128

		36



		Calderstones Partnership NHS Foundation Trust

		1492

		240

		-

		-

		-



		Central Lancashire PCT

		366

		12

		-

		-

		-



		Cumbria Partnership NHS Foundation Trust

		3637

		1327

		-

		99

		24



		Cumbria Teaching PCT

		252

		33

		-

		-

		-



		East Lancashire Hospitals NHS Trust

		6478

		2364

		258

		2

		-



		East Lancashire Teaching PCT

		553

		12

		-

		-

		-



		Lancashire Care NHS Foundation Trust

		6538

		2382

		3

		238

		2



		Lancashire Teaching Hospitals NHS Foundation Trust

		6205

		2,059

		191

		2

		-



		North Cumbria University Hospitals NHS Trust

		3240

		1292

		154

		-

		-



		North Lancashire Teaching PCT

		193

		23

		-

		-

		-



		University Hospitals of Morecambe Bay NHS Foundation Trust

		4313

		1487

		153

		-

		-



		North West Ambulance Service NHS Trust

		5105

		-

		-

		-

		-



		Total

		44460

		13414

		868

		469

		62










		

		NHS infrastructure support

		Central functions

		Hotel, property and estates

		Senior manager

		Manager



		Blackburn with Darwen Teaching Care Trust Plus

		212

		123

		-

		41

		48



		Blackpool PCT

		105

		66

		3

		7

		29



		Blackpool Teaching Hospitals NHS Foundation Trust

		987

		450

		452

		11

		74



		Calderstones Partnership NHS Foundation Trust

		300

		200

		75

		11

		14



		Central Lancashire PCT

		301

		132

		60

		43

		66



		Cumbria Partnership NHS Foundation Trust

		755

		453

		216

		53

		34



		Cumbria Teaching PCT

		188

		126

		-

		42

		20



		East Lancashire Hospitals NHS Trust

		1170

		319

		720

		62

		69



		East Lancashire Teaching PCT

		496

		117

		285

		20

		75



		Lancashire Care NHS Foundation Trust

		840

		547

		53

		94

		146



		Lancashire Teaching Hospitals NHS Foundation Trust

		1503

		585

		849

		20

		49



		North Cumbria University Hospitals NHS Trust

		528

		203

		235

		47

		43



		North Lancashire Teaching PCT

		147

		96

		1

		6

		44



		University Hospitals of Morecambe Bay NHS Foundation Trust

		959

		237

		620

		13

		91



		North West Ambulance Service NHS Trust

		488

		191

		49

		49

		199



		Total

		8979

		3845

		3618

		519

		1001










		

		Qualified scientific, therapeutic and technical staff

		Qualified Allied Health Professions

		Qualified Healthcare Scientists

		Other Qualified Scientific, therapeutic and technical staff



		Blackburn with Darwen Teaching Care Trust Plus

		8

		-

		-

		8



		Blackpool PCT

		4

		1

		-

		3



		Blackpool Teaching Hospitals NHS Foundation Trust

		785

		430

		195

		160



		Calderstones Partnership NHS Foundation Trust

		31

		13

		-

		18



		Central Lancashire PCT

		9

		-

		-

		9



		Cumbria Partnership NHS Foundation Trust

		616

		411

		1

		204



		Cumbria Teaching PCT

		24

		1

		-

		23



		East Lancashire Hospitals NHS Trust

		792

		502

		151

		139



		East Lancashire Teaching PCT

		1

		1

		-

		-



		Lancashire Care NHS Foundation Trust

		996

		548

		1

		447



		Lancashire Teaching Hospitals NHS Foundation Trust

		810

		403

		191

		216



		North Cumbria University Hospitals NHS Trust

		356

		160

		95

		101



		North Lancashire Teaching PCT

		6

		1

		-

		5



		University Hospitals of Morecambe Bay NHS Foundation Trust

		491

		276

		132

		83



		Total

		4929

		2747

		766

		1461










		

		Qualified ambulance service staff

		Support to clinical staff

		Support to doctors and nursing staff

		Support to Scientific, therapeutic and technical staff

		Support to ambulance staff



		Blackburn with Darwen Teaching Care Trust Plus

		-

		-

		-

		-

		-



		Blackpool PCT

		-

		2

		1

		1

		-



		Blackpool Teaching Hospitals NHS Foundation Trust

		-

		1816

		1441

		381

		-



		Calderstones Partnership NHS Foundation Trust

		-

		921

		888

		33

		-



		Central Lancashire PCT

		-

		45

		45

		-

		-



		Cumbria Partnership NHS Foundation Trust

		-

		967

		774

		196

		-



		Cumbria Teaching PCT

		-

		7

		7

		-

		-



		East Lancashire Hospitals NHS Trust

		-

		2160

		1774

		391

		-



		East Lancashire Teaching PCT

		-

		44

		44

		-

		-



		Lancashire Care NHS Foundation Trust

		-

		2341

		2,027

		315

		-



		Lancashire Teaching Hospitals NHS Foundation Trust

		-

		1840

		1360

		483

		-



		North Cumbria University Hospitals NHS Trust

		-

		1070

		848

		227

		-



		North Lancashire Teaching PCT

		-

		17

		16

		1

		-



		University Hospitals of Morecambe Bay NHS Foundation Trust

		-

		1383

		1167

		222

		-



		North West Ambulance Service NHS Trust

		2725

		1894

		12

		-

		1883



		Total

		2725

		14507

		10404

		2250

		1883










1.5 Social Care Establishments

		Size of establishment

		Blackburn with Darwen

		Blackpool

		Cumbria

		Lancashire



		Micro 
(1-9 employees)

		151

		27

		74

		164



		Small 
(10-47 employees)

		44

		52

		156

		359



		Medium 
(50-249 employees)

		8

		16

		57

		93



		Large 
(250+ employees)

		0

		1

		2

		6



		Not recorded

		3

		3

		3

		81



		Total

		206

		99

		292

		703







1.6 Social Care Workforce

		[bookmark: OLE_LINK1]Sector

		Blackburn with Darwen

		Blackpool

		Cumbria

		Lancashire



		Private sector

		1414

		1989

		4006

		10110



		Voluntary/3rd sector

		70

		215

		2111

		2206



		Statutory: local authority (adult services)

		434

		742

		2829

		3422



		Statutory: local authority (children's services)

		0

		0

		0

		0



		Statutory: local authority (generic / other services)

		0

		58

		0

		0



		Statutory: local authority owned

		0

		0

		0

		0



		Statutory: health

		0

		0

		0

		3



		Direct employer

		171

		0

		0

		34



		Other

		0

		93

		266

		593



		Total

		2089

		3097

		9212

		16368










Appendix 2: Core Competencies for end of life care – National End of Life Care Programme



Occupation- and profession-specific competences, which may also cover relevant overarching values and knowledge, exist for workers across health, social care and others sectors.  However these will need to be built upon for times when they are working with people approaching, or at the end of their lives.  

Expectations will vary and should be interpreted and applied to the particular role and circumstances of the worker, or workers.  They should link appropriately to the level required by service standards and the level the worker would normally be expected to perform at when providing the service, in conjunction with the degree of involvement in the individual’s end of life care.  Overarching values and knowledge competences as they relate to end of life care should also be understood and demonstrated by all workers.

The competences may be used as a freestanding framework, but are also designed to be referenced to other occupational standards and frameworks, such as the Knowledge and Skills Framework, National Occupational Standards for Health and Social Care, National Workforce Competences (Skills for Health) and the Qualifications and Credit Framework (QCF) which will replace NVQs.  

The main dimensions for each of the competence areas are as follows:

1. Communication Skills

a) In relation to End of Life Care, communicate with a range of people on a range of matters in a form that is appropriate to them and the situation.

b) Develop and maintain communication with people about difficult and complex matters or situations related to End of Life Care.

c) Present information in a range of formats, including written and verbal, as appropriate to the circumstances.

d) Listen to individuals, their families and friends about their concerns related to the end of life and provide information and support. 

e) Work with individuals, their families and friends in a sensitive and flexible manner, demonstrating awareness of the impact of death, dying and bereavement, and recognising that their priorities and ability to communicate may vary over time.



2. Assessment and Care Planning

a) Understand the range of assessment tools, and ways of gathering information, their advantages and disadvantages. 

b) Assess pain and other symptoms using assessment tools, pain history, appropriate physical examination and relevant investigation. 

c) Undertake/contribute to multi-disciplinary assessment and information sharing.

d) Ensure that all assessments are holistic, including:

· Background information

· Current physical health and prognosis

· Social/occupational well-being

· Psychological and emotional well-being

· Religion and/or spiritual well-being, where appropriate

· Culture and lifestyle aspirations, goals and priorities

· Risk and risk management

· The needs of families and friends, including carer’s assessments.

e) Regularly review assessments to take account of changing needs, priorities and wishes, and ensure information about changes is properly communicated.



3. Symptom management, maintaining comfort and well being

a) Be aware that symptoms have many causes, including the disease itself, its treatment, a concurrent disorder, including depression or anxiety, or other psychological or practical issues.

b) Understand the significance of the individual’s own perception of their symptoms to any intervention.

c) Understand that the underlying causes of a symptom will have an impact upon how care should be delivered.

d) Understand the range of therapeutic options available, including drugs, hormone therapy, physical therapies, counselling or other psychological interventions, complementary therapies, surgery, community or practical support.

e) In partnership with others, including the individual, their family and friends, develop an EoLC plan which balances disease-specific treatment with other interventions and support that meet the needs of the individual. 

f) In partnership with others, implement, monitor and review the end of life care plan. 

g) Awareness of cultural issues that may impact on symptom management. 



4. Advance Care Planning 

a) Demonstrate awareness and understanding of Advance Care Planning, and the times at which it would be appropriate. 

b) Demonstrate awareness and understanding of the legal status and implications of the Advance Care Planning process in accordance with the provisions of the Mental Capacity Act 2005.

c) Show understanding of Informed Consent, and demonstrate the ability to give sufficient information in an appropriate manner.

d) Use effective communication skills when having Advance Care Planning discussions as part of ongoing assessment and intervention.

e) Work sensitively with families and friends to support them as the individual decides upon their preferences and wishes during the Advance Care Planning process.

f) Where appropriate, ensure that the wishes of the individual, as described in an Advance Care Planning statement, are shared (with permission) with other workers. 

g) When appropriate, know what the Advance Care Planning statement contains, and how this will impact upon an individual’s care delivery.



5. Overarching values and knowledge   

a) In the context of EoLC, understanding and knowledge of:

· One’s own professional/role boundaries

· Legal and ethical issues - adherence to legislation and advisory guidance around e.g. Mental Capacity Act and the Mental Health Act 

· Professional codes of practice or conduct, and their impact on practice

· The role/contribution of other workers and organisations to ensure leadership commitment and innovation

· The impact of one’s own beliefs on practice

· Approaches to risk assessment, management and taking

· Approaches to and theories of change, loss and bereavement 

· Social models of care, and person-centred approaches.

b) Person-centred practice that recognises the circumstances, concerns, goal, beliefs and cultures of the individual, their family and friends, and acknowledges the significance of spiritual, emotional and religious support and the diversities in these regards that there might be between family or social group members. 

c) Practice that is sensitive to the support needs of family and friends, including children and young people, both as part of end of life care, and following bereavement.

d) Awareness of the importance of contributing to evaluation and change of services, participating as appropriate, and of involving the people who use them in that process.

e) Taking responsibility for one’s own learning and continuing professional development, and contributing to the learning of others.



The Principles

These seven principles underpin the competences and all workforce development, irrespective of a worker’s level of practice, occupational group or work setting. 

1) Choices and priorities of the individual are at the centre of planning and delivery 

2) Effective, straightforward, sensitive and open communication between individuals, families, friends and workers underpins all planning and activity. Communication reflects an understanding of the significance of each individual’s beliefs and needs

3) Delivery through close multidisciplinary and interagency working

4) Individuals, families and friends are well informed about the range of options and resources available to them to be involved with care planning

5) Care is delivered in a sensitive, person-centred way, taking account of circumstances, wishes and priorities of the individual, family and friends

6) Care and support are available to anyone affected by the end of life and death of an individual

7) Workers are supported to develop knowledge, skills and attitudes. Workers take responsibility for, and recognise the importance of, their continuing professional development 
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