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	Purpose of the Report
	This report provides an update on progress against the End-of-Life Care quality and safety priority for the period August 2024 to March 2025. 

	Key Issues



	· End of life care continues to be a named Quality and Safety Priority for the health board
· Some progress made on place of care/death
· Mixed findings from the National Audit of Care at End of the Life (NACEL) – Outlier (2.5 percentile) for recognising that a person is dying before they die
· Challenges to meeting recommendations of Health Inspectorate Wales (HIW report) on (Do Not Attempt Cardio Pulmonary Resuscitation) DNACPR
· Changes to ability to deliver education around end-of-life care.
· Challenges in sharing DNACPR and other Advance and Future Care Planning to support clinical decision making.


	Specific Action Required 
(Please choose one only)
	Information
	Discussion
	Assurance
	Approval

	
	☐	☐	☒	☐
	Recommendations

	· To continue to grow quality improvement within this quality priority.
· That the Health Board consider End of Life Care when reviewing new programmes of work/business cases/ developments, and where possible ensure that provisions are made to promote high standards of end-of-life care (over the last year, months, weeks and days of life)
NACEL 2025
· Group medical directors to ensure whole complement of case note reviews are undertaken for at least one quarter of the 2025 audit period and
· where case note review identifies late recognition of dying or that dying was not identified before the person died, the clinical team undertake a deep dive of that case for presentation in their morbidity and mortality meetings
· Clinical Directors re-promote the use of the Care Decision Guidance to support care in the last days of life, where dying has been recognised. 
· Group medical directors to introduce “Would I be surprised?” question to the Safer Board Round – (with appropriate clinical decision making and conversation triggered if the clinical team would not be surprised). 
HIW DANCPR review
· Digital Services to identify digital platform for sharing DNACPR forms with GP and (GP Out of Hours) GPOOH, e.g., using (Welsh Clinical Communications Gateway) WCCG
Education
· Primary Care Community and Therapies to review the use of the resource allocated via Quality Priority investment to support education across all care settings


   
1. INTRODUCTION

End of Life care has been a quality priority for Swansea Bay University Health Board for four years. The initial aims of this priority are outlined in Appendix 1 and are largely mirrored in the 2025 National Confidential Enquiry into Patient Outcomes and Death (NCEPOD) report on End-of-Life Care highlights similar issues to the Quality and Safety Priority aims.  (Appendix 1) Many of the barriers and challenges will be familiar. 

This report aims to summarise progress made over the last six months, the challenges being faced and to set out the priorities for the coming period. 

2. BACKGROUND

One point one percent of the population of Swansea Bay will die each year.  For the vast majority, the deterioration towards death is fairly predictable (chronic progressive conditions, dementia, frailty and cancer).  It is anticipated that the number of patients dying will increase by 25% over the next ten years or so, and the palliative care needs will increase by over 40% in the same time period as the population lives longer with multiple co-morbidities.
 
The Quality and Safety Priority for End-of-Life Care End of life care covers care from the last year of life up to and including the last hours of life.  The five priorities of the dying person are (i)
· The possibility that the person may die within the next year, months, weeks, days, hours is recognised and communicated clearly, decisions made and actions taken in accordance with the person’s needs and wishes, and these are regularly reviewed and decision revised accordingly
· Sensitive communication between health care professional and the dying person, and those identified as important to them
· Involving the person in clinical decision making (as much as they wish to be involved)
· The needs to the dying person and those important to them are actively explored, respected and met, as far as is possible
· An individual plan of care, including physical psychological social and spiritual support is agreed, co-ordinated and delivered with compassion.

Meeting these priorities facilitates advance and future care planning. When there is robust advance and future care planning, six out of seven patients die outside of the acute hospital setting, patients are more engaged in their care; there is less futile investigation and treatment; patients report a greater satisfaction with the care; those important to the patient have less complicated bereavement. (ii)

The requirements and challenges for delivering high quality end of life care in Swansea Bay was introduced in the Summer 2024 and has been revised.  (Appendix 2).

When End of Life Care became a Quality and Safety Priority for the Health Board, the initial primary drivers for the Quality and Safety Priority were:
· The experience of the patient and those important to them being at the centre of the priority
· Incorporating high quality End of Life Care into all of the Health Board systems and processes
· To embedded as a core value of the Health Board
· Education and training of staff across all care settings
· Advance and future care planning
· Development of data resources

The measures identified to monitor the impact of the End-of-Life Care work included:
· Place of death – more robust advance and future care plans result in more people choosing to die at home
· Number of Advance Care Plan discussion notifications on Welsh Clinical Portal, as activity is increased
· Death within 48 hours of attending an emergency department, with the anticipation that with robust advance and future care planning, patients are more aware that they may be approaching the end of realistic active treatment options and instead choose to remain at home in the last days of life
· Number of deaths where care was supported by the Care Decision Guidance (which helps focus care on the five priorities of the dying person) with earlier recognition of the dying phase
· Training in End-of-Life Care


A] Place of death 

Year on year, a bigger proportion of the residents of Swansea Bay die outside of the hospital setting.

There are limitations on the data available with Office of National Statistics (ONS) data including Ty Olwen care within hospital figures and Health Board data not allowing us to break down the data to location within the community. Table 1 has been used manually extracted data to show the increase in patients dying outside of hospital.
Table 1:  Place of death for Swansea Bay Residents (v) plus Specialist Palliative Care Dashboard – (NB – ONS data not available since 2023) (SUCCESS)

	
	Number of deaths in each care setting 2023
	
Proportion in each care setting
2023
	
Proportion in each care setting 2022
	
Proportion in each care setting 2021

	Hospital
	2029
	42%
	44%
	46%

	Hospice (Ty Olwen) 
	
215
	
5%
	
4%
	
3%

	Home
	1445
	32%
	31%
	32%

	Care Home
	729
	16%
	17%
	15%

	Other
	204
	5%
	4%
	4%



Since End-of-Life Care was named a Quality and Safety Priority for the Health Board, there has been a reduction in the proportion of Swansea Bay residents dying in Swansea Bay hospitals.  It is difficult to fully appreciate what elements of change have impacted this. 
B] Number of advance and future care plans discussions notified on Welsh Clinical Portal 
Since End-of-life Care became a quality and safety priority, the number of new notifications per month has increased.  

There is a notification flag within Welsh Clinical Portal that can be used to highlight that and advance and future care planning conversation has been had.  The notification is a once-only flag, and the reader has to search for the document that contains that detail. 

The following graph shows the number of new notifications each quarter.

  DHCW data – Number of New ACP Discussion notifications in WCP per quarter for Swansea Bay residents (Partial Success)



When compared to the number of deaths of Swansea Bay residents per quarter (in the region of 1000), and recognising the majority of these will have some predictability to the death, then 175 new notifications may not seem significant.  However, it is seven times that flagged before End-of-Life Care was a quality and safety priority. 
Opportunities to improve advance and future care planning

The life expectancy of people living in a care home environment is significantly shorter than those not living in care.  For example, females aged 65yrs to 69yrs living in a care home can expect to live another 7 years, whilst those females not living in a care home can expect approximate 23 more years.  Similarly, males aged 90yrs or over living in a care home have approximately two years, compared to their peers not in a care home of six years.
Requiring care in a care home is a particularly useful trigger to explore what is important to the person and what (realistic) treatment options are remaining.  What treatments will the patient tolerate?  What treatments fit in with what is important to the patient?  What treatments go against what is important to the patient?
Similarly, hospital admission can also be a marker of reduced prognosis.  The chart below demonstrates one year mortality for males and females living within a care home, or not living in a care home (ONS data 2021-22) and mortality of the patients who were inpatients in Swansea Bay hospitals on January 1st 2024.  Age specific mortality rates (%) for care home and non-care home residents (England Wales 2021-22 (iii) and Inpatients Swansea Bay Hosp Jan 1 2024



The combination of being discharged to a care home could be considered a big marker of reduced reserve and trigger for discussing advance and future care plans.  The table below highlights the missed opportunities of both considering advance and future care plans for patients being discharged from a Swansea Bay hospital to a care home, and sharing the discussions so they can be built upon by other clinicians who may be called to see the patient. 
Inclusion of A&FCP in discharge summary of patients discharged to care homes 2024 (2017)

	
	
DNACPR
	Treatment escalation plan/options
	
Preferred place of care

	In place
		17 (6)	
	8 (9)
	6 (7)

	Discussed with family not in place
	1
	3
	4

	Mentioned not in place
	0
	5
	2

	Not mentioned
	82
	84
	88


Having robust advance and future care plans for residents of care homes supports Wales Ambulance Service Trust (WAST) in knowing whether or not transfer to hospital is appropriate for care home residents, however in the majority of cases (82%) no record of advance and future care planning is available to WAST when called to a care home. This can result in poor patient and family experience through inappropriate transfer to hospital.

We intend to increase the use of advance and future care planning within care homes through engagement with GPs via the All-Wales Direct Enhanced Service for care homes and through training and awareness raising within care homes themselves.

We are also raising public awareness of advance and future care planning through our website resources.

There is also a need for local and national support with digital solutions to share information on advance and future care plans between primary care and secondary care, and with partners including WAST.

C] Admission to Emergency Departments at End of Life
We have reduced the number of people whose deaths could be foreseen (through pre-existing and deteriorating conditions) who died in the Emergency Department. The following graph shows that fewer patients who have attended an outpatient department appointment in the previous 6 months died in the Emergency Department in 2024, compared to 2022.

: Review of clinical records of patients who died in ED (Partial success)



It could be extrapolated that fewer of those patients who had had opportunities for advance and future care planning, or who had predictable deterioration, attended ED in their last days of life.  Of those who did die in the Emergency Department, there was little evidence of advance and future care planning documented in the patient records that the reviewers had access to. 


D] Care Decision Guidance used to support care in the last days of life (Uncertain)

It was hoped that information to support this measure could be provided by the Medical Examiner.  However, due to barriers to data sharing it has not been possible to access these data.

Proxy for Care Decision Guidance use in hospital setting

The National Audit of Care at the End of Life (NACEL) does provide a measure of meeting the five priorities of the dying person (which would also be covered by the Care Decision Guidance).  Before the other priorities can be met, it is paramount to recognise that the person is dying.  

Swansea Bay has an alert for being an outlier within the 2024 NACEL audit, with a significant proportion of the deaths having no record that the clinical team had diagnosed that the person was dying before they died. (Appendix 5)

There are other sources of data that suggest that we often fail to recognise that the person is dying.  The preliminary National Cardiac Arrest Audit suggests late recognition of dying with 11% of CPR attempts in Morriston Hospital being abandoned before 15 minutes (suggesting futility) compared with 4% in other similar hospitals across England and Wales.

E] Education and PARASOL Team (no longer as successful)

To support delivery of this quality priority the health board has invested in a clinical educator role within the PARASOL team, taking the team to two full time equivalent band 7 Clinical Nurse Specialist.   The success of this team in taking education out to the staff of the health board and to care homes has been emphasised in previous reports. Both formal training, including the End-of-Life Care Champion Programme, and more informal sessions, within the various clinical areas has been paramount in building the standard of end-of-life care and family experience (see NACEL report).

Since June 2024, one of the clinical educators has been temporarily re-deployed to support re-organisation of the Specialist Palliative Care nursing team. There has been loss of a social service educator role that supported care homes in Swansea.  Thus, the capacity to support End of Life Care training across the Health Board has dropped.  It is possible that the lack of recognising dying in the NACEL audit is, in part, consequence of lessening visibility of this educator role within the hospitals.  Similarly, ability to deliver on the End-of-Life Care champion programme is limited.  (A Risk Assessment for this issue is being undertaken.)

The PARASOL Team was able to run an End-of-Life Care Conference in November.  This was a huge success, and has highlighted areas of good practice and challenges to supporting the dying person in Swansea Bay. (Appendix 6)

F] Future Work (not mentioned above)
· Working with Communications team for public facing resources
· Modify utility within Signal to support decision making in the last days of life
· Replicating elements of the NACEL audit for care delivered in the community
· Understanding recognition of dying in the Emergency Department (multiple clinical teams involved in patient care)

G] Risk to delivery and Enables

There is an on=going need to consider End of Life Care across Health Board policies and pathways. This will be achieved through raised awareness and senior clinical leadership within the Executive Medical Director Team when approving policies and service changes.

As noted previously, the capacity within the PARASOL team has been reduced and this should be reviewed by Primary Care Community and Therapies and presented to the Quality Priority Programme Board for approval.

Continued support is required from Digital Services to support information sharing regarding advance and future care planning across primary and secondary care.

Support is required from digital service to provide robust data regarding End-of-Life Care (as per internal audit recommendation).

	Governance and Assurance



Governance for the Quality Priorities sit within the Quality Priority Programme Board which reports to Quality and Safety Group. Monthly activity reports for the quality priorities are provided to Quality and Safety Committee and Management Board.
The End-of-Life Care quality priority is overseen by the End-of-Life Care Group.
	

	Link to Enabling Objectives
(Please choose)
	Supporting better health and wellbeing by actively promoting and empowering people to live well in resilient communities

	
	Partnerships for Improving Health and Wellbeing
	☒
	
	Co-Production and Health Literacy
	☒
	
	Digitally Enabled Health and Wellbeing
	☐
	
	Deliver better care through excellent health and care services achieving the outcomes that matter most to people 

	
	Best Value Outcomes and High-Quality Care
	☒
	
	Partnerships for Care
	☐
	
	Excellent Staff
	☒
	
	Digitally Enabled Care
	☒
	
	Outstanding Research, Innovation, Education and Learning
	☐
	Health and Care Standards

	(Please choose)
	Staying Healthy
	☒
	
	Safe Care
	☒
	
	Effective Care
	☒
	
	Dignified Care
	☒
	
	Timely Care
	☐
	
	Individual Care
	☒
	
	Staff and Resources
	☐
	Quality, Safety and Patient Experience

	High quality end of life care/advance and future care planning has a key role to play in patient experience and outcomes.  
· One chance to get it right.
· How the person dies lives on in the memories of those left behind (including our staff)

	Financial Implications

	One full time band 7 has been funded by the Q&S priority to support education around end-of-life care
Financial impact of reduced patient carer satisfaction
Financial impact of not reducing futile investigations and interventions 
Financial impact of ongoing patient flow challenges if we don’t get this right 

	Legal Implications (including equality and diversity assessment)

	None identified.

	Staffing Implications

	Support staff of Swansea Bay to have the knowledge and skills to deliver the one chance to get it right.
Impact of staff if we don’t get it right – work satisfaction

	Long Term Implications (including the impact of the Well-being of Future Generations (Wales) Act 2015)

	Providing good quality end of life care requires a partnership approach across primary and secondary care.

Work within this quality priority has a long-term benefit to people’s health – the bereavement/grief of those left behind is significantly impacted by the planning and support of the end-of-life care of those important to them

	Report History
	Quality and Safety Committee March 2025
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Number of new per quarter	2021 Q1	2021 Q2	2021 Q3	2021 Q4	2022 Q1	2022 Q2	2022 Q3	2022 Q4	2023 Q1	2023 Q2	2023 Q3	2032 Q4	2024 Q1	2024 Q2	2024 Q3	2024 Q4	2025 Q1 (2 months)	27	16	13	14	13	24	37	41	176	224	234	199	173	174	165	179	165	


Non care Home	Female65-69yr	Female 70-74yr	Female 75-79yr	Female 80-84yr	Female 85-89yr	Female 90yr+	Male65-69yr	Male 70-74yr	Male 75-79yr	Male 80-84yr	Male 85-89yr	Male 90yr+	0.9	1.4	2.2999999999999998	4	7.1	14.4	1.3	2	3.3	5.8	9.9	18.3	Care home	Female65-69yr	Female 70-74yr	Female 75-79yr	Female 80-84yr	Female 85-89yr	Female 90yr+	Male65-69yr	Male 70-74yr	Male 75-79yr	Male 80-84yr	Male 85-89yr	Male 90yr+	11.6	15.7	19	22.7	26.4	34.1	12.2	19.100000000000001	25.3	31.6	37.6	44.8	SBUHB Hosp patients	Female65-69yr	Female 70-74yr	Female 75-79yr	Female 80-84yr	Female 85-89yr	Female 90yr+	Male65-69yr	Male 70-74yr	Male 75-79yr	Male 80-84yr	Male 85-89yr	Male 90yr+	38.5	20.5	40	37.299999999999997	42.3	44.6	40	25	45	37.5	46.7	63.6	



2022	Sudden unpredictable (%)	Recognition of dying (%)	Mean length of stay in ED (hr)	attended OPD in last 6 months (%)	Care home residents (%)	7	71	26	68	20	2024	Sudden unpredictable (%)	Recognition of dying (%)	Mean length of stay in ED (hr)	attended OPD in last 6 months (%)	Care home residents (%)	23	80	85	55	26	
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