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LEEDS PALLIATIVE CARE NETWORK

PROGRAMME OVERVIEW 2025 / 2026

Objectives:

1. To capture progress of the LCPN projects and work during 2025 - 2026

2. To enable monitoring of achievements and provide targeted support as required.

3. To provide evidence of activity that supports achievement of the Outcomes set within the
Leeds Palliative and End of Life Care Strategy 2021-2026 and by the EOL Board.

Sep-25

’ Key to Progress Status
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Project/workstream

Latest Update

Next Steps

1 Improving Planning Ahead Latest Update Next Steps
Improve personalised approach to planning ahead through use of What Matters to Me, ReSPECT and EPaCCS Single City-Wide Digital ReSPECT - work is progressing and gaining traction. Although not an

Objectives LPCN project, combined resources from the city are actively involved and influencing this. Work is

1. Establish feasibility of shared palliative care view within Leeds/ WY&H Care Record progressing at pace to bring the LTHT ReSPECT up to v3.5 of the national standard.

2. Complete evaluation of Planning Ahead (ReSPECT/EPaCCS) to inform further quality improvements required

3. Audit the number and quality of ReSPECT forms across care settings The PPM+ Business team are leading on the eform development and community/primary

4. |dentify training needs to support Planning Ahead implementation care/hospice colleagues are contributing to this. At a city-wide level, the development is included

5. Develop and review the Planning Ahead (ReSPECT/EPaCCS) template in the scope of the '"Homefirst' workstream led by the ICB and funding has been allocated to

6. Seek patient and public involvement and feedback support the development.

7. Make available patient information about the ReSPECT process within Planning Ahead

8. Review 2021 national changes to EPaCCS The end result would be a ReSPECT form and adjacent Planning Ahead form that would sit in the

9. Raise awareness about Planning Ahead and ACP. shared Leeds Care Record with read/write functionality for community, primary care, hopsitals etc.

Project Lead: Sarah McDermott Exec Lead: Gill Pottinger

Strategy Outomes 1,4; EoL Board Outcome 1

1B Community / Citywide ReSPECT Audit Latest Update: Next Steps

Objectives

1. Commission UoL / AUPC to undertake Audit

2.Audit to include Quantitative and Qualitative Analysis of community ReSPECT data
3.Audit to include patient experience from any citywide providers

Project Leads: Sarah McDermott & Matthew Allsop Exec Lead: Gill Pottinger

Strategy Outomes 1,4; EoL Board Outcome 1

® The survey is live with YAS and both Hospices.

* Survey being launched in Primary Care bulletin on 9 September and linking
with the Confed website/comms - will follow up/issue a reminder on 26
September.

¢ LCH launching imminently — comms being finalised.

Earlier updates - The study has now been approved by the NHS Research Ethics Committee and
Jakki Birtwistle, Research Fellow at the AUPC is pursuing site approvals before the survey can be
circulated. St.Gemma’s have started circulating the survey to staff and LCH have approved it. GP
practices are more challenging because they need to be recruited individually to this which is time
consuming. Aiming for surveys to be completed throughout September.

1. Jakki also plans to join the LPCN Exec meeting in November to provide an update by which time the report should be
near completion.

2 Identification Tool for People approaching EoL (Timely)

To develop an early identification tool for patients approaching the end of life to use in primary care in Leeds
Objectives:

Secure funding to support the project

Establish working group

Agree resources required — Exec Lead, GP clinical leads, academic evaluation, data quality
Gain agreement to undertake project from National EARLY Team

Clarify scope, agree methodology and project plans

Appoint GP’s to undertake project

Agree PCN and practices that will be within initial project phase

Review / Audit existing tool performance within Practices

Modify Tool as required

10. Test Modified Tool in same practices.

11. Review and adjust as required

12. Academic review of process, findings and report produced

13. Agree next phase and roll out into Primary Care if tool effective and validated

@ E = e W e

Project Lead: Gill Pottinger _Exec Lead: Gill Pottinger

Strategy Outcome 2; Board Outcome 1

Latest Update:
* Multi-agency workshop being set up for early November 2025 to explore the
application of Artificial Intelligence in early identification.

e Continuing to explore innovative solutions for identifying people who are
approaching end of life and also those who have an unmet palliative care
need. Timescales and funding limitations have led to the decision not to
pursue the grant application with Marie Curie /Leeds Hospital Charity.

¢ Working with Mathew Allsop and the UoL to scope out some discovery work
with an Al researcher - yet to be recruited.

* Matthew Allsop delivered his final report on the Timely Tool on 8 April 2025.
The tool did not perform well and based on the evidence presented, it was
agreed that there is no value in developing the tool further. Agreed to share a
project summary with key stakeholders and close the project. The remaining
budget of £27k will be ringfenced whilst other solutions are being explored.

Next Steps:

1. Assess outcomes from November Al workshop

2. Obtain agreement from the LPCN Exec Team to fund the discovery work with an Al Researcher.
3. Explore the feasibility of the Google offer to support some discovery work.

4. Close Timely Project and publish report on LPCN website.

5. Update programme objectives.

Progress
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3 Respiratory /Breathlessness Pathway
Provide a collaborative partnership forum for reviewing patient experience and care pathways for patients at end of
life living with respiratory conditions and / or breathlessness and support quality improvements

Objectives:

1. Review existing Pathways and identify key issues

2. Agree actions that can be undertaken to improve service

3. Take actions as agreed

4. Share updated service offers and referral routes

5. Effectively share any amendments made, updated service specifications etc.

Project Lead: Alison Boland Exec Lead: TBC

Strategy Outcomes 3,6; Board Outcome 2

Latest Update:
® The Respiratory Group event took place on 20 June 2025 and feedback attached below

Adobe Acrobat
Document

Next Steps:

* Opioids for Breathlessness in Advanced Disease — review being led by Ash Birtles and guidance ready to
be circulated to the Respiratory Group for comments. This review includes an information leaflet
handed out to patients who are on opioids for breathlessness.

* Withdrawal of Ventilatory Support in Awake Patients — review complete and guidance has been
uploaded onto Leeds Health Pathways.

* Date of next meeting is 25 September 2025 (July meeting cancelled)

4 Evidence into Practice / Research
Overseeing the development, review, approval and dissemination of clinical guidelines relevant to palliative and end
of life care

Objectives:

1. To encourage adoption across Leeds of the guidelines produced and agreed

2. Share the learning from clinical audits undertaken locally

3. Consider research findings and incorporate into best practice where appropriate.
4. Maintain Guideline Tracker

5. Invite academic colleagues from UoL to discuss research

Project Lead: Chris Bonsell Exec Lead: Chris Bonsell

Strategy Outcomes 3,5; Board Outcome 2

Latest Update:

Last EiP meeting held is 10 September 2025 and rewviewed guidelines update log:

* Opioids for Breathlessness in Advanced Disease - awaiting final version of the
updated guidance from Ash Birtles. .

* LCH Last Days of Life Symptom Management Guidance (including the LPCN syringe
driver prescribing guidance which sits as an appendix to this guidance) has
been submitted to SMOM for approval on 8 October. WIII also need to be
submitted to Leeds Medicines Optimisation Group (LMOG) for approval as it is
being used by primary care.

* Hydration Guidelines — SMc finalising guidelines.

* Skin prep for subcutaneous devices - sub-group meeting arranged with key
partners on 8 October. Update to be provided at next EiP meeting with
outcomes.

Discussion held at LPCN Exec regarding local SPICT tool and agreement reached to endorse the
national SPICT tool rather than develop anything locally.

Next Steps:

1. Next EiP meeting is 3 December 2025.

2. Sign off and finalisation of remaining guidelines by the end of the year.

3. Start 2026 with a view to establishing any gaps in guidelines, liaise with teams across Leeds if they identify anything that
is needed or harmonising any other guidance documents.

4B Anticipatory Medicines
To provide consistent advice and access to Network member organisations on the prescribing and use of anticipatory
medicines

Objectives:

1. Audit of S/C medication administered in last days of life

2. Present Results to Anticipatory Meds Group

3. Discuss issues identified at National Anticipatory Study Days
4. Review Anticipatory Syringe Driver Guidance

5. Identify next Steps

6. Unify anticipatory prescribing across the city

Project Leads: Moira Cookson, Karen Neoh Exec Lead: Chris Bonsell

Strategy Outcomes 4,5; Board Outcome 3

Latest Update:

¢ Guidance submitted to SMOM for approval on 8 October (see update in 4
above).

e LCH Symptom Management in the Last Days of Life guidance — SMc updated

that the Task & Finish Group reviewed this (Community) guidance which is

guidance on anticipatory medicines and sits within the Planning Ahead

template. The review considered the findings and recommendations from the

Anticipatory Medicines audit and also looked at the opportunity to align

guidance on dose intervals with LTHT’s guidance.

One of the appendices within this guidance relates to the LPCN Syringe Driver

Prescribing Guidance for community which has also been updated as part of

the overall review.

Anticipatory Medicines and reducing quantities prescribed on discharge - AH to take the proposal
to the Trust Pharmacy for their definitive position on this and try and align prescribing practice
with community as much as possible. August update - consistent message from LTHT Pharmacy
that this is not viable — keep under review but closed on actions.

Next Steps:
1. Obtain SMOM and LMOG approval.

5 Equality Diversity and Inclusion (EDI)

Objectives
1. Establish oversight LPCN EDI Group
2. Provide oversight, co-ordination and support to EoL EDI agenda and projects

Project Lead: Temba Ndirigu Exec Lead: Hannah Zacharias

Strategy Outcome 2; Board Outcome 1

Latest Update
e Last meeting held on 8 July 2025. WY ICB team presented Health Needs
Assessment to the Group.

Next Steps:
Next meeting 21st October 2025

5A EDI - Learning Disability Resources

Objectives:

1. Review existing ACP documentation and agree what is required in Easy Read Format
2. Document identified resources

3. Prioritise for Easy Read and develop those where gaps agreed

Project Lead: Sarah McDermott Exec Lead: Hannah Zacharias

Latest Update:

* 'Planning Ahead for your Future Care' - easy read version has been reviewed
by the EDI Group and following final tweaks will be shared with the Exec Team
for sign off.

* 'What is palliative and end of life care' - easy read version circulated for
comments to the EDI Group for comments back by 28 August.

* The easy read leaflets on the LPCN have been linked to the West Yorkshire ICB
Palliative Care webpage.

Next Steps:
* Obtain LPCN Exec Team sign off of the easy read version of the Planning Ahead for your Future Care.
* Obtain feedback from the EDI Group on the remaining easy read leaflets.
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5B EDI - Review and agree training related to EOL and EDI

Objectives:

1. Establish T&F Group

2. Discuss and share known existing training for EDI
3. Agree actions required

Project Lead: Leigh Taylor Exec Lead: Hannah Zacharias

Latest Update
* No Barriers Here - Training completed on 17 September and Steering Group
meeting arranged on 13 October to plan city-wide workshops.

 Cultural Competency - remaining candidates to pursue separate offer of training
provided directly by Em Campbell. Remaining dates include 16 October and
25 November. Sub- group to be developed to consider next steps from
training.Em Campbell to provide resources for awareness and information.

* Meeting planned with Leeds Library to discuss resource bank linked with LPCN
website.

Next Steps:

Adversity Trauma & Resiliance Train the Trainer - Co-development of training programme for palliative care - Initiative led

by Amy Kenyon, WY ICB. Dates for training and further meetings to be confirmed. Scoping funding options for Mental
Health First Aider training (which is a pre-requisite for attending the train the trainer course)

5C PEoLC - Experience of EDI communities
To gain feedback on experience of EOLC by carers of recently deceased patients and their communities

Objectives:
1. Work with partners on design, promotion and analysis

Project Lead: TBC Exec Lead: Sarah McDermott

Strategy Outcomes 3,6; Board Outcome 2

Latest Update

Sub group meeting held to assess available LeDeR information

Further information gathered on needs of African-Caribbean and African communities in the LS7
area to add to compilation of needs information.

The first meeting of the PEoLC- Experience of EDI communities sub-group took place on 11 March
2025 . Three populations identified to focus on:

- people with learning disabilities

- people living in the most economically deprived communities in Leeds

- people from BME communities - particular focus on black/black carribean
communities

Next Steps:

1. Draw up action areas based on LeDeR information (JW)

Meeting arranged on 10 September to discuss how best to use the LeDer information (and any other existing
information) to make improvements within the whole system for people with learning disabilities)

- Gather existing information and data (local/regional/national) for each of the three populations
- Identify any gaps in exisiting data
- Identify how gaps in information could be filled

6 PEoLC Information (including LPCN website)
To improve useful information available to the public

Objectives:

1. Agree purpose and likely content for this work
2. Develop content

3. Build page and information leaflets

4. Promote website

Project Leads: James Woodhead Exec Lead: TBC

Strategy Outcome 6; Board Outcome 4

Latest Update:
¢ Leeds Directory to demo the beta website pages (and links to LPCN website) in a session with the
original workshop members. Recommendations then to passed to Exec.

The Beta (draft) version of the Leeds Directory pages/contents/links relating
to PEoLC and death and dying have been circulated to the original workshop group with feedback
requested by 31 July.

Next Steps:
* Obtain feedback from the wider group on the Leeds Directory's proposed 'wire frame' for palliative
and end of life care.

7 Transfer of Care - Hospital to Hospice
To optimise the transfer of care of patients under the care of Specialist Palliative Care Teams (SPCT's) in Leeds

Objectives:

1. Monitoring TOC data to identify themes affecting patient transfers.

2. Regular review of organisational pressures to identify impact on transfer of care.

3. Monitor and optimise Palliative Care Ambulance transfer process in conjunction with YAS colleagues and activity
report

4. Proactively identify cost / time saving opportunities and implement changes

5. Adapt to new / unpredicted challenges to patient flow — horizon scanning and acting on information from other
LPCN groups

Project Lead: Lesley Charman Exec Lead: Lesley Charman

Strategy Outcomes 3,4; Board Outcome 3

Latest Update:
¢ Meeting held with WY ICB and Leeds Placed ICB on 2 September to confirm
governance arrangements for the Leeds Palliative Care Ambulance:
- Commissioning / contracting responsibilities remain with ICB.
- ICB will not routinely attend ToC meeting but LPCN can raise any issues with
the Ambulance via ToC to James Neale (Quality Team ICB), Emma
Rajakrishnen (Quality Team ICB), Lisa Bentley (ICB YAS Contract Lead)

® Last ToC Hospital to Hospice meeting held on 30 July to review and refresh:
- workstream priorities for the Group for 25/26.
- membership and scope of the ToC Group - agreed to involve CPCT colleagues.

e Update presented on ED to Hospice Transfer by Catherine Malia and agreed to
have on-going liaison with the working group and scrutiny of data.

Next Steps:

e LC to clarify membership and identify those required for quoracy.

¢ Review daily referral meeting process and governance with aim to streamline and ensure equity
across the city.

e Scope service level offer across the city, e.g. definitions of bariatric, degree of complexity and
patient acuity, equipment requirements.

e Update SOP and Terms of Reference in line with the above.

7A Leeds Palliative Care Ambulance
To provide support to the Operational Group and deliver service improvements identified

Objectives:

1. Continue to deliver relevant training for the service

2. Monitor the Activity Reports each quarter

3. Add service information to YAS website

4. Develop and distribute service leaflet

5. Determine how best to gain user feedback

6. Ensure new ambulance is operational

7. Agree service improvement plan for 24/25

(Contracting and Commissioning is with WY ICB - Lisa Bentley)

Project Lead: Gareth Sharkey Exec Lead: Lesley Charman

Strategy Outcome 3; Board Outcome 2

Latest Update

* Back to BAU with any issues/development ideas to be raised at the ToC as and
when appropriate. (NB the protected slots can temporarily also be used by
OOA.

* Task and Finish Group met on 12 August 2025 to review the results of the
embargoed slots and changes to pre-booking timescale. Agreed
to continue with two embargoed slots per day (11:30 and 12:30) and also 48
hour timescale for pre-booked transfers (Palliative / Fast track patients). The
Group is now closed with a clear set of future actions to take forward.

* Business case approved by LPCN Exec Team for PAT slides to support bed
moves in the community.

* New LCH bed moves (within patient's home) protocol implemented.

Next Steps
Ongoing monitoring as task and finish work closed
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8 Dying Matters Partnership

A citywide programme of initiatives and activities to enable people in Leeds to:

® Feel more comfortable about death and dying

o Discuss their end of life wishes with family members and/or health and social care professionals

e Plan for their death including writing their will, registering as an organ donor and communicating their funeral
wishes.

Objectives:

1. Stakeholder and community Engagement

2. Building Capacity

3. Communications and Marketing

4. Supporting communities dealing with grief and bereavement
The work is coordinated by the Leeds Dying Matters Partnership

Project Lead: Robina Ahmed Exec Lead: Sarah McDermott

Strategy Outcomes 7; Board Outcome 4

Latest update

Last meeting cancelled due to low acceptance of the meeting. For Dying Matters Week 2025 the
Ageing Well team compiled a list of events that were happening to mark the week along with extra
resources that were widely communicated including:

Local events and exhibitions:

Dying Matters Week program from Leeds Libraries

Death Cafes: Friday 9th May and Monday 12th May.

The Swan Song Project: Thursday 8th May and Saturday 10th May.

Leeds Libraries Book list:
There was a special reading list for the week - book list available on request.

Projecting Grief exhibition — Thackray Museum of Medicine
A Good Life and Death: Yorkshire Conference 2025

Leeds Teaching Hospitals NHS Trust - the specialist palliative care team hosted an event at
Gledhow Wing, St James’ Hospital with a variety of stalls, performances, artwork and poetry.

In addition, we posted on the Age Friendly Leeds Twitter page and saw engagement with 147

neanle

Next steps
Next Dying Matters Network meeting on 14th October 2025

Promote Baton of Hope - Baton of Hope Event is coming to Leeds on 10th September, the event raises awareness of
“Standing up to Suicide” and prevention The Baton of Hope Began It's Inaugural Tour of The UK,
https://batonofhopeuk.org/become-a-baton-bearer/

9 Whole City Linked Data

Develop monitoring and insight of city wide P&EoLC through enhanced use of Leeds Data Model
Objectives:

1. LTHT ReSPECT data incorporated into routine Planning Ahead reports

2. Initial inequalities analysis of combined GSF/EPaCCS/ReSPECT

3. Secured EOLC Board support Dec 23 for focus on ACP data and AUPC access to help analysis

Project Lead: Adam Hurlow Exec Lead: Adam Hurlow

Strategy Outcome: population needs

Latest Update
Received 2024/25 Q4 (full year) dataset from ICB

1) Agreement to proceed with honorary contract to enable Matthew Allsop (UoL,
AUPC) to access LDM.
2) Precedent for join QI? Research access established.

1) Continue to monitor overall ACP uptake via Planning Ahead report.
2) ICB team BI to progress reporting against EoLC Board paper.
3) Secure MA LDM access to bolster capacity.

10A Education - Communication Skills Project
To refresh the Leeds Communication Skills Strategy to provide a clear model and standards of communication skills
training for all health and social care professionals in relation to PEOLC.

Project Lead: Trish Stockton Exec Lead: Leigh Taylor (covering)

Strategy Outcome 5; Board Outcome 3

Latest Update:

e Current Communication strategy due for renewal.

o Current communication skills training provision throughout the city/ nationally
scoped.

Next Steps:
* Develop a report detailing current provision and recommendations for the future.

10B Education - Planning Ahead Training
To deliver training to all partners who will use the Planning Ahead Template across Leeds

Objectives:

1. Plan ongoing delivery of training
2. Identify facilitators

3. Deliver training

4. Evaluate training

Project Lead: Leigh Taylor Exec Lead: Leigh Taylor (covering)

Strategy Outcome 5; Board Outcome 3

Latest Update:

* Planning Ahead training in September completed with good attendance.

* Training material reviewed, updated and uploaded into a secure area of the
LPCN website.

* Training in February and May 2025 cancelled due to unforeseen circumstances.

Next Steps:

 Finalising facilitators for 2026 training sessions - 3 of 4 dates now confirmed.
e Next Planning Ahead training scheduled for December 2025.

* Next Communication Skills training is scheduled for xxxxxxx

 Increasing the pool of facilitators available to support training.

10C Education - Tele-education (including ECHO)

To continue to deliver and develop the use of ECHO / tele-education in Leeds

Objectives:

1. Continue to deliver established programmes in response to workforce development need
2. evaluate and amend accordingly to maintain high standard of education

3. develop feedback reports

Project Lead: Leigh Taylor Exec Lead: Leigh Taylor (covering)

Strategy Outcome 5; Board Outcome 3

Latest Update:

* Echo programmme for 2025 now complete (7 sessions).

* AHP 2025 course at capacity - Waiting list in place for a new cohort.

* Jane Chatterjee and Jason Ward move from core team to support as subject
experts as required.

Next Steps:
® AHP Echo evaluation report to be completed.

10D Education - Care Home Education Report
To provide information on current education provision in care homes, and make recommendations for future
development of education.

Objectives:

1. Establish Care Home Education 'Core LPCN Projects' group
2. Agree TOR

3. Scope out current Education offer and agree training gaps
4. Agree Actions required to meet education need identified

Project Lead: Trish Stockton Exec Lead: Leigh Taylor (covering)

Strategy Outcome 5; Board Outcome 3

Latest Update:

* e-learning content for Support workers in the Community including hospice
and care homes being prepared to transfer to Leeds Healthcare Academy.

¢ Completed webpage of resources on LPCN website for care homes.

* Scoping care home education offer in different areas of West Yorkshire.

* Report complete and circulated.

Next Steps:

* Scope funding streams for education day/conference.

* Developing / linking with reward/ recognition of skills and knowlege learnt.

* Sub-group to form once core capabilities published to adapt and integrate city wide into care
homes.

* Sub-group developed to review current education offer in care homes.
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10E Education - Review Advance Care Planning training in Leeds Latest Update: Next Steps:
* Developed a Leeds specific diagram as quick reference to ACP training content. * Review resources available on website. Secure link to be developed to include a resource bank for

Objectives: * Report complete on current ACP education, resources and any gaps within the training material for Facilitators.
1. Map out city wide ACP education provision. city. Actions linked with report recommendations.
2. Scope current resources used  Focus section in LPCN Education Group for updates/ feedback on ACP.
3. promote consistent and standardised training throughout the city « All organisations agreed to consider using pre/post confidence ratings post in

training sessions.
Project Lead: Leigh Taylor Exec Lead: Leigh Taylor (covering) ® Scope current undergraduate training; limited engagement no standardised

model used.
Strategy Outcome 5; Board Outcome 3 * Contact key people throughout different organisations to gain insight into

current education provision and resources used.

10F Education - Support Homelessness Citywide Training Latest Update: Next Steps:
® Planning session held in June 2025 to review evaluations; draft report with Nicky Hibbert for Scope out palliative care education needs for probationary service - Nicky Hibbert to scope potential areas for education
Objectives: review. and look at next steps.

1. Schedule 5 dates for the programme to deliver training to those organisations that work with homeless people.
2. Work on the actions of meeting in order to ensure training is delivered.

Project Lead: Nicky Hibbert Exec Lead: Leigh Taylor (covering)

Strategy Outcome 5; Board Outcome 3




