Palliative and End of Life Care integration in Seacroft and surrounding areas Local Care Partnership Bulletin update

[bookmark: _Hlk110437160]We have made a great start on the work to look at Palliative and End of Life Care integration in Seacroft and surrounding areas Local Care Partnership

We think the story of the summer has been that people have been juggling many different priorities alongside taking time to take holidays after such a difficult few years.  Richly deserved.  We recognise that the winter is going to be another challenging one!

This means we have not been able to meet face to face as often as we had hoped and also that we have not been able to utilise back fill money to free partners up to attend and there’s some reflection that it can be really difficult to backfill people in practice, especially for clinical staff!   There’s also a need for local project management to hold the ring on the work and support partners to move at a pace. 

We are going to re-visit this and thought that this brief update might help ensure that people have a full awareness of what is going on across all the work areas and to reflect the potential of the Seacroft opportunity.

We met to establish our aims and our focus and agreed that we would:

· Focus on people who are in the dying phase as first cohort 
· Focus on 18 years and over (co-terminus with approach in Leeds and acknowledgment that a different group of partners/services would need to be engaged for a focus on children and younger people) whilst acknowledging that different age groups across an adult population will have different needs
· Increase understanding of the pathway and explore pathway redesign and new models of care working with the community, building upon community assets and strengths and enabling better integration across partners 
· To include the role of the GP and senior clinicians in the final phase of life 
· Manual of dying/how to have a good death in Seacroft including a glossary of terms (as something the group would like to develop but there may be other things that fall out of the mapping and redesign phase)

To achieve these aims we have several strands of work

Community assets workstream
The community assets workstream is moving forward with some momentum.  There is a collection of local residents/bereaved residents and local grass roots and third sector organisations (including local businesses/funeral directors / faith groups) who have an interest in supporting the work and sharing what is important to them. The brilliant LS14 Trust / We are Seacroft Alliance are supporting bringing together this group and holding space for meaningful discussions. 

We have a recently bereaved lady who is passionate about getting things right for other people –all of her family live in the local streets of the area so provided hands on care at the end.  She feels she can represent her neighbourhood and say that a lot of families want to provide care and work in an asset-based approach but would like upskilling to do so more confidently. 

The local church St Vincent’s provide some bereavement support currently but would like to do more - they provide/link local people with much cheaper funeral services, recognising money can be tight, particularly as a result of the cost of living increase.  


The ‘We are Seacroft Alliance’ are doing some great work on the cost of living response and ‘Living well in Seacroft’ so the booklet/practical guide that has been discussed around Dying Well in Seacroft could follow the same tone and lay out.   Please see below which will be posted to every household in north and south Seacroft and will be backed up by a community website – we can share when this goes live.  We would value your views on whether this would make a good template for a similar “dying well in Seacroft” leaflet in the future. 




We have had some really interesting insights about the bereavement offer at St Gemma’s and lack of take up - around most people in Seacroft not wishing to leave Seacroft, even to go into the neighbouring towns / Leeds city centre (even if they have car/access to transport and money).  Residents often feel they have everything they need here (schools, shops, cafes).    

Looking at how we could support this work, there are some community venues as suggestions for the next phase. 

There are also early ideas around hosting a community podcast around death and dying to normalise how we talk about the topic within Seacroft, even with young people. This could be developed with the amazing facilities and expertise withing Chapel FM. 
Also finally, there is interest in a  face to face event to bring a breadth of partners together to do some live asset mapping around what support is available locally and how people would like to work together.   
Process Mapping and case studies
A small group undertook an initial process mapping and the output is attached for any further reflection.



[bookmark: _MON_1729447766]

Some of the areas of interest and improvement identified were:

Key considerations within any pathway 
· Senior professionals involved at the beginning?
· Managing expectations and being clear about the offer – and ensuring that we work with patients and carers so we know what people actually want, how much care would the family like to do themselves

Areas of improvement 
· Explore discharge link – potential to link with LCH triage development (could encompass improvements in areas below)
· Management of the expectations of the community service offer on discharge from hospital
· Availability of equipment 
· Anticipatory prescribing and availability of medications
·  Focus on care homes
· Consistency of language and understanding of terms 


We will progress this work but focus it on a real life Seacroft focused case study so we can really map the Seacroft pathway.  

Ongoing review of cases
We have also started to consider if there are any existing groups where we could effectively add on the discussions around case studies.  One group under consideration is the regular Seacroft frailty MDT as this is a collection of partners who already meet together on a weekly basis to build on and widen representation.  There is also suggestion that the learning from the mortality review, led by LCH, could be shared more widely. 




Overall governance / Next Steps
We will set a date for the overall group to meet again after Christmas and we recognise as we move forward it is key that we have a mix of clinicians to do some of the groundwork with some dedicated project management to keep the meetings in the diary and support the great level of momentum under the leadership of the group and support communications.   
Key actions 
· Digest what we have learnt so far to inform moving forward positively 
· Explore options for dedicated local project management resource
· Check that we have right partners engaged including people working very locally on the patch
· Explore governance – is there an option to keep a small design team framing the work, whilst supporting a breadth of partners to move forward with key strands
· Set up re-fresh/re-launch meeting  

Partner involvement 
It will be important to engage the wide spectrum of partners across the LCP as the project progresses.
	Name 
	Role
	Organisation/Sector

	Dr George Winder 
	GP and PCN Clinical Director
	Seacroft Primary Care Network

	Joanna Quigley
	Care Co-ordinator /Link worker 
	Seacroft Primary Care Network

	Lynette Mullikin
	Nurse Associate - Care Homes
	Seacroft Primary Care Network

	Dr Mike Stockton 
	Chief Medical Officer and Consultant in Palliative Medicine
	St Gemma's Hospice 

	Jo Neiland

Eileen Clark and Jennifer Fletcher
	Head of Community Services 
	St Gemma's Hospice 

	Chris Jackson 
	LS14 Trust Operations Manager and link to We are Seacroft third sector alliance and the community 
	Third Sector /We are Seacroft Alliance

	Geraldine Montgomerie
	Partnerships and Engagement Manager - Swansong Project 
	Third Sector /Swansong Project

	Victoria Tate
	Clinical Pathway Lead - neighbourhood team
	Leeds Community Healthcare 

	Clare Pennells
	Clinical Quality Lead - neighbourhood team
	Leeds Community Healthcare 

	Carol Atkin 
	Health Case Management Team 
	Leeds Community Healthcare /Leeds city council 

	Hannah McGurk
	Health Improvement Specialist - Older People 
	Public health - Leeds city council 






image2.emf
Last 2 weeks of life 

pathway - own home draft v1.pdf


Last 2 weeks of life pathway - own home draft v1.pdf


Issues/challenges


 * Pathway also needs to be described for those living in care homes -one with nursing, one for those care homes without / cancer v non cancer diagnosis / specialist palliative care involvement v generalist


Is there a wider opportunity for one pathway with all of these aspects included? 


Key considerations within any pathway 


•        Senior people at the beginning


•        Manage expectations – being clear about what you can get (and ensuring we know what people actually want – how much of care would the family like to do themselves?


Areas for improvement 


•        Senior people at the beginningExplore discharge line - potential to link with LCH triage development (could encompass improvements in areas below)


•        Manage expectations – being clear about what you can get (and ensuring we know what people actually want – how much of care would the family like to do themselves?Management of expectations from hospital on discharge 


•        Senior people at the beginningEquipment


•        Manage expectations – being clear about what you can get (and ensuring we know what people actually want – how much of care would the family like to do themselves?Anticpatory prescribing and availability of mediciations 


•        Senior people at the beginningFocus on care homes 


•        Manage expectations – being clear about what you can get (and ensuring we know what people actually want – how much of care would the family like to do themselves?Conistency in language and understanding of terms 


Patient Pathway for last 2 weeks of life  - living within their own home* 
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Patient Pathway for last 2 weeks of life  - living within their own home 


Patient deteriorates or 


detects symptoms
Informal carer notices 


deterioration  


Discharge from hospital 


with diagnosis/prognosis  
Paramedic visit 


Family expectation set by 


hospital 


Call/discussion between 


pt and/or carer and 


professional either GP/ 


St Gemma’s/NT/LTHT 


and identification of 


approaching end of life 


Sometimes long wait 


as awaiting MDT 


decision
If hospital PC Team 


involved - call NT or 


primary care 


No – refer to NT 


Contact Patient/carer and communicate plans and 


expectations


GP to arrange paper work 


Prescribe Anticipatory meds and develop plan if out of 


hours pharmacy needs


Assessment of needs and equipment


Referrals to support services


Yes – known to NT


Contact patient/carer and communicate plans 


and expectations


Neighbourhood Team to arrange CHC 


paperwork


Assessment of needs and equipment


Prescribe anticipatory medication


Referrals to other support services 


Yes – known to primary care Contact 


GP (normally) will arrange paperwork 


GP will prescribe anticipatory meds


OOH can be a delay


Wait for equipment 


such as commode or 


bed


Wait for hospital 


notification of CHC 


paperwork


Wait for certain meds –


not available at every 


pharmacy and not 


every pharmacy open 


24/7


Is the patient
known to NT or 
primary care?
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Last 2 weeks of life - own home

																																												Issues/challenges

						 * Pathway also needs to be described for those living in care homes -one with nursing, one for those care homes without / cancer v non cancer diagnosis / specialist palliative care involvement v generalist

						Is there a wider opportunity for one pathway with all of these aspects included? 

						Key considerations within any pathway 

						·        Senior people at the beginning

						·        Manage expectations – being clear about what you can get (and ensuring we know what people actually want – how much of care would the family like to do themselves?

						Areas for improvement 

						·        Senior people at the beginning		Explore discharge line - potential to link with LCH triage development (could encompass improvements in areas below)

						·        Manage expectations – being clear about what you can get (and ensuring we know what people actually want – how much of care would the family like to do themselves?		Management of expectations from hospital on discharge 

						·        Senior people at the beginning		Equipment

						·        Manage expectations – being clear about what you can get (and ensuring we know what people actually want – how much of care would the family like to do themselves?		Anticpatory prescribing and availability of mediciations 

						·        Senior people at the beginning		Focus on care homes 

						·        Manage expectations – being clear about what you can get (and ensuring we know what people actually want – how much of care would the family like to do themselves?		Conistency in language and understanding of terms 



Patient Pathway for last 2 weeks of life  - living within their own home* 
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Patient Pathway for last 2 weeks of life  - living within their own home 

Patient Pathway for last 2 weeks of life  - living within their own home 

Patient Pathway for last 2 weeks of life  - living within their own home 

Patient deteriorates or detects symptoms

Informal carer notices deterioration  

Discharge from hospital with diagnosis/prognosis  

Paramedic visit 

Family expectation set by hospital 

Call/discussion between pt and/or carer and professional either GP/ St Gemma’s/NT/LTHT and identification of approaching end of life 

Sometimes long wait as awaiting MDT decision

If hospital PC Team involved - call NT or primary care 

No – refer to NT 
Contact Patient/carer and communicate plans and expectations
GP to arrange paper work 
Prescribe Anticipatory meds and develop plan if out of hours pharmacy needs
Assessment of needs and equipment
Referrals to support services

Yes – known to NT
Contact patient/carer and communicate plans and expectations
Neighbourhood Team to arrange CHC paperwork
Assessment of needs and equipment
Prescribe anticipatory medication
Referrals to other support services 
 
 

Yes – known to primary care Contact 
GP (normally) will arrange paperwork 

GP will prescribe anticipatory meds 
 

OOH can be a delay

Wait for equipment such as commode or bed

Wait for hospital notification of CHC paperwork

Wait for certain meds – not available at every pharmacy and not every pharmacy open 24/7

Need for discharge line (PICDL)

Is the patient known to NT or primary care?
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Key questions to analyse case studies in Seacroft



Taking a case study - tell us the story.



Timeline 

Pulling out key steps in the patient journey may help to gather the key actions



		Date

		What happened?

		Who was involved?

		Comments



		

		

		

		



		

		

		

		



		

		

		

		



		

		

		

		



		

		

		

		



		

		

		

		



		

		

		

		



		

		

		

		



		

		

		

		



		

		

		

		



		

		

		

		



		

		

		

		





What went well?



What was not as good as it could have been ?



Do we know how the family/ informal carer found the experience – what were their expectations?  And their experience good, or did it go not so well?



If we don’t know – why do we not know?



In each case is this due to the system or to people[footnoteRef:1] (and if it is people is that to do with the professionals, the patients (and their specific disease course or symptoms) or the family. [1:  This is to not lay blame but to distinguish where it is to do with the pathway or due to a particular situation for that patient or professional] 




Are there are any parts of the story where it was just ok – maybe a bit clunky or not as smooth as well like but generally worked well



What could be improved – the speed of response, communication (between family and professional or between services)



And then what ifs – what if we had done this would it have been better or worse



What is left that we could improve (and what will take city wide or national changes)?



What is the key learning point?



What is the key action we could take to improve the care in this case?
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We Are Seacroft is a group of residents and organisations who live in, 
work in and care about Seacroft.


We’ve all been put in a position where living well is going to be extra tough 
in these coming months. It’s really difficult. We can’t change the really big 
stuff, like energy prices and the rising cost of living, but we can work out 


ways to live better together. We want to work towards a world that is more 
fair and sustainable, and we can start with where we live.


There’s loads happening in the spaces and places we love across Seacroft. All 
of our activities are about getting together, getting involved, trying new things 
and feeling well. We’ve pulled together a few of the things that are happening 
locally, including warm and welcoming social spaces, ways to get your hands 


on good food and support to feel well.


Take a look inside for a snapshot of what we do, the things we know 
might help and what we share here in Seacroft.


Living Well in Seacroft


For more information, and more useful links, visit our new website:
weareseacroft.org.uk



http://weareseacroft.org.uk





SEACROFT PANTRY - Pantry: Tues & Weds, 9am-1pm / Café: Mon - Thurs, 9am-4pm
The perfect space to catch up with a friend and enjoy a slice of cake. Pantry members 
can pick up cupboard and freezer essentials, as well as fresh produce. 


LUNCH CLUB FOR OLDER PEOPLE - Kentmere Community Centre and Chapel FM. FREE
A friendly and welcoming space for men to come together in Seacroft. 
Hosted by Seacroft Friends and Neighbours. 


COMMUNITY FOOD BANK AND LARDER - Tuesdays, 11.30am-2.30pm at St. Richard’s Church 
FREE. If you’re needing emergency food, come to St Richard’s Church. Stick around for 
tea and toast. All welcome! 


PLACE OF WELCOME CAFÉ - Thursdays, 11.30am-2pm at St. Richard’s Church. FREE
You’re welcome at St Richard’s Church with hot food served between 12pm - 1pm. 
Pay what you can.


MEN’S GROUP - Wednesdays, 1.30pm-3.30pm at Kentmere Community Centre. FREE
A friendly and welcoming space for men to come together in Seacroft. 
Hosted at Kentmere Community Centre by Creative Frame. 


YOUTH CAFÉ - Open to ages 10+, Wednesdays, 6pm-7pm at Seacroft Pantry. FREE
Grab a free hot chocolate and join us for chat and games.


ART THERAPY
Free 10 week art therapy groups to promote wellbeing for all adults. Using art making 
to explore and find new ways to manage stress and improve your health and wellbeing. 
For a referral form for group or 1-1 sessions, or more information, contact Viv Gibbons: 
vivls14trust@gmail.com / 07809 907 958 


OPEN VOICES - Thursdays, 1.30pm-2.15pm at Chapel FM. FREE
A weekly singing group that’s open to all, with a dementia friendly angle for older participants. 
Expect all sorts of music, with space for requests!


CHATTY CAFÉ - Thursday afternoons between 1pm-3pm at Chapel FM. FREE
The Chapel FM café area is open for conversations and a cuppa, with old and new friends.


SEACROFT RADIO SHOWS AND PODCASTS
Timely local information about support and activities to help with energy and cost-of-living 
challenges and a place where residents can come together and share ideas and push for
greater resources and change for Seacroft. Listen for FREE, anytime, at www.chapelfm.co.uk


FRIDAY YOUTH CLUB AT KCC (Kentmere Community Centre) FREE
A place for children and young people to hang out with their friends, with the option 
to do sports or creative activities. Hot food included.
Ages 4-6: 4pm-5pm / Ages 7-10: 5pm-6pm / Ages 11+: 6pm-7pm


TEA, TOAST AND TOTS - Tuesdays, 9am-11am at Kentmere Community Centre. FREE 
A chance for parents/carers to chat and little ones to play! Babies and children of any age 
are welcome too. Toast available!


SATURDAY YOUTH CLUB AT DENIS HEALEY - Saturdays, 12.30pm-3.30pm. 
Youth activities and space to hang out together at Denis Healey Centre.
Ages 5-16, lunch included, entry £1 


STAY AND PLAY - Mondays & Fridays, 12.30pm-3.30pm at Denis Healey Centre. FREE 
A busy and fun community space for small children to play together and for parents to 
meet each other at Denis Healey Centre. The café is open for hot drinks.


CLIMATE CAFÉ CONVERSATIONS - Thursdays, 1.30pm-3pm at Seacroft Pantry. FREE
The Climate Action Seacroft Hub worker, or a member of the steering group, will be 
available to chat and share tips on saving energy, growing food and adapting to our 
ever-changing environment. 


WHAT
WE DO


Some ideas for getting together, trying new things and feeling well.
Visit our website for a full programme of events and activities.


SEACROFT MANSTON CLUSTER - Providing the link between services, communities, families and 
schools. They look at a holistic approach to the health of a child, and supporting their whole family.
Contact: cluster.admin@grimesdyke.leeds.sch.uk / 0113 273 7125


GREEN DOCTOR - Offering fuel and energy advice across Leeds. They can support in areas like 
tariff comparison/switching, energy bills and debt, meter connection, access to emergency top ups, 
emergency broken heating/hot water/gas appliances and priority services. 
Contact: greendoctorleeds@groundwork.org.uk / 0113 238 0601


MONEY BUDDIES ENERGY PLUS SERVICE www.moneybuddies.org.uk/services
A Leeds-based service offering money and energy saving advice, help with reading bills and meters, 
energy saving equipment and support for energy provider disputes and complaints. The service also 
offers access to free legal debt advice and support to prevent energy disconnections. 
Contact: admin@egac.org / 0113 235 0276


CARE AND REPAIR www.care-repair-leeds.org.uk
Care & Repair are an independent home improvement agency who operate across Leeds. They assist 
older people, people with disabilities and anyone who struggles to pay their heating and energy bills. 
They offer long-term, helpful solutions with flexibility on price.


ST. VINCENT’S DEBT ADVICE www.svp.org.uk/stvincentsleeds/debtadvice
Debt issues can stem from anything such as a health problem or an unexpected bill. They aim to 
help people improve their quality of life by offering non-judgemental, free and friendly debt advice. 
They can offer face to face, telephone and digital appointments. 
Contact: advice.leeds@svp.org.uk / 0113 248 4126


CITIZENS ADVICE LEEDS www.citizensadviceleeds.org.uk
Citizens Advice Leeds helps over 30,000 people a year to resolve financial, housing, employment 
and other legal problems. All our advice is provided free of charge to service users and we provide 
access to free interpreting to those who require it. Contact: 0808 278 7878


YOUR THREE LOCAL COUNCILLORS FOR KILLINGBECK AND SEACROFT ARE: 
Cllr David Jenkins - david.jenkins@leeds.gov.uk / Cllr Katie Dye - katie.dye@leeds.gov.uk
Cllr John Tudor - john.tudor@leeds.gov.uk Tel: 0113 3788 816
Currently, all the Seacroft Councillors live locally, they do the job full time and they support 25,000 
individuals, many community groups and projects across 450 streets in our area!


WHAT
WE 


KNOW
The following organisations can offer financial and practical advice.
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WHAT
WE 


SHARE


We Are Seacroft is a collective of local residents and groups, organisations, 
charities and community trusts who share a passion for Seacroft.


The network grew out of wanting to be a well connected community that recognises 
its power to create social change and sustain a safer environment for everyone. In 
responding to local, and global, challenges, we saw the power of collaboration and 
a community who were able to look out for each other and look after each other. We 


saw that we had the skills and resources to make real change between us and we are 
committed to working closely together, long term. Many of the people involved have lived 


and worked in Seacroft for a long time, but came together in new ways.


The lead organisations that helped to initiate this conversation include LS14 Trust, Fall Into Place Theatre, 
Seacroft Community on Top, Kentmere Community Centre, Seacroft Churches, Chapel FM Arts Centre, 
Seacroft Friends and Neighbours, Seacroft and Manston Cluster and Climate Action Seacroft.


We’ve learned that we really are stronger together, and we’d love even more people to be involved. 
Come and have a cuppa. Tell us your stories, your thoughts and your ideas.


We are what we share. 
www.wearecroft.org.uk / hello@weareseacroft.org.uk


VOLUNTEER OR TAKE THE LEAD 
See a gap? Want to start something new? We can work with you to get you started.
If you’ve got the passion to drive a project, an event or a cause, we want to help you get to where you 
want to be. For advice, funding and support to grow your ideas, big or small, Jo’s the person to talk to. 
Contact: hello@weareseacroft.org


Got some spare time? Want to grow your skills or share what you’ve already got? 
Care about Seacroft? We can make something work.
Our ears and our doors are open! To get involved in one-off events, projects and placements, arrange 
a cuppa and a chat with Mags. We can’t wait to work with you. 
Contact: hello@weareseacroft.org 


CLIMATE ACTION SEACROFT 
Climate Action Seacroft are a gaggle of good eggs living in Seacroft and working together to make 
our community zero carbon, nature friendly and socially just. They take the lead on amazing projects, 
educational projects, community events and research. They have a very active Facebook group where 
you can get the latest information and events.


ZERO WASTE LEEDS www.zerowasteleeds.org.uk 
Zero Waste Leeds are building a movement to help make Leeds a zero waste city by 2030. Projects 
include school uniform, sports kit and equipment exchanges.


They say a problem shared 
is a problem halved.
Sharing ideas, stuff we need 
for our homes, food and toys 
helps us all to have more 
of the things we need and 
minimise waste.


If you’ve got food left in the cupboard, share it with our Pantry


If you’ve got skills to share, bring them to a craft or youth group


If you’ve got green fingers, put them to work in a community garden
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