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Delivering Choice in End of Life Care for People in Leeds 

Celebrating Improvements & Developing Quality for the Future

Feedback from Event held on 27 May 2010

The event held on 27 May was hosted by the Marie Curie Delivering Choice Programme to celebrate the improvements in end of life care implemented during the past three years of the Leeds Project, and to maintain momentum for continued development for the future.    

The event was extremely well attended with representatives from a wide range of roles within a variety of organisations including Leeds Teaching Hospitals Trust, Leeds Community Healthcare, NHS Leeds, St Gemma’s Hospice, Sue Ryder Care – Wheatfields Hospice, Adult Social Care, as well as attendees from other organisations across the Yorkshire and Humber Region.  
Thomas Hughes-Hallett, Chief Executive of Marie Curie Cancer Care, opened the event with congratulations to all the stakeholders across Leeds for their hard work and achievements in partnership working and the move to a citywide approach for palliative care.  He also gave a national overview of end of life care against the current economic and political situations, which was particularly relevant given that the event took place only a few weeks after the general election and subsequent establishment of the coalition government, and in view of the challenging financial climate.  
Steve Dewar, Director of Research and Innovation at Marie Curie Cancer Care discussed the evaluation from Lancaster University and the forthcoming release of the King’s Fund independent evaluation of the Leeds Project.  

Fiona Hicks, Consultant in Palliative Medicine at Leeds Teaching Hospitals Trust and Clinical Lead for End of Life Care at the Yorks and Humber Strategic Health Authority, outlined the achievements of the Leeds Project on behalf of Rachel Ainscough, Project Manager for the Leeds Project, which include:

· The bespoke Palliative Care Ambulance; 

· The citywide CAPCCS (Complex and Palliative Continuing Care Service) Team who provide an integrated health and social care service improving continuity of care for patients;

· The Leeds Palliative Care Website – www.leedspalliativecare.co.uk – which both provides information and advice to support patients and carers during end of life care and functions as a forum for staff across multiple organisations to access services, resources, education and training;

· The CHESS (Care Homes End of life Supportive Service) programme which supported care homes in the delivery of quality end of life care, improving the patient and family experience during the last 6-12 months of life.  
· Improved discharge services through the “Meet and Greet” service, which provides care from experience healthcare assistants for the first 24 hours after discharge, and through a dedicated Palliative Care Discharge Facilitator;

· The initial feasibility study and funding for a citywide Palliative Care Register.  This project is has continued with DH funding as a pilot for potential duplication across the country.  

Fiona also discussed some of the challenges for the future in further developing palliative and end of life care in Leeds, which were explored in depth at the series of workshops that followed.  

Following the opening presentations a series of six workshops was held on various topics.  Presentations from the opening session and workshops are available at www.leedspalliativecare.co.uk.  
Workshops 
1. The beginning of the end – starting the conversation about end of life care
The workshop focussed on the importance of talking to patients approaching the last year of life, barriers to discussing end of life care and how these could be overcome.  The groups also discussed advance care planning.  Key themes:
· When is a patient "palliative"

· How to get going and start the conversation

· Who is best placed to start the conversation? How should it be fitted in to routine practice?

· When a conversation has taken place, how best to record it and pass it on

· Coping with denial and different understanding of the situation between patients and family members

· GPs and JCMs would like more information from hospital on diagnosis, extent of disease and what the patient/family know to avoid difficult situations arising when people are at cross-purposes. It would also help planning care

· DNACPR forms, who should complete them and how to support GPs to do that when asked by nursing colleagues

· What is "fast track status"? Who decides and when?

· It would be helpful to have an "end of life care" toolkit for GPs available on Leeds Health Pathways with all the guidance/forms in one place and easy to find (e.g. handover forms). it could be linked to the pall care website

· Please streamline paperwork

· Where are we up to with palliative care registers?

· Provision of information for families could be improved. Need to increase awareness of pall care website for patients/carers and professionals. Could produce a DVD for GP waiting rooms....

For further information please contact Fiona Hicks fiona.hicks@leedsth.nhs.uk or Annette Edwards annette.edwards@suerydercare.org.uk 
2. Bereavement
The current bereavement provision in Leeds was outlined and the group was asked to focus on what a good bereavement service in Leeds would look like; where the gaps are; and how to develop sustainable bereavement support.  Summary of key comments:
Where are the gaps?

· Identified that there is a 4 month waiting list for Cruse

· Not all GP’s have a counselling service attached

· Not all bereaved people are being signposted to the available services

What could/would a good bereavement service look like?

· One suggestion came from some of the district nurses in the room. They currently have no formal pathway to follow with regards for giving bereavement support and making bereavement visits and maybe a model could be developed to support this area of work.

· There was also a suggestion that bereavement and its management should be discussed much earlier as part of end of life discussions with carers and relatives.

· A further suggestion came regarding GP’s and that when they receive information that a patient has died they could/should arrange a follow up call/visit to the relative and check they have received appropriate information about bereavement services.

· With regard to the giving out of information that signposts people to local bereavement services there was some discussion about when is the most appropriate time. Is it at the time of collecting the death certificate or should it be sometime in the following weeks? LTHT is in the process of setting up a bereaved carers group and this will be one of the first things the group is asked to consider and findings can be shared across the city.

Initiatives for those people who require more formal ongoing bereavement support

· One member of the workshop shared an initiative whereby her GP surgery had a bereavement counsellor attached who did a set number of sessions a week and this worked really well serving the local community.  Is something that could be expanded to other surgeries?
· The “Haven” model of breast cancer support was discussed as a model that could be used for bereavement. Haven centres are drop in centres which provide support and counselling and a place to meet with others in similar situations.

· It was felt by the group that there was a need for more ethnic minority bereavement counsellors. 

For further information please contact Karen Henry karen.henry@leedsth.nhs.uk or David McCracken david.mccracken@leedsth.nhs.uk 

3. Delivering high quality care in the last days of life in all settings
The groups were provided with an overview of end of life care service developments; current service provision in hospital, home and care home settings; the role of national tools in the last days of life, including the Gold Standards Framework, Advance Care Planning and the Liverpool Care Pathway; and areas of good practice that could be shared to develop quality in the future.  Summary of key comments:
· Education – there is a need for more and ongoing education about processes involved in how to get people home to die e.g. services available, fast track, anticipatory prescribing etc, caring for patients in care homes e.g. symptom management, provision of equipment etc.

· DNAR – more needs to be done getting a DNAR order that is transferable between all areas, work on which is currently under way. There are ongoing issues within all areas ensuring that DNAR orders are written.

· DNAR and the role of senior nurses in the community – being able to have these discussions and sign off documentation on behalf of the MDT, particularly GPs. 

· Communication – our groups stressed the importance of good communication, not only with the patients and their families, but also amongst all professionals involved to enable transfer of patients to their preferred place of care. At times delays in transfer is due to a breakdown in communication between areas. The groups agreed that if areas are made aware of the urgency or level of need to transfer patients, transfers should usually be possible even if all services have not been put in place. 

· Dementia and the challenges re: end of life care for this group of patients and the need to have PPC discussions with families was noted as a particular concern in care home environments.
For further information please contact Sarah McDermott sarah.mcdermott@nhs.net, Sue Hogston susan.hogston@nhs.net or Elizabeth Rees elizabeth.rees@leedsth.nhs.uk 

4. End of Life Care in Care Homes 
The group discussed the CHESS (Care Homes End of Life Supportive Service) programme; education programmes for Care Homes provided by the city’s hospices (St Gemma’s and Sue Ryder Care Wheatfields); and the Quality Care Homes Initiative in Continuing Care (NHS Leeds).  Key comments:

· What makes a care home death a good death?

· Symptom free/controlled as much as possible, not in hospital etc
· Discussion about whether the following could be used as outcomes to measure improved end of life nursing care:

· Pressure area care

· Mouth care

· Constipation

· Depression
· Good communication is key

For further information please contact Pam Selby pam.selby@nhs.net, Sally Coppock sallyc@st-gemma.co.uk or Alicia Ridout alicia.ridout@nhsleeds.nhs.uk 
5. Widening access to end of life care
The aims of the workshop were to look at the good work which had been or was carried out in Leeds and to identify whether this needed to be extended, if so in which areas and what the difficulties around this might be and how we might challenge these.

The initial part of the workshop focussed on a discussion of who might be excluded from end of life care.  As well as BME groups, around which the work in Leeds has been focussed, other groups identified included:
· Travellers

· The homeless

· Prisoners

· Asylum seekers and refugees

· Substance users

· People with co-morbidities

· People with learning disabilities

· People with mental health problems

· Those with a diagnosis other than cancer

The group then went onto look at the challenges which might prevent the full inclusion of people from these groups which included:
· Lack of information around available services

· A difficulty in identifying those with end of life care needs

· Different understandings around the definition of end of life care

· A lack of awareness of end-of-life care issues in all settings

· Funding problems

· An ageing population

· Differing priorities between services and service-users

· A bias towards cultural ‘norms’

· Lack of confidence in workers to engage in ‘end of life’ conversations

· Seldom heard groups lack a strong/collective voice

The final part of the workshop began to explore how we could begin to address these challenges.  Thoughts and suggestions included:
· Information should be more widely available, both in a number of different formats and in a variety of settings
· More information for non-cancer patients

· Greater use of volunteers

· Information prescriptions

· Greater engagement with community links

· More education around end-of-life care including a national curriculum

· Enhanced involvement of universities

· A commitment to maintain motivation beyond short term projects

· More effective working between services, projects and partners

· Co-ordination of information

· Involvement of young people

For further information please contact Christine Ellis christine.ellis@suerydercare.org.uk or Helen Ankrett helen.ankrett@suerydercare.org.uk 
6. Education and Training

The group discussed requirement levels for education and training across different staff groups, the four key areas of competence (Assessment and care planning, Symptom Management, Communication and Advance Care Planning); available training and the directory on the Leeds Palliative Care Website; and the Communication Skills Training provided at 4 levels.  
The group were asked to consider the priorities for training in their area, existing resources and potential barriers or challenges.
There was a consensus of opinion that good communication skills are essential and underpin the other areas of competence.
The biggest challenge appeared to be time and getting away to undertake training; this was raised particularly by hospital staff.
A brief discussion took place around the communication workbooks that are currently being piloted across Leeds for staff at levels 1 and 2. The group felt that it was difficult to produce a single work book that was appropriate for staff in all settings.

For further information please contact Susan Lines susan.lines@nhs.net or Helen Mullan helen.mullan@leedsth.nhs.uk 

For any further information relating to the Marie Curie Delivering Choice Programme Leeds Project or this event, please contact Rachel Ainscough, Programme Manager, Rachel.ainscough@mariecurie.org.uk or 07880 955 716
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