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This report represents the culmination of several months’ deliberation by the Scrutiny Committee. It makes recommendations, which have been agreed by service providers, aimed at trying to continue improvements in service to those people in need of palliative care in Salford, and build on the existing excellent work that has already taken place in this area.

The Scrutiny Committee’s work on this issue is proof of the City Council’s commitment to a real and meaningful partnership with other agencies in the City and our communities.

I want personally to thank all the members of the Scrutiny Committee for their time and commitment. I also want to thank the representatives of our partner agencies who gave up their valuable time to submit evidence to the committee. They have all contributed to a successful outcome.

I commend this report to the city council, our partners and the people of Salford.

Councillor Valerie Burgoyne

Chair of the Health and Social Care Scrutiny Committee

Introduction

The Health and Social Care Act 2001 has given local authorities like Salford the power to review and scrutinise the operation of the health service in its area and make reports and recommendations to National Health Service Bodies.  The new power came into force on 1 January 2003.

In March 2003 the Health and Social Care Overview and Scrutiny Committee was approached by a member of the public expressing concerns in relation to Palliative Care in Salford.  As a result the Overview and Scrutiny Committee decided to establish a sub-group to have a closer look at the Services that exist in Salford in relation to Palliative Care and whether there were issues that the Scrutiny Committee would want monitor in the future.

The sub-group held 2 meetings and invited the following people to meet with them to give evidence and share information:-

Dr Stephanie Gomm
Consultant in Palliative Medicine

Salford Royal Hospitals NHS Trust, Salford Primary Care Trust and St Ann’s Hospice

Dorothy Knupfer
Director of Nursing 

Salford Royal Hospitals NHS Trust

Alan Campbell
Director of Commissioning 


Salford Primary Care Trust

Hilary Compston
Director of Nursing 

Salford Primary Care Trust

Dr Sally Bradley
Director of Public Health

Mr E Green
Member of the Public

Liz Sykes
Manager Salford Carers Centre

Dr Philip Lomax
Consultant in Palliative Care Medicine 

St Ann’s Hospice/Salford Primary Care Trust

Chris Hetherington
Community and Social Services Directorate Social Work Team based at Hope Hospital

The Membership of the Sub-group can be found at Appendix A.

Findings and recommendations

1. That Salford Royal Hospitals NHS Trust and Salford Primary Care Trust inform the Scrutiny Committee of action being taken in response to the recommendations of the National Institute for Clinical Excellence (NICE) Report on palliative care at the appropriate time.

2. That Salford Royal Hospitals NHS Trust and Salford Primary Care Trust inform the Scrutiny Committee of progress in relation to the bid for the National Cancer Centre and in particular the opportunities this might bring for Palliative Care in Salford 

3. That the proposal to recruit a specialist Palliative Care Carers Support worker at St Ann’s hospice be re-examined.  (Subsequent to this recommendation Salford Royal Hospitals NHS Trust advised that this is being pursued through a bid to Cancer Relief Macmillan and the National allocation of monies to specialist palliative care).

4. That Salford Royal Hospitals NHS Trust and/or Salford Primary Care Trust investigate the possibility of introducing a 24 hour advice line to patients and carers.  (Subsequent to this recommendation Salford Primary Care Trust and St Ann’s Hospice advised that is being developed through the new opportunities Fund project for Salford community palliative care (2003-06) )

5. That Salford Primary Care Trust and/or Salford Royal Hospitals NHS Trust look into the possibility of encouraging Salford GPs to take the Diploma in Palliative Care 

6. That Salford Royal Hospitals NHS Trust,  Salford Primary Care Trust and St Ann’s Hospice  consider developing initiatives like the Expert Patient Programme where patients and their carers are educated and supported to manage chronic illness at home and incorporate them into future Palliative Care provision in Salford 

7. That specialist support services for carers be encouraged and that a report be submitted to the Scrutiny Committee in 12 months time informing of progress in relation to patients and carers involvement in palliative care services with particular reference to the proposal to establish a user and carers group for Salford and Trafford and the involvement of lay representatives on the palliative care strategy group

8. That the Scrutiny Committee in consultation with the relevant Trusts and St Ann’s hospice agree an action plan to monitor progress of the above recommendations.

APPPROACH TO GATHERING EVIDENCE

The following key issues were identified as the basis for information gathering:

· What are the services that currently exist in Salford?

· What determines the level of service commissioned by the Primary Care Trust?

· How does this compare to other areas in the Country?

· What are the recent/key developments in the past 3 years?

· Results of any audits/reviews/surveys that have been undertaken?

· What are the strengths and weaknesses of the Service?

· Information to inform the lay/patient/carer perspective?

BACKGROUND

The World Health Organisation defines palliative care as  “the active holistic care of patients with advanced, progressive illness.  Management of pain and other symptoms and provision of psychological, social, and spiritual support is paramount.”

The goal of palliative care is achievement of best quality of life for patients and their families.  Many aspects of care are also applicable earlier in the illness alongside other treatments.  

Palliative care is necessarily multidisciplinary.  It is unrealistic to expect one profession or individual to have the skills to make the necessary assessment, institute the necessary interventions and provide ongoing monitoring.

Principles of Palliative care 

· Affirms life and regards dying as a normal process

· Neither hastens nor postpones death

· Provides relief from pain and other distressing symptoms

· Integrates the psychological and spiritual aspects of care

· Offers a support system to help patients live as actively as possible until death 

· Offers a support system to help patients’ families cope during the patient’s illness and in their own bereavement 

Palliative care involves

· Information and communication

· Symptom control 

· Emotional support and counselling

· Continuity of Care

· Access to specialist assessment and services

· Practical help

· Fast tracking referral mechanisms

· Need irrespective of diagnosis

Good palliative care addresses both social and health needs and therefore requires joint planning and collaboration between health and social care purchasers and providers.

Palliative Care is the responsibility of health and social care professionals and is delivered by: -

· Patients and Carers

· All health and social care professionals who provide general palliative care

· Professionals who are accredited specialists (consultants in palliative medicine and clinical nurse specialists) either directly or indirectly by advice to professional carers

The main diseases, which have palliative care needs or where palliative care can be of benefit, are: -

· Cancer

· Progressive non-cancer diseases: cardiovascular disease (mainly heart), strokes, lung diseases, diseases of the nervous system e.g. motor neurone disease, Multiple Sclerosis, dementia, HIV/AIDS.

Salford has an estimated population of 220,000 residents.  In 2000 the total deaths in Salford were as follows:-

Total deaths


3513

Cancer deaths

737

Place of death

England


Home


140
(19%)

25%


Hospital

336
(46%)

50%


Hospice

221
(29%)

20%


Nursing Home
33
(4%)

5%


Unknown

7
(2%)
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The average apportionment of costs in provision of Palliative Care Services is;

70% - Voluntary Contribution

30% - NHS Contribution
In Salford the following Services exist:-

Generalist Services

Salford Royal Hospitals NHS Trust

· Consultant/medical teams/nurses/allied health professionals

Community

· General practitioners/district nurses

· Marie Curie Nurses

· Respite team

· Rapid response Team

· Community Nurse bank

· Palliative Care Counsellors

Social Care

· Social Work Teams based at Hope Hospital and in the community - no social worker specifically dedicated to Palliative care

Voluntary

· CALL Carers

· CRUSE

· Princess Royal Trust Salford Carers Centre

· Other support Groups

Specialist Palliative Care Services

· Community Specialist Palliative Care Team established 1986 and based at St Ann’s Hospice, Little Hulton.  The Team consists of four specialist palliative care nurses, 0.3 whole time equivalent (WTE) consultant palliative medicine, 0.4 wte Social Worker

· Hospital palliative Care Team established 1993 consists of four specialist palliative care nurses, 0.5 wte consultants palliative medicine

The role of the Specialist Palliative Care Teams in Hospital and Community is to provide advice, assessment and support to patients and their carers including staff for pain and symptom control, to meet emotional needs, guidance on further placement and end of life care.

Salford Activity 2002/03 (Average referrals in England)

Community Team:-

New Patients


475 (406)

Total Case Load

631 (586)

Deaths


296




Home 36%





Hospital 21%





Hospice 39%





Nursing Home 3%

Hospital Team:-

New patient referred
693 (371)

Total patients seen

889 (449)

No of Deaths in Hospital
185

St Anns Hospice

Since its establishment as the first hospice in the North West region, 30 years ago, St Ann’s Hospice has changed from an inpatient unit providing terminal care to a modern specialist palliative care service, located on three sites, Heald Green, Little Hulton and the Neil Cliffe Cancer Care Centre.  It is the largest voluntary sector hospice with an annual expenditure of £7.8M last year of which 70% was raised by voluntary donation.  Services are provided for adults (16 years and above)  for much of the Greater Manchester area including Salford.

The hospital has close links with Primary Care Teams, nursing services, the hospital and community specialist palliative care teams, social services and the Cancer Centre at the Christie Hospital.

Specialist palliative care is offered to patients from diagnosis and to those with progressive, far advanced disease and limited prognosis and their families/carers by a multi-professional team who have undergone recognised specialist training.  The emphasis of care is on enhancing the quality of life within a holistic approach to patient, families and carers.

Criteria for referral is needs based for patients with difficult complex physical social, psychological and spiritual problems which require specialist intervention by inpatient care, day therapy and community support which cannot be solely met by the palliative care approach provided by Primary Care and/or the hospital team.

Services provided at St Ann’s Hospice Little Hulton include:-

· Inpatient Unit – 30 beds

The inpatient unit  provides short term assessment for:-

· Pain and symptom control

· Respite care

· Terminal care

Figures for 2002/03

Number of admissions
=
492(of which 335(68%) were Salford residents)

Number of discharges
=
194

Number of deaths

= 
291

Length of stay

=
13 days

· Day therapy unit providing day care 3 days per week – 15 places per day plus attendance from inpatients

· Supportive outpatients

· Respite teams for Salford

· Institute for learning and development

· Bereavement Service

· Salford Community Specialist Palliative Care Team including Macmillan Nurses

· 24 Hour Advice Line for Salford and Trafford (gives advice to professionals on symptom control and dosage etc not for Carers and users)  Heald Green have piloted an advice line for patients and carers and it has been very successful

The Hospice has over 300 volunteers and has a dedicated post of volunteer co-ordinator.

Legislative and Strategic Context

National

The NHS Cancer Plan published in September 2000 set out a comprehensive national strategy for cancer and is one of the major driving forces for change in terms of the way services are delivered and how Cancer services are funded over coming years. It has four key aims:  to save lives; to improve patients’ experience of care; to reduce inequalities and to build for the future.  The Cancer plan was the first comprehensive strategy to tackle all aspects of cancer in this country.  The plan announced that by 2004, the NHS will invest an extra £50 million to end inequalities in access to specialist palliative care and to enable the NHS to make a realistic contribution to the cost hospices incur in providing agreed levels of service.

In addition to the Cancer plan Service guidance on Supportive and Palliative care is being developed by the National Institute for Clinical Excellence (NICE).  The guidance is intended primarily for those who commission cancer services and is currently out for consultation with the final guidelines being published in February 2004.  The aim of the guidance is to define the service models which are likely to ensure that patients with cancer and their families and carers receive the support and care they need to help them cope with cancer and its treatment at all stages of  the illness.

The topic areas included in the guidance are:-

1. co-ordination of care

2. user involvement in planning, delivering and evaluating 

3. face-to-face communication

4. information

5. psychological support services

6. social support services

7. spiritual support services

8. general palliative care services

9. specialist palliative care services

10. rehabilitation services

11. complementary therapy services

12. services for families and carers, incorporating bereavement care

Local 

In 1998 Salford and Trafford Health Authority produced a Palliative Care Strategy for Adults in Salford and Trafford which recommended how high quality co-ordinated palliative care could be provided to all people in need across Salford and Trafford.  Many of the priorities for action contained within the Strategy have been progressed.  In April 2002 a consultant in palliative medicine was appointed.  Dr Gomm provides a service to Salford Royal Hospitals NHS Trust (Hope Hospital), Salford Primary care Trust and St Anns hospice Little Hulton.  Dr Gomms role is to provide clinical leadership and co-ordination of services across all sectors of care.  In addition, Dr Lomax was appointed to the post of Hospice Consultant in palliative medicine at St Anns Hospice, Little Hulton in August 2002 and this post is also linked to Salford Primary Care Trust and Salford Royal Hospitals NHS trust.  Currently there are 9 consultant vacancies across the North West of England and therefore to have attracted and employed two palliative care consultants is an achievement where other areas have failed to recruit.

There is also a Local Strategy Group responsible for overseeing the Palliative Care Strategy and a local implementation officer was appointed in 1999.  

Information/Views given by a Member of the Public

The Scrutiny Committee decided to have a look at Palliative care in Salford due to concerns raised by a Member of the Public.  The individual was invited to contribute to the first meeting of the Committee and the issues raised by a member of the public are summarised below:-

· A centralised palliative care unit is needed within Hope hospital to provide the highest standard of care for patients with life threatening illnesses and to ensure equipment and medication are readily available when a patient needs it.

· Addenbrookes Hospital in Cambridge have set up a palliative care unit  - this type of unit at Hope Hospital would have a number of benefits for patients and their families and also the staff.  It would provide rehabilitation where possible and would provide some active treatment which would be led by medical and nursing staff with an active interest in palliative care.

· St Ann’s Hospice Little Hulton and Heald Green provide care for 66 patients at any one time for the population of approximately 2.5million and they are running at full capacity all the time.  Patients die in hospital whilst waiting for a bed and more dedicated beds are needed

· It was suggested that palliative care in Salford should be taken a stage further than the normal procedure.  This would involve following a family for a short period of time to see how they are coping after the death of a loved one, this may involve a number of telephone calls or a home visit where possible from a member of the team who cared for that patient, someone who the family knows and trusts.

· Reference was also made to the report of the National Advisory Committee on Palliative Care published in 2001 Chapter 6 of which makes reference to the need for specialist palliative care units

Information given from the Manager of the Salford Carers Centre

The Princess Royal Trust Salford Carers Centre opened in Salford in January 2001 and provides advice, information, practical help and a wealth of other services for all carers in Salford.  A definition of a carer being people of all ages and backgrounds who help to look after family or friends at home.

Evidence given by the Manager of the Salford Carers Centre highlighted that most patients and carers would prefer to die at home. A small percentage want to be looked after in specialist venue hospitals or  hospices however based on experiences  most would prefer to have the help and analgesic support to die at home.  The main reason people feel they couldn’t cope at home is fear of:

· Pain

· Causing some damage

· Putting too much strain on their carer

The Carers Centre experience is that once it is confirmed that death will inevitably occur in the next few weeks or months, most patients would choose to stay in familiar surroundings, where they are able to be part of their family and wider community.

Out of eleven carers (of patients with a terminal illness) spoken to in the last year, eleven patients wanted to die at home and their carers agreed.  Only three of these were allowed to do so, the others reporting that, whilst hospital care had been very good, they had felt co-erced into accepting it against their wishes.  

One carer highlighted that pain relief can usually be managed well in the home especially with a little extra information/training for the patient and carer.  Research also shows that patients who have the ongoing support and stimulus of home life, appear to need and indeed ask for less analgesia than those treated in a hospital/hospice.

The Carers Centre manager was involved with the proposal from St Anne’s Hospice to recruit a specialist Palliative care Carers’ support worker but unfortunately this has not been developed further.  If it could be resurrected it would  provide a strong bridge between all the supportive services and ensure that all those Specialist Community Palliative care workers (including carers) were accessible to all and used to their best capacity.  

The Manager highlighted that Carers are the most important health (and social) care professionals in the community and the most cost effective and powerful strategies are those that make best use of their skills and knowledge.

Strengths and weaknesses

Everyone who contributed to the Review was asked to identify what they saw as the strengths and weaknesses of the Service and the following were identified:-

Strengths


· The establishment and recruitment to two palliative care consultant posts

· Strategic approach inclusive of health and social care

· Services based on need and not on diagnosis

· Palliative care is an integral part of cancer services in Salford

· Palliative Care Strategy being revisited and developed further in line with Guidance

Weaknesses

· Widely stretched medical and nurse specialist teams

· Access to 24 hour Specialist palliative care services

· Equity issues for non-cancer patients

· Improve choice of place of care at home

· Increase education to generalists such as GP’s, community nurses etc

· Level of Patient and Carer involvement

· Interaction of medical staff with carers and patients

Future Key developments

Out of hours Community palliative care

· Single point access

· Access to drugs/equipment

· Advice line for patients and carers

The expansion of hospital and Community Specialist Palliative care teams

· 7 day care service

· carer support

· bereavement 

· education

· non-cancer patients

Increased NHS contribution to hospice services

Future Challenges

· ageing population

· meeting  need of non-cancer patients

· availability of trained specialists 

· reversing the trend for hospitalisation of death and offering choice in place of care

· the needs of different ethnic minority groups

· public expectations

· NHS funding

CONCLUSION

Salford Primary Care Trust is currently mapping the baseline services which exist in relation to palliative care in Salford and service redesign is take place in line with National and local strategies.  Sub-groups formed by the Local Strategy Group for Palliative Care for Salford and Trafford have been established to look in detail at the National Institute of Clinical Excellence Report once published and recommendations will be made to address the guidance locally. The Scrutiny Committee considered the argument made for having a specialist unit in Salford and felt that such a proposal would be an ideal but did not feel it was necessary to have a specialist unit.  However, they did feel that this proposal could be something that should be looked at as part of the SHIFT project and the Cancer bid and would therefore request an update on progress  in the near future.  In addition the Sub-group felt that more could be done to support and involve patients and  carers.










Appendix A

Membership of the Sub-Group

Councillor V. Burgoyne (Chair)

Councillor A. Clague

Councillor A. Leaston

Councillor B. Murphy

Jim Wheelton 

Community representative

Mrs Dixon

Community representative

Adviser to the Sub-Group

Amanda Hewitt 
Scrutiny Support Officer
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Appendix B Other findings

After the second meeting the Members raised a number of specific questions – details of the questions and the answers provided by Salford Primary Care Trust and Salford Royal Hospitals NHS Trust are given below:-

a. How many complaints have been received by the Primary Care Trust and Salford Royal Hospitals NHS Trust relating to palliative care, and what were the types of issues raised?

There have been 3 complaints made to Salford Primary Care Trust in the last three years in which there is an element of Palliative Care provision.  These complaints had been categorised under the local NHS arrangements as difficulties around access to treatment, but further investigation revealed difficulties with specific individuals accessing Palliative Care.

Similarly, a search of the complaints database held by Salford Royal Hospitals NHS Trust shows that there have been no complaints relating specifically to palliative care or end of life care, received in the last three years.  

b. What is the position of Morecambe Bay Trust in relation to plans for a special (palliative care) unit?

Furness General Hospital in Barrow is planning an eight-bed ward for oncology and palliative care patients, in response to local circumstances.

c. What is the current position, and timescale for outcome, in respect of Salford Royal Hospitals NHS Trust’s bid to host a Cancer Centre?

Salford Royal Hospitals NHS Trust has formally expressed interest in hosting a Cancer Centre on the Hope Hospital site.  This would be one of two additional Cancer Centres that are planned for the area covered by the Greater Manchester and Cheshire Cancer Network, in addition to the Christie Hospital NHS Trust.

A decision on the siting of these additional Centres was to have been made by the Cancer Network Board earlier this year, and the Hospital Trust was keen to incorporate provisional plans for the Centre in its capital procurement scheme for the SHIFT (Salford Health Investment For Tomorrow) Project.  However, the Network has yet to make its decision, the timescale for which is unknown.

d. Further information in relation to the proposal to set up a joint Carers and Users Group for Salford and Trafford e.g. when will this be, how will people be appointed, etc?

The Local Strategy Group (LSG), formerly known as the Strategy Implementation Group (SIG) is currently reviewing the Salford and Trafford Palliative Care Strategy developed in 1998.  The LSG has formed six subgroups to undertake this review, one of which is the User and Carer Subgroup.  

Karen Richardson, Palliative Care Local Implementation Officer for Salford and Trafford will chair the User and Carer Subgroup in the first instance.  Karen came into post at the end of March 2003, and is currently exploring how the three Salford and Trafford Primary Care Trusts (PCT) address user and carer engagement.  She is liaising with the Greater Manchester and Cheshire Cancer Network lead on Patient/ Carer Involvement (Sarah Howarth) as a part of this exploration.

Salford PCT (Amanda Rafferty) is in the process of writing a draft strategy concerned with patient and public involvement.  It is envisaged that the draft strategy will include the development of policies and procedures for recruiting lay members to steering groups, planning groups, etc.  The policies developed will need to address best practice in recruitment, including targeting the right people, user/carer/ community expenses and confidentiality issues.  It is important that the development of the User and Carer subgroup is in line with this PCT strategy.

e. Information relating to the involvement of lay representatives on the Palliative Care Strategy Group e.g. how are they appointed, what is their role, how long have they been involved, etc?

In 2000/01 a lay representative was appointed on the LSG, but recently resigned from that position due to a conflict of interest (she is now a PCT Non-Executive Director).  

The Lay representative came to the group as a bereaved carer, and at the time there was no specific criteria for appointing lay representatives.  However, the LSG is actively considering appropriate criteria for the appointment of lay representatives.

The LSG is keen to receive Salford PCT’s draft strategy for patient and public involvement and to ensure that its user/carer work is in line with it.

f. When will the response to the National Institute of Clinical Excellence (NICE) report be published, and how will the recommendations contained within the Report of the National Advisory Committee on Palliative Care be progressed?

The NICE document will be published in Summer/Autumn 2003 in draft form for consultation.  The LSG will be responsible for its implementation locally.  The timescale for implementation is not yet known but may well be three-years. 

As previously mentioned, the Salford and Trafford LSG has formed a number of subgroups.  Each of these subgroups will be responsible for producing recommendations in order to address the NICE guidance locally.  

The subgroups are:

· Education

· Information, Communication and Audit

· Care Pathway

· User and Carer

· Community

· Hospital/Patient

g. Are there any plans relating to the Salford Health Investment For Tomorrow (SHIFT) Project which affect palliative care?

The Service Design Group for Palliative Care has been designated by SHIFT to create a high-level pathway of care across Salford, which has involved health and social care services provided by the Hospital, community and Hospice.  The Group has analysed strengths and weaknesses and opportunities for development of current services, and a future service model of coordinated care including out-of-hours provision, which will be submitted in draft form in July 2003 to the SHIFT Project Team.

The SHIFT Project will provide a suitable base for the Hope Hospital Palliative Care Team.  The Team are currently accommodated in a part of the Hospital site that is due for demolition as a part of the SHIFT Project.
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