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“Many patients today die deaths they deplore in locations they despise” 

Cancer expert, British Medical Journal

“All the Doctors just suddenly go” 

Relative of dying patient

“However good the NHS is in other respects, it will have failed if it gets it wrong for people at the end of life”.  

Prof. Addington-Hall, Guy’s, King’s and St Thomas’ school of Medicine
1 Introduction

1.1 British hospices (run by charities) treat terminally ill patients referred from the NHS in their last weeks of life. Most specialist care for dying patients takes place in hospices.  However, NHS hospitals sometimes have specialist “palliative care” units to care for these patients.  Many other patients die on ordinary hospital wards, in intensive care, in care homes, or in their own homes.  In fact, most dying patients are cared for by doctors and nurses who do not specialise in this care.

1.2 Palliative care in England and Wales costs £300 million per year
. Of this, £170 million – the lion’s share – is provided by the voluntary sector. This means that, in financial terms, the treatment of dying patients in Britain is mainly treated as an optional extra rather than as a core NHS service.
1.3 The Government believes that “All [NHS] patients should have access to the specialist palliative care advice and services that they need.” (NHS Cancer Plan). But it has been using money from the National Lottery to fund hospices.   National Lottery funding is in the form of one-off grants, not recurrent funding, and is difficult to bid for.  There are also strings attached about what the money is spent on.

1.4 Children’s hospices have particular difficulties.  Public funding for children’s hospices is significantly less than for adult hospices – around 5% of the total costs.  The Government has said that children’s hospices are receiving £48 million from lottery funding, with all the complications that that kind of funding entails.  This means that the care of dying children is not considered important enough to be funded by the taxpayer.

1.5 Uncertainty over who is responsible for funding and problems with delivery mean that hospices are facing financial crisis and turning dying patients away – one hospice in Macclesfield had to close a quarter of its beds. Extrapolated nationally, that would affect around 10,000 patients. 

1.6 Paul Burstow MP has undertaken a survey of hospices and palliative care units to find out more.  The results of this survey are included in this report.  The main findings of the survey were that:

· Over a quarter (26%) of hospices said they had had to close beds in the last 2 years

· Hospices responding got, on average, a third of their funding from the NHS

· Some hospices received no NHS funding

· Almost half (48%) had experienced delays reaching funding settlements

· 7 out of 10 hospices had not received any of the £50m announced by the Government in the cancer plan

1.7 The issue of the influence of central Government targets was raised by many as a reason for the lack of funding for hospices and NHS palliative care units.  The pressure on local health trusts to deliver on waiting time targets was draining funding from everything else.  Funding for hospices was thought to be going to “to achieve the wretched targets (which are seriously distorting clinical priorities)”.
“The government is interested in targets for the purpose of being reelected.  They are not interested in palliative care patients, for whom there are no targets”.  

1.8 Liberal Democrat research has also discovered serious staff shortages affecting the care of dying patients. There are now over 600 less district nurses than when Labour came to power, despite Government recruitment efforts.
2 Hospices and Palliative Care: A Background

2.1 An estimated 41,000 dying patients received palliative care in UK hospices last year.  British hospices (run by charities) treat terminally ill patients referred from the NHS in their last weeks of life. Around 80% of all palliative care is provided in hospices. Some NHS hospitals have inpatient palliative care units, which they fund and manage, which treat the remaining 20%.  Many people die outside of specialist palliative care units, for example in ordinary hospital wards, intensive care, care homes or in their own home.   The provision of palliative care also needs to be considered, where necessary, in these situations.  GPs, district nurses, hospital and care home staff, all deal with dying patients and need to have the skills to provide appropriate care.

2.2 In a health district of 250,000 people, with a child population of approximately 50,000 in one year
: 

· 5 are likely to die of a life-limiting condition, 2 of these will die from cancer, 1 of heart disease and 2 of other life-limiting conditions 

· 50 are likely to have a life-limiting condition about half of whom will need active palliative care at any one time.

2.3 Supportive or palliative care is a holistic approach to care, taking account of the patient’s physical, mental and spiritual needs.  There is some confusion over definitions, and this report includes a glossary in Appendix A.  Terminal care is now generally used as the term to mean care for patients who will eventually die of their illness, although palliative care is often used in this context.  Palliative care includes:

· Symptom control

· Practical support

· Psychological/emotional support

· Respite care

· Sibling care

· Bereavement services

Crisis?

2.4 Palliative care in England and Wales costs £300 million per year
. Of this, £170 million – the lion’s share – is provided by the voluntary sector. This means that, in financial terms, the treatment of dying patients in Britain is mainly treated as an optional extra rather than as a core NHS service.
2.5 In 1989, the Conservative Government allocated £8 million for health authorities in England (for 1990-91) to increase their support for hospices and similar organisations. The intention was to move to matched funding on a national basis, although not for individual hospices. This commitment changed in 1993 and was withdrawn in 1996. The current Government has taken the view that “All [NHS] patients should have access to the specialist palliative care advice and services that they need.” (NHS Cancer Plan). But it has been using money from the National Lottery to fund hospices. 
2.6 Uncertainty over who is responsible for funding and problems with delivery mean that hospices are facing financial crisis and turning dying patients away – one hospice in Macclesfield had to close a quarter of its beds. Extrapolated nationally, that would affect around 10,000 patients.   Many hospices are facing significant financial pressures now and can see no immediate improvement in the next financial year.  The charity Help the Hospices writes:

 “Hospices are struggling financially and a significant number of new services, agreed with the NHS as meeting local needs, cannot be brought into operation because of lack of funding. So the question is - how much longer can this go on?”  

2.7 All hospices are run by charities, but the majority of the people they treat are dying patients referred from the NHS.  The difficult present situation may run into further problems, as hospices have been advised by the Charity Commission not to fund services which the state has a legal responsibility to provide:

“Trustees cannot normally use a charity’s funds to pay for services that a public body is legally required to provide at the public expense … it would be acceptable for a charity to meet that need at its own expense only as a short term or emergency measure and not as part of any contractual commitment”.

This creates a grey area where there should be a clear definition of what the Government’s funding responsibility is. 

2.8 So, does the state have a legal responsibility to care for dying patients?  That responsibility is found in the NHS Act 1997.  This act states that the Secretary of State has a duty to provide hospital and other services “to such extent, as he considers necessary to meet all reasonable requirements”.  This means that the legal responsibility is based on the Secretary of State’s judgement.   
2.9 This “judgement” is set out in Department of Health guidance, which states that the NHS is expected to play a full role in the provision of palliative care services:

· In the NHS Cancer Plan, the Government stated that “All patients should have access to the specialist palliative care advice and services that they need.” [NHS Cancer Plan, Department of Health 2001, para 7.23].

· “The principles and practice of palliative care for all those facing life-threatening illnesses need to be integrated into the whole of NHS practice” (Department of Health circular HSC 1998/115).
2.10 So it would appear that the Government should be providing care for dying patients, but it is not providing enough money. Charities and the Lottery are therefore picking up the bill. This may be unlawful.

2.11 Several other key pressures have built up which are affecting funding for hospices.   Staff costs for hospices are linked to NHS salaries, and so rise in accordance with rises elsewhere in the NHS.  However, as funding for these pay increases is invested in the NHS, parallel funding is not given to hospices.  In addition, new obligations from the Criminal Records Bureau and the Care Standards Commission are increasing administration costs, and introducing new standards which need to be paid for.  On top of this, the increase in National Insurance costs is estimated to be 0.7% of hospice funding, which they will have to find the funds to pay for.  Hospices will have to increase their fund raising efforts just to stand still
.

2.12 Inadequate funding for palliative care leads to a failure in provision of services.  Several key reports have criticised the inadequacy of the care that some patients receive, while praising the excellent examples of good practice that are available.  The King’s Fund produced a discussion paper last year, which called for better care for terminally-ill patients in their own homes.  King's Fund chief executive Rabbi Julia Neuberger said: "Dying people are not afforded nearly enough emotional, practical or spiritual support by the NHS.  People with terminal illnesses need more than good medication in their final months and weeks of life. They very often want to get help in coming to terms with their death, in choosing where they die, in making funeral arrangements and in day-to-day tasks such as cleaning and shopping. Yet psychosocial support of this type is patchy, especially for those dying of illnesses other than cancer.

2.13 The Audit Commission and the Commission for Health Improvement also looked at palliative care in their report on Cancer Care
.  They found inequalities in access to palliative care; a lack of co-ordination between hospitals and the community and considerable variation in the quality of care:
“The service as a whole is not patient centred in the broader meaning of the term. There is great variation in access to specialist palliative care services, both in hospital and in the community. Those working with patients in their home clearly make every effort to do their best, but they are very stretched. There is a clear lack of co-ordination between all those involved in providing palliative and terminal care. The provision of care outside normal working hours is not consistent and generally not enough. Respite care, sometimes vitally important at this stage, is also not easily obtained. And there do not seem to be enough hospices, so that many patients who would ideally choose this option cannot do so”. 

2.14 Cancer Bacup have researched the treatment of pain for cancer patients.  They found that around 70 to 80% of cancer patients experience pain as a result of their cancer or treatment, even though research has shown that 80-90% of cancer pain - even in advanced disease - can be controlled with effective treatments
. A 2002 survey of cancer patients by Cancer Bacup found that a third of patients are not given enough information about pain control, and more than half are not involved in making decisions about how their pain should be managed.  Another survey of GPs, district nurses and hospital doctors found that poor access to specialist services and lack of information were key barriers to patients accessing effective cancer pain management

2.15 Finally, the National Institute of Clinical Excellence are in the middle of a review of palliative care for cancer patients, looking at care provided at the moment and developing a blueprint for future care.  They found many problems with care at present:

· Lack of support through patient journey

· Inconsistent access to good information

· Inequitable access to rehabilitation services

· Shortages of experienced staff

· Variable provision of bereavement support in hospitals

· Insufficient staff/resources of psychological care specialists

· Variability of access to specialist palliative care 

· Lack of integration between health and social care

· Concerns have been expressed about the needs of people in care homes not being met.  Community teams do not always provide care out of hours.

2.16 Patients dying in hospital often receive inadequate care for their non-medical needs, and these problems appear more acute because there are less effective medical interventions to compensate for a lack of old fashioned care and attention.  Underfunded and busy hospitals do not always prioritise the care and dignity needed for dying patients, and medical education does not always include specific training in palliative care as an essential part of disease management.  Patients also die in care homes and in the community, and for all these people, it is essential that they should receive good quality palliative care, which is at present, grossly inadequate.  The problem is particularly acute for those who are dying of a condition other than cancer.  Less than five per cent of referrals for palliative care have a non-cancer diagnosis.  A study in the British Medical Journal found that while patients with lung cancer were still not receiving adequate palliative care, heart failure patients were given little information on their disease or how long they had to live.  The heart failure patients often experience isolation, being cared for by a busy GP with many other demands on their time, or with repeated admissions to hospital.  There is no coordinated approach to palliative care for most of these patients
.

Palliative Care for Young People

2.17 Discussions of palliative care generally split into “adult” and “children’s” care.  This leaves an awkward gap in discussion about care for young people, which is reflected in a gap in provision.  Many of these young people have disease from which they were expected to die at a much younger age, but advances in medical technology since them have enabled them to live into adolescence.  New services need to be provided for, and recognition needs to be taken of the needs of this group.  
2.18 “The annual mortality rate for this group is 1.7 per 10,000 young people aged 13-24. But there is a much higher prevalence of young people living under the threat of death who require symptom management and daily care. We estimate they number between 6,000 and 10,000”
.
2.19 The main problem is in the provision for “respite care”.  This is for young people who may live with parents or carers, to have a break from home in a hospice, also giving their care-givers a holiday.  This service has been provided for these young people when they are children but there is a gap in provision when they reach adolescence.  Children’s hospices are no longer appropriate places young people in their late teens and early twenties, but adult hospice environments may also be inappropriate for this vulnerable group.

"Everything stops at 18. Everything is a battle."

"The young person doesn’t change. Services do."

"She wasn’t meant to be 18. No-one knows what to do with her."

3 The Survey Results

3.1
The survey provided evidence of a crisis in funding for hospices. 

· Hospices responding to the survey got, on average a third of their funding from the NHS, some got nothing

· Almost half (48%) of respondents said they had experienced delays reaching settlements on funding allocations.  

3.2 The main concerns over funding were around the difficulties in negotiating grants and funding deals with the NHS commissioning bodies, and the uncertainty this caused.  Hospices felt that there was "A disproportionate amount of time and other resources spent negotiating funding with the NHS".  Many hospices found it difficult to plan ahead when the funding streams were uncertain.  Voluntary contributions cause uncertainty over long term funding, and falling share prices have hit funding reserves.  

“Uncertainty that the funding would be released”

“Major – our NHS trust has reneged persistently on agreements to provide NHS funding for charitably pump-primed posts”
“We need to be working in partnership rather than fighting for our grant.  We need our grant paid on time at the beginning of the financial year”.

“Grant discussions taking much management time and energy and to date not successful in securing underlying cost increases”

"The key issue is involvement in the setting of palliative care strategy.  Even though we supply 100% of the specialist care in our region, we still have to remind planners of that"

· 71% of hospices did not receive any of the 50m in the cancer plan in 2001-2

· 68% have not yet received any in 2002/3

“The £50 million seems to have disappeared into a black hole"

"We are told that the local share of the 50m has gone towards the cost of NICE drugs” 

3.3 The situation is even worse for children’s’ hospices, which were not meant to receive funding from the £50m in the cancer plan.  Many respondents from children’s hospices were angry at the inequity of funding.

"Childrens' hospices don't receive any statutory funding in all but a few cases.  Parity with adult hospices would therefore be a good starting point.”

"Why are children’s hospices not funded in the same way as hospices for adults?"

3.4 Some hospices raised concern about the difficulties in accessing new funds from the New Opportunities Fund, which dispenses National Lottery grants, "Whilst this is an interminable process without much hope of return".   Local priorities do not always match those of the New Opportunities Fund, so funding is not granted for things that are really needed.  For example, money is sometimes only given for capital projects (new buildings) but not revenue (staff increases).  Application and monitoring procedures are time-consuming, particularly for voluntary organisations.
3.5 Often funds such as these, and even the grants received directly from Primary Care Trusts, can have too many strings attached: "There should be a focus on funding existing services, rather than on further developments”.   For many hospices, the financial situation is getting very desperate: “We will not be able to continue in this financial climate”.
3.6 It is not just charitable hospices which have difficulty accessing funding.  Hospital and community palliative care units were also underfunded:

"Those of us within the NHS have to compete with acute services for funding.  This is always difficult.  Service development is almost impossible.  If it were not for charitable donations, life would be very difficult indeed.”

3.7 The issue of the influence of central Government targets was raised by many as a reason for the lack of funding for hospices and NHS palliative care units.  The pressure on NHS commissioning bodies to deliver on waiting time targets was draining funding from everything else.  Funding for hospices was thought to be going to “to achieve the wretched targets (which are seriously distorting clinical priorities)”.
"If government targets are re waiting lists, there is little motivation for PCTs and acute trusts to prioritise quality care for those with incurable illness".

“The government is interested in targets for the purpose of being reelected.  They are not interested in palliative care patients, for whom there are no targets”.  

3.8 The survey also revealed a worrying gap between availability of and demand for beds or day places:

· Many respondents with inpatient beds had a bed occupancy of 90% or higher, some even 100%.  This makes it difficult to plan ahead, and causes waiting lists or means that patients cannot be admitted

· Over a quarter (26%) of hospices said they had had to close beds in the last 2 years.  

· Up to 100% of beds in some hospices were closed

"Whilst we have not closed beds there was a delay in opening our new six beds pending a negotiation of funding from statutory sector.  This took almost 12 months.”

“We have had to reduce admissions because of nursing and medical staff shortages”

“We have had to close beds because of a shortage of trained palliative consultants”

"We simply cannot afford to pay our nurses the normal enhancements for shift working, weekends, evenings and overtime that are the norm in the NHS and in other sectors."

3.9 The reasons for the bed closures included staff shortages; a lack of funding; and refurbishments.  Added pressures include the rise in employers’ National Insurance Contributions; national NHS salary increase introduction of minimum standards from the Care Standards Act 2000, which have also been introduced in care homes.  

"We have considerable concerns over the vast increases in bureaucracy introduced by the Care Standards Act, the Criminal Records Bureau and other Government legislation.  It is all adding to the administration costs of the organisation which has to be funded by local donations.”

3.10 In May 2002
, the Government announced that hospices would no longer be charged by the NHS for “support service costs for hospice patients”.  These costs included ambulance, pathology, imaging and pharmacy services.  However, when asked by Paul Burstow MP whether they were still being charged, only half (52%) of hospices got these services for free.  One respondent commented: "But only after rigorous negotiations!".

3.11 Concerns over funding difficulties and bed closures lead to difficulties for patients with terminal illnesses gaining access to these services.  This is particularly true for patients without cancer, as palliative care has developed around cancer services.  There was strong support for the need for specialist terminal care to be provided to all patients if they wanted it, no matter what their disease or prognosis.

"Sadly there is inequity and exclusion unless you have a cancer, Aids or MD diagnosis.  This can't be right".
"I feel that the NHS should be able to guarantee the provision of inpatient terminal care in an appropriate setting".

"The maintenance of quality palliative care services is fragile because of the dependence on the voluntary sector.  This is an unreliable source of income, certainly in this area, and it makes strategic planning impossible".  I am only able to provide crisis management and it is luck of the draw for patients whether there are beds, nurses or doctors available at any specific time to respond to their needs.  It is by no means a consistent unhindered 24 hour service”.

"The current arrangements cannot go on.  The country is relying on the charitable sector to provide a statutory service.  This is not right.  Every year we have to spend more and more on fundraising to secure the income we need to maintain our vital services".

4 Government Policy

4.1 The Government has made some attempts to find a solution to the crisis in funding for hospices, and to widen provision of palliative care in the NHS more generally.  However, if problems occur, their answer to date has been to blame local NHS bodies - the Primary Care Trusts - if hospices are not funded properly.  The Government has devolved responsibility for providing care for terminally ill patients to these local bodies.  However, there is no central guidance from the Government on how much money should be spent on palliative care. Too little information exists about how much central government funding is available. 
4.2 The lack of national investment in palliative care means that Primary Care Trusts (PCTs) do not have the resources to invest in local hospice services.  They face many competing claims for funding, including expensive drugs and health education campaigns. If no more central government funding is announced, then PCTs are expected to fund hospices alongside all these other claims on a limited budget.

4.3 The Government did pledge, in the NHS Cancer Plan, an extra £50 million for palliative care to achieve parity with the funding put in by charities.

“For too long the NHS has regarded specialist palliative care as an optional extra.  The NHS has relied upon the good will, and funding of charities. … So 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. This will mean that, for the first time ever, NHS investment in specialist palliative care services will match that of the voluntary sector.”

4.4 But the survey in this report found that 7 out of 10 hospices did not believe they had received any of this new money. This was due to the lack of central guidance on how Primary Care Trusts should have spent the money. Some Primary Care Trusts did not realise there had been any extra money, or didn’t know that it was meant for hospices.

4.5 Figures also show that the state contribution to smaller voluntary hospices has fallen from 35% to 28% since 1996/7
.
Dr Evan Harris MP, Liberal Democrat Shadow Health Secretary, has asked parliamentary questions to try to find out how the money had been spent, but was told that the information was unavailable:

House of Commons Hansard, 22 May 2002, column reference 419W:
Dr. Evan Harris: To ask the Secretary of State for Health how much of the allocation in the NHS Cancer Plan for palliative care has been spent on hospices for (a) children and (b) adults in 2001–02; how much expenditure is planned for 2002–03, and if he will make a statement. [55402] 

Yvette Cooper: In the NHS Cancer Plan, we pledged that the national health service contribution to the costs of specialist palliative care for adults (including hospices) would increase. By 2004 the NHS will invest an additional £50 million available for specialist palliative care. This investment is intended to help tackle inequalities in access to specialist palliative care and enable the NHS to increase their contribution to the cost hospices incur in providing agreed level of services. At a local level this investment must be based on the agreed strategic plans for palliative care provision within each cancer network's service delivery plan. 

Funding to support this investment is included within the sums made available for cancer in NHS allocations each year. 

Outturn information is not yet available for 2001–02. Palliative care will be included as actual expenditure on palliative care within plans for use of the £76 million of earmarked funding for cancer in 2002–03. 

In addition to the extra investment identified in the Cancer Plan, the New Opportunities Fund has recently announced a further £70 million to support palliative care projects, £22 million for adults and £48 million for children. 

4.6 More recently, the Government has admitted that the money was not going through to local areas, and has announced another £50m for palliative care for 3 years from 2003/4 – allocated by a National Partnership Group, which will approve service plans before releasing funding.  These new arrangements are to ensure the original £50m pledge is met
.  Before that, another £10m was announced, but this was also to be “in support of the original £50m pledge.

4.7 There are several concerns about the bureaucracy surrounding the new money.  It has strings attached.  Some hospices fear they will lose independence through having to account for what they are spending money on to Whitehall.  Others fear the charity funded staff time and effort involved in bidding for the money, which is not guaranteed.  The money is all tied to the Cancer Plan, so there may be little improvement for patients with non-cancer diagnoses. This money is also tied to “new service developments”, so many hospices are concerned that it won’t help them with their existing problems and cost increases.

4.8 In the Cancer Plan, the Government also set out plans to spend £2m on training community and district nurses to care for cancer patients at home.  This would be distributed via cancer networks.  And there are also Diana, Princess of Wales, Community Nursing Teams to care for terminally ill children in their own homes.

4.9 Finally, the National Institute for Clinical Excellence is developing guidelines to improve provision of palliative care services for patients with cancer.  These will be published in January 2004.  Again, patients dying from other illnesses are being neglected in the Government’s provisions.  Some of NICE’s research is already available in draft form, and it explains their direction of travel:

· Strategic Health Authorities must plan palliative care provision in their areas

· All patients should be assessed for palliative care needs

· Prompt referral to services and written information for patients on who to contact 24/7

· Multiprofessional team working – seamless care

· Communications skills (extra training for those delivering distressing news)

· Written information/summaries of conversations provided to patients

· Psychological needs of patients should be assessed and met

· A range of specialist palliative care services should be available across the country, appropriate to the needs of the local population, delivering care 24/7

· Better general ongoing care by generalist staff trained in palliative care needs, and good links to specialist providers

5. National Lottery Funding

5.1
The other main Government initiative on palliative care is based on investment from the National Lottery. £48 million is available to support children's palliative care in England, for cancer and other life threatening/life limiting conditions. £22 million is available to extend the provision of home-based palliative care for adults with cancer and other life threatening/ life limiting conditions. 

5.2
The Government has boasted about using this lottery money to pay for palliative care.   But this seems to breach the main principle of “additionality”, established when the lottery was set up.  “Additionality” is the idea that the lottery should only fund additional services, not substitute for services that the Government should be providing already.

5.3 The Labour Shadow Secretary for National Heritage said in the second reading of the National Lottery etc Bill 1993, that “We believe that without that commitment to additionality, the national lottery becomes a sort of voluntary taxation scheme”.  

5.4 National Lottery funding includes arbitrary criteria for eligibility. For example if a hospice is in an area not targeted for funding, it may not be eligible to receive funding. The lottery funding is not sustainable, as it is dependent on lottery receipts.  Sales from lottery tickets were down 4.1% this year.  Lottery funding is therefore, by necessity, short term funding, which does not allow for adequate capacity planning, meaning that more patients may have to be turned away.  The funding is also restricted to revenue funding, so that new hospices cannot access the money.  The process for applying for lottery funding is also so time-consuming that it wastes hospice resources still further.

6.
Staff shortages

6.1 Many hospices responding to the survey had huge difficulties in recruiting staff.  There are national shortages of palliative care consultants and nurses.  Other staff working in hospitals and the community will have less time to focus on palliative care if they are struggling with staff shortages.  If a GP has to close a list to new patients, he or she will find it very difficult to spend extra time with dying patients. 

6.2 District nurses travel to patient’s homes and provide treatment and, often, palliative care for people with chronic diseases or for people who are dying.  Fewer nurses mean that patients are visited less often and receive poorer care.  There are now over 600 less district nurses than when Labour came to power, despite Government recruitment efforts. The South East had the most nurses, and the South West had the least
:

	Area
	1997
	1998
	1999
	2000
	2001

	England
	11,340
	11,430
	11,380
	11,320
	10,730

	Northern & Yorkshire
	1,380
	1,520
	1,380
	1,570
	1,330

	Trent
	1,050
	1,100
	960
	960
	1,000

	West Midlands
	1,420
	1,450
	1,510
	1,400
	1,330

	North West
	1,880
	1,840
	1,800
	1,770
	1,610

	Eastern
	1,140
	1,130
	1,090
	1,180
	1,160

	London
	1,650
	1,600
	1,820
	1,720
	1,640

	South East
	1,800
	1,840
	1,870
	1,780
	1,790

	South West
	1,010
	950
	950
	940
	870


The Association of Hospice and Specialist Palliative Care Social Workers has over 260 members, some funded by Macmillan Cancer Relief.

7.
Summary and recommendations

7.1
This report clearly demonstrates that care for patients with terminal illnesses has a long way to go in this country, despite examples of excellent and pioneering work in this field from hospices and the NHS, including hospital and community staff.  The care of the dying needs to be a priority, as we cannot continue to focus solely on treatment and forget about care.  Dying with dignity is the least we can ask for. 

1. The Government needs to make funding for hospices a priority for the new money for the NHS.  Government must make a more realistic contribution to palliative care, because it is a core service. There needs to be greater clarity as to how much funding is allocated to hospices, and where the money will come from.  

2. Palliative care should not be funded from the National Lottery.  Liberal Democrats believe that care of dying patients is a core service, which should be funded from general taxation.  Only when the Government accept this will funding be adequate and fair.

3. If the Government are serious about devolving power to local bodies, there needs to be an obvious difference between local and national control. Promises should not made nationally when the decision should be one for local areas. 

4. Delivery is crucial. Government needs to deliver the necessary funding to Primary Care Trusts, and Primary Care Trusts must ensure delivery of care to dying patients.

5. There should be changes to medical education to ensure palliative care is included as a essential part of disease management.  According to a Hospital Doctor survey, half of doctors do not feel they have as much time to care for dying patients as they would like; a third of doctors had not had training in talking to dying patients and their families.

6. The Government needs to urgently address the crisis in staff shortages.  The loss of district nurses will further reduce the time each nurse can spend with her patients.  Busy hospital staff will have less time to focus on the care needs of dying patients.

8.
Survey method

Overview

8.1 Between November 2002 and January 2003, Paul Burstow MP undertook an anonymous postal survey of Hospices and Palliative Care Units in England to assess the funding and delivery of specialist palliative and terminal care.

Methodology

8.2 A one-page postal survey was sent, with a covering letter in October 2002 to 528 Hospices and Palliative Care Units in England.  The options of returning the survey by fax or requesting an electronic version for return by e-mail were also available.

8.3 Responses were received between November and January from 201 hospices and palliative care units with 129 responding fully, giving a response rate of 24%.  The responses were collated in a database and the results analysed using an Excel spreadsheet.  In some instances the figures may add up to more or less than 100%. This is due to rounding up or down to the nearest percentage.

Appendix A: Glossary

Palliative Care

The active total care of patients whose disease is not responsive to curative treatment. Control of pain, of other symptoms, and of psychological, social and spiritual problems is paramount. The goal of palliative care is achievement of the best possible quality of life for patients and their families. Many aspects of palliative care are applicable earlier in the course of the illness, in conjunction with treatment.(World Health Organisation)
Palliative care is an active and total approach to care, embracing physical, emotional, social and spiritual elements. It focuses on enhancements of quality of life for the patient and support for the family and includes the management of distressing symptoms, provision of respite and care through death and bereavement. (Adapted from ACT/RCPCH Guide 1997)

Life-limiting Conditions

Life-limiting conditions are those for which there is no reasonable hope of cure and from which patients will die. Many of these conditions cause progressive deterioration rendering the patient increasingly dependent. (Adapted from ACT/RCPCH Guide 1997)

Life threatening Conditions

Those in which medical intervention may prove successful but carry a substantial possibility of premature death, or those which confer great vulnerability.(ACT/Health trends Vol25 No.4 1994)

Appendix B

UK hospice and palliative care in-patient units January 2002 (Source: House of Commons Library)

	
	Hospices
	NHS
	Voluntary
	Beds
	NHS
	Voluntary

	
	
	Hospices
	
	Beds

	Eastern
	16
	2
	14
	219
	41
	178

	London
	17
	6
	11
	389
	86
	303

	North West
	25
	1
	24
	373
	10
	363

	Northern and Yorks
	25
	5
	20
	303
	30
	273

	South East
	37
	9
	28
	561
	128
	433

	South West
	18
	5
	13
	233
	52
	181

	Trent
	14
	5
	9
	178
	62
	116

	West Midlands
	12
	2
	10
	228
	28
	200

	England
	164
	35
	129
	2484
	437
	2047

	Scotland
	24
	10
	14
	338
	87
	251

	Wales
	15
	10
	5
	138
	68
	70

	N Ireland
	5
	1
	4
	69
	4
	65

	TOTAL
	208
	56
	152
	3029
	596
	2433


� Commons Hansard 18 April 2002, column reference 1186.





� Source: ACT


� Commons Hansard 18 April 2002, column reference 1186.





� Taken from an adjournment debate initiated by Liberal Democrat MP Dr Vince Cable, 19 Jun 2002 : Commons Hansard column reference: 126WH


� NHS Cancer Care in England & Wales, 27 March 2002: Joint Report from CHI and the Audit Commission


� Source: Cancer Bacup


� Source: Dying of lung cancer or cardiac failure: prospective qualitative interview study of patients and their carers in the community, Murray et al; BMJ 2002;325:929 (26 October 2002)





� Palliative Care for Young People Aged 13 – 24, September 2001; researched and written by Rosemary Thornes on behalf of the Joint Working Party on Palliative Care for Adolescents and Young Adults


� Ibid


� Source: Department of Health Press Release 2002/0225; Friday 10 May 2002: � HYPERLINK http://www.info.doh.gov.uk/doh/IntPress.nsf/page/2002-0225?OpenDocument ��http://www.info.doh.gov.uk/doh/IntPress.nsf/page/2002-0225?OpenDocument� 


� Source: Help The Hospices


� Dept of Health Press Release 2002/0531, 23 December 2002


� The figures were revealed in a parliamentary written answer to Dr Evan Harris MP, Commons Hansard 23 October, column reference 395W.
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