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Community care, continuing care and palliative care

Malcolm Payne

Summary and conclusions

Since this is a long resource paper, I’m putting the summary and conclusions at the front, although you might also like to look at ‘What has gone wrong?’ at the end. There are two main ways of funding care in people’s homes and community facilities such as care homes: community care provided by local authorities (LAs) and continuing care, provided by the NHS. Community care is mainly for activities of daily life, washing, dressing, shopping, preparing meals and leisure, education and similar activities. Continuing care is specifically for meeting healthcare needs. Service users have to contribute to community care (e.g. pay towards the costs of a care home or help around their own home) while the same services from continuing care (NHS) are free of charge. Very few people can afford the whole cost of living in a care home or nursing home except by using up all their pension, savings and eventually selling their house, if they have one. This depletes their family’s overall wealth, so that although it looks like a personal payment for something they need, it affects other people in the family, because the overall wealth of the family is reduced. 

The problem with the system in general is that many people have problems with activities of daily life that are caused by illnesses or long-term disabilities. The average person looks at the amount of practical care that some people need because of a long-term illness or disability, and the fact that the help needed grinds on for day after day, year after year, and see it as a huge burden for their families and friends. But a doctor or nurse, and therefore the healthcare system, looks at the same situation and says: ‘There’s no healthcare need there’, because the unchanging disability does not require any medical or nursing intervention. So the system says that extremely burdensome care is not healthcare, so you have to pay, when to the average person, it seems like a health problem that caused the burden.

The other problem is that the duty to pay for community care when you cannot get continuing care looks like an individual responsibility, but to many people it affects the wealth of the whole family. The family loses an inheritance that people expected or flexibility in the use of income is reduced for everyone in the family. This may be a source of people wanting to have ‘assisted dying’, help in committing suicide because people can only look forward to an increasingly frail and troubled life. There is extra pressure to decide to commit suicide because the family’s wealth is being depleted by care costs; families may resist paying for the best care for the same reason. This means that a decision to commit suicide because of disability or illness is perhaps not always a spontaneous personal decision, but is affected by the financial pressures on the family. People in health and social care fear that supporters of a change in the law on assisted dying are not thinking about these pressures when they argue for ‘dignity in dying’ for people with major disabilities, which assumes that people are making a decision free from such pressures.

People needing palliative care help theoretically meet the same criteria for continuing care as people with long-term disabilities, but the system and funding are not well-geared for their short-term needs. The decision-making system is very slow and bureaucratic for their needs, and the special provision for them is not working well.

Introduction: why are we looking at this?

National Health Service (NHS) continuing care and community care provided by your local council (local authority - LA) are both systems for financing and providing care in your own home or in care homes. They interact with each other and affect people who are receiving palliative of end-of-life care. This is because many people who are moving towards the end of life need a wide range of care beyond the focus of end-of-life or palliative care services, which concentrate on the care and treatment required for any illness or disability that they have. Therefore, palliative and end-of-life care patients use these funding and service provisions, which have to be coordinated with their end-of-life care by end-of-life and palliative care professionals.

This document explains the current community and continuing care systems, placing them in historical and policy context. Towards the end, I comment on the problems of the policy and administration of them as they apply particularly to palliative and end-of-life care.

What are continuing and community care?

The NHS provides continuing care. It is a range of services to help people who have a long-term illness or disability that cannot be cured or managed through primary, acute or intermediate NHS services. The services may be provided anywhere, but usually they are provided in people’s own homes (home care) or in care homes (residential institutions where people live so that staff can provide nursing and other care round the clock). As usual with health and social care in the UK, the services may be provided by the NHS itself or by independent providers under contract to the NHS.

The LA covering your address provides community care, whereas NHS continuing care is provided by the primary care trust (pct) covering your doctor’s address (don’t live near a local authority border, there’s more hassle). Some community care provision is similar to continuing care or may also be provided through continuing care; others may differ. The services may be provided in your own home or in care homes, and as with continuing care by the LA itself or contracted providers.

How and why are they different?

The range of services differs; continuing care (NHS) is for people with more intensive or extensive care needs more directly concerned with illness or disability. It is provided as an extension of NHS services. Community care (LA) is for people with problems in everyday living; these usually come about because of a problem with health or disability, but they are not healthcare as such. They are provided as part of the LA’s range of community services, for example, schools, leisure centres, libraries, housing or refuse disposal, so they are seen as part of everyday community provision.

We can understand this distinction better if we think about what ‘problems of everyday living’ means.  What do we do as part of our everyday lives? We get up in the morning, wash or have a shower, prepare breakfast, eat it, perhaps go to work or the shops, have lunch, take part in leisure activities, take out the rubbish to the dustbin, once a week or so put out the dustbin for collection, have an evening meal, wash or shower again and go to bed. Many of these activities might use some of the LA’s services for its citizens. Some illnesses or disabilities might make it difficult for us to do some or all of these things. However, much of the time blindness, being mentally ill, being in a wheelchair or being frail and elderly does not stop us from doing most of these things. Therefore, help with such activities cannot reasonably be regarded as healthcare, and we call it social or personal care.

Taking this point a step further, if our representatives in Parliament were thinking about what we should provide collectively from taxation, the electors would probably think that help with such activities of daily life should not be paid for as part of a health service. Moreover, many people might think that they are such natural parts of life, that the help needed did not require the kind of specialist training that a doctor or nurse receives in order to diagnose or treat illness, so it ought to be cheaper to provide than a health service.

Separating help with health problems from help with social care, therefore, does not seem unreasonable, and the UK health and social care system maintains two separate systems for dealing with these different issues in people’s lives. However, although, of course, many people will only need one or the other, much social care, as I have said, is needed because of illness or disability, so quite a lot of people with health problems will need both. Therefore, the in-principle distinction is hard to work out in practice, because the needs overlap, and so do the reasons for the needs arising. Maintaining the separation can cause a lot of complications for individuals who need both types of care, and this is made worse because, as we have seen, they are separately administered. Again, as we have seen that separation is not unreasonable; one service is about healthcare, the other about local community services. However, in practice the overlap and connections between the services make for difficulties.

How are the differences dealt with?

The NHS and LA deal with the differences by deciding separately whether people need their services and then coordinating their work together. As problems first arise, they come to the attention of a practitioner in one or other of the services. If they seem to need the other service, they are ‘referred’. Referral means that after the professional who first deals with you has done what they can for you, they pass you across, with an indication of what they think you might need, to the other service. The most common situation is that the family doctor or GP decides that someone needs social care services and refers them to the LA, but it can happen that people know about social care and approach the LA direct. Once you have social care services, one of the care workers might find out in the course of their work that you have a health problem, and they would refer this to the GP or some other health service. Each would decide on what they should provide according to the duties placed on their profession and service, and then they would keep in touch with each other and plan the services together, so that they fitted in.

The problems with this sort of system are, perhaps, obvious if you understand about the usual problems of separate organisations and professions. First, the professionals employed in one organisation, concentrating on their own job, may miss needs that are someone else’s responsibility, or they may not understand too clearly what the other organisation or professional does, so they do not refer appropriately. Second, the communication around the referral may go wrong; messages get lost or misunderstood. Third, the other service may not agree with the first professional that their service is what you need. Then, a common factor in public services, they may both be short of the money to pay for your care, so if there is any doubt or disagreement, you may be passed back and forth with nobody being prepared to accept responsibility. Then, if they are providing services from two separate service systems, they may find it hard to align who does what when, so that you get lots of help one day and nothing the next. Obviously, these things can be dealt with by good coordination, but equally obviously, there is a lot of scope for things going wrong, and in reality it requires a lot of initiative on the part of the people dealing with you every day to iron out the problems.

Understanding the history

So far, I have discussed the logic and problems of having the two different systems as we might see it now, but you may ask: how has it come to be like this? If you think the history is a bit of a diversion, you could skip this section and the next, but understanding how the separate services and their legal basis have developed may help you to put things in context.

The division between social and health care goes back to the arrangements for breaking up the Poor Law in the period 1946-8. The Poor Law was a substantial provider of healthcare, so when the National Health Service (NHS) was created, a lot of Poor Law institutions became hospitals and many other services also moved into the NHS. Social security provision was moved to connect up with contributory pensions (such as what is now retirement and unemployment benefit) to be the responsibility of the social security authorities, at present the Department of Work and Pensions (DWP) and its agencies.

Other more practical welfare facilities became part of local government, LA services. The main element of this was the responsibility to provide: ‘residential accommodation for persons aged eighteen or over who by reason of age, illness, disability or any other circumstances are in need of care and attention which is not otherwise available to them’ (s21, National Assistance Act 1948). This duty led to a range of residential services; initially many of these were simply transferred Poor Law institutions. The need to assess whether people were ‘in need of care and attention’ and whether it was ‘not otherwise available’ led to a visiting service to assess need, and to arrangements for alternative services to be provided to avoid people coming into residential care. Over the years, these services developed, and the local authority ‘welfare department’ became a social work service for older people and people with disabilities. Service development and various pieces of legislation built up the range of services, for example services in the home.

In the early 1970s, this department was reformed along with other social work services, including services for mentally ill people and what are now known as people with learning disabilities, to form social services departments (SSDs). These were then further reorganised into larger units in the local government reorganisation of 1974. This move institutionalised the division between health and social services, although attempts were made to reduce the problems caused by this division. For example, efforts were made at local government reorganisation to make the areas covered by health and local authorities the same (the technical word is ‘co-terminous’ meaning ‘the same boundaries’), and joint funding and planning arrangements were set up.

People sometimes ask why this division was established and then reinforced. The main reason for initiating this was the outcome of the negotiations for the creation of the NHS. Many Labour Party members would have liked to have seen the NHS managed by local authorities, as the Poor Law had been in its later years, but the medical profession resisted this, mainly to preserve independent medical discretion from being compromised by excessive local political interference. Therefore, the NHS was created separately from local government, and only public and community health services were provided from local government, through the departments managed by the ‘medical officer of health’. In many local authorities, these were indeed merged with welfare departments to form an integrated service, and when mental health services were included in the 1960s, as a result of the implementation of the Mental Health Act 1959, these were also often included. 

A separate children’s department was also established in LAs at the same time as the formation of the NHS by the Children Act 1948, after an important child care scandal and a lobbying campaign by organisations with an interest in children’s issues. They fought for a service independent of education and healthcare, and although education and medical officers resisted this, it came to pass. This move also eventually created a social work service within local government, as the creation of welfare departments had. This meant that when service reform was considered in the 1960s, the focus of efforts was to coordinate the separate social work services. I remember being a social worker before this reform and turning up to visit a family to find colleagues from seven different welfare and healthcare agencies ranged round the room, and experiences like this really did seem to make it sense to rationalise LA services. However the NHS was separate, and mixing that in too seemed a step too far, so rationalising LA services meant dealing with social services only. The aim to coordinate social work in view of the emergence of an increasingly recognisable social work profession took priority. The medical officers of health and directors of education again resisted this, and part of the reason for keeping the social services separate from healthcare was that both education and health departments competed for control of children’s services, which they both had an interest in. The thing that people could agree about was linking up the then-separate social services. 

Around the time that SSDs were created, government policy established a focus on people receiving long-term care in hospitals and other institutions, who were felt to have been neglected by previous policy initiatives. The groups of people affected included people in mental hospitals, geriatric hospitals and what became known as learning disability hospitals. There was the culmination of a decades-long shift from providing for such people in large institutions to community care, providing for them either in their own homes or in small-scale residential care homes. The role of developing community care logically fell to SSDs. From 1970 onwards, care provision for long-term conditions gradually shifted away from the NHS towards SSDs, assisted by a variety of funding mechanisms and special projects. The NHS increasingly focused on acute care.

Free healthcare, charged for social care

A crucial distinction between social and health care made when NHS started was that LAs would charge for social services, but the NHS was to be ‘free at the point of delivery’. This meant that patients would pay no charges for the healthcare services they received when they went to a doctor or a hospital; the service is provided through general taxation. Why was this distinction made? Part of the reasoning behind this was no doubt to reduce the range of demands on taxation by the free NHS. 

However, there were also reasons of principle. In the legislation and administrative practice, healthcare is seen as something special, and most members of the public would agree with this. You can see it in the way the current legislation for free healthcare, the National Health Service Act 2006 (NHSA), is framed. Section 1.1 provides the Secretary of State with a general duty: ‘to continue the promotion in England of a comprehensive health service designed to secure improvement - (a) in the physical and mental health of the people of England, and - (b) in the prevention, diagnosis and treatment of illness’. Section 1.3 specifies that: ‘The services so provided must be free of charge…’ except for charges specified in legislation. Section 2.1a then provides a general power for achieving this; he may ‘provide such services as he considers appropriate for the purpose of discharging any duty imposed on him by this Act’. Section 3 then lists the services the Secretary of State must provide, ‘to such extent as he considers necessary to meet all reasonable requirements’. Section 275 defines illness as including: ‘mental disorder…and any injury or disability requiring medical or dental treatment or nursing’.

Looking at this as a whole, an illness is defined by a decision that a condition of mind or body is an injury or disability that requires a healthcare professional to do something by way of treatment; presumably, therefore, the healthcare professional’s decision is final, unless there is a legal dispute. If it is an illness, it must be treated free and the treatment must meet all reasonable requirements. Of course, there might be arguments about what is treatment and what is reasonable, as you can see in what follows.

Unlike the NHS provision, LAs must charge for all social services. How can we understand this distinction from healthcare services?  There are two points. First, it is seen as something different from healthcare because it does not relate to an illness.  If someone needs ‘care and attention not otherwise available’, the requirement for social care provision, this is clearly different from an illness as defined by the NHSA, because it does not require a healthcare professional’s decision and care and attention is not healthcare treatment. The action on a need for care and attention also does not have to be comprehensive, meeting all reasonable requirements, as a healthcare service must. If someone else can provide it (‘not otherwise available’), the LA does not need to act at all. Also, the duty is only to provide residential accommodation that would meet the need for care and attention, although alternative services developed or were incorporated into this provision.

The second reason for charging is the principle that people should retain personal responsibility for their own ‘care and attention’ needs. Even if your child is ‘looked after’ by the LA, as the Children Act 1989 calls it, against your will, you have to pay a charge for your child’s care. If you are an older person, a disabled or mentally ill person or a person with learning disabilities in need of care and attention, you are assumed to continue in your responsibility to provide for your own care and attention. This is to some extent a hangover from the attitudes of the Poor Law, which this legislation replaced. As a condition of provision under the Poor Law, you were required to suffer disadvantage, such as having to live in a workhouse, which separated you from your spouse and children, rather than receive a social security allowance in cash. Under the National Assistance Act 1948, you are required to take responsibility for whatever you can afford of the financial cost of your care and attention.
In the previous section, we saw that from the 1970s onwards, care for long-term needs outside big healthcare institutions in people’s own homes or in small-scale care homes, meant that there was a shift from health care to social services responsibility for anyone with a long-term care need. Most people regarded this as the right move, since it was clearly better to help people in their own homes rather than put them ‘in an institution’ and the legacy of the disadvantages that you suffered if you went into a workhouse under the Poor Law and the stigma of being in a ‘lunatic asylum’ (the big old mental hospitals) or a ‘colony for the retarded’ (the big old hospitals for people with learning disabilities) meant that the new policy of community care was widely regarded as being more humane and providing better care.

However, the shift from NHS to social services had a hidden consequence: it was also a shift from free to charged-for services. This did not matter when most people who were affected had no income but a pension or social security benefit or, coming out of a mental hospital, had no property or money. However, from the 1990s onwards, the population of older people ‘in need of care and attention’ increased as people lived longer, and more people could not cope at home. The world had changed since the 1940s, and many of these people now owned a house. The charging policy required them to sell the house to pay for their care, when they and their families had hoped that it could be passed on through inheritance to increase the overall wealth of the family, and help younger members of the family get a better start in life, or deal with the financial pressures of middle age.

The community care system of the 1990s

The previous two sections deviated into the history of the healthcare/social care split. We’re now back to understanding community care. The present system of community care came about because of reforms as a result of changes in the 1980s. It set up a ‘quasi-market’ and a ‘mixed economy of care’. A quasi-market is designed to work like an economic market with people purchasing services from different providers, but it is not a full market because it is substantially funded and therefore dominated by the state and public policy. A mixed economy of care arises when care services are provided in more than one sector of the economy; community care is provided in four sectors:

· The informal sector, families, friends and neighbours of a patient and others with similar experiences or concerns; these are always the main providers 

· The public sector, for example, organisations within the NHS or LA

· The private sector, profit-making organisations

· The voluntary, charitable, not-for-profit or ‘third’ sector.

The aim of the quasi-market follows from a ‘public choice’ policy. This proposes that the public sector has failed as a sole provider of services, because it is inflexible and bureaucratised, because markets promote competition which keeps providers on their toes and because the increasingly consumerist society of the past few decades has led citizens to expect a wide range of choice in receiving services. If Tesco can provide a huge range of goods cheaply and efficiently, why cannot the public services? Behind these sorts of arguments is a policy view that individual choice in a private market is the ideal way of ensuring cost and service effectiveness.

The new community care system was set up (by the NHS and Community Care Act 1990) partly as a result of growth of the number of private sector residential care homes for long-stay care. This was leading to a shift away from home care, which was being restricted from expansion by financial controls on LAs. Because this was contrary to the widely accepted community care policy, an arrangement that provided for planning of the service system but greater choice for ‘service users’ was established.

The LA developed a plan of services available in their area. They contracted with some providers for provide services (a block contract); in other cases they bought a service for an individual (fee for service). Many care homes operate on a fee for service basis; they take the risk that nobody will come along to need the places in their home.

When someone applies to LAs for services, they assess them and decide what services they should provide. This is done by a new practitioner called a ‘care manager’, most of whom were social workers. This widely-supported move derived from experiments with services for older people in Kent and with the Care in the Community Programme of the 1980s, which aimed to get people out of long-stay mental hospitals. These experiments used an American innovation called ‘case management’. There are different forms of case management, but they fall into two main types. The one selected for the UK community care system was an administrative or ‘travel agent’ role, in which the manager makes all the arrangements and you receive a ‘package of services’ from different providers. The more complex clinical or ‘travel companion’ role is where the care manager builds a continuing relationship with you, helping you to take advantage of the package of services and adjusting them as you need. This includes chasing you when you fall out of the system (‘assertive outreach’), and has been particularly used in mental health and drug abuse services, where people may have chaotic lifestyles but need to take their medication or keep up with care services in order to stay on the straight and narrow path to stability.

Generally, the international (mainly American) evidence about the effectiveness of case management as a way of promoting coordination and effective delivery of services is not good. However, it is widely accepted that the travel companion model is more effective, if it is properly resourced, because it provides a personal relationship that provides continuity and general support to help people make the best use of the services they are offered. This is generally not a feature of LA care management, but some good care managers get close to it where they are in stable employment with the LA and have a significant involvement with your case.

The original Department of Health guidance on care management envisaged a range of assessments, depending on the sort of help you might need, which might range from a bit of housework or shopping to fairly extensive personal care needs, such as washing and dressing. As the system has got tighter over the years (it was introduced in the mid-1990s), much of this has disappeared and a government document has specified priorities. This is called ‘Fair Access to Care Services’, often referred to as FACS (do not confuse this with facsimile transmission of documents), FACS sets levels of care that the LA will provide: low, moderate, substantial or critical needs. Each year, according to its budget, each LA decides what level of care it will provide; inexorably these levels of care have moved towards the critical. Where care is limited to the critical level, people have to be in serious need before they get services, or are even assessed for them. Very few LAs will now provide housework on its own, although there has been a bit of a campaign to get LAs to recognise that providing low-level services may prevent escalation of needs that cost more to meet later. As a result, some LAs have schemes to provide housework-only help, or will direct you towards reliable agencies that will do this.

The care management process

If you have got through a screening to check whether you are likely to need the more extensive services that LAs provide, you get an assessment from the LA. When the care manager assesses you, they should work with you and your carers to produce a ‘care plan’. This specifies:

· Your needs – this is important because the LA is legally obliged to meet needs that they have identified

· Services to meet those needs – often these will not be what you would prefer, but what the LA is able to provide or thinks it is reasonable to provide

· The charge – there will be a means test; this is sometimes done by administrative staff rather than the care manager

· Arrangements for review – the LA will set a date to reassess you.

If you agree to this, the care manager will arrange the services; to do this they will often complete a form that sets out your day and your week and fill in what services should be provided when and what they are to do. In some LAs, they have a brokerage service, which means there is a cutout between the care manager, who just does the assessments, and the organisers of the services. This reduces continuity and is an extreme form of the administrative model of care management.

The services are ‘delivered’ as the government’s jargon has it, in a ‘package’. This ghastly impersonal language is designed to convey to the public how efficiently the thing is coordinated, but it very clearly demonstrates the impersonality that characterises the government’s priority to the cost effectiveness of the minimal services that they get away with. If the service user can take a role in getting to know the people involved and coordinating what they do when this will probably bring the most individualised results. 

Carer assessments

A fairly new idea is a separate assessment for people who are directly providing informal care for people receiving community care services. The idea is that the services are supposed to ‘interweave’ with informal care, which should have the priority. The separate assessment has been around since the Carers (Recognition and Services) Act 1995, but this was ineffective because it required carers to know they had the right to an assessment and ask for one, and LAs generally kept fairly quiet about it, because they had no additional resources to provide for the results of the assessment. The duty to provide an assessment was beefed up by the Carers (Equal Opportunities) Act 2004, but the resources are still not there to provide decent services for the needs identified; still it is better to make sure that carers get an assessment. In particular, carers are supposed to have a right to education, training and employment, so that while they take on a family caring role, they do not lose work-related skills.

Direct payments, independent budgeting, putting people first and personalisation

These terms all refer to various aspects of new policies and practice in social services departments, which aim to provide packages of care in a new way. They all derive from international experience of giving payments to service users rather than organising services for them. The principle behind this is that if you allow people to organise their own services, they have more control and can organise them to meet their needs more effectively than if an outsider like a care manager does this. Therefore, these systems all give service users the cash to organise their own services. Very often this is done by a relative (for example if you are an older person or a learning disabled person) or sometimes by or through a user-controlled organisation (for example if you are a physically disabled person). This idea was very strongly supported by people with physical disabilities who, of course, may be intellectually very able, and so perfectly well able to organise and manage their own services; they often employ ‘personal assistants’ directly, and have a very close and positive relationship with their employee.

There are some questions about all this. First, is it one of those theoretical fads that gain enthusiasm from government and then fade away? Possibly, but it is an international trends and it fits with the idea of getting people to take on self-responsibility and self-care as far as possible. You can see it as the culmination of the trend that started with care management, to try and make services more and more personalised. Second, what about people mis-spending their money? There is an auditing system, but of course mis-spending is perfectly possible, and you can imagine the Daily Mail headlines in a few years time when people are found to have received loadsa government money and run off with it, or, possibly worse, to have spent it on drink and illegal drugs. Third, a bit more seriously what about all the people who cannot manage their own services or don’t want to, and have nobody to do it for them. The assumptions behind this trend assume we are all entrepreneurial, management types who want to do this kind of thing. Obviously not, and the government’s latest thinking, as these schemes advance through experiments towards wide application, focuses on ​self-direction in which people tell care managers how to plan the services they want.

More recently, there’s been talk of a system of notional budgets, which would allow people to have a clear idea of what the state will provide, so that they can top it up from their own money if they want. You can thus see that these experiments may be part of a trend towards co-payment, in which the state provides for some and users provide for more of their care needs. This might then be shifted into the NHS to deal with care packages there, in the much bigger and more expensive health services.

However, not to be too cynical, the experiments show that the personalisation and putting people first projects do provide more flexible services and allow people more control over their lives. It’s not terribly practical for palliative care as such, because the period of time available for palliative care patients needing services is usually too short, but where we are talking about end of life care, self-direction would allow people to fine-tune their services to meet changing needs.

NHS continuing care

Having wended our way through LA community care, we can now look at the system for continuing care. First, why is it called ‘continuing care’?

The easiest way to understand this is to look at what the NHS is for. The main idea is that it treats illnesses and disabilities until the point at which people are ‘cured’ or more accurately can manage their own health needs. So most of the NHS is in primary care, meaning GPs and community health services such as district nurses, which provide treatment and care to help people manage their own health problems. A very small proportion of people cannot be provided for in primary care, so they move on to secondary care, mainly in local hospitals. Again, the aim is to get people cured or self-managing as soon as possible. If this is not possible, some areas have ‘intermediate care’, which provides a longer period of rehabilitation to get people fit again. All this aims at getting people out of the NHS and managing on their own as soon as possible.

‘Continuing care’ is for people who have long-term healthcare needs that the NHS cannot put right; needs that are continuing. This covers people with long-term physical and/or learning disabilities, people with mental illnesses and older people who are becoming increasingly frail. Because it is in the NHS, the needs have to be healthcare needs, and an important part of the system is that you have to have a primary health need (phn) in order to get continuing care. The main issues in the system are about deciding whether or not you have a phn. If you have, you get a package of care wholly provided by the NHS (because, remember, the Secretary of State (SoS) has a duty to provide for all reasonable needs, so logically you can need nothing else). There are some logical corollaries of this. First, if you need social care help with the everyday business of living, the ASSD may organise it, but it is paid for by the NHS; it’s assumed that your problems with everyday living activities are because of your healthcare need. Second, if you are entitled to a service, you cannot add to it, because the SoS has provided everything that he has to provide.

The main implication of this is that you cannot choose your own provision (directly contrary to the same government department’s policy on personalisation and direct payments in social care); you have to go to the care home or the limited selection of care homes or receive the services that the NHS decides. If you or your relatives don’t think much of the care home, you have either to be able to argue that it cannot meet your particular needs, or you have to pay for everything in the care home of your choice. You cannot get a subsidy from the NHS and pay the extra towards somewhere that you prefer.

Eligibility for continuing care

I said that the main issue of the system was deciding whether or not you had a phn. How does this work? You have to look at the National Framework to see what the official system is. This was introduced in 2007 after the previous system ran into trouble. There was a general view that the NHS bodies were making inconsistent and probably illegal decisions about eligibility, probably to keep down their costs. There were a series of Health Service Ombudsmen’s reports, and also a series of court cases. The National Framework sets a standard system designed to apply throughout England. It doesn’t work either, and the NHS is probably still making inconsistent and probably illegal decisions, but more about that later.

What is the National Framework system? First, you are screened to see if you might come within the system. This is done through a simple checklist of tickboxes; you might come across this if your GP or a general hospital thinks you might be eligible; if the checklist says you are, the NHS will do a full assessment. We don’t see much of this in palliative care, because it’s widely been accepted for some time that palliative care patients are likely to fit the criteria. Indeed, before the National Framework was introduced, the government guidance actually said that most palliative care patients should get continuing care, and there was a special short form to allow this.

The assessment is made by your local Primary Care Trust (pct); the NHS body that commissions (that is, plans and pays for) NHS services for patients who have GPs in their area. There is usually an official who makes the decisions in the local pct, often called a ‘continuing care lead’; this is not a big job, so they often have other jobs as well. Many areas have panels, a regular meeting of different professionals from the local agencies to give advice about priorities and try to ensure consistency in decisions. While in principle this is useful, it slows things down, because you have to wait for the meetings. Also, as with all meetings, you can’t know what’s going to happen, so members may ask for information that the continuing care people haven’t thought of, so there’s a further delay while the information is found and a wait for the next meeting. 

The decision is based on information provided in a ‘decision-support tool’ (dst) devised and tested during 2007 by the Department of Health. Don’t imagine this is a sophisticated electronic device; this ‘tool’ is actually a long and complicated form that someone has to fill in. The National Framework sets out the form, but for some reason unknown to ordinary humanity, the apparatchiks in Greater London have got together and devised an even more complicated and much longer form for applicants for continuing care in London to have filled in about them. This is one of the reasons why the system no longer ensures national consistency; news about more inconsistencies follows.

The form consists of a load of tickboxes, space for writing the filler-up’s professional views, a series of opinions about what your needs are in each of the ‘domains’ of your life that the form deals with. This allows the filler-up to grade your needs: no, low, moderate, high, severe or priority. Not all needs can be graded in the same way, for example you can’t have severe or priority psychological and emotional needs (hard luck if your mental illness or dementia means you are completely out of this world) or communication needs (hard luck if your stroke or multiple sclerosis has left you unable to speak). Continence needs (that is, not being able to control urination or defecation) can also not be severe or priority. The gradings are not supposed to be used prescriptively, but one priority and 2/3 severe will usually do it for you. The other point is that they interact, so in the final page, which contains a general summary, writers can demonstrate connections between the different domains so that where one domain affects another, you can show the complexity of the situation.

The National Framework (para 58) also allows fillers-up to identify and grade needs that are not on the form in this summary. The summary allows fillers-up to paint an overall picture of and argument about need. This can be very effective, because inevitably an overview from someone that the decision-maker respects is likely to carry more weight than loads of detail.

The Coughlan criteria

This is also important because of the Coughlan criteria. Mrs Coughlan is a woman who was on television again recently with her long-term disabilities, who took the NHS to court about their decisions in her case. The court set out some criteria by which you can decide whether you have a phn. It might have been easier if the dst had just set out these criteria, and asked the fillers-up about how the patient meets them, but actually the form does not mention them; you have to look in the National Framework to have them spelled out. These criteria are mainly concerned to show what kinds of needs meet the criteria for a phn and so therefore fall outside the LA’s responsibilities for community care, which was the issue in Mrs Coughlan’s case.

In reality, though, what the dst form does is allow fillers-up to provide the evidence that the criteria are met. They are as follows (taken from the National Framework):

· Nature – the type of needs and the effect of those needs on the individual, including what is needed to manage them
· Intensity– extent (quantity) and degree (severity) of the needs including need for sustained care (continuity)

· Complexity – how the needs arise and interact to increase the skill needed to monitor and manage the care

· Unpredictability – the degree to which needs fluctuate, creating difficulty in managing needs, and the level of risk to the person’s health if adequate and timely care is not provided

The astute filler-up, therefore, fills in the written boxes on the form emphasising how each point contributes to a decision that one or more of the criteria are met. Also the filler-up rounds off the whole thing with a clear statement of how this patient’s condition is one or preferably more of the following: health-related, incredibly hard to manage, really extensive, very sever, likely to affect the patient over a prolonged period, complex unpredictable and fluctuating.

The assessment process

Who, then, are the fillers-up of dsts, or to use their proper title, assessors? This varies from pct to pct, depending on their circumstances. St Christopher’s has the whole gamut: one area has specially appointed assessors, mainly nurses. Another uses its own district nurses, and very good they are too, because they have a rounded view of the patient’s needs and the services in their area. Another are doesn’t have anyone, so they rely on people from the different services to complete the forms. In one case, it depends on whether they think you need long-term care home placements, when their local service for supporting care homes does it. One of them also asks for reports from the ASSD, even if it knows nothing about them and will have nothing to do with them (although in most cases they do have useful information to give); this seems to be so that everyone on the panel participates.

The consequence of this is that either our staff complete the forms or they facilitate or provide information to the pct’s fillers-up. Therefore, it is very important that people who are caring for people being assessed are very clear what their needs are, so that they can make sure that these are fully evidenced in the dst.

A need is a need is a need

There are further wrinkles. Para 37 of the National Framework says: ‘The decision-making rationale should not marginalise a need because it is successfully managed: well-managed needs are still needs. Only where the successful management of a healthcare need has permanently reduced or removed an ongoing need will this have a bearing on NHS Continuing Healthcare eligibility’. Why is this relevant? We find that patients are admitted to the Hospice or receive the ministrations of our community nurses, so that they are sitting up in bed or chair all perky when the assessor comes. They see quite a fit and well patient, and it is not clear what the needs might be without St Christopher’s doing its magic. Most hospices have a quite common experience of admitting someone who is said to be dying at home or in hospital and a bit of hospice tlc leads to them suddenly looking all fit and well again; it just demonstrates the benefits of really focused caring. Most hospices also have the common experience of an assessor who has to be helped to see what the needs of a patient with a rapidly fluctuating or deteriorating condition might be if they went home, or didn’t have a palliative care nurse sorting them out.

Another point is in para 42 of the National Framework:  ‘The reasons given for a decision on eligibility should not be based on:

· the setting of care,

· the ability of the care provider to manage care,

· the use (or not) of NHS employed staff to provide care,

· the need for/presence of ‘specialist staff ’ in care delivery,

· the existence of other NHS-funded care, or
· any other input-related (rather than needs-related) rationale’.
What does this mean? It says that that the assessor should not say things like: ‘She doesn’t need to be in a care home, it can be managed quite well at home’ or ‘The daughter manages her ever so well, she doesn’t really need anything else’ or ‘The social services carers are ever so good, it doesn’t really need a nurse’ or ‘She doesn’t need a Parkinson’s disease nurse, any carer could do it really’ or ‘She doesn’t need a home care package, it could be easily managed if she came into our geriatric day center twice-weekly’. All these comments refer to what is being done now or might be done, but what the assessor is supposed to be looking at is the needs that might lead us to do these things. These things might contribute to the package, but are not an assessment of need. The most common problem is the assumption that everything is fine even though relatives are on their knees trying to cope. Experienced assessors would not make this kind of mistake, but it’s very easy for someone who mainly focuses on particular illnesses and only occasionally fills up a dst to slip into this kind of thinking.

Fast-track and palliative care

A look at the Coughlan criteria shows why, as I said above, most palliative care patients are eligible for continuing care. They usually have ‘advanced or life-threatening disease’ so they are clearly seriously ill, nothing much can be done to cure them (although many of their symptoms can be managed) in many cases their condition rapidly changes or deteriorates, they usually have many different things wrong with them and their needs are very hard to deal with. Although they were dealt with separately in the pre-2007 system, they were included in the national system introduced by the National Framework.

However, it was recognised in para 45 that ‘…individuals with a rapidly deteriorating condition, which may be entering a terminal phase, will require “fast-tracking” for immediate provision of NHS Continuing Healthcare because they need an urgent package of care’. Notice that this might apply to people with rapidly deteriorating conditions even if they might not be in a terminal phase. Also, it might cover quite a period of time until we are sure that someone is in a terminal phase; the terminal phase itself might be several weeks long. Fast-tracking involves filling in a fast-track dst; this is much shorter. In the National Framework it is one page long; again Greater London has covered themselves in bureaucratic glory be extending it to 7 pages. However, this system is generally taken to be mainly about palliative care and many palliative care patients will fall into this set of criteria.

Fast tracking allows you to miss out panels; it should lead to instant decisions and in some cases it does; we find often within the day. If the patient survives for more than six weeks a full dst is done at leisure. On the other hand, we find that some pcts still want to take it to their panel; I presume this is to maintain the participatory character of the hard-won inter-professional cooperation that panels represent. Another thing is that pcts do not have to adopt the official fast-track forms, unlike the main dst, so many of them are continuing to use old forms that do not really fit the new system.

Para 45 goes on to say: ‘[The views of the senior clinician completing the form] may be supported by a prognosis if available, but strict time limits are not relevant for end-of life cases and should not be imposed’. The reason for this is that in the system that the National Framework replaced some pcts simplified their decision-making by saying that if a doctor said you were going to die within thirteen weeks or some other arbitrary period, you could have continuing care automatically. Unfortunately, if you could not find a doctor willing to say this, you were excluded. Also, as one of my doctor colleagues from another hospice said to me once, the set period for the prognosis got shorter when the pct’s financial woes increased. So it was a fair bet, in his view, that a pct known to be in a financial shambles would have a six-week prognosis, rather than the more typical thirteen weeks, thus cutting down their expenditure. In search of national consistency, the National Framework makes it clear that rules of thumb of this kind are not allowed; the pct is supposed to exercise its decision-making skills individually in every case. I actually think this is a bit unfair; I don’t see anything wrong with rules of thumb, provided it is accepted that you can make an argument in an individual case that is a bit unusual.

One of the problems with the fast-track process is that pcts are free not to adopt the national system if they think their old forms are ok; two of them in our area have done this. The result is that there is no national system, and our ward staff who deal with all the five pcts in our area (and hospitals who deal with much wider areas) still have to cope with a variety of forms.

We are also experiencing reversions to rules of thumb. What I mean by this is that some continuing care leads (the decision-makers – remember?) have decided that paragraph 45 should only apply to palliative care patients who are ‘imminently dying’ (as one has said to us) or ‘are likely to die within four weeks’ (in another couple of cases). This is not what para 45 says, and it is unreal, because it is known that doctors cannot tell in advance when people are going to die.

I have sympathy with the preference for the fuller form in long-term care, because decisions are being made for months or years for people whose needs only change slowly; careful planning and taking a bit of time over a full assessment is entirely reasonable. But palliative care patients are really meeting the criteria in a completely different and the attempt to make them fit into the long-term system is unfair to the needs that they usually have.

What has gone wrong?

If you have worked your way through everything I have said, you will probably have a fair idea what has gone wrong, but here I will try to sum it up.

The first two points are general ‘in principle’ issues. First, the distinction between community care from LA social services for problems of everyday living and continuing care from the NHS for healthcare needs may be logical and reasonable from a political point of view. But it is unclear and difficult to apply in practice when many community care cases arise because people have problems in everyday living because of an illness or disability. The distinction is just not sustainable. Therefore, the distinction between paid-for social care and free healthcare is also unsustainable.

The second ‘in principle’ point is that the cost of free health and social care for people with long-term conditions is financially unsustainable; it is this that has led to the long parade of criteria, eligibility determinations, decision-support tools and the like. Let’s be clear, completely free long-term care for a growing population of older people, not to mention mentally ill, learning disabled or physically disabled people is impossible. The first ‘in principle’ problem’ means that nobody accepts the reality of the distinction between community and continuing care, and all the criteria and decision-making are designed to exercise bureaucratic controls on the untameable beast of free long-term care. They are always going to be on the defensive, over-bureaucratic, obstructive and so on, because the bureaucrats have been given an impossible job: the NHS law of free care for all reasonable care is unsustainable (as opposed to free treatment for illness, which I believe is and has to be sustainable in a civilized society).

Self-direction, direct payments and personalisation are the policies in social care, to replace the inappropriate ‘travel agent’ model of care management used in ASSDs, whereas central control of criteria and absolutely no top-ups from the family are the NHS policies in continuing care. This distinction is also unsustainable, and inevitably will be replaced with a system of families and the state sharing the burden of long-term care in some as yet unstated way. Ideas of notional budgets for state provision topped up by families, or points systems for deciding what the state will provide are being talked about. This is the direction we are going in.

I almost don’t want to mention the practical problems that arise because of this unrealistic attempt to maintain free NHS continuing care. But while we have the present system, I have to say that it is not a national system because different pcts and groups of pcts have been allowed to use different forms. This is very inconvenient for any organisation such as hospitals or hospices that have to deal with more than one pct. Different pcts use different decision-making procedures and have different systems for having the forms completed. In search of keeping their budgets in control, they are trying to manage the system by careful checking of information to make the decisions of an unsustainable system defensible, instead of making thoughtful professional decisions on people’s health and social care needs. Sometimes that checking goes over the top into just plain bureaucratic silliness. The ‘you haven’t got my logo on your form’ syndrome is known not only to social workers in St Christopher’s.

Finally, a social work point. Because continuing care concerns healthcare needs that can only be assessed by nurses and doctors, it really has to be a ‘healthcare professional shall speak unto healthcare professional’ system. But social work is the profession with the experience, training and skill to look at how to make systems work and how to think through eligibility criteria and advocate for people’s particular health and social care needs within a resource allocation system, which is what community and continuing care is. That’s why nursing colleagues at St Christopher’s and elsewhere are turning to social workers to make the case for their patients when the outcome of the decision-making for their patient does not seem to be right in their professional judgment. Finding the way around a complicated welfare system on behalf of a member of the public with complex needs is a social work task that we’re proud to have. That’s why this lengthy account of community and continuing care is an up-front issue for the social care/palliative care blog.
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