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Introduction

The England Department of Health published an important document on end of life care on 16th July 2008. After an introduction, the document contains two main sections, one on the care that DH would like to see delivered and a shorter one on how it wants to get there from here. The main aim of the document is to build on present good practice from a variety of sources to provide better care for people at the end of life generally. One of the main sources is the experience of palliative care. End-of-life care, unlike palliative care, focuses more on people who may be approaching the end of life without having a diagnosed life-threatening medical condition. We might expect then that medical care and symptom control will be less at the forefront on end-of-life care than palliative care. The focus will be on better support in generalist palliative care provided by GPs and community health and social care staff, rather than specialist palliative care, such as that provided in hospices and specialist palliative care teams attached to hospitals.

Social work and social care in the Strategy

The actual discussion of social work is limited to two paragraphs (6.35-6), which are part of the workforce strategy. It suggests that a modicum of end-of-life care learning should be required in the social work degree, which is the main training for social workers, so that they can connect in with end-of-life care needs when they come across them. The Strategy rightly judges that most social workers will not come across death and dying all that much in their careers, but need to know about it. The problem with this is that every kind of problem that might be possible would probably argue for a place in the social work degree; the curriculum is already shorter in the UK than in most of Europe and badly overcrowded, so I’m doubtful about what can be achieved.

Mostly social care is mentioned by the use of the omnibus term ‘health and social care’ to refer to non-specialist services wherever they occur. While this represents the form of seeing the two services as connected, most DH documents reflect the failure to identify precisely what the role of social care and ‘the social’ should be as part of this constellation. Health and social care is still just the politically correct language of coordinated services, rather than representing a clear appreciation of the role of social work and social care.

An example of this is the section (6.38-46) on continuing professional development for generalist health and social care staff. Here great play is made of the three-day courses on advanced communication that DH has been rolling out, and the evidence base for them. These were tested out on doctors and nurses, and in some formats have involved other staff. However, they were aimed at professionals whose training in communication skills for their qualification was probably a bit limited, and whose focus is on medical diagnosis and treatment, so they focus strongly on ‘bad news’, that is telling people that they have a serious illness or are going to die soon. Social workers are in a different place. They have a good deal of communication skills training and supervised experience which should render the three-day courses repetitive for them. But also they do not have to give medical information of this kind, and in generalist social care services, they are most likely to come up against the situation of a frail older person. Such a client might be moving towards death over the next few years, does not have it at the front of their mind, but yet really needs to start thinking about planning and managing their situation. This might involve changed relationships with their family, the slow accretion of additional care and support and thinking about what they want their life to be like over the next few years and how they might handle that. Conversations like this are not the main job of healthcare professionals, although many of them might make some time for it and would be able to have the conversation, but it ought to be central to the role of social care professionals as they organise care services for older people who are getting steadily frailer. It won’t be, unless adult social services departments have it dinned into them that playing a part in end-of-life care means making sure their staff have time to do this kind of work, which at the moment they would not. The point is, though, that the failure of the Strategy to make the distinction between what is needed for social care and healthcare staff means that, although you can’t say anything against the suggestions made here, it has not really thought through what the implications might be for the ‘and social care’ part of the health and social care omnibus.

Part of the reason for this is the use of a highly health-oriented NCPC definition of end-of-life care which focuses on people who have an illness. No; people come towards the end of their life with what one of my doctor colleagues calls ‘multiple co-morbidities’, which I understand to mean ‘lots of things wrong with you’, but none of them actually a cause of substantial ill-health or likely to lead to the prospect of dying. Coming towards the end of your life is a social situation, not a medical one; it is a failure of imagination to go with a medical-interest view of what end-of-life care is about.

However, this document is better than many because it does actually include ‘…and social care’ throughout, which means that the ideas and implications of end-of-life care needs might actually begin to impinge on social care staff and managers. Fairly recently, a social worker rang me up four months after I made a referral (I’d given up and done something else) and when I said the patient had died was shocked because they had this person logged as low priority according to their criteria (and fearful that their delayed response to the referral might be blamed for the death). I had to explain that people who were in a hospice were by definition dying, so if you left them for four months, you were likely not to have a client to come back to. She had to consult her manager about what to do, never having come across a hospice before. Anything that put a stop to this sort of thing would be a blessing.

Carers

Another really welcome aspect of the document for people involved in social work will be the chapter (5) on support for carers. It seeks to treat them as ‘co-worker’, improve information and communication with them. While a lot of the examples of support are basically practical services, it does recognise carers’ emotional needs and the section on bereavement needs is particularly welcome. The recognition that carers lose a role and the feeling of personal identity and contribution when the professional services move in is good to see.

However, the standard DH blindness to the issues raised by the healthcare system is in evidence here, too. One of the problems that arises in validating carers’ involvement is the extreme individualisation of healthcare services and medical ethics. Only the patient can give consent to things, and only the patient is entitled to a view about what treatment they want. Institutions (hospitals and hospices) regard the people ‘out there’ as ciphers whose job is to care for their patients when they’ve stopped being patients and not to obstruct the decisions of healthcare staff to discharge patients late on Friday afternoon by being unable to cope, if at all, until the community services swing into action several days later. So often carers are not involved because they’re not entitled in medical ethics to a view; they don’t own the body the healthcare system is working on. Of course, doctors and nurses all do what they can to support and respond to carers’ concerns, but what is really needed is a thinking process that focuses on family and social relationships, to balance the emphasis on ‘patient’. 

It requires a different view of the world to see the family and social network as the focuses of attention, within which the patient’s health and social care needs are met, rather than the present view which gives priority to the patient’s healthcare needs, around which everyone else should rally to assist. There are other priorities for most carers, the care of children or other relatives, their own health, their work and community responsibilities, getting the car serviced (so that perhaps it won’t break down with the patient in it on the way home). They have to balance these with this particular patient’s healthcare needs and the healthcare system needs to recognise this.

Social care concerns

Other chapters also have their interests for social workers. Chapter 4 is a brisk run-through of the issues that often arise in different kinds of institutions, and the concern for homeless people and prisoners, as well as people dying in more conventional death and dying setting is welcome.

Chapter 3 reviews the end of life care pathway and the various ideas that have contributed, mainly in palliative care, to the best quality of practice; this is a useful reference and will be informative to non-specialists. What is striking about this is that, although good quality social care (and presumably social work) is mentioned, what might be involved in good social work during end-of-life care is not really spelled out, in the way that, for example, what you do in the last few days of life is described in considerable detail. The failure to do that means that nobody has thought through when, where and how demands need to be made about the social aspects of people’s lives. So healthcare professionals who are involved in end-of-life care will not really have a good concept of what social help might be needed and what they might expect. We really need a substantial project defining social needs and provisions as people come towards the end of life, and I think DH should be commissioning SCIE to do it.

Similarly, Chapter 7 on research is good on bringing together the range of information needs we have, and the focus on looking at perceptions of bereaved people on services is welcome. What we need though is not to see the end of life as a care situation but as a social experience that many people are involved in. What are the social needs of communities, families and people in that situations? Social needs, not care needs. I understand that DH is mainly focused on care and services, but human beings are focused on what they need to live satisfying lives, and satisfying lives for human beings means social relationships and social institutions. Therefore, with a different slant maybe, the expressed intention to look more closely at public attitudes to death and dying is a valuable emphasis, which eventually might lead us to think not about attitudes so much as social relationships and needs around death.
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