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In this, the information age, many of us would still rather “have a go” than follow instructions, do something else rather than record what we’ve just done. Surely it’s better, I hear you say, that we spend more time with the people we’re supporting and less time in the “office”, reading and writing in files. These are natural instincts and, most of the time, will do no harm. But “most of the time” is not good enough. Imagine you’re receiving care in hospital and the nurse does not read your file (which is stamped clearly, allergic to penicillin) and, by administering penicillin in accordance with the Doctor’s instructions (who also hasn’t read your file), induces a severe allergic reaction. Such staff would be negligent and would have no defence against your complaint. Similarly, if you, by not reading something you should have read or by not keeping an accurate record, cause harm to come to a person with learning disabilities, YOU are negligent in your duty of care. We may get away with it when we’re assembling a new piece of furniture, but the use and accurate recording of information is not optional when we’re working with people. Further, it’s particularly crucial in work with people with learning disabilities. If you are conscious enough to see the nurse approaching you with a syringe you may be able to ask what’s in it…in a similar situation many people with learning disabilities will not be able to do this or will not understand the implications of the answer (see Box 1).


In this chapter I will consider:

· What information should be recorded

· How the information should be recorded – so that it is accurate and understood easily by those who need to use it

· How the information should be stored so that it is both secure and accessible

· The importance of confidentiality

· The legal context of “data protection”

· How we can ensure as much service user involvement as possible, including, where necessary by the use of “translation” services.

As an example, I will use handling information about an individual’s behaviour. There are, of course, many other contexts in which the recording and use of information is crucial, including assessment and care planning, reviewing strategies for intimate and personal care, financial and other administration.

What information?

Scepticism about the value of recording is often justified. In many services far too much irrelevant information is recorded (and never used) so that staff can easily begin to feel that all recording is a waste of time. The first principle of handling information, therefore, is not to create unnecessary information. Records are much more likely to be kept (and used) if they have a clear rationale and can be completed quickly and easily. We’ll use the example of Mrs E (see Box 2) to illustrate this.


What should we record here? First, we need to establish why we are recording. There are a number of possible reasons:

· We may want Mrs E to see a psychiatrist or psychologist and think it will be helpful if we can say what has been happening, how often and how long it takes her to settle down

· We may feel that having sleep-in cover is no longer sufficient for Mrs E and want to make a case to managers for temporarily having waking night staff

· We may want to help Mrs E by checking out possible reasons for her getting upset and by checking out what strategies help her to calm down quickly.

Different reasons ought to lead to different recording strategies. We might decide that all these reasons are important and that we will seek to record the following:

· The time that Mrs E gets up and starts shouting

· What she shouts about

· The time she stops shouting and goes back to bed

· How long the sleep-in member of staff was awake (not just managing the situation, but also recording it!)

· Whether other residents were disturbed and for how long

· Whether anything happened the previous evening that might have upset Mrs E – we might already have suspicions about this and, if so, would seek to record this more specifically (e.g. whether Mrs E had spoken to her brother on the phone)

It’s worth remembering again why this kind of recording is likely to be necessary. If and when Mrs E sees a psychiatrist, the latter is likely to want to know how long this has been happening for and how often. Even with her relatively good communication skills, Mrs E may not be able to say. If she is accompanied by a member of staff, that person may have some information but, without systematic recording, they will only be able to give a very partial account – what’s happened on the one night a week when they have been sleeping in. Thus Mrs E is disadvantaged either by the psychiatrist making a decision on the basis of incomplete information or by delaying a decision until such information is gathered.

How to record

The most common means of recording information is through some kind of “diary” in which staff (and occasionally service users) write a narrative account of what has happened. Imagine such a diary entry for Mrs E: “Up all night again with Mrs E screaming and shouting. Mrs D got a bit upset too because she couldn’t get back to sleep. I can’t cope with this much longer - is anyone doing anything?”  I expect we’ve all seen diary entries like this, though, of course, we’ve never made them ourselves! Diaries have many problems, for example:

· They often fail to separate fact from opinion

· They are often inaccurate (what does “up all night” mean?)

· They often miss out important information (what was Mrs E shouting about?)

Such records are also very difficult to use. As the diary builds up over days and weeks, the amount of information grows to the point where it would take someone a considerable amount of time to “mine” it for what is really important e.g. how many nights has Mrs E been upset and, on average, for how long?

Often, therefore, a more structured approach to record keeping will be better. Such records are usually much easier for staff to keep (they involve mainly ticking boxes rather than writing at length) and they are much, much easier to use and summarise – at a glance, for example, the member of staff coming in the next day can see what sort of a night Mrs E and the others have had. In Mrs E’s case a record form along the lines of Table 1 might be used.

Table 1 A sample recording form

Night
Start time
What Mrs E did (e.g. shouted about her brother being dead)
Stop time
What helped to calm her down (e.g. talked quietly to her)
Other residents disturbed?
Anything that upset Mrs E? (e.g. brother didn’t phone previous evening)
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Storing and retrieving information

There’s nothing worse than spending a lot of time recording information and then not being able to find it when you need it. This happens to us all, of course – recording is second only to filing in many peoples’ list of pet hates. But if you can’t find it, you can’t use it and you really have wasted your time. Worse, if you can’t find it, that might mean it’s been left somewhere it shouldn’t have been (like on the dining room table) and is currently being read by someone who shouldn’t read it. So storage of information is a vital part of the recording process – making sure that the information can then be accessed by those who need it…and only by those who need it. There are many different solutions to the storage/filing problem and it would not be appropriate to prescribe particular approaches here. But whatever system you use should meet the following criteria:

· It’s easy for you to put information into it 

· It’s easy for appropriate others to access that information

· It’s not easy for inappropriate others to access the information

Increasingly, in office environments, information is being stored on computer. Such approaches are not yet well-developed in services for people with learning disabilities. There are, however, examples of computerised recording systems and it seems likely, as we all become more computer-literate, that this will be the norm rather than the exception. While computers have many advantages it should not be thought that they solve storage and retrieval problems – anyone who has ever tried to find “that letter they word processed last June” will appreciate this!

Confidentiality and Data protection

Confidentiality requires that we “respect the privacy of service users by taking responsible care of information gained during professional activity, and, in the absence of special circumstances, divulging it only with permission” (Prince, K. (2000, pp.74-75) Confidentiality. In Davies, M. (Ed.) The Blackwell Encyclopaedia of Social Work. Oxford: Blackwell). Most of us don’t want our personal business talked about in public or displayed on the wall. People with learning disabilities are at much greater risk of breaches of their confidentiality because of living their lives in more “public” circumstances. Such breaches are only justified where there is evidence that the person might be in danger (e.g., of abuse) should the information not be passed on. Concerns about confidentiality should not affect everyday working practices involving the sharing of information. Staff have a duty to work as part of a team and the sharing of information is part of this. At times information may be held back from staff on a “need to know” basis, where it is thought that the sharing of the information might harm the person or their reputation significantly. This is often a tricky judgement. Staff should be given information that helps them to do their job in supporting service users but staff, like us all, are subject to prejudice and bias and may respond inappropriately to an individual because of some aspect of their history. Staff should certainly not be denied relevant information, however, where this would put their or others’ safety at risk.

· The Data Protection Act (1998) lays out eight Principles. All data must be: 

· Processed fairly and lawfully

· Obtained and used only for specified and lawful purposes 

· Adequate, relevant and not excessive 

· Accurate, and where necessary, kept up to date

· Kept for no longer than necessary

· Processed in accordance with the individual’s rights 

· Kept secure

· Transferred only to countries that offer adequate data protection. 

These principles apply both to data recorded electronically and in paper form. Individuals have a general right of access to information held about them though information may be withheld if it can be established that it would not be in the person’s best interests to see it. The Data Protection Act imposes legal obligations on organisations but these obligations are primarily about following good practice. One significant benefit is that the knowledge that the person, about whom we are writing, might read what we have written does tend to lead to a more respectful and objective approach to the recording of information.
Involving service users

We must always remember that the reason we keep records and handle information in the ways described above is to benefit service users. “Nothing about us without us” means that we should always consider how the records we are keeping can be made accessible to people with learning disabilities and whether they can be involved in the record keeping process. There are a number of things to think about here:

· Does the person know that records are being kept? Unless there is a very good reason they ought to know and be happy about it (Imagine, for a moment, finding out by chance that someone has been keeping records about your bowel movements without telling you!) and ought, as far as possible, to understand why the records are being kept. 

· If the person objects to the records being kept you need to consider with your colleagues and manager what you should do. There are many circumstances in which you will decide that you need to keep a record anyway (e.g. because you have a duty of care to the person) but you should take their objections seriously and consider whether there are alternative, more acceptable ways of doing what you feel you need to do 

· Sometimes it will be more acceptable to the person if they are involved in the record-keeping process e.g. by ticking the boxes on your chart, or by keeping their own record. Service user involvement will be much easier if the recording system is structured and simple to use. As is so often the case, making something accessible to a person with disabilities also makes it more accessible and easier to use for the person without disabilities.

· Service user involvement will be considerably enhanced by presenting things in a “language” they can understand. In some cases (e.g. the person brought up speaking Punjabi) this may mean employing a translator. In other cases it may mean ensuring that information is available in Braille, or Makaton symbols, or whatever the preferred mode of communication is for an individual. Neither are people who can’t write or make marks restricted from keeping records e.g. a tape recorder may provide the means of an excellent and accessible record.

Summary

Handling information is a central part of working with people with learning disabilities. Good practice involves:

· Being clear about why we need the information

· Collecting only the information we need

· Making sure that we collect accurate information that can be easily used

· Storing information securely but accessibly to those who need it

· Respecting confidentiality

· Acting lawfully, in line with the Data Protection Act

· Involving service users as much as possible

Most importantly, good practice involves USING the information that has been gathered and stored so that we, ourselves, act in ways that are consistent with the best information about a person’s needs and that we are constantly striving to LEARN (from the records of our own and others’ experience) how to do a better job.

Further reading

Prince, K. (1996) Boring records? Communication, speech and writing in social work. London: Jessica Kingsley.

United Kingdom Central Council for Nursing, Midwifery and Health Visiting (1998) Guidelines for records and record keeping.

Box 1 Why we need to keep records


“This perspective inevitably leads to a concern with the procedures used for ‘remembering’ the lives of people who cannot remember them for themselves. Since services cannot rely on the service user to tell them about the past and, partly because of staff turnover, cannot count on the memory of the staff, they need to provide a prosthetic memory through regular information collection…Record keeping, while undoubtedly often a boring chore, may need to assume a new importance as a method of helping to achieve personal and cultural continuity” (Mansell, J., McGill P. & Emerson E. (2001, pp.286-287) Development and evaluation of innovative residential services for people with severe intellectual disability and serious challenging behavior. International Review of Research in Mental Retardation, 24, 245-298).











Box 2 Mrs E


Mrs E was 70 and living in a house, with three others, supported by a small team of staff 24 hours a day (including sleep-in at night). She was an able lady who had spent a considerable period of time in a long-stay hospital, having been admitted at a time when it was enough to show unusual behaviour coupled with difficulty learning to read and write. Over the last few months her behaviour had become a cause of concern. She would often get up at night and stand at the top of the stairs, shouting about how her brother was dead. This usually woke up the member of staff and the other residents of the house, and it would often take some time to calm her down and for everyone to get back to sleep. Mrs E’s brother was not dead and she spoke to him regularly on the phone.
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