Shaping Our Lives: Interim Report 1997

The initial phase of the Project has comprised two strands: a review of literature on outcomes and associated topics, and meetings with users and user groups to investigate their views on the subject. 

This report details the results of the meetings with user groups and offers some conclusions relating to these meetings, the results of the literature review and current policy and practice of community care. The full analysis of the literature review is given in a separate document. 

Meetings with user groups

Nine meetings were held with groups of users during spring and summer 1997. The groups were: 

* three generic groups for users of social services;

* two groups of disabled people;

* two groups of people with learning difficulties; 

* one group of survivors/people with mental health problems;

* one centre for integrated living.

One of the groups was specifically for people from a minority ethnic community. The locations of the meetings reflected a range of situations, so the groups included people from major metropolitan areas and rural areas. 

Further details of the groups are given in the appendix. The interviews were conducted on the basis that the information people gave would be treated as confidential, so we have not named the location of the groups we met with. The only exception to this is the views given in a meeting with two members of staff at Derbyshire Centre for Integrated Living, all of which have been attributed. 

Meetings were run flexibly using a questionnaire which was varied according to the group situations. 
Issues from meetings

Overview

The development of user groups in recent years means that there is now considerable expertise amongst users in defining the type and quality of service required in the community care field. The value of user involvement and user expertise is being increasingly recognised amongst academics and service providers.

It is against this background that Shaping Our Lives has begun to work with the user movement on the issue of outcomes. The work of the project would not have been possible without the movement having reached its current state of development. 

Shaping Our Lives has broken new ground in raising the issue of outcomes directly with groups of service users. It is important to remember that thus far, the debate around outcomes has been exclusively in the domain of professionals and academics. At the same time, the user groups we met with have had their own agendas and debates, mainly focused on issues around quality in the process of service provision and often dictated by local issues and problems. 

This meant that the concept of looking at needs and services from an outcome perspective has been a new one for many of the users we met with. Despite this, we made a significant start in developing thinking about outcomes in user groups, and this work has provided a strong foundation for the remaining work of the project with a panel of 'expert' users. 

All of the groups were able to give some assessment of outcomes, particularly in relation to issues around empowerment and independent living. Users in direct payments and personal assistance schemes were especially strong in their assessment of these issues. 

People generally saw considerable difficulty with actually measuring such outcomes, and their views reflected concerns in academic and professional literature about the subjective nature of outcomes. Viewing the subject from users' perspectives further heightens the subjective nature of outcomes. 

Despite this, they did not reject the idea of measuring outcomes, but they argued that it needs to be looked in a flexible and qualitative way which will take full account of the subjectivity of outcomes. 

Like previous projects, our meetings with users found that most are concerned with immediate issues around service provision (e.g. level of service, quality, charging, etc.). The level of concern about such issues suggests that they should not be treated entirely separately from outcomes, and that issues around process, particularly relating to consultation and user involvement, need to be fully considered when addressing ideas around outcomes. 

i. Comments on outcomes

Most of the people we spoke to had some initial difficulty in identifying with the concept of outcomes. The overwhelming impression is that people are so used to existing within the constraints of existing service provision - and the general constraints imposed by society on the groups of people who are community care service users - that the concept of actually looking at the outcomes that result from service provision is a new one. The idea of being able to define the outcomes they require and achieving them through the support of social services was even further away.

There were a few occasions when people could identify a clear outcome:

'Home cleaning enables me to have a reasonably clean home and still have the energy to do other things. If I had to look after the house myself I wouldn't be able to do anything else.' - disabled person, group 1. 

'My services have enabled me to retain my independence, which is very important for me. It's also given my family the security to go on and live their lives. They were worried about leaving me, but it's important that they lead their lives. So, the outcomes for me, at the moment, with a struggle, are that I stay independent.' - disabled person, group 3.
'I started going to the day centre because I thought I needed to mix with other people and socialise. I'd been sitting at home all day not meeting anyone. At the centre they're also offering me new skills; I'm doing pottery and crafts and learning to use computers.' - disabled person, group 9. 
Several older people were able to point to clear outcomes from the provision of home-alarm schemes: 

'The home alarm scheme has certainly given me much more confidence. Before I had it, it used to be difficult to be on my own because of my fits,  but now I can push a button and I am immediately talking to a warden.' - older disabled person, group 1.
'The home-alarm scheme makes me feel very safe in my own home. I am very independent and manage around the house by myself. I've really done alright since losing my sight but now my heart is giving me trouble so the alarm scheme is important so that I can get in touch with the warden  and get help if I need it.' - older disabled person, group 4.
Dialogue:
Interviewer: 'Would you live on your own without the alarm?'

'No. I wouldn't feel safe. I can't see and I can't walk, so without the alarm I would just have to go into a home somewhere. I just couldn't manage.' - older disabled person, group 4.
The meetings with groups of people with learning difficulties suggested that their outcomes are very much tied to their happiness with where they are living, and that this can be positive in various different settings: 

'I liked living in a home. I liked living in a home with a carer and with all the different people. I'll soon be going to live in London to live in another group home. I like to live in a home with all different types of people and having a link worker and key worker. But I would like a flat of my own. ' - person with learning difficulties, group 5. 
'I like where I live - it's with boys.' - person with learning difficulties, group 5. The group's facilitator clarified that this woman likes living in a mixed-sex group home, and was happier in this setting than in single-sex homes.

'I like living in my own flat because it gives me more independence. I have the best of both worlds. I've had my flat for six years - I moved to this flat to see if I could cope, and so far after six years I'm still here and I'm enjoying life as much as I can. It's fun and exciting. I work part-time in a hospital, so my life is busy and hectic.' - person with learning difficulties, group 5. 
Dialogue 

Speaker: 'I'm unhappy because I live on the outskirts of town in a big residential home and it's about 15 years out of date. I like meeting my friends... my friends love and care for me, they support me more than the people at the home. My aim is to move into the centre of town to be nearer to my friends.' 

Interviewer: 'How do you think your life will be different when you have your own flat?'

Speaker: 'It'll be different because I'll in the community. I won't have all these staff. They have so many at the home I'm in now, it's ridiculous. For a person like me, so capable, so able, I don't need to live in a place like that.' - person with learning difficulties, group 7. 
In some instances people were able to identify outcomes by looking at what would happen in the absence of services: 

Dialogue: 

'If they took my carer away from me I wouldn’t be able to do anything, or very little, because some mornings ... you know ... some mornings I just don’t feel able to get washed and dressed.' 

Interviewer: 'So you’re saying with services being there you are able to be at home. Would you say they help you live independently?'

'Seventy-five per cent independently. It’s basically them coming in and making sure that, you know, I’ve got myself my breakfast, I’ve got myself washed and dressed. They are there to make sure when I’ve had a shower or been getting dressed, I’ve not gone flying across the floor or anything like that... it’s for security rather than anything else.' - disabled person, group 2.
'Before they started the interpreting service for deaf people I had to rely on lip-reading and passing notes. Most information just went straight past me, it just wasn't accessible. This made things like going to the doctor or hospital very difficult, I felt so un-confident and unsatisfied. Now that we have the interpreting service things are much better. Things like going to the doctor and dentist are easier, and I feel much more confident and integrated. It's wonderful service and I hope that it carries on until I am really old!' - deaf person, group 4.
Some of the clearest examples of outcomes identified by users came from those who were using personal assistants through direct payments schemes and the Independent Living Fund: 

'It makes a tremendous amount of difference for me having a personal assistant... It makes a tremendous amount of difference because it enables me to be my own person. I’m not always waiting around for people to do things; I still have to wait, but not as long as I did before and I’m more fulfilled. I think it would help a lot of people.' - disabled person, group 2.
'I tried to cope on my own when my husband first left me.  I had a community service volunteer but that was very unsatisfactory, mainly because I didn’t feel I had any control over a person who was supposed to be coming into my home and living with me. Eventually I opted for a combination of agency support and a personal assistant. That has given me a great deal of flexibility. The personal assistants can do things like gardening, decorating and work in the evening that the agency carers are not allowed to do. The combination of the two is very good. I can live independently and come and go as I please - as long as I can get the transport.' - disabled person, group 1.
'I am going to have a personal assistant with help from the Centre for Integrated Living. It means I can be independent and have somebody to help me with things.' - person with learning difficulties, group 7.
'What I find with the direct payments scheme is that I have got direct control over the people I employ and these people are more accountable to my needs. It's had a profound affect on my life, giving me control and independence.' - disabled person, group 4.
This distinction between the difficulties users of traditional services have in identifying outcomes and the comparative ease of personal assistance users may be significant in indicating that where users do have control over their services that they have a greater sense of the outcome of the service. 

Negative outcomes 

A number of users gave clear examples of negative outcomes of services. 

Dialogue: 

Speaker 1: 'I think that the mental health system is actually a way of ghettoising people in the community.'

Speaker 2: 'If we had our way we would sack three quarters of psychiatrists. We hear stories every day about psychiatrists who are not even doing their jobs but because the College of Psychiatry protects them they cannot be sacked... If they opened it up I'm sure we would get a better service and the professionals would have to think more about whether they are doing the right thing, but people purchasing services just protect this elite system.' - mental health service user, group 6. 

Dialogue:
Speaker 1: 'You know that you're going to get patched up (by mental health services) but you also know that you're going to be back again because nobody takes it seriously. You're made to feel that it's your fault and that it's a genetic weakness. So, you build up an expectation, a life history, that you're going to keep going back. You start to wonder if you are being manipulated, whether the professionals are only interested in keeping their jobs. They seem not to think about things like living conditions and other experiences that may be affecting your situation, and concentrate on drugs and a medical approach. They just haul you in, dry you off, and send you out with your pills and  tablets. So, you haven't got a quality of life; you're taught that your quality of life is to 'know your place'.' 

Speaker 2: 'Yes, it can often be very similar when you have a disability. They're always looking for medical and psychiatric explanations, assuming that you are depressed and needing anti-depressants rather than looking at the causes of problems.'

Speaker 1: 'It's just putting a sticking plaster on the symptoms.' 

- mental health service user and disabled person, group 3.
'I go round my bungalow and see all the dirty places that I can't get to that the home help hasn't cleaned. It's particularly bad in summer. Things get left in cupboard and go bad but I can't get down to clean them.' - older disabled person, group 4.
'They did suggest having meals on wheels, and I tried them for a while, and I’m actually a vegetarian and there is no vegetarian option, and they are meat meals, seven days a week so I had to give up and revert to going out (to cafes) and this is where the problem arose because I couldn’t actually go out at one time when I wasn't well.' - disabled person, group 2.
'I used to have someone from the homecare team, but they just didn't do what I wanted them to do. I needed them to help me to clean my flat and do the washing but they didn't do what I needed them to do.' - person with learning difficulties, group 7. 
There was one example of a user whose experiences of negative outcomes, combined with having to pay for services, led her to purchase home-care independently: 

'Social services is too expensive. I have to pay because my husband works... I would have to pay £7 an hour, but I pay my cleaner £5 an hour and she does exactly what I want her to do. Social services home helps just say, 'no I can't do that, I can't do that. I can't wash windows, I can't do shopping. It's also important that I have the same person. I've known my cleaner for 10 years now; she knows everything about me and my home.' - disabled person, group 9. 

These examples are obviously important in themselves, but they may also help in developing thinking on outcomes in general. These negative outcomes can be characterised in that they go against the wishes of the user and add to their disempowerment, which suggests that positive outcomes should be seen as those which meet users' wishes and empower them. It follows that services which meet the objectives set by service providers may have a positive outcome in relation to these objectives, but they may only result in an outcome which is not entirely positive for the user. 

ii. Empowerment and independence 

Empowerment is an issue that is inherently linked to independence and is a term frequently used when service objectives are set out. This makes it an important issue to be considered in relation to outcomes. 

One of the difficulties with empowerment is that it is a term often used without being clearly defined and that it has varying meanings. One user offered this definition of empowerment: 

'Services should help me live a fulfilled life. To do this I need to be empowered. To be empowered I think I should actually have the power to appoint my key-worker. My key-workers are usually middle-class women from a university down south. I don't want that; I want a key worker who speaks my own language, from my community, my background. I need somebody who I can speak to when I am in crises who will not be judgmental. Having the most appropriate key-worker will help me get through crises in the best way possible, so I will stay independent and healthy.' - mental health service user, group 6.
Another perspective was that empowerment must involve a transfer of power: 

'I think one way of getting hold of the idea of empowerment is to accept that if somebody's becoming empowered, then that power has to come away from somebody else. You can demonstrate empowerment by the disempowerment of the authorities. There's always a transfer of power, just as there is with energy in the laws of physics.' - Derbyshire Centre for Integrated Living.

Freedom and choice were key aspects of independence identified by one person with a learning difficulty: 

'I feel much more happy living in my own flat than I did living in residential care and things like that. I can run my own life and please myself about what time I go home. I've got a good circle of support around me that helps me to go places and with other things.' - person with learning difficulties, group 7. 

Another way of helping to define empowerment is to look at what is disempowering, and users gave some clear examples of this: 

'Services say you must do this, you must take this medication or have this treatment. Nobody asks me what I want although I know my illness better than they do. My psychiatrist said I needed ECT treatment, but he would not explain it or negotiate about it. I'd seen a television programme where somebody said, 'I wouldn't give it to animals never mind a human being,' but the hospital just wouldn't talk to me about it. It isn't right and disempowers me.' - mental health service user, group 6.
'Most of us don't want to be dependent; we want to self-manage where we can, just like disabled people being independent. But it's frowned on by the professionals. You gain your self-esteem, you gain your confidence, and this helps you keep better and it's actually cheaper, but they still don't like it because they have to hand over power.' - mental health care user, group 3. 
While service providers may set empowerment as one of their objectives, some users have considerable doubts about whether they are able to deliver it. One person argued that it is not possible for services to empower people: 

Dialogue 

Speaker: 'You cannot empower. It has to come from within. There's a fallacy about being able to empower people. They have to empower themselves.'

Interviewer: 'Does this mean it has to be done individually?'

Speaker: 'I think that people can do it collectively because they can support each other.' 

- disabled person, group 1.
Others see a conflict of interest for professionals in empowering users: 

'For years the professionals have made a fortune out of us being ill. It's high time we actually got some power back in our hands and said, 'Look, you know I am as capable as you are to deal with my problem. I've been through the system and I know what I have been through, so I can help other people in the same position.' - mental health service user, group 6.
'I think a lot still hinges on how much input they let us have. We are still very much in a position where we have to ask permission from the professionals. When they do let us have a say they still make out like they're doing us a big favour.' mental health service user, group 3. 
Some users also made the point that empowerment and independence are issues that go far beyond simple service provision: 

'Looking at it another way, I can think of some able bodied people who can't participate in society and can't go out on a bus or a train because of poverty. That's very isolating for people.' - disabled person, group 1. 

'It's struck me that a lot of what we've talked about can be said about an able bodied person living on 48 quid a week on Income Support. They can't do many of these things either - they can't participate, they don't have self-esteem, they are discriminated against, they have stigma attached to their situation. People need money to get them into a better position.' - disabled person, group 1.
iii. Issues around measuring outcomes

Once introduced to the concept of outcomes service users seem very adept at identifying the problems that exist around their measurement. In particular, many people highlighted the problem of subjectivity in assessing outcomes. 

'I think it's a great problem because what one person sees as good, another person sees as very poor. It's difficult to get the medium.' - disabled person, group 1.

'The difficulty with these things is that people's expectations are different. My expectation of what I class as independence is probably vastly different from what you class as independence, so it's very difficult to measure that.' - disabled person, group 1.
'You have to ask the people who are receiving the services. You have to speak to them on a one-to-one basis and find out whether their quality of life has improved because of having a service. You have to listen closely because we don't always know what we want and we're a bit innocent on this because we've not been asked before.' - mental health service user, group 3. 
Dialogue

Speaker 1: 'I think the problem with this is how people individually experience things. It’s going to be based on how people feel about being disabled or attitudes they have about being disabled. If you’ve been conditioned by negativity, that you’re grateful for just being alive, you know, the answers would be very different to ...'

Speaker 2: 'Yes ...  you’ll be very satisfied with everything ...Whereas somebody who wants a top quality life is going to say, you know, ‘this is rubbish!'  You know, it’s all very subjective isn’t it? So even if they sent round a quality survey regularly, they would still get a very subjective view.' 
- disabled person and older person, group 2.
Another participant picked up this point,  relating how after a period of being housebound it was, 'like winning the Pools' to be taken out by a local voluntary organisation,  although, 'if you’ve had a normal sort of social life and everything else and could get out and about, you would not be particularly impressed with it.' (disabled person, group 2)

The subjectivity of views on outcomes is well illustrated by these contrasting views of the same day centre: 

'It helps you to interact... it's just somewhere to go and meet people, and you get a meal. It's ideal, it's a meeting place.' - disabled person, group 1.
'I didn't find it useful. They made me feel dependent because I was put in a room with other people who I was supposed to get on with just because we had disabilities. It was as if I was being put in a corner.' - disabled person, group 1.
One user, who was working on a project on outcomes for mental health service users, clearly identified a difference between outcomes for users and services: 

'I'm looking at what we define as outcomes, our outcomes, not service-led outcomes.' - mental health service user, group 3. 
Despite these difficulties, many people felt that there should be a way to do some form of measurement of outcomes. Even those who initially saw unsurpassable difficulties could see that there should be a way forward: 

Dialogue:

Interviewer: How could you monitor whether a service is being effective in actually helping people to improve their quality of life?'
No response. 

Speaker 1: 'There's your answer.'

Speaker 2: 'It's probably a gradual thing that maybe goes unnoticed. People hopefully feel and become gradually more aware that they have a better quality of life. I don't suppose it can happen in a week.'

Speaker 3: 'I am not sure really. It's like looking for satisfied customers who don't complain. 

- disabled people, group 4.
Some groups did have clear ideas on ways to start measuring outcomes:

'You can monitor in terms of the number of crises people have and the number of hospital interventions they need. You also need to look at quality of life, in terms of education, jobs and housing. I can also look at my example, that in the last 20 years I've been in hospital every four years, but in the last eight years I haven't been in hospital once.' - mental health service user, group 6.
'How do you measure quality of life? You probably can't. The only thing you can do is talk to people who can say whether they think things are better than they were five years ago, or whatever, and that services have helped this happen. You have to trust what people say. For people with mental health problems you can also look at the overall drugs bill. They have so many people doped up on medication and I am sure they would not want this if they had the choice, so I am sure if people were really given a choice there would be a reduction in the drugs bill.' - mental health service user, group 6.
Staff at Derbyshire Centre for Integrated Living argued that monitoring outcomes should not be overly difficult where goals are well defined:

'I think that the idea of outcomes seems unfamiliar to service users simply because they're getting it after it's been passed through a filter by social services. Our organisations have a very plain objective - the dispersion of equality. Our services are measured on how well they progress that objective, if they provide steps towards it, or at least point in the right direction.  We need to develop measures which disabled people have set for themselves, starting very simply with things like participation and equality - just slogans to begin with, but you can then move beyond this to potential measures.' 
- Derbyshire Centre for Integrated Living.

They went on to outline ideas around measuring outcomes in terms of various aspects of citizenship and how services do or do not enable them to be citizens:

'It's measurement of autonomy, of somebody's capacity to be in control of their own lives.  That seems to be a legitimate way of talking about outcomes.' - Derbyshire Centre for Integrated Living.

They also suggested the use of indirect measures, such as the availability of accessible transport. However, such indirect measures also point to the fact that many user defined outcomes fall outside the current limits of community care: 

'The problem is that community care is not related to needs. People's needs are very much secondary to the primary purpose. The outcomes of the community care so far have been to empty hospitals and cap budgets for residential care. So, our suspicious minds see ways in which the whole programme can be manipulated to give excellent outcomes in terms of policy makers and managers and conceal totally unsatisfactory outcomes for users.'  - Derbyshire Centre for Integrated Living.
Beyond this, they suggested that there are some areas which are suitable for measurement: 

'There are some things that are easily measurable: local access audits show how you're making progress towards inclusion in communities, the amount of public transport which is accessible is also measurable, as is the amount of accessible housing. We've recently been invited by the county council to sit down with them and review the commitment they made to disabled people in 1981 - their statement of intent. This covers all the main departments, not just social services, and we are looking at getting people together for workshops to look at how they would define outcomes from a policy like that.' - Derbyshire Centre for Integrated Living.
Who should measure outcomes?

This was one issue on which there was a general consensus, with most of the people who spoke on subject saying firstly that this, and all forms of monitoring, should be conducted independently, and, secondly, that users must take a lead in this

'There should be a user panel to monitor performance.' - disabled person, group 1.
'I think the most effective way of monitoring this sort of service is to have users themselves monitoring the service.' - disabled person, group 4.
'I think that there should be input from people who are receiving the services. I think that that's terribly important. If you get someone from social services asking you questions you're going to give them the answers you think that they want to hear. You're going to be worried about keeping your services, and it's partly just human nature. It needs to be independent and people with experience as users.' - disabled person, group 3.
One group did suggest that there may be some problems in developing this: 

Dialogue: 

Speaker 1: It's right to have users involved or being in charge of monitoring, but we're still looking at individual needs and outcomes, so it still needs to look at the individual. 

Speaker 2: 'Yes,  I'm struggling with that one because you don't want to put your perceptions on somebody else's disability. 

Speaker 1: 'And yet your experience is still valuable. '

Speaker 2: 'You've got to start somewhere and build up a system.'

Speaker 3: 'And I think they have to realise that it may be a bit shaky at first, until we get the right mix. We couldn't do it overnight, it takes time and we're not used to being asked.'

Speaker 1: 'There's no reason why disabled people can't look at other disabled people in different but not entirely dissimilar situations. At the moment it's all done by professionals who aren't in touch at all. When we speak to other users we share this general oppression which has marked our lives, so we are much more respectful. I think we can also be more respectful of different perspectives on that oppression as it's having experienced it that is important.' 

- disabled people and mental health service user, group 3.

iv. Issues around process

While we went into these meetings with an agenda to look at user defined outcomes, the users we spoke to naturally had issues of concern to them that they considered important and saw as related to outcomes. Many of these issues were associated more with the processes of service delivery.

Obtaining services

Merely getting past the first hurdle and into the system of service provision has been difficult for many users: 

'The problem I'm having is that although I get cleaning from social services they're still arguing about giving me other services.' - disabled person, group 2.
'In the beginning the information is just not there. When I first became disabled there was no back-up: I got no information, no guidance, I was just left alone to find my way through a maze. I think I've learned over the years that you have to be terribly able to be disabled, if you're not, you just go down the plug hole. You need somebody who can support and guide you, then you start to become empowered.' - disabled person, group 3.
'I've been disabled for 16 years and a one-parent family for 23 years and you learn, but I'm worried that there are people out there who haven't got my verbosity and my knowledge of the way around the system.' - disabled person, group 3.
'It takes a long time to get into the system and find out what's available and how to get it. So it becomes a vocation, a career in attaining what you need. It takes time, and you have to know what the problems are in getting what you need.' - disabled person, group 2.
Dialogue: 

Speaker 1: 'There's been the care manager,  but even long-term users are not always allocated one or not told who they are. It's part of a general lack of information.... The care managers should inform you what's happening... '

Speaker 2: 'I know mine but when I came out of hospital it took a couple of days to trace him because I'd only just been allocated to him before I went into hospital. I came out and was told 'Oh yes, he's moved from this office.... he's at X office.' So I rang the office and they said 'Steve who?' and eventually I found out he had gone to another office in a different part of the county. When I finally got hold of him I said, 'So are you still my care manager,'  and he said yes, he'd just moved to another office.' 

Speaker 3: 'I'd have sent the phone bill to him!' . 

- disabled and older people, group 2.
'There is no information apart from what you can get from the charities, but there is not a central place you can go to ask what am I entitled to?' - disabled person, group 9.  

'Information is an ongoing problem. We need information to make things better but it just goes on and on the way it is. It's so slow. Social workers should tell you what's available from the system but they don't.' - disabled person, group 1.
One user identified specific problems that people from ethnic communities have to deal with when seeking support: 
'Getting care is difficult. They're not very good at communicating and they always think Asian people don't have mental health problems  or 'they take care of it for themselves.' - mental health service user, group 6.
How services treat users

The ways in which services treat their users has a major impact upon how people feel about using them. Despite much of the rhetoric about user centred and needs-led services, there are still many people who have had and are having very negative experiences with services. 

'I mean, I certainly don't feel like a first class citizen. I feel like a piece of muck in the middle of the road... to put it politely.' - disabled person, group 2.
'The services in the mental health system don’t offer you any alternative to a sort of very heavy handed help; they just seem to drug you up. There are no alternatives for dealing with your distress in human ways, so you tend to think, 'oh well just shut up, try and cope'.  Because if you don’t, and say things are not OK, it could make things even harder.' - mental health service user, group 2. 

'I found out that my OT [occupational therapist] was also 50 other people's OT. My old social said, 'I've got four hundred case files at the moment and I can't keep you any more so I'm going to file you away  Well, that just made me feel like rubbish, you're just a file being put away and told you're not important any more. I've been trying to get respite care; they've said I don't need it but I'm still pushing for it, but now I haven't got anyone to speak to.  I phoned the duty officer and she said she would get back to me but that was three weeks ago.' - disabled person, group 9. 
'I actually picked up a community care plan which said, 'this is a needs led assessment - the need for day care, the need for domiciliary care, the need for respite care, the need for residential care, etc., and you had to tick a box. That was a needs led assessment. The CIL's view is that you can't find out what people need until you find out what they want to do, so we work with people to fill out a 'life plan' of things they want to do in the next year, or even the next few days.' - Derbyshire Centre for Integrated Living.
Dialogue:

Speaker 1: 'Two months ago the complaints officer left and that post has not been filled and from what I understand it’s not going to be filled for some time to come.'

Interviewer: 'How does that make you feel, that there is no one in that position of Complaints Officer, what does that say to you?

Speaker 1: ‘It says an awful lot ... I mean I’m not somebody that rings up with complaints every other day, but the complaint that I’ve got at the moment is a very large one, and the person that’s in charge turned around and said, 'Oh dear I don’t know who I’ve got to send it to'.  It all ends up being such a waste of time.'

Speaker 2:'I think it makes you feel under valued.'

- disabled people, group 2.
'We fought zealously for community care plans to have a box for unmet needs, but they just changed it to 'resource shortfall' so it would be less legally binding, so they even try to ignore something as basic as that.' 

- disabled person, group 3.
Even apparently positive examples, where good services are being provided, revealed problems with the process: 

'I'm really quite satisfied with what I get now because it meets my needs and when my needs increased recently after I'd been in hospital we were able to extend it - well, we didn't extend the time but we were able to reorganise the time so that I had more cover at night and in the morning - but it took a lot of doing. It was considered as being something new so I had to go back to the beginning again and go through the social worker. I wasn't allowed to implement it myself, which I found very disempowering, and I had to go back to the social worker and she had to go back through the home care service to get it all set up. It was very hard.' - disabled person, group 3.

There are also occasional examples where a negative aspect of service provision can be turned around by an empowered user: 

'Sometimes you feel like you're being given a full say in services until they start to deliver them, and then you find what you've agreed isn't forthcoming. I'm lucky - I can get round with some of my home-carers. They come in saying they're here to do so-and-so, but I just say, 'yes, very nice, but let's do this instead.' - disabled person, group 3.
One of the fundamental issues around the way services treat their users is in the standards of the services they deliver. Good standards create a positive experience with stronger expectations, where low standards will create a negative experience and lower expectations: 

'The standards of care are all about blowing people's noses and wiping bottoms. They don't look at the more social kind of caring which is going out and about and doing things. I think this is a new way of looking at things, and now I have my own personal assistant who helps me do lots of things. I think the label 'personal assistant’ shows that while they still do things like wash and dress me, they do so much more than just 'caring'. I think that the idea of caring for somebody is just about things like getting people up and dressed, but it's got to be something more, the whole emphasis has got to be put on a higher level.' - disabled person, group 2.
'I have incredibly low standards in house work but even so some things have to be done and it makes a big difference to my life. I think it's a pity that it's being downgraded in importance because of cuts and so forth because it is essential.' - older disabled person, group 1.
'If you only need help with things like laundry and cooking, but can manage to struggle by with your personal care, you don't get anything. They'll just let you live in a filthy home with very poor hygiene; that just doesn't matter to them. All they're interested in is if your face is clean. If that's clean then they assume you can get by with everything else. That makes things very difficult; I've had lots of fights about this. I believe that living independently should include things like having a clean home and being able to get light bulbs changed, otherwise I end up trying to do it myself and then I'm likely to hurt myself, which will end up costing them more. You just end up with crisis management.' - disabled person, group 3.
'They are supposed to come in and bath me. But they send me a girl to bath me who's just finished working in the florist shop the day before. So, I don't have my bath because she hasn't got an idea of whether your head's on your head or your feet are on your feet. The next day they send somebody else who has got no idea. They have training courses but if people don't go on them I don't get a bath because I won't let someone who hasn't been trained to do it. Social services then says to me, 'if you don't use what we send, you don't need the hours,' and it ends up with them trying to put me in a home. I had to fight them off with a solicitor.' - disabled person, group 4. 

Dialogue

Speaker 1: 'Here and elsewhere washing and being clean is very low on their priorities. I was told that it is not a necessity, it's a social thing.'

Speaker 2: 'But I mean, it shouldn’t - washing, dressing, combing your hair, etc. they’re part of your self respect, they’re part of your cleanliness. The last couple of nights it’s been warm at night and I’ve been getting very hot and sweaty, and I looked in the mirror this morning and I thought my hair looks a right mess, it’s a good job I’ve got somebody else here, because there was no way I could get a shower without help, and I would otherwise have had to go another day without a shower and I didn’t feel very clean.' - disabled person, group 2.
Another criticism raised by some service users relates to the segregation which accompanies many services: 

'It's all this putting people together in a group all the time. All the disabled people go on a day trip together, and I don't want to do that. If want to go on a day trip, I want to get there myself, not have to wait for somebody to organise a bus trip. I want to do what everybody else does. I don't want things done especially for me. I don't like being separate from the mainstream.' - disabled person, group 1.
The issue of segregation provided one of the clearest illustrations of the inherent connection between outcomes and the process of service provision. The day centre user quoted above identified social contact and acquiring new skills as the outcome of going to a day centre -

'I started going to the day centre because I thought I needed to mix with other people and socialise. I'd been sitting at home all day not meeting anyone. At the centre they're also offering me new skills, I'm doing pottery and crafts and learning to use computers.' - disabled person, group 9. 

This comment was followed by this dialogue -

Interviewer: 'Is there anything you don't like about going to the centre?'

Speaker: 'I don't like going to a specific place where everyone is disabled. I would prefer to go to college to learn my computer skills, but that would be more difficult. They're more accommodating at the day centre. When I enquired about going to college a few years ago they told me the computers were on the fourth floor and not accessible. I think that has changed, but there's nowhere to park. 

Interviewer: 'Why don't you like going somewhere where everyone is disabled?'

Speaker: 'I think that disabled people should be integrated, I don't think we should all be in one place, I think we should be mixing with able bodied people... I always feel embarrassed to say that I go to a day centre to able bodied people.'

Interviewer: 'Why do you think we have day centres for disabled people?'

Speaker: 'It's because there's nowhere else for us to go, you know, because we can't get into colleges, and sometimes we do have more needs than just going to college. 

Interviewer: 'Do you think that the centre caters for people who want to go there to learn something and move on?'

Speaker: 'I feel that this centre has moved on. We're doing things like making videos, making links with the college and local schools. We have reviews every six months, so I don't feel stuck in a rut.'

Interviewer: 'So, ultimately, is it giving you what you want?'

Speaker: 'I only go one day a week and I feel that it's good (indicates uncertainty). 

Interviewer: 'Except that you would rather go to college?'

Speaker: 'Maybe, you know, one day I will move on, when I get more confident I'll go onto college.' - disabled person, group 9. 
Another user summarised this pragmatic approach:

'I want to be able to do what everybody else does, but I can't get a bus and I can't get a taxi.' - disabled person, group 1.
These examples clearly show that there are circumstances in which users are achieving outcomes that they set for themselves, but that the way in which services enable them to do this affects their view of that outcome. It is arguable that such outcomes only represent intermediate outcomes, but such a distinction seems to belie the fact that it is the ultimate outcome that the service provider can deliver with the ultimate outcome desired by the user falling beyond the limits of the system. 

Delays

Delays are an important issue for many users and clearly have an impact on people's experiences of services:

Dialogue:

Speaker 1: 'Most of the services I use are providing equipment and aids so that I can be more independent, not just here, but also where I lived before; there seems to be a great delay before you could get into the system.  Where I was before I was unable to walk at all; it took three months before I got a wheelchair, then I was sort of housebound for three months up here.  I’ve been up here nearly eight months and yesterday they delivered a shower seat, which I’d been waiting for for eight months, and I think that’s the sort of complaint I have: with the social services, the delays are tremendous.'

Interviewer: 'So they are getting there in the end but obviously that means your independence is reduced for a long period.'
Speaker 1: 'Yes, well because I haven’t got sort of bathing aids it means that someone has to bath me.  I’m not really happy with that, because I feel that that’s an intrusion on your privacy.  It’s not the end of the world, but I don’t feel it’s necessary if I’ve got a couple of aids and I can help myself.' 

Speaker 2: 'I do agree with that, I’ve had problems with getting aids. I can’t have a chair for my bath, because my bathroom is too small, but I’ve got some rails and they’ve now given me one of those rails that goes over the taps, but my district nurse called in with it about five months ago and left it, and I phoned my care manager about getting it fitted and I’m still waiting for him to organise it.  I phone him up every now and then, but I’m still waiting for him to organise it.' 
- disabled people, group 2.
'It can take months to see a care manager but you sometimes need help there and then.' - disabled person, group 9. 
'The waiting lists are too long. If I need a couple of simple pieces of equipment I have to be referred to a team that makes the decision about whether I can have it or not, which causes a delay. I need quicker access to services.' - disabled person, group 4.
'Most of the time the care manager is only there two days a week, so if something crops up on another day then I find it's useless. You talk to the duty officer but nothing seems to happen. They take ages to find your file and they don't really know anything.' - disabled person, group 9.  

'My OT [occupational therapist] came to me last summer and said we've got to get some heating upstairs for you for the winter. They came and did it last week, now that it's February and winter's nearly over.' - disabled person, group 9.  

This can also work the other way, and where the process of service provision is satisfactory this has a positive affect,  as evidenced by these comments about occupational therapy services in several areas: 

'Everything went through very quickly and very smoothly. I've got no complaints at all.' - disabled person, group 1.
'If  you suggested something they might say, 'I don't think that's quite right, this might be better,' but then if you say, 'no, that's not what I want,' then that's fine too. This is all very positive and the occupational therapists  make a concrete contribution.' - disabled person, group 1.
'I've got a very good OT. We work together, in conjunction.' - disabled person, group 3.
'If you've got a good OT they really fight for what you need' - disabled person, group 9. 
'They did ask me what I needed and said all the support I needed was getting in and out of the bath and getting up and down stairs. They asked me and that's what I told them. It didn't take very long for them to organise it, which I was quite pleased about - in fact it came about a month after I moved in which I thought was quite good because sometimes it can take a lot longer.' 

- person with learning difficulties, group 5. 
Another negative issue which came up in several groups was the lack of flexibility in many services:

'The problem with Dial-a-Ride services is that you have to go on the day that they're going - they go to Tesco on a Tuesday and somewhere else on  Wednesday, so you don't have the flexibility to do what you want to do. I think that the money would be better spent to make public transport accessible.' - disabled person, group 1.
Dialogue: 
Speaker: 'I like the home (a small group home); we get help with shopping and washing. It's good that we've all got our own keys, but we're not allowed in the during the day time when there are no staff around. They come in around three o'clock and we can go in then.' (The facilitator explained that this had been justified by the council as a measure to avoid the risk of fire). 
Interviewer: 'Do you think that is right?'

Speaker: 'Well, I don't think that's right. They should trust us. We've been there long enough.' 

- person with learning difficulties, group 7. 
'I've found several problems with the specialist taxi service. In one instance they just never came for me and I was left standing on the street in the middle of nowhere. Talking to other people it seems that this happens quite a bit and the attitude from the people providing the service is 'you have to be grateful for the service that you get,' which I don't think is acceptable.' - disabled person, group 1.
The way to achieve greater flexibility is to give users greater choice and control over services: 

'The big issue in all the things we've talked about, whether it's transport, day centres, or any sort of service, is choice - that some people want to do one thing, but others don't. We need choice and flexibility rather than the way things have been in the past.' - disabled person, group 1.
'If you go out to buy a pair of shoes there's lots of choices and you can just walk in and get what you want. In community care people should have the choice of using a user-managed service.' - mental health service user, group 6.
'At the moment you might have choices but because one is more expensive than the other they say, 'that's not a realistic choice,' so at the end of the day you don't have a choice at all.' - disabled person, group 1.
The limits of community care

It is clear from all of the discussions that the boundaries on current community care services restrict the outcomes users can define for themselves. 

Obvious issues such as housing and transport were raised, and there was an interesting example of a user who lived by herself who used respite care: 

'I go to respite care when I can push them. At the moment I only get it once a year, but I'm hoping I'll get it twice this year. Because I live alone and I don't have a live-in carer they don't always consider that I need respite care, which I find difficult to accept.' - disabled person, group 3.

While such issues are seen as at least being connected with community care, it is it also clear that in looking at their lives as a whole, users see a need for services that go well beyond the traditional boundaries of community care. 

Employment appeared to be especially important, particularly in the groups of people with learning difficulties, where there were people who had jobs and came across as being much more empowered: 

Dialogue: 

Speaker: 'Well, it's lovely to have a job, and it's lovely to have some money in my pocket.'

Interviewer: 'Does it make you feel more independent?'

Speaker: 'Absolutely. I go on buses getting to and from work.' - person with learning difficulties, group 7. 

 One user group for people with mental health problems we met with is in the process of setting up an employment project which will run co-operatives which provide jobs; it will be run by people with mental health problems. 

Staff at the CIL also noted the growing importance of employment: 

'Employment is an objective which is increasingly being expressed by young disabled people. They are saying, 'I want to participate and I want to participate economically in society. It's lack of economic opportunity that really prevents you from living a life. The difficulty with community care legislation, and particularly the eligibility criteria being used, is that there is a tacit understanding behind it that if anybody is entitled to community care they oughtn't to be considering work at all. ' - Derbyshire Centre for Integrated Living.
Discussions with people with learning difficulties indicate that they have a particularly wide range of needs that are not being met by community care services: 

'My mum and dad gave me an awful lot of support. When I moved into my flat they helped me do things like register to vote, and even though I don't live with them now they're still there for me to do things like arrange doctors appointments - if my mum wasn't there to arrange it I don't think I would do it myself. They helped me a lot when I moved in, they helped me to decorate my flat , which was nice because I got it exactly how I wanted it. They also helped me a lot after I had a break-in, sorting things out with the council to get locks changed. I also help my mum and dad, like when my dad had a hip operation.' - person with learning difficulties, group 5. 

Dialogue

Speaker: 'When I get my giro I split it up and keep so much for the first week and give the rest to my mum, and at the end of the first week she gives me what I've given her, so it's like I get my money every week, which helps me to work out my money. So it helps that she's there to give me the support. I will miss her when, if, she ever died or anything: I'd have to learn to cope, I'd have to learn to budget my money.' 

Interviewer: 'Do you think there would be anyone else like social services who would give you that sort of help?'

Speaker: 'I don't know, I've never approached social services. If the time ever came I would have to, but with my mum and dad around, they give me the support. But even if they died, my brother would help me.' - person with learning difficulties, group 5. 
Staff at the centre for integrated living summed up the situation: 

'We need to take it a stage further than people just being installed in their own home to people being included in the community. The CIL has a strong emphasis on community development work so that there are opportunities for people to be involved in the community. This includes setting up access groups and community transport services , and just looking at how people can be supported to fit into mainstream life. - Derbyshire Centre for Integrated Living. 

Consultation

Consultation with users is supposed to be a key part of the ethos of community care services. As with other aspects of the process of service delivery, this can have a significant impact on a user's experience of a service. Negative experiences in this area may have a particularly important impact in making users feel that they are not being fully involved in services and this may be very disempowering. 

Individual service users and user-groups identified a range of difficulties with current practice in consultation: 

'This is the problem, we’re supposed to do so much, but we don’t get paid for it; some people don’t even want to pay us travelling expenses.  I feel that the powers that be, if anything’s done, do it on the very cheap.' - older disabled person, group 2.
'When you get too vocal they say, 'well, who are you representing?'  But the real question is who do they represent as white, middle class people in trying to deal with an ethnic community?' - mental health service user, group 6.
'All professionals use language as a barrier to stop participation: lawyers speak in a different language, doctors speak in a different language. The more professional you get, the more your language changes and this is used to exclude people. It's time professionals were trained to talk in language people understand rather than using terminology which is designed to stop people getting involved. If they really want feedback they should start talking the language that people talk.' - mental health service user, group 6.
'I’ve sat on the re-provisioning meetings for the two mental hospitals in the County; yes, you sit there and you’ve got Chief Executives from Health, the Health Authority and the Health Trust and the Social Services and all these other bodies, and you say they are all being paid well, and sit with them for free...'. - mental health service user, group 2.
As a result, users believe that there are severe limitations on the consultation process: 

'You're not taken seriously if they don't pay you.' - disabled person, group 2.

Another user saw problems in the way that the consultation process is divided up. 

'At the moment I sit on mental health, I sit on carers - I sit on carers purely because I  have been nominated as a carer representative on behalf of a voluntary organisation, but I’m not a carer, I haven’t been for some years. It gets quite confusing, I really ought be sitting on the Physical Disability Strategy as well.' - mental health service, group 2.
Some groups expressed considerable reluctance about participating in meetings with the project. It is clear that some people are experiencing 'consultation fatigue’: 

'I speak directly for one of our people who has not come today and has sent a message. There are people who have given a lot of time, thought and effort and are now disillusioned about how little difference that has made to what's being done. Some of us actually feel over consulted. I could be a full-time consultee, 40 hours a week. I am willing to do that if you pay me £20,000 a year, which seems to be the going rate for such inside knowledge. We've got a tremendous amount of experience of consultation and research and many of us are becoming disillusioned at how much of it is being done to so little effect.' - disabled person, group 1.
'They want research into everything. When the research is done they just say they need more research, so it's research on research and in the meantime people suffer because the services are not there.' - mental health service user, group 6. 

One person argued that this is leading to situations in which some users become too tied up in user involvement and consultation.  He gave these comments about one person who he believed had been caught up in consultation: 

'He started off as a real user but now he's really working for the service providers. He used to be very tough and ferocious, but now I think he's very timid.'  - mental health service user, group 6.
One other person raised the issue of services exploiting users in this position: 

'We need to be careful not to allow them just to have the occasional user representative here and there and then say they're involving users. It just ends up as token people here and there.' - disabled person, group 3.

When people looked to the future, they had mixed views about the potential for improvements in consultation and user involvement: 

'If consumerism is going to take off and people are going to listen to what we really want it has to be high on the agenda. It'll never happen until purchasers of services put it at the top of their agenda. Until they do this it will stay at the bottom of the agenda and there will always be limits to user involvement. We need to change those professionals at the top, and that's a difficult task because you need to get them to reverse their thinking and turn around what they have been taught.' - mental health service user, group 6.
'Consultation has to be more imaginative than just calling a meeting for those people who can come. It has to be going out to reach those people who perhaps use the services more than most.' - disabled person, group 1.

One user saw training as a key issue in the future of user involvement: 

'I really think that they have to get more users involved in training. We need to be involved with the basic training of the young people who 'do unto us’. If you don't train them early you haven't got a hope of changing them later on.' - mental health service user, group 3. 

v .Expectations

Users' expectations of services will have a clear impact on their view of the outcome. Low expectations are likely to lead to a more positive view of outcomes, higher expectations are more likely to lead to disappointment.

In general there seems to be very little disappointment as expectations are generally low. The current climate of cut backs, increasing eligibility criteria and charging policies is further reducing people's expectations of the support that they will receive: 

'Rationing - I think it's called targeting now, but it's the same thing and it means that people have their hours cut back without their needs being assessed and certain types of work have been jettisoned, or people are effectively asked to pay the commercial rate for it. So that means that even basic needs aren't always  being met.' - disabled person, group 1.
'Your expectations are about what you need and want, and their expectations are about what you should have. A lot of people think that because you are in a wheelchair you don't want to go out to the cinema or the pub or whatever, but you do. You just want to do what everyone else does, but that's not considered a need.' - disabled person, group 1.
'You're constantly warned about the limits of the service... so you automatically expect less. - disabled person, group 1.
Expectations for the future also appeared to be very limited: 

Dialogue

Interviewer: 'Would you say that you’re getting the services that you need to do the things that you want and need to do?' 

Speaker 1: 'No I think they’ve still got a long way to go. I mean it’s not always just care... sometimes it should be just going out and being taken out and socialising, isn’t it.... socialising is a big thing, it’s actually going to a restaurant, a park, a night-club if that’s what you want to do. It’s a question of looking after the whole person...

Speaker 2: 'Yes, it’s the whole person and not just little bits, shall we say looking at half a person and saying what that person could do, this, that and the other.  It should be, as I say, the socialising bit should be part of it as well.' - disabled people, group 2.
v. Role of user groups 

Unsurprisingly, virtually everyone we spoke to saw user groups as important. 

Dialogue:

Speaker 1: 'The group gives us a collective voice.' 

Speaker 2: 'You feel that somebody is taking notice of you and that you are not being pushed to one side.'

Speaker 3: 'I wouldn't have been able to sort my problems with social services without the group.' 

- disabled people, group 4.
'Before we all felt that we were separate little voices crying out and we all thought it was just a problem of our own and possibly of our own making, because that's the way they make you feel.' - mental health service user,  group 3. 

'It's made a difference in my life. I didn't used to speak up for myself, I didn't feel able to, but the group has given me confidence to do it now. Now I'm doing conferences and speaking up to a person and telling them not to be frightened to speak up to social services and other people.' - person with learning difficulties, group 7. 
'If they took the group away everything would just fall back to how it was.' 
- person with learning difficulties, group 7.  
In one group we initiated some consideration of the relationship between user groups and the wider system of local democracy, which prompted this response: 

Dialogue 

Speaker 1: 'It's difficult to imagine but I wonder if there ought to be more local activity. It's become very dry and arid. The county council canvasses and just gets elected. So pressure has become important for us, giving us a collective voice rather than just being one amongst thousands 

Speaker 2: 'Things might be different if you had people with disabilities who were elected. But they're not. We also have a council with vested interests and they will push anything that keeps them popular and wins them votes, so it's all cut backs.' 

- mental health service user and disabled person, group 3.
Further analysis of this issue did not take place but may require further attention. 

People identified considerable benefits from dealing with user led services: 

'I had a family problem and was really worked up. I knew what I was going through and the fact that I spoke to somebody on the phone who had been through a very similar situation to me, and speaking to a person and I know that person's been through the same or a similar journey as me, I feel a lot more comfortable with that person.' - mental health service user, group 6. 

The issue of outcomes and measuring quality of service is an important one for user groups. Many of the groups we met with are under particular pressure to measure their own outcomes, and can find themselves in conflict with funders who make quantitative rather than qualitative measures of their work:

'It is a numbers game. We keep saying to them we provide a quality service, we improve the quality of life for people, that's why we do this. We find the difference between us and the statutory services is that they play a numbers game and we don't play the numbers game. We look at people as individuals and help them...  The other problem with monitoring is you end up spending all of your time monitoring and not providing the service.' - mental health service user, group 6.
Range of user groups

User groups vary greatly in their work and the role they undertake: 

'We do lots of case work, which can go on for as long as two years, then there's the advocacy work, where somebody says, 'I'm going to my psychiatrist and I'm scared I might be sectioned, can you come with me,' and we go with them. We also encourage self-advocacy, letting people use the phone in the office and helping them to do it themselves.  There's also the straight forward information work about services, medication etc.' - mental health service user, group 6.
The centre for integrated living which we visited offered a range of services including support for people receiving direct payments.

User groups can offer an essential 'alternative' approach for people with mental health problems: 

'I was having huge problems with my GP and psychiatrist and had actually been offered ECT treatment. I did get some counselling but was soon back in the same situation. What I really needed was somebody to help me with my housing needs and family situation. I'm not sure that I would be around now if I hadn't had the support of this group. I've been in hospital every four years or so during the past 20 years. I would always come back to the same basic situation and have the same issues to deal with as before, but it's now eight years since I've been in hospital because I have support in the community and the support of people who I know will listen to my agenda.' - mental health service user, group 6. 

People with learning difficulties identified their user groups as important in giving them meaningful activity: 

'Coming here I'm doing things that give me a challenge. I'm able to speak up for myself. I enjoy being able to help other people and communicate with other people. Before this I went to a day centre, and they just told me what I couldn't do, treating me as a second-class citizen. Here it's about approaching people as human beings. Now we've done a big review of day centres for the city council, and they're starting to get better at the way they treat people.' - person with learning difficulties, group 7. 

User groups can also be particularly important to people from ethnic communities: 

'It can be difficult as a Black person using the service. Just going to a service where all of the professionals are white and it is a white dominated organisation... You don't feel part of that, you feel alienated. Just  being able to speak to somebody who speaks your language makes a big difference to services, but most services are not taking that on board.' - mental health service user, group 6. 

This said, some user groups take the view that it is not appropriate for them to take on direct service provision. They argue that to do so would compromise their ability to represent the views of service users independently. 

Where user groups have decided to become service providers they often struggle to obtain recognition of their ability to deliver services effectively: 

'We are battling for this project, but our experience is that the only way forward is through user-managed services, and we are going to fight on.' - mental health service user, group 6.
vi. Conclusions

It is far from surprising that our discussions with users have found their attention is firmly focused on the everyday issues of service provision. In many it is encouraging to see how readily most users have taken to the idea of services having outcomes. 

The fact that service users do need to make that initial leap from looking at services to looking at outcomes may well be an indication that services are rarely delivering the outcomes they desire. It is notable that the people who took most readily to the concept of outcomes were those who used personal assistants. 

Users were in no way against the idea of examining outcomes. However, the clear message from the groups we have met with is that this needs to be done in a qualitative way. There were some instances where quantitative measures were suggested to support qualitative approaches. 

This obviously has important implications for those attempting to develop outcome measures for use at a macro level. While the views that users expressed suggest that this is not possible - as do a number of academic/professional works - this can be seen as a matter of the way in which the macro level is approached. 

Several studies (particularly The Standards We Expect and It's Our Welfare) indicate a high degree of consistency in the views and values of service users, which suggests that the best approach to outcome measurement is to apply work carried out at a micro level to the macro level. Such an approach is obviously not without limitations but the views expressed by users suggest that it is of more use than quantitative, macro measures based on a quasi-scientific approach which fails to take in individual and subjective issues. 

In trying to look at the issue of outcomes with users we have found that many - probably the majority - of issues raised have related to the actual process of service provision. While in no way under-rating the importance of these issues, previous work on outcomes has generally argued that they should be treated separately from actual outcomes. 

Our contacts with users suggest otherwise. If services were delivering the outcomes users want we believe that users would be in a far better position to speak about them, as seems to happen with users of personal assistance schemes. The fact that users focus on issues such as poor access to services, delays in provision, low standards and inadequate and tokenistic consultation indicates that in many cases services are simply not delivering a discernible outcome. For many users the only 'outcome' they experience is a continuing struggle to obtain the services they require. 

In order to be able to measure user-defined outcomes we must firstly have a system with the objective of delivering such outcomes. The problems with the process of service provision need to be addressed before we can begin to say that community care services aim to deliver user defined outcomes. It is an exercise in rhetoric to look at ways of measuring user defined outcomes before doing so.

Appendix: breakdown of groups 

Group 1: disability group, city in the north east
Participants: 10 -  7 women, 3 men.  All were people with physical disabilities. Three were older people. None of the participants were from minority ethnic communities. 

Group 2: generic user group, town in the south midlands
Participants: 8 - 5 women and 3 men. All had physical disabilities, 2 were older people, and one was a mental health service user. None of the participants were from minority ethnic communities. 

Group 3: generic user group, county in western England

Participants: 3 -  two women, one man. Two disabled people, one mental health service user. One person was from a minority ethnic community. 

Group 4: disability group, rural area of the north midlands

Participants: 13 people - 8 women and 5 men. All participants had physical disabilities,  4 were older people, three were deaf people. There was one person from a minority ethnic community. 

Group 5: group of people with learning difficulties in a large city 
Participants: 15 people, 9 women, 6 men. There was one person from a minority ethnic community. 

Group 6.: group of survivors/people with mental health problems from the Asian community in a large city in the north-west
Participants: 8 people in total but several arrived and left at various points in the discussion. There were three main contributors. All were male. 

Group 7: group of people with learning difficulties in a city in the west

Participants: 7 - 6 men and 1 woman. None of the participants were from minority ethnic communities. 

Group 8: Derbyshire Centre for Integrated Living 

The Group: the Director and Research  Manager 

Group 9: generic user group in the home counties

Participants: 2,  both women. None of the participants were from minority ethnic 

communities.




