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1. Establishing the project and the national database of user groups

Establishing the project 

Shaping Our Lives grew directly out of the work carried out by Tessa Harding, then of the National Institute for Social Work, and Peter Beresford, of the Open Services Project and Brunel University College, and published in The Standards We Expect (1996).
This work formed part of a study of standards that had been commissioned by the Department of Health. It looked at a wide range of views on standards given by a broad range of service users and carers. The standards dealt with related to the process of service provision, with the report looking at the quality of relationships with social care workers, the quality of the skills required from social care workers, and the quality of services.

Discussions which took place during the completion of the report, particularly with Clare Evans, then director of the Wiltshire and Swindon Users’ Network, began to look at the distinction between quality in the process of service delivery and quality of the outcome of service delivery. This led to awareness of the growing debates on outcomes and outcome measurement that were taking place in academic, professional and political circles, and the fact that users had largely been excluded from these discussions.

Funding was sought from a number of sources for a three year, user-led research and development project with four key objectives:-

to research the way service users and their organisations are defining and working towards the outcomes they want for themselves. 

to research the way outcome determination is being approached within the theoretical literature, comparing and contrasting the more traditional approaches with the new thinking that is being developed by users and their organisations. 

to bring together people within the user movements who are working on these issues to discuss and consolidate their thinking and develop well-researched and well-founded perspectives on outcomes. 

to create an opportunity for dialogue between this expert user group and other people working on outcome determination and measurement from the research, managerial and professional perspectives. 

Funding was secured from the Department of Health’s Community Care Development Programme for a two year project which would achieve the first three aims. Additional funding was also provided by the Social Policy Research Unit (SPRU) at the University of York.

The project formally began at the beginning of November 1996 with the appointment of the project worker, Michael Turner, a disabled person with experience as a service user. Project administration has been carried out by Martin Heidensohn and Fung yee Lee of the NISW Policy Unit.

Peter Beresford, Clare Evans (currently director of the Disabled People’s Forum at the Leonard Cheshire Foundation), and Tessa Harding (currently Director of Policy at Help the Aged) have remained closely involved with the work as members of the Project Advisory Group, along with Sue Balloch, Director of the Policy Unit at NISW. SPRU have been represented at the Advisory Group meetings.

The Advisory Group was expanded in 1998 to include three further members elected from the project’s National User Group – Phil Brough, from Shropshire Disability Consortium, June Sadd, from Wiltshire and Swindon Users’ Network, and Peter Williams - Manchester Direct Payments Support Group.

The group has also had input from Daphne Stratham and Mike Fisher, Director and Director of Research at NISW respectively.

ii. The national database of user organisations 

From its inception Shaping Our Lives (SOL) was planned as a participatory and emancipatory project. It was intended that SOL would bring direct and practical benefits to user groups and others working on developing user involvement. 

The importance of this approach was emphasised when we started our initial phase of research with users and met with considerable cynicism and hostility about 'yet another research project.'

To achieve our aim of providing direct and ongoing feedback it was necessary to establish a database of user-led organisations. This involved initial work using voluntary sector directories and membership lists of umbrella groups. Each contact was then checked by telephone both to ensure the accuracy of the address and telephone number and to make an initial personal contact to tell people about the project. These contacts proved very useful when it came to setting up the discussion groups for the project's research. 

The initial trawl of directories and membership lists at the start of the project produced a list of around 100 organisations. The database has continued to grow throughout the two years of the project and stands at around 300 organisations at the time of writing - with a substantial number of new contacts about to be added following a visit to Scotland and a meeting with the Scottish Community Care Forum who are providing details of local fora around the country. 

The database has been used for the distribution of the project's quarterly newsletter. While this has primarily been used as a means of informing user groups about the work of Shaping Our Lives and calling for involvement and participation in the project as necessary, it has also been used to distribute a range of other material connected with the project. 

The newsletter has also been used for information sharing by user groups, with articles about initiatives in Wiltshire, Northampton, and Devon. 

It is also important to note that the project has frequently been used as an information resource by user groups wanting to find out details of initiatives in other parts of the country, and by local social services departments wanting to find out about developing user involvement and identify models to work from in other areas of the country. 

Maintaining the database and a central information resource, for organisations of users and others in the voluntary and statutory sectors seeking to develop user involvement, is an ongoing area of work which needs to be put on a permanent footing. It is work that has a role and importance beyond the Shaping Our Lives project. 

2. Research with service users

i. Research with service users on their views on outcomes 

Stated project objective:

to research the way service users and their organisations are defining and working towards the outcomes they want for themselves. 

To carry out our initial research on users views on outcomes and their measurement we conducted meetings with nine 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. 

While we were not able to arrange a meeting specifically with a group of older people, the two groups of disabled people and the three groups of generic users included significant numbers of older people.

Meetings were run flexibly using a questionnaire which was varied according to the group situations and allowed people to raise all issues which they saw as relevant. 

Results

Initially we found that users' attention is firmly focussed on the everyday issues of service provision, but it is encouraging to see how readily most users were able to take on the idea of services having outcomes. 

Examples of the positive outcomes identified by the users we met included:

'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.

'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.

'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.

It is important to note that we also encountered many negative outcomes, such as:

'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.

The fact that service users do need to make that initial leap from looking at services to looking at outcomes may in some cases be an indication that services are not delivering desired or discernible outcomes. It is notable that the people who understood the concept of outcomes most readily were those who used direct payments/personal assistants. 

Users were in no way against the idea of examining outcomes, but they clearly indicated that they saw it as necessary to approach outcomes from a qualitative standpoint that fully recognises the individual and subjective nature of outcomes. They also suggested some examples of quantitative measures that could be used in conjunction with qualitative approaches, such as monitoring expenditure on drugs as improvements in people’s mental health should lead to a reduction in spending on related drugs.

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 might be seen as a result of the way in which the macro level is approached. 

Users had a clear preference for a qualitative approach to outcomes as opposed to relying on an approach based on quasi-scientific methods that ignore the subjective experience of outcomes. Such work can be carried at a micro level with small samples of users, then applied to the macro level.

Such an approach is obviously not without limitations but several studies indicate a high degree of consistency in the views and values of service users, which supports the idea that findings at a micro level can be applied to the macro level. This approach could obviously be supported by broader work at a general level using measures such as that suggested above relating spending on drugs for users/survivors of mental health services.

In trying to look at outcomes with users we have found that many - probably the majority - of the issues raised were 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 research suggests that this approach is incorrect. It indicates that users would find it easier to discuss outcomes if services were delivering the outcomes they wish to achieve, 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, or that the problems experienced with service outweigh the outcomes. 

For many users the only 'outcome' they experience is a continuing struggle to obtain the services they require. Other research has found many people who are satisfied with the support that they receive, but we found few examples of this (with the exception of people receiving direct payments), perhaps as a result of Shaping Our Lives being a user-led initiative.

In order to measure user-defined outcomes we must first have a system which aims to achieve user-defined outcomes. The wide ranging problems in the process of service provision identified by many service users need to be addressed before we can begin to say that community care services aim to deliver user defined outcome, and beginning to look at services which are designed to deliver user defined outcomes would be a major step forward in addressing these problems. 

ii. Research with user groups working on outcomes and quality of services 

This was a short additional piece of research undertaken in the later months of the project. It set out to identify areas where users are leading or involved in work on issues around outcomes and quality of services and to describe the way in which this work was carried out. 

In this short piece of work, which was by no means comprehensive, we identified seven projects working in this area, including one in the United States and, through a combination of visits and use of reports and other material, a short report was produced which detailed their work. 

We found very few projects working explicitly on outcomes led by or working in conjunction with user-led organisations. However, there are indications that there is a growing number of groups involved in work on defining and evaluating quality of services and that this work is taking them in the direction of looking at outcomes. This is very similar to the way in which Shaping Our Lives itself came about, with the work by Peter Beresford and Tessa Harding on quality issues as published in The Standards We Expect leading to the consideration on outcomes which led to this project. 

Identifying this strand of thinking is a key finding for the project and a clear indicator for future work with user groups on outcomes.

iii. Literature review

Stated project objective: 

to research the way outcome determination is being approached within the theoretical literature, comparing and contrasting the more traditional approaches with the new thinking that is being developed by users and their organisations. 

The literature review for the project took place in the first year in tandem with the research with users. The library at the National Institute for Social Work provided the main resource for the review, and we also drew upon the resources of the British Medical Association library as well as drawing upon the literature produced by a number of user-led organisations. 

Results of the review 

Research and literature on outcomes has thus far been almost entirely divorced from that on user involvement. User involvement is still developing, and so the bulk of literature in this area concentrates on the method and practice of involvement. Meanwhile, most of the literature on outcomes is focused on the issue of measurement and the problems around developing appropriate measures. 

Curiously, while the effective measurement of outcomes is seen as tied to the objectives set by the service provider, and most studies have recognised the importance of involving users in assessment of outcomes, the need to enable users to define the outcome of a service has not been dealt with. 

The examination of outcomes needs to move from looking at the concept solely as a management tool with the potential to provide more effective monitoring of service provision, to the examination of a concept that may profoundly alter the whole pattern of service provision. If services are to be measured in terms of their outcomes they must be planned and provided in relation to those outcomes, and if user involvement is to take place in a meaningful way, it must be inherently tied to the defining of outcomes and the setting of objectives. 

This line of thinking needs to be developed further and practical consideration is needed on ways of assisting service providers and users to focus their thinking on the outcomes of services and to move away from traditional thinking on the types of services available and the ways in which they are provided. 

On the subject of measurement it seems clear that we are still a long-way from any form of standard outcome measure, and that the greater involvement of users is more likely to increase the emphasis on subjective and individual measures. However, what is evident from research with users (particularly The Standards We Expect and also It's Our Welfare) is that there is a high level of consistency in the views and values of service users, so there should be scope to carry out qualitative work at a micro level which may then be extrapolated to a macro level. 

3. The work of the Shaping Our Lives National User Group 

Stated project objective: 

to bring together people within the user movements who are working on these issues to discuss and consolidate their thinking and develop well-researched and well-founded perspectives on outcomes. 

In many ways the formation of the National User Group (NUG) was a natural progression from the initial research that we carried out with users. Where we met with groups of users on a one off basis for the research, giving people a very limited time in which to get to grips with the idea of outcomes, the National Group gave the same people the opportunity to meet on five occasions and develop their ideas on outcomes. 

Recruiting members for the Group enabled us to build on the contacts and experience developed in the first phase of the project. While using these contacts, membership was open to representatives of all user groups, and an open invitation was made via the project newsletter. 

Membership of the Group 

We initially aimed for a membership of 15 to 20 people for the Group, plus two user members of the project advisory group and the project worker. We had 14 members of the Group for the first meeting, although one person was unable to attend due to ill health and subsequently had to withdraw from the Group, and another person effectively withdrew after the first meeting, though he did maintain contact with the Group and provided some useful written input. 

This left us with 12 regular members of the Group:

John Able - Teddington Self Advocacy Group

Phil Brough - Shropshire Disability Consortium

Robert Droy - Hamphsire Audit Project/Southampton Centre for Independent Living

Carl Ford - British Council of Disabled People/National Centre for Independent Living 

Ivy Griffin - Mersey Pensioners Forum

Thomas Griffin - Mersey Pensioners Forum 

Manir Lanali - Awaaz Group, Manchester

Dennis Lewis - Exeter Mental Health Service User Group

Brian Maslen - Wiltshire and Swindon Users’ Network

June Sadd - Wiltshire and Swindon Users’ Network

Brian Stocker - People First Newham

Peter Williams - Manchester Direct Payments Support Group 

Peter Beresford and Clare Evans from the Shaping Our Lives advisory group also attended the meetings, and project worker Michael Turner chaired all of the meetings. Support was provided by the NISW Policy Unit through Martin Heidensohn, Fung-yee Lee and Sue Balloch.

This Group gave us a good balance of the different interest groups in the user movement:

two people with learning difficulties; 

three survivors/mental health service users; three people with physical impairments; 

one person with a sensory impairment 

three older people. 

A number of the members were users of more than one type of service.

At the second meeting of the group it was agreed that the membership would subsequently be closed as the group was at an optimal size for working together effectively and getting through the issues which it had been established to work on. 

While agreeing to close actual membership of the group, there was some concern that it might become closed off and elitist, as this went against the ideas about involvement which were fundamental to its work. It was therefore agreed that while no further members would be recruited to the group, meetings would be open to representatives of other user groups to join and participate on a one-off basis. 

This decision proved extremely positive, particularly as we were still receiving enquiries from people who were interested in joining the group eight months after the initial invitation had been made. We were joined at subsequent meetings by representatives of People First Birmingham and the Surrey Users Network. 

Work of the Group 

The initial meeting of the Group established the aim of producing a statement that would give a user definition of outcomes. It was intended that this document would provide a focus on shared ways of talking about outcomes and have a direct influence on training and purchasing practices, as well as facilitating wider discussion amongst users and with professionals.

Having set out these aims in the first meeting, the Group set about the task in the next two meetings. In the second meeting the Group broke up into three discussion groups to address these questions -


* what outcomes do we want?


* what outcomes don't we want? 


* how do we influence practice? 

The first two questions were used as a route into discussions about outcomes. The second question had been particularly useful during the initial research where people had difficulty identifying positive issues and defining negative issues enabled people to move on to the positive. Following the small group discussions, the whole Group reconvened to receive feedback from the groups and to continue the discussions. 

Notes from the discussions were then used by the project worker to draw up a draft Statement of users' views on outcomes -The outcomes we want and how we can achieve them. This draft was then discussed at length at the following meeting, and the final document was endorsed at the fourth meeting (see Appendix).

This meant that we did not move on to fully consider issues around influencing practice until the fourth meeting of the Group. It was generally agreed that the statement needed to be distributed as widely as possible, particularly to people in a position to influence change, such as MPs, ministers, directors of social services and academics. 

It was also seen as extremely important that the statement be widely distributed amongst user groups, and that this should be supported with events such as focus groups. 

In order to do this Shaping Our Lives project and the National User Group would have to continue. It was seen as vital that Shaping Our Lives continue with a role as a national co-ordinating body to facilitate networking and information sharing - or that another user-led organisation be established to fulfil this role.

The need for the Group to continue was also very evident in its final meeting. After finalising some points on the distribution of the Statement on Outcomes the Group went on to discuss issues that had been raised about the relationship between the user movement and the disability movements and the issues around defining ourselves as ‘users’.

Following this, the meeting spent a considerable amount of time discussing user representation on the new  Training Organisation for the Personal Social Services. Shaping Our Lives had been approached via NISW to provide nominations for the committee overseeing the new training body. 

This gives a very clear illustration of the need for a national user organisation. While there are a number of organisations representing various groupings of users (ie disabled people, older people, people with learning and users/survivors of mental health services) there is not currently any organisation which brings these groups together on the range of issues that we have in common. 

Through its work on outcomes with such a wide range of user organisations, Shaping Our Lives has laid the foundation for a national user organisation which is able to support, and network between, user groups around the country.

The way the Group worked
The paragraphs above have given some details of the way in which the Group worked to produce the Statement of Users' Views on Outcomes, but it is also important to record some further details of the workings of the Group. 

A key component of the Group was the fact that it was a mixed group of users of different types of services. This clearly builds on the work in areas like Wiltshire and Swindon, Survey, Kent and Northampton where generic groups of users have established themselves rather than taking the route of having separate groups of disabled people, older people, etc.

It is not the purpose of Shaping Our Lives to impose or even recommend a particular model of user involvement, and a high degree of pluralism seems desirable and, in all probability, inevitable. However, the importance of bringing together the range of service users represented on the Group must be noted. While there are obviously differences in the needs of the different groups of service users, there is also a high degree of commonality which makes working together in this way extremely valuable. 

The Group also involved working with people with a diverse range of knowledge and experience. This meant working in a way which enabled everybody to participate on an equal basis. To achieve this we used most of the first meeting to get to know each other and the issues involved. Subsequently, breaking down into sub-groups, as described above, was important to ensuring full discussion and achieving our overall aims. 

Stated project objective: 

to create an opportunity for dialogue between this expert user group and other people working on outcome determination and measurement from the research, managerial and professional perspectives. 

This is the fourth and final objective of the original project proposal which was structured for a three year timescale. Since the project was only funded for a two year period it has not yet been possible to instigate this of work in conjunction with the National User Group. 

However, part of the dissemination work carried out by the project worker, involved participation in conferences and seminars which were mainly for professionals and academics (see Dissemination below). 

While we have secured funding from the Joseph Rowntree Foundation to continue the work of Shaping Our Lives for a further nine months, we still need to secure specific funding to carry out this area of work, which we still see as very important.

4. Dissemination and additional work. 

Dissemination was a key issue for Shaping Our Lives from a very early stage. From the beginning of the project it was seen as important that we communicate the work of the project to user organisations on an ongoing basis, hence the establishment of the Shaping Our Lives Newsletter in the first months of the project. 

The newsletter was then published at regular intervals, approximately three times a year, throughout the project. As well as sharing information about the project, the newsletter has also been used by groups to network information. 

Copies of the Interim Project Report, which details the research of the first phase of the project, and the literature review, have been widely distributed. 

The subsequent report on User Groups Working on Outcomes and Quality Issues was only completed in the final month of this part of the project.

There has been considerable interest in the work of the project since its inception, and this resulted in participation in 18 conferences and events for service users and for academics and professionals. 

When we were invited to make the opening presentation of the 1997 Annual Conference of Directors of Social Services we wanted to involve as many users as possible in the event. This presented a number of practical difficulties, and as an alternative we set about making a video with users about the themes of the project. 

This was produced with additional funding from the Local Government Association, the Shaftesbury Society, the Leonard Cheshire Foundation, Help the Aged, and the Association of Directors of Social Services.

As well as being used at the ADSS conference, the video proved to be an invaluable tool in the many other presentations we have made. It has also generated considerable interest in its own right, and we have sold over 100

copies to a wide range of organisations including user groups, voluntary organisations and social services departments. 

We plan to develop a training package to accompany the video and believe that there are likely to be further opportunities to produce videos and training material for both service users and providers. The training package for service users will introduce users to the idea of outcomes and aim to enable people to assess the support that they receive in terms of outcomes. In doing this it is likely to cover issues relating to empowerment, independent living and advocacy.

Training for service providers would aim to promote thinking about and providing services in terms of the outcomes that they deliver for service users. This is likely to be a more complex package, as it will need to address staff working in different areas (eg front line service providers and those involved in care planning and assessment), so a package with different modules is likely to be necessary. A module on methods of monitoring and measuring outcomes will obviously be useful for those involved in quality and standards work.

The strength of the project has meant that we were able to take on two important additional pieces of work in conjunction with the Joseph Rowntree Foundation (JRF). These were the organisation of the National User Conference in May 1998 which brought together the work of Shaping Our Lives and one of the early projects on user involvement, Margin to Mainstream, which was funded by the Foundation. The conference was addressed by the Health Minister, Paul Boateng, and proved to be an important milestone for taking stock of the current position of the user movement, looking at its future direction, and simply for networking between many of the groups involved. 

The Foundation also asked Shaping Our Lives to undertake some additional research as part of Shaping Futures, a major new programme of consultation that it is initiating to develop ideas on the future of welfare and social care with a wide range of stakeholders. Shaping Our Lives is examining the best ways to involve service users and their organisations in the programme.

5. Conclusions and recommendations 

Shaping Our Lives has broken new ground in bringing together the issues and ideas around user involvement and around outcomes. 

Our key conclusions in looking at outcomes have been: 

1. Users must be involved in defining the aims and objectives against which outcomes are measured. Involving users at the measuring stage alone is inadequate and tokenistic. 

2. Unlike current thinking, which separates outcomes from the process of service provision, the perspective of users indicates that the two cannot be separated. This can be summed up in the principle that positive outcomes cannot come without good processes. 

3. Outcomes should be measured in a balanced way that combines qualitative and quantitative methods. Users are very clear in their view that outcomes are largely subjective in their nature, though they recognise that there is scope for broad objective measures as well.

Just as importantly, our work has suggested that the theme of outcomes is an important one for the user movement to take up. User involvement in defining and measuring outcomes has the potential to sharpen the focus of the idea and purpose of 'user involvement'. 

We have found some good examples of user-led organisations becoming involved in defining and measuring quality of services – Fife User Panels Project, Hampshire Consumer Audit Project/ Southampton CIL, the Patients Council at the Royal Edinburgh Hospital, Surrey User Network, Wiltshire and Swindon Users Network. It is now important that that this work continues and progresses and spreads throughout the user movement. 

To achieve this, we need long-term support for a national user organisation with a remit to facilitate information sharing and networking between user groups and to carry out some practical work with user organisations on user-led monitoring of outcomes.

This will be an important step towards a situation where users define outcomes as a matter of course because they have control over the care management and purchasing process.

Appendix: dissemination - list of conferences and articles

Presentations at National Conferences & Events

Social Services Research Group annual workshop - 1997 and 1998

NHS Conference on Outcomes - 1997

Annual Social Services Conference (keynote plenary presentation)- Blackpool October 1997

Councils for Voluntary Service - national group of community care development and liason officers - September 1997

Research and Consumers - What's in it for me? - NHS Executive - January 1997 

NISW Social Policy Forum seminar (Outcomes of Social Care) - March 1998

Presentations at Local Conferences & Events

Croydon User Forum - January 1998

University of Bath/Wiltshire County Council Social Services seminar -February 1998

Eastbourne - East Sussex Social Services - 1998

Lincolnshire Council for Voluntary Service user involvement conference -March 1998

Bradford Social Services - May 1997

London Borough of Waltham Forest - June 1998 

Older Women's Network - July 1998

Waltham Forest Association of People with Disabilities - September 1997

Highland Community Care Forum - September 1997

Articles published

Shaping Our Lives (i) Interim Report and (ii) Literature Review - October 1997

Chapter in Y. Craig (ed) 'Advocacy, Mediation and Counselling in Casework', Jessica Kingsley publishers 1998

Article in SSRG Journal -Autumn 1997

Community Care - User Involvement Supplement  May 1997

Social Services Policy Forum Paper No. 6: 'Outcomes of Social Care', 1998, NISW publications

'It's Our Day': Report of 'A National User Conference', 1998, NISW publications

'The Outcomes We Want': Statement on User Defined Outcomes, Shaping Our Lives National User Group, NISW publications, forthcoming

Submitted and waiting to hear - Disability and Society, Health Expectations

  Particularly The Standards We Expect (NISW 1996) and It's Our Welfare (NISW 1997)
 As detailed in the supplementary report by the project, Examples of work on quality and outcomes 

of services involving and led by service users
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