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I have got my life back…I am laughing all the time…I have got a life.  I have got choice.  I can do things…No such word as can't or no or you shouldn’t.

It’s about being treated with respect and with a certain amount of empathy.

you can start to relive your life in the way that you want to…  I have got freedom now which I felt for  years I didn't have.  I have got control.  I can control my own life now.

It really is the best thing since sliced bread.  I am totally in control.
it's built up my self esteem, given me a lot more confidence, made me feel I'm part of the real world, not just ermm, a drag on it, financially, and physically,……I feel now my horizons are limitless
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EXECUTIVE SUMMARY 

The project was funded for 2 years by the Wales Office of Research and Development and conducted by Dr Tim Stainton and Steve Boyce, Centre for Applied Social Studies, University of Wales Swansea.  

The research sought to address the following questions:

· How effective are direct payments in promoting the independence and well being of users?

· How effective is the support service provided by the ILS?

· Are direct payments cost-effective by comparison with conventional methods of service provision?

· How effective are direct payments likely to be for other eligible groups of service users?

The research was conducted in the City and County of Cardiff and the Vale of Glamorgan local authorities who jointly fund the Independent Living Scheme, an initiative of the Cardiff and Vale Coalition of Disabled People. Additional information was gathered from the neighbouring Monmouthshire Direct Payments Scheme.  

Research Methods

· Semi-structured interviews with 25 service users in Cardiff and the Vale and 10 in Monmouthshire

· Questionnaire surveys and interviews with social work staff

· Questionnaire survey of non users

· Focus groups of people with a learning disability and their carers and older people and their carers

· Interviews with key personnel from the ILS and local authorities

Summary of Main Research Findings

The main focus of the research was on the experiences of disabled people who use direct payments and this showed overwhelming support for direct payments as a means of providing assistance in comparison with conventional services, which many had found unsatisfactory.  Direct payments users particularly valued being able to select staff they could trust and feel comfortable with, control the times at which support was provided and the flexibility of being able to organise their assistance around their lives rather then the reverse.  There were high levels of satisfaction with the new arrangements, which had opened up a range of new opportunities for users and considerably enhanced their quality of life.

Most users viewed support provided by the ILS as essential to the successful management of direct payments, many of whom commented on the responsiveness and professionalism of the service.  The fact that ILS staff are disabled made the service fundamentally different to other services and was highly valued by users.  A minority of users however were uncomfortable with the campaigning activities of the Coalition and its association with the ILS and had initially been reluctant to use its services.  Once established, most users reported no major problems managing staff and money with ILS support, despite a lack of clarity around some issues such as use of direct payments and auditing accounts.

By contrast, some social workers with no direct payments users on their caseloads expressed concerns around management of direct payments by users, and were themselves unfamiliar with and lacked confidence in setting up direct payments packages.  However, those social workers with experience of direct payments were positive about the benefits they could provide and had generally found the process manageable.  Although setting up direct payments packages could be more time consuming than for conventional services the need for intervention later was often reduced.

Direct payments are generally at least as cost effective as conventional services with outcomes for users greatly improved.  In some cases they may be cheaper than conventional services, although cost comparisons vary according to overall numbers of users, prevailing rates for direct payments and care agencies etc. 

Given the necessary support infrastructure and training for social work staff, direct payments could offer similar benefits to other groups of service users, particularly to older people and people with a learning disability amongst whom there is interest in direct payments.

10 Key Findings

1. Direct Payments dramatically increase users felt degree of  independence and the control they can exercise over community care services. 

2. For most users the biggest single benefit of using direct payments is the ability to choose their own staff which can fundamentally affect the quality of service.

3. There is no evidence that direct payments present major problems for most users in terms of  recruiting and managing staff or finances. 

4. The ILS provides a comprehensive and cost effective support service to direct payments users and is highly regarded by them and by social work staff.

5. Users value having direct payments support provided by disabled people.

6. Greater clarity is needed around local authority policies and procedures relating to direct payments in Cardiff and the Vale and with the identification of key contacts for ILS and local authority staff, and direct payments users. 

7. Social work staff need further training and awareness raising around direct payments to enable them to encourage wider take up.

8. Direct payments could be effectively provided to other groups of users in Cardiff and the Vale if the right support and training is provided for them and for social work staff.

9. Direct payment users generally make more efficient use of community care funds than do conventional services.

10. Direct payments are generally at least as cost effective as conventional services with greatly improved outcomes for users. 

1. INTRODUCTION

The Community Care (Direct Payments) Act 1996 came into force in April of 1997 and gives Local Authorities the power to offer a direct cash payment in lieu of services to adults under 65
 assessed as needing community care services under S. 47 of the NHS and Community Care Act 1990.  The recipients must be ‘willing and able’ to consent to and manage direct payments (DP) alone or with assistance.  The recipient of DP then becomes an employer/contractor, in most cases using their DP to recruit and hire personal assistants to provide the required support.  As such, they take on all responsibilities related to that role (NI, Tax, ins. etc.).  Direct payments can be used for all eligible community care services except long term residential care.  

Though independent support, such as that provided by Independent Living Schemes (ILS), is not required, the Guidance and literature strongly advises that such support is essential to an effective direct payments scheme (Hasler et al, 1999; Disability Wales, 2000). The literature strongly suggest that DP are seen by disabled people themselves as a key to independence and control over their own lives (Hasler, 1999; Morris, 1993).  Typically support schemes for direct payments such as ILS are developed and managed by disabled people themselves and this is true of the Cardiff and Vale Independent living Scheme. 

The current research was conducted between April 1999 and April 2001 in the Cardiff County Council and the Vale of Glamorgan local authorities who jointly fund the Independent Living Scheme, an initiative of the Cardiff and Vale Coalition of Disabled People. Additional information was gathered from the neighbouring Monmouthshire Direct Payments Scheme.  At the time of the study the Community Care (Direct Payments) Act 1996 had been in force for two years with very little take up in Wales.  The Cardiff and Vale scheme represented both the first and most fully developed scheme in Wales and as such was an ideal case study for evaluating the implementation of direct payments in Wales.

Throughout the course of the study the scheme was evolving both in size and sophistication. This report is concerned with the scheme during the study period indicated above.  A further challenge to the researchers was the differences between the two sponsoring authorities approach to direct payments.  The Vale scheme was a pilot whereas the Cardiff scheme was not.  There is also wide variation in the financing and administration of the two schemes, where relevant these are indicated in the report.

The Independent Living Scheme (ILS) was officially launched in January of 1998 and, as noted, is part of the Cardiff and Vale Coalition of Disabled People.  During the Study period they employed a coordinator and an advisor as well as administrative support.  During this period the Scheme grew from 13 to 40 direct payment users, 30 from Cardiff and 10 from the Vale of Glamorgan. An additional 11 people use the ILS who use Independent Living Fund or private monies. Services provided by the ILS include information and advice about direct payments and employing personal assistants (PA’s); assistance with recruitment of PA’s; providing training and advice on becoming an employer; and, a payroll service.

The research sought to address the following questions:

· How effective are direct payments in promoting the independence and well-being of users?

· How effective is the support service provided by the ILS?

· Are direct payments cost-effective by comparison with conventional methods of service provision?

· How effective are direct payments likely to be for other eligible groups of service users?

To answer these questions the study sought to evaluate the project under four key domains:

1. User outcomes


2. Resource utilisation




3. Organisational/structural



4.  Replicability


3. METHODOLOGY
Given the broad scope of the research a multi-modal methodology was employed.  The primary methodology was qualitative user interviews. Triangulation was achieved through the comparison of data from the range of sources noted below.  Specific research methods and sample sizes were as follows:

1. Literature And Policy Review

An initial review of the limited existing literature on direct payments was conducted along with a review of relevant policy documentation.  In addition relevant related literature and policy was also reviewed such as literature related to the Independent Living Fund and similar programmes outside the UK.  Given the evolving nature of the subject, literature and policy reviews were an ongoing part of the research throughout.

2. User Interviews

The initial literature review was used to develop an interview guide for use in semi-structured interviews.  Pilot interviews were conducted with Direct Payment (DP) users in Monmouthshire (N10) to identify key areas for inclusion in the interview guide.  Subsequently it was decided that the data from Monmouthshire was useful in and of itself for certain user outcomes and for purposes of comparison so data from these interviews was analysed in the same manner as the core sample though kept isolated from the Cardiff and Vale sample.

The main sample was recruited through the Cardiff and Vale ILS who wrote to all Scheme users inviting participation in the study and requesting a confidentiality waiver for the research team to contact them.  25 positive responses were received 23 of whom were direct payment users, 1 being an Independent Living Fund (ILF) only user and 1 using private funds
.  This represented a sample of over 50% of current scheme users and a much higher proportion of users during the field research period.    The vast majority of users were physically disabled individuals under 65, reflecting the current users of DP in Cardiff and Vale (See App. One for participant characteristics).

All interviews were conducted using the interview guide developed through the pilot interviews (see App. Two) in the Users home and were audio recorded.  These were then transcribed and analysed according to themes and issues established through ongoing discussion between the two members of the research team  (See App. Three) using WinMax qualitative analysis software.  Demographic and resource utilisation information was also gathered through a questionnaire sent out in advance of the interviews.  Additional data on participants was gathered through ILS file reviews.

3. Non-take-up Questionnaire

In order to establish why people chose not to take up DP questionnaires were developed for people who had either contacted the ILS or attended an information session but had not subsequently taken up DP.  80 questionnaires were sent out with a response rate of 35% (N 28). (See App. Four)

4. Social Worker Survey

In order to establish Social Worker views towards direct payments a questionnaire was distributed to all Adult SW teams initially in Monmouthshire to develop the instrument and subsequently to Cardiff (238) and the Vale (38) with a 32% response rate (N88).  These were then analysed using simple statistical techniques (cumulative responses and percentage)(See App. Five).

5. Social Worker Interviews

In depth interviews were conducted with a representative sample of Social Workers who had indicated a willingness to be interviewed on the questionnaire.  Once again a pilot interview was conducted in Monmouthshire.  Three Social Workers in Cardiff and one in the Vale who currently had clients using DP were interviewed.  Four further Social Workers in Cardiff and three in the Vale who did not have clients using direct payments were also interviewed.  These were selected across a range of teams (Older persons, learning disability, mental health and physical disability) in order to investigate issues of applicability of DP and the ILS to client groups other than younger physical disability.  Once again, these were analysed on WinMax according to key themes and issues identified by the researchers. (See App. Six)

6. Key Informant Interviews

Interviews were held with key informants in the ILS and the Local Authorities.  In some cases this was a single interview and in others this was more of an ongoing dialogue as issues and questions arose.  (See App. Seven).

7. Focus Groups

In order to investigate the issue of replicability with other users not currently served by the ILS and the Cardiff and Vale DP schemes focus groups were arranged with representatives of a range of users and carers.  

	USER/CARER GROUP
	NUMBER 

	Carers of Older Persons
	6

	Older Persons (+65) CC Users
	3+1

	Learning Disability –Users
	7

	Learning Disability-Carers
	7


3    RESULTS AND DISCUSSION
Below we present the key results from the study and some summary discussion.  This section is organised initially along the lines of users experience, beginning with why they took up DP and then the outcomes they reported.  The next subsection considers the process they followed and looks at the organisational and structural issues related to using DP and the ILS.  This is then followed by a discussion of Social Worker views and experience of direct payments.  The final two sections discuss resources and cost implications and issue and finally, replicability.

3.1
USER EXPERIENCES

3.1.1.
Reasons For Taking Up Direct Payments    

Before considering why people choose to take up direct payments it is useful to note why people chose not to.  From the non-user survey it was clear that eligibility or problems in accessing direct payments, not a lack of interest or desire, were the main reason people did not take up direct payments.  Of the 28 respondents 3 were either actually on DP or were about to start; 3 were ineligible due to age (too young) and 2 were ineligible because they had learning disabilities and were considered unable to consent and manage DP; a further 10 wanted to use direct payments but were prevented by either external (e.g. no response/lack of support from LA) or personal barriers (e.g. current health).  Of those remaining only 5 indicated that they did not take up DP because they felt it was too complicated to manage or had too many administrative demands. This is somewhat at odds with the most common assumption about non take up which is that people are turned off by the administrative aspects.

For those who did take up DP, the move to DP usually occurred as a result of a problem or dissatisfaction with current care or a change in circumstances requiring a change to the care regime.  A number of the interviewees, particularly those in Monmouthshire had never previously received formal care services and for some of these, accepting any help at all was something they found difficult and there was a perception that any service directly provided would be stigmatised and of poor quality.  For the majority of users, however it was the experience of using conventional services that was instrumental in helping them to decide to opt for DP. 

Amongst those with experience of receiving conventional care services some had had positive experiences with a particular carer and in some cases individuals were now employed as PA's by DP users.  However, for most people, the experience of using conventional care services had been largely negative.  Interviewees identified a range of shortcomings with conventional care services and the way they created barriers to achieving a satisfactory relationship with care staff and constrained, rather than enhanced, their ability to achieve an independent life, in particular:

· the times at which the care service was provided, which was often incompatible with the lifestyle and commitments of service users.

there was such a lot of things I wanted to do but I couldn't, I couldn't do them because I was either waiting in for the Social Service Carers or you know, they'd come too late for me to do anything.

· The hurried nature of the service provided by staff who were sometimes under pressure to fit too many people into an already tight schedule.

· The problem of individuals not receiving their full service in terms of time spent with them.

· The heavy constraints imposed by rigid working practices that were insensitive to the needs and wishes of individuals.

that combination of the home care and the agency was really getting me down, to be told when you can have your help and told that you, what you got to do with it, and when you got to do with it, I would say it's too, it's too... bound up by rules and regulations.  Oh, I'm very glad I got out of it.

· The way in which tasks such as shopping were done for them, rather than with them, thus undermining their independence.

· The limited scope of the help provided which was often felt to be aimed only at meeting minimum physical needs 

They would help me down stairs and put me into my wheelchair and that is where you stay for the rest of the day sort of thing you know and if I said oh can we go out, no its raining can't go out in the rain.

· The lack of continuity of staff preventing the possibility of forming satisfactory relationships with them.  

I got used to one girl coming and all of a sudden, I was upstairs waiting for her to come one Friday morning, to bath and wash my hair, a complete stranger walked in.  Now I'm sorry I don't like that sort of thing, with no phone call from the agency.

· The need to explain tasks and routines anew each time to staff unfamiliar with their needs which for some people who experience pain and degenerative illness was distressing and dis-empowering.

· The problem of care staff being indiscreet and divulging personal information to others. 

· The attitudes of some staff who were described as patronising, overbearing, and even intimidating.

Some people had had experience of employing staff using ILF money and were therefore acquainted with both the benefits and the responsibilities of such arrangements.  For others, DP offered a creative way of providing services that were otherwise unavailable through conventional service mechanisms, such as childcare or individually tailored support for a person with a learning disability.  In general though the majority had transferred to DP as a result of needing to change the pattern or nature of their care or as the result of reaching a crisis point with their current arrangements.  There is little evidence of DP being promoted as a positive alternative to established care packages where there was no pressing need for change.  

3.1.2
Outcomes for Users of Direct Payments

The user interviews yielded a large amount of information on the benefits and pitfalls of DP and for most interviewees the experience had been overwhelmingly positive.  Only one of the thirty-five interviewees felt that direct payments had been inappropriate for her circumstances.  Particularly striking were the ways in which the positive effects of DP had permeated aspects of the lives of many users well beyond the direct influence of their care package.  Specifically, DP had benefited users by enabling them to exercise choice and control over the nature and timing of their assistance.

Without exception all interviewees placed great emphasis on the importance of being able to choose their own staff and this was the single most important benefit of direct payments for most users.  More than half the interviewees had known their staff prior to employing them using direct payments, either as agency or local authority carers or as friends or neighbours, and there is some evidence that service users are tapping into existing social networks to employ staff who have never previously worked in the field.  Many interviewees spoke about the importance of familiarity and empathy in the relationship and for some people the emotional support a PA can provide when coming to terms with illness or impairment was as important as the physical assistance they provided.

For those who employed friends or, in one case relatives, paying wages made them feel more comfortable asking for things to be done and several were glad to be giving something back to their carers who had perhaps provided unpaid care in the past.  Although for these individuals there may initially have been a little unease at formalising the arrangement there was a feeling that the clarity about when and how much assistance was being provided and payment for the work had made the relationship more enduring.

For other users, although happy with the much better relationship they enjoyed with staff since using direct payments, there was a feeling that boundaries between work and friendship needed to be clear and some people had experienced problems where staff had not respected this. 

The ability to control the timing and pattern of care provision had also had a positive impact on the lives of users, opening the door to a lifestyle much less constrained by the need to adhere to externally imposed routines.  The opportunities for overseeing the tasks that staff carried out were also broadened by the absence of care provider working practices and restrictions on what staff were permitted to do.  

Most interviewees reported a much greater degree of independence as a result of using DP.  On a practical level the flexible nature of DP funded care and the control users exercised over its delivery created possibilities for much greater involvement in the tasks of everyday life and in activities to facilitate personal development and involvement in the wider community.

A number of interviewees were engaged in voluntary work, often for organisations which support disabled people, or campaign for the interests of disabled people such as CVCDP or the Spinal Injuries Association. In each case the level of involvement they have attained would at best have been difficult and at worst impossible without the flexible care arrangements offered by DP.

Several interviewees were attending further or higher education courses to pursue vocational courses and one individual used personal assistance when at work.  Users were able to participate in social, work and educational activities by virtue of the timing and nature of their personal assistance since flexible routines were possible. 

I've got to learn how to master the computer and learn to do what I want to do on it, so I know the Penarth Adult Education Service are running some courses in the summer or I might go down to Barry College and take one up down there, so yes again, the flexibility of the ILS will enable me to go off on a day and know, which is what I do now.

However, the flexibility of times and routines were not the only way in which a broader range of activities were facilitated.  Some users felt that such activities had been made possible by the skills and enthusiasm of their PA's.  Some felt comfortable leaving their PA's to work in the home whilst they were out, reflecting a measure of trust rarely possible with frequently changing agency and social services staff. 

There are, therefore a number of features of DP, in particular the flexibility and control they give users, that allow a much broader range of activities to be undertaken then with conventional services.  However, also striking are the psychological benefits for people who use DP as also identified in other studies (Glendinning et al 2000).  Many interviewees spoke about feeling more confident, optimistic and positive about their lives, and of feeling motivated to explore new avenues in ways that hadn't seemed possible before.

it's built up my self esteem, given me a lot more confidence, made me feel I'm part of the real world, not just ermm, a drag on it, financially, and physically,……I feel now my horizons are limitless. 

Some reported that the burden of poor, sometimes worsening health had been lightened.  Some had a fluctuating conditions  and others had suffered the trauma of an accident or amputation or a sudden onset of debilitating illness.  For these interviewees the presence of trustworthy, sympathetic, dependable staff played a major role in helping them to come to terms with and manage their illness.  Having staff that were familiar with their condition and assistance requirements, who didn't need to have the issues explained anew each time was highly valued.   

Feeling confident that their personal assistance was dependable and within their control had removed a source of stress and anxiety for many users, allowing them to focus more energy on healthcare and therapeutic regimes to ameliorate the effects of their illness or impairments.  One person was able to attend a pain management course as a result of employing PA's whom she felt able to trust to look after her children and this had dramatically improved her quality of life.

It's changed my life being able to go out and it's made me accept things the way that they are a lot better than sitting in dwelling on it, you know

Interviewees reported no significant change in use of health services arising from their use of DP. One user reported that the district health nurse had suggested that the PA could do the tasks they currently carried out but the user chose to continue using the district nurse and there was no suggestion, at the time of interview, that this service would be withdrawn now that an alternative was available This is somewhat at odds with other research which reported the withdrawal of health services once a PA was in place (Glendinning et al 2000). For most users there appears to a clear distinction between personal assistance and health care which is at variance with other research on direct payments that found many users disinclined to distinguish between the two (Glendinning et al 2000).  A number of users attended appointments at specialist outpatient services, sometimes at considerable distance from home and there were clear benefits from using DP for these users in terms of flexible times and assistance in attending appointments.

3.1.3
Effects of Using DP's on Other Members of the Family

Most of those interviewed depended to a greater or lesser extent on other members of their families for some of their care.  For some people the burden of care remains heavy even with DP's and users reported a strain on relationships and on the health of carers since care packages were too small to reduce the burden substantially.  However, family carers enjoyed many of the same benefits as users from DP.  The increased flexibility of the new arrangements had allowed some to continue shift working which would not have been possible using SSD/agency care, and the dependability of PA's had reduced the number of crises requiring intervention by family members where agency/SSD staff had let them down.  The greatest benefits, however to other family members were in the positive relationships people now had with their PA's and the much greater confidence they felt in the care they were receiving.  Carers were more likely to be able to take an evening off, for example by virtue of the flexibility and sometimes reported feeling more able to 'let go' a little, knowing that their disabled relative was receiving high quality assistance. 

3.2
PROCESS, ORGANISATION AND STRUCTURAL ISSUES
3.2.1
Information on Direct Payments

For most people the primary source of information on direct payments as with other services is their social services department, and usually their Social Worker This is consistent with previous findings (Dawson, 2000).  However, despite some notable exceptions, a number of interviewees felt their Social Workers were poorly informed about DP and sometimes gave them inaccurate information as a result. 

The lack of awareness of DP amongst Social Workers working in adult services generally in Cardiff and the Vale is borne out by the Social Worker survey in which 28% were unaware of DP and less than half of respondents (47%) said they had received information and training on DP. 

Although Social Workers tended to provide initial information, in most cases individuals were quickly put in contact with the ILS who then provided much more comprehensive information usually by visiting potential users at home.  A significant contribution to awareness of DP was made by the 'Taking Control' open meetings held by the CVCODP during 1999 and a number of the current users of DP became aware of DP's through this means.  There was a feeling amongst some interviewees that DP were not sufficiently well promoted by SSD staff and that other disabled people are being denied the opportunity of enjoying the benefits of DP. 

3.2.2
Setting up and Managing DP Packages

The majority of interviewees had had a new assessment prior to taking up DP since for many changing to DP marked a change in their circumstances requiring a new or larger care package.  The process of setting up DP was felt to be unnecessarily lengthy and complex by some users but greatly alleviated for some by the input of the ILS.  However, other users reported a smooth and efficient transition to DP and found the process quite manageable.

Most users felt comfortable with the management of their DP once they were familiar with the necessary systems and had received support and training from the ILS.  For several users who had previously held jobs in administration or run businesses the paperwork presented no challenge and some were pleased to put their skills and experience to good use.  Others valued the opportunity to learn new skills in book keeping and managing finances from ILS staff.  There was, nevertheless a significant minority who found the administration difficult and time consuming and these were often people who employed a number of PA’s and/or used Independent Living Fund money in addition to their DP which created additional difficulties around administering two different and incompatible systems.  

The vast majority of interviewees regarded the support offered by the ILS as essential to the successful management of their DP.  Some individuals made extensive and ongoing use of the available support, whilst others felt able to manage with only occasional help after initial input from ILS staff.  The majority of interviewees in Cardiff and the Vale made use of the ILS payroll, which considerably reduced the administrative burden and was considered by most to be an essential part of the ILS service.

The payment of DP's by local authorities had for most users occurred regularly and reliably although in many cases the first payment had been late or incorrect.  However, a minority of users had experienced ongoing problems with late or incorrect payments and this had been the cause for considerable anxiety and of embarrassment at being unable to pay their staff.  Some related having to spend considerable time and effort dealing with these problems.

At the time of the interviews (mid 1999 to mid 2000) most participants had never had their accounts audited by their local authority.  This was particularly true for users in Monmouthshire and in the Vale where some people had been receiving DP's for well over 12 months without audit and one user had arranged for three private audits to be carried out to reassure herself that everything was in order.  There was a strong desire amongst interviewees to be seen to be managing their DP's responsibly and prudently, and not a little pride amongst some that they were succeeding in their endeavours.  Several users were unclear about the permissible uses of DP and would have liked more clarity regarding this.

3.2.3
Staff Recruitment

The majority of interviewees had employed staff previously known to them.  In some cases they were agency or Homecare staff with whom they had formed a good working relationship, in other cases they were friends or neighbours, or in one case in Monmouthshire they were relatives.  In general, those people with larger packages were more likely to need to advertise for staff, particularly since they usually needed to recruit people who were able to work longer or unsocial hours, although most experienced few problems in selecting suitable staff from the available applicants.

For most users recruiting staff for the first time was a daunting prospect although the process was made much easier with the help of the ILS.  Users greatly valued advice on drawing up job descriptions, advertisements and interview schedules and the availability of the ILS offices and staff for interviews which made them feel more confident and less vulnerable than when interviewing in their own homes.  As a precaution against mismatch some users had found it helpful to appoint staff for a trial period, typically three months, to ensure the arrangements were suitable for both parties. 

Although some users had preferred to recruit staff with training and experience, particularly in providing personal assistance, others felt it was more empowering to train their own staff in the ways they wanted to work.  Indeed some deliberately avoided appointing ex-agency or Homecare staff as a result of bad experiences with such workers who they felt brought the wrong attitude and poor working practices to the job.  Nevertheless some users would have welcomed the availability of training for staff in, for example lifting and handling, disability awareness and epilepsy but could not take advantage where it was available since the level of DP did not cover staff training time.

3.2.4
Managing Staff

Although managing staff was an entirely new experience for most users there was a feeling that the process of recruitment or the formalisation of an existing arrangement had helped create the foundations of a good working relationship.  For the first time in most cases users had had the opportunity to select staff that were compatible with their requirements and with whom there was clear agreement on the role and duties that were expected of them.

Some users initially found it difficult to be assertive and make demands of their PA's, particularly if they were friends or had previously worked unpaid for them.  However, most soon gained confidence and reported that they felt comfortable with the new working relationship. In general users reported very high levels of satisfaction with their staff once the employer/employee arrangement was clear and any teething problems had been ironed out.

A number of users had experienced problems with staff, although they felt that they had become much more skilled at choosing the right people for the job as a result of their initial mistakes.  Several had had to dismiss staff, often because they felt they had brought the wrong approach to the job, having worked for agencies or local authorities, and two had dismissed staff for misconduct. However, despite the stress this had caused them none were deterred from using DP since they now felt in control of their staffing arrangements.

3.2.5
Backup.

Users with more than one PA frequently reported that in the absence of one member of staff, others covered although for many Users a more formalised arrangement was necessary, and the services of an agency were required.  In Cardiff and the Vale the ILS had agreed an arrangement with the Opportunity Housing Trust under which care staff would be available to cover for DP users.  Several had made use of this arrangement and all had found it to be satisfactory.  Other interviewees had used care agencies to cover for staff absences with mixed results, but the higher costs had sometimes prohibited extended use and individuals had had to manage with fewer hours than usual during their staff absence to avoid overspending their DP's. 

3.3 THE INDEPENDENT LIVING SCHEME

The support service provided by the Cardiff and Vale Coalition of Disabled People ILS has been central to the success of most users in setting up and managing their direct payments, and most were generous in their praise for the ILS and its staff.  The ILS provides information, advice on and support with all aspects of DP's including staff recruitment and management, record keeping, training for DP users and a payroll service.  It also promotes the use of DP amongst disabled people by running awareness raising events and offers training to SSD staff in DP's. All staff employed by the ILS are themselves disabled. The Independent Living Scheme is funded by Cardiff Community and Families Division and the Vale Community Services to a ratio of 72:28 respectively, broadly reflecting the proportions of DP users in each authority.

Since the Cardiff and Vale DP scheme was the first (and remains) the largest in Wales the ILS has played a significant role in the development of DP by offering information and advice to disabled people and local authorities wishing to establish schemes in other part of Wales, and by disseminating information on DP to the National Assembly.  The Coalition itself, which has a membership of approximately 200, campaigns for the rights of and improvements to support services for, disabled people. The services of the ILS share a value base with the Coalition which operates within the social model of disability and views DP as one aspect of the promotion of independent living for disabled people.

Most users came into contact with the ILS early in the process of considering DP's, having usually been referred by their Social Worker.  ILS staff therefore play a central role in helping individuals to decide whether or not to proceed with DP.  Almost invariably users described the information and advice provided by the ILS as comprehensive and balanced, with no pressure to make a decision one way or the other.

Many interviewees commented on the responsiveness, sensitivity and professionalism of ILS staff and these qualities had clearly impacted on individual decisions to take up DP's.  Users frequently praised the efficiency of the service and in particular the way in which enquiries or problems were always responded to promptly. The sensitivity and empathy of the service provided by ILS staff provided a ready contrast to what had often been negative experiences with conventional care providers.

For most users, the fact that staff of the ILS are disabled made a crucial difference to the quality of the service they provided.  Many interviewees felt that ILS staff understood in a way that SSD staff often did not about what it was like to be disabled and in particular that they had had to fight the same battles and negotiate the same barriers themselves.  Some people felt amongst friends in the ILS and wanted to contribute to the development of DP by, for example contributing to the Coalition newsletter or by relating their experiences of using DP's to other disabled people at Taking Control Days in the hope of encouraging wider take-up.  Interviewees described how the support of ILS staff had given them greater self-confidence, and some saw the staff as role models for what could be achieved by disabled people.  In these ways the value base of the Coalition had clearly impacted positively on the service users experienced from the ILS. 

it doesn't matter how well-meaning or how wonderful an able-bodied person is they have no idea what we go through, not just physically, but mentally.  But because they (the ILS) are run by the disabled, for the disabled, we can relate to each other and that is, I've never found that in any way, and I've been disabled for almost ten years now and I haven't felt that anywhere else.

However, whilst there was near universal approval for the attitude and sensitivity of current ILS staff, and strong agreement on the importance of having the service provided by disabled people, a minority of users were uncomfortable with the association between the ILS and the Coalition which they regarded as too militant to represent their own views.

Overall the impression given by interviewees was that the service provided by the ILS was closely attuned to the needs of disabled people and genuinely empowering.  Satisfaction with the service was accordingly very high.  For some people the initial support of the ILS had given them the skills and confidence to manage with minimal further help, whilst for others, the availability of ongoing support was vital.  But whether comprehensive help or only occasional advice and information were needed users felt able to determine the level of support required themselves.  The evidence then suggests that the Coalition and the ILS are an excellent example of partnership between disabled people and local authorities as recommended by Hasler et al, (1999).

3.4
SOCIAL WORKERS AND DIRECT PAYMENTS

Data for the following discussion is drawn from a questionnaire survey of all Social Workers working in adult services across the 3 local authorities, and from in-depth interviews with 12 Social Workers across the range of adult specialisms.  Of particular interest in the context of DP's were the changes in work patterns and relationship with clients brought about by the introduction of DP and the views of Social Workers on the benefits or otherwise of DP in the way they are currently provided.

In general Social Workers with direct experience of DP viewed them as a positive development, allowing them to offer a broader range of options and therefore a better service to their clients.  However, outside services for adults with physical impairments and the hospital teams where DP users are concentrated, awareness of DP was low and some staff in learning disability and mental health were quite unfamiliar with the concept.  Amongst these staff there is more scepticism around the practicality of DP although some were enthusiastic about the possibilities for their own particular client groups.

3.4.1
Effects of DP On Work Patterns

The process of assessment and the timescale for reviewing packages was identical for all service users whether or not they used DP.  In terms of the changes to work patterns of Social Workers with clients who use DP the view across the sample was that while initially more time consuming, less input in terms of ongoing support was required when compared with conventional packages.  This is borne out by the user interviews who typically remarked that they rarely saw their Social Workers after taking up DP.  In general this was regarded positively by both users and Social Workers who saw this as evidence of greater independence and satisfaction with their assistance.   

The extra time required to set up DP packages is likely, in part at least to stem from the unfamiliarity of Social Workers (and other SSD staff) with DP and the lack of opportunity for most to gain experience of DP since no respondents in Cardiff and the Vale had more than three on their caseloads.  However, opinion was divided on the issue with some suggesting that the setting up process was complex and time consuming and others that the ILS support scheme could be relied upon to carry out most tasks.  This may reflect variable awareness of the role of the ILS and also the wide variation in the types of support packages funded by DP in the study. 

The reduction in the need for ongoing support reflects the lessening need for Social Worker involvement in the day to day management of individuals' care packages and in particular for dealing with service failure by agencies/Homecare services which was widely felt by Social Workers to be a time-consuming and frustrating part of their work.  There was a feeling that, notwithstanding monitoring responsibilities, once DP were established many of the day to day issues would be managed by the ILS. 

In terms of monitoring care packages there was a feeling amongst Social Workers that this was made more difficult by the distance now created between themselves and DP users and, to some extent by the loss of informal exchanges of information with agency/Homecare staff.  Social Workers now relied much more on their DP using clients to tell them about any problems or changes to their needs and there was a large element of trust in the arrangement.  This was viewed by some as a positive and empowering aspect of DP and by others as a worrying loss of control over people's care packages.

Some Social Workers found the prospect of setting up a DP package for the first time somewhat daunting.  They were unclear about their new role and feared they may be asked to engage in financial management for which they are not trained.  However, those with DP users on their caseloads generally felt that the task had been easier than anticipated, and there is no evidence from the user interviews that Social Workers were discouraging people from taking up DP; indeed, amongst those who commented on their Social Worker's attitude to DP it was usually to praise their supportiveness and encouragement.  

However, there were a number of anxieties evident, particularly among those with no experience of using DP.  These mainly centred on the difficulties they anticipated users might experience in managing money and administration, and on the risks of exploitation of vulnerable users by their PA's.  Some of these issues are discussed in more detail under Replicability (3.6).  

Social Workers cited a number of issues that concerned them in relation to the shift in responsibility for managing staff and money from social services to users , including problems finding staff given the lack of training and career structure, paying for time when training PA's(?) and providing support and supervision for staff, risk management and health and safety issues for staff working in the homes of DP users.  As indicated above, User experience do nor bear these fears out. 

In general most Social Workers appeared not to have fully embraced the need to relinquish control over some aspects of care management, a finding echoed in other studies (Dawson 2000).  However, most viewed a future with a larger role for DP positively and suggested that by allowing users to take more control over the day to day management of their care packages the effect would be to allow Social Workers to devote more time to what some regard as 'traditional' social work including counselling and preventative work. 

3.5
RESOURSE UTILIZATION AND RELATED FINDINGS

The study was not designed to provide definitive cost comparisons with conventional services.  We were however able to investigate various aspects of resource utilisation and cost related issues.  Below are the key findings related to cost and resources.

3.5.1.
Cost Comparison With Conventional Services

It is difficult to arrive at any definitive comparison of the cost of direct payments and conventional services due to the multiplicity of variables involved in any given case.  For example the rate paid by local authorities for direct payments and for in house or independent sector providers will have an immediate bearing on any comparison.  Even more complex is the issue of on cost such as audit cost or opportunity costs such as case manager time which in turn may be effected by the complexity and size of the care package.  

Appendix eight provides a set of four examples of actual users support cost on direct payments including an estimate of the cost to the LA of the ILS
.  These are then compared to the cost of both in house and independent sector home care in Cardiff and to the independent sector care services in the Vale.  This analysis suggest the following:

· In Cardiff with the rates in force during the study period Direct Payments are significantly cheaper than conventional in house services and cheaper than all but the lowest rate independent sector services.

· In the Vale of Glamorgan, who pay a higher rate as well as variation for weekends, Direct Payments are somewhat more expensive except for the higher rate of independent sector care where direct payments are cheaper.

These findings are consistent with a similar study in Norfolk which overall suggests that DP are generally cost neutral when compared with conventional service provision (Dawson, 2000).  There are also a large number of other factors which will effect the cost of direct payments:

3.5.2 Additional Costs Potentially Associated with Direct Payments

· Cost of auditing books is estimated by Cardiff finance staff @ £70 per person per audit.

· Possible extra time spent by care managers setting up DP packages, particularly if inexperienced in using DP.

· Extra costs of suspending care at short notice (e.g. for hospital admission) which can be more problematic with staff employed by DP users than with Homecare/agency staff.

· Hospital admissions of DP users can cost the LA more than for conventional service users since PA's are usually paid a retainer of 50% of their wages whereas agency/Homecare staff are usually withdrawn within 48 hours.

3.5.3
Potential Savings Associated with Direct Payments

· DP users often employ neighbours/friends who can make brief visits and very flexible care, sometimes at short notice making more effective use of staff time than is often the case with agency/Homecare staff.  Agencies charge 75% of the hourly rate for 30 mins. care.  

· The flexibility of DP generally allows care to be more closely tailored to fluctuating needs hence increasing efficiency.

· Payments to agencies are made weekly, DP's are paid monthly, thus reducing administration costs.

· Local authority charges are recovered at source with DP thus reducing administration costs.

· Care managers report that less frequent ongoing contact is necessary once DP are set up.

· Service failures from agencies and Homecare services create extra work for case managers who have to resolve such problems, this is no longer the case with DP’s.

· There is evidence that agency staff in particular sometimes do not work all their allocated hours whereas PA’s are reported to work full hours suggesting better value for money with DP’s.

· Many DP users say their staff make much more efficient use of the time than did Homecare or agency staff.

· User creativity in managing staff frequently results in an increase in hours per pound when compared to LA or independent agencies.

3.5.4
ILS Related Resource Issues 

· DP users who make use of the ILS and payroll keep accounts that are much easier to audit than those who don't, thus saving audit staff time.

· The ILS provide much of the initial and ongoing support to users, including crisis support, which would normally be provided by the Social Workers.  

· ILS support in preparing for assessment can expedite process though it may cause difficulties if a major discrepancy exists between LA and ILS supported assessment.

· ILS provide the bulk of information and training on DP’s to potential users.

· The National Centre for Independent Living estimates the cost of providing a basic support service for 35 users at £30,000-£50,000 (Hasler et al, 1999).  The Cardiff and Vale ILS fall within this range on a per capita basis but provides more than a basic service.  User and Social Worker satisfaction with the service was extremely high suggesting that the ILS is excellent value for money.

· The ILS represents good value for money in terms of both efficiency and effectiveness but would benefit from more regular funding arrangements and an agreement on cost and volume to ensure their resources are sufficient to meet demand.

3.5.5
Other Resource And Cost Related Issues

· In general users in the Vale were happy with the current DP rate while those in Cardiff found it more difficult to manage on the current rate.

· Lack of variable rates in Cardiff creates difficulties for users in terms of paying higher rates for weekends and holidays.

· Lack of clear guidelines on eligible expenses in both Authorities creates confusion and anxiety for both DP Users and Social Workers.

· There is a lack of clear guidance on both the rules and process regarding surpluses built up in DP accounts and repayment.  User report that the surpluses provide reassurance against emergencies but the lack of guidelines on surpluses creates anxiety and uncertainty.

· While user accounts are generally kept appropriately and punctually, audit processes by LA’s is generally not consistent and does not follow their own guidelines on frequency.

· While most Users are very keen to be good employers they are often hampered by a lack of flexibility and an inability to offer regular pay rises due to a lack of regular increments in DP levels.

· Rates of pay for PA’s are generally higher than for agency staff  but Users also report higher quality of work.

· There is evidence to suggest that considerable opportunity cost savings could be achieved by the LA’s with better policy, systems and procedures, and a critical mass of users.  This is particularly true of the Vale where the programme has operated as a pilot but with little evidence of the criteria or timetable for a decision on its future.

· Current policy in the Vale, which requires DP Users to first use conventional services for a minimum of four weeks substantially increases opportunity costs and acts as a barrier to DP for some Users.

In summary, Direct Payments as supported by the Cardiff and Vale Coalition Independent Living Scheme represent a substantial improvement over traditional arrangements from a cost benefit perspective, though on straight cost comparison they are generally cost neutral.  There is strong evidence to suggest that greater opportunity cost savings can be anticipated in Cardiff and particularly the Vale when the schemes become more fully integrated into practice and procedures and when certain policy and procedural issues noted above are addressed.  The evidence also suggests that the current Cardiff rate, while ensuring greater cost savings, may be slightly low and lack enough variation to effectively meet user needs.

3.6
REPLICABILITY

Although the Community Care (Direct Payments) Act (1996) makes direct payments available to all groups of adult community care service users the vast majority of those who use them in the UK are those with physical or visual impairments.  This pattern is reflected in the sample of users interviewed for this study, and although among the three authorities Cardiff alone restricts DP to people with physical impairments only Monmouthshire had users with other types of impairment.

One of the aims of the study was to examine the issues surrounding the replication of DP to other community care groups. Data from the Social Worker survey and interviews, the focus groups for older people and their carers and people with a learning disability (LD) and their carers and key informant interviews in both the study area and in other authorities will form the main data sources for the following discussion. 

3.6.1
People With a Learning Disability.

Although people with a learning disability have always been eligible to take up DP, the take up amongst this group across the UK and particularly in Wales, has been minimal.  There are a number of reasons for this, in particular uncertainty around interpreting the requirement in the legislation that individuals must be 'willing and able' to receive DP; lack of a support service sufficiently geared to the needs of people with a LD; reluctance amongst social services staff to promote DP; and, lack of knowledge about DP amongst people with a learning disability and their carers (Stainton and Boyce 2000).

Within the three LA’s in the study only one person with a LD was receiving DP.  The Cardiff scheme excluded LD, and although the Vale included LD in its pilot scheme the authority was cautious in its interpretation of 'willing and able’ and had not yet offered DP to any service user with a LD despite request from carers.

Whilst some participants in the focus group for LD had had discussions around DP in the past it was clear that for some the concept of exercising choice and control over their services was unfamiliar and would have represented a considerable departure from their current experiences.  Most participants had clear views about changes they would like to make to their current living arrangements and day time activities and would have welcomed the opportunity to exercise more choice and control over them.  There were also clear views about the kinds of staff they would choose to employ to provide their support given the opportunity.  There was some anxiety around managing money and some felt they would need a lot of support with this.  It was clear also that for some users the shift from viewing staff as authority figures to employees would be a big one although the feeling overall was that with good support they could offer substantial benefits. 

Social Workers were generally positive about the potential benefits of DP for people with a LD in terms of giving users more control and ownership of their care package, thus reducing their dependency on social services and enhancing in terms of positive outcomes, and of the possibilities for personal growth and development.  However, they expressed serious reservations about the provision of DP for LDs.  These mostly centred on two main issues: the control of DP; and, the recruitment and training of staff.  

There was considerable anxiety around ensuring that DP users were able to retain control of their DP and fears that parents or carers would assume control on behalf of users.  This could lead to the employment of staff and the direction of support which reflected the wishes of the parents and carers more than users themselves, as had happened, in their view, with some that used ILF money.  Even independent living trusts were felt to vulnerable to control by parents and carers who could select trustees to carry out their own wishes rather than those of the DP user.  There were also worries about the availability of honest, reliable staff, and about the provision of training and ongoing support for them.  There was a strong feeling that independent advocates would be needed to ensure that the wishes of users were respected and that support was available with managing DP and to deal with staff management issues. 

These comments suggest a considerable degree of mistrust between SSD’s staff and parents and carers, and this was reflected in the deliberations of the carers focus group in which some participants expressed anger at the way they had been treated by the SSD.  Opinion amongst carers was divided as to the merits of DP with some feeling that they would offer a wider choice of support possibilities unconstrained by the structures and regulations of the SSD.  There was considerable scepticism about both the likelihood of DP becoming widely available for people with LD since LA’s would always be able to use the 'excuse' of the 'willing and able' provisions in the Act to exclude them and because services were in any case perceived as inadequate and under funded.  For some participants the possible benefits of DP would be outweighed by the burden of administration and staff management on families already burdened by battles over conventional services and caring for their sons or daughters with a LD, and that DP rates were in any case too low to attract and retain the right quality of staff.

3.6.2
Older People

Although the Act specifically excluded people over 65 years old from receiving direct payments changes during 2000 permitted local authorities include older people in their schemes although none of the authorities in this study had specific proposals to extend their provision.  There was therefore little awareness of the purpose and nature of direct payments amongst the older people and their carers who participated in the study, although there was considerable interest amongst some.

Members of the older person's focus group had all had experience of using conventional care services and some had clear views about how direct payments could offer a better alternative.  Many of the issues identified by the group mirror those of DP users including the importance of compatibility, trust and dependability of staff and of consistency of personnel.  Some people liked the social aspect of the care process and would have welcomed the opportunity to employ staff whose company they would enjoy, and who perhaps lived locally and were willing to provide a flexible service.  The possibilities for purchasing respite care using DP were welcomed by some individuals who felt their current options were limited.  Some however were satisfied with their existing services and preferred to have them organised and provided by social services.   

There was some anxiety around paperwork and employment responsibilities and this was sufficient for some individuals to dismiss DP as an option.  All felt they would make full use of the support of the ILS with these tasks.

From the Social Worker perspective DP offered the benefits of providing services that were more flexible then conventional services, and allowed users to select their own staff.  Some felt that the restrictions on employing other family members would limit the possibilities of using DP for many older people but that there were good opportunities for employing local carers, particularly for people with small care packages.  One Social Worker felt that DP offered possibilities for enhancing the independence of older people and delay the onset of physical and mental deterioration of those with dementia.

Overall, however there was concern amongst Social Workers, older people and their carers that the financial resources available to fund services were inadequate both in absolute terms and by comparison with other groups of community care service users.  Therefore, although there is evidence from this study that DP users make more effective use of resources than conventional services the possibilities for real improvements to quality of life that DP can offer are likely to be severely constrained by the pressure on resources for all groups of service users but for older people in particular. 

The study had originally planned to look at two further groups, HIV/AIDS and people with mental health problems.  Unfortunately we were unable to organised focus groups for these populations.  The above results must be taken with some caution as limited data was available.  They do suggest however that there is at least some interest in DP amongst these groups and that LA’s should look carefully at how these groups might access DP.  The ILS has also indicated a willingness to provide for these populations which given their experience and expertise seems a reasonable place to begin, although serious consideration will need to be given to the peculiarity associated with supporting other population.

4.
CONCLUSIONS

In conclusion, we can return to the four key questions the research sought to answer:

· How effective are direct payments in promoting the independence and well-being of users?

Clearly the evidence from the Users strongly suggests that both independence and well-being is greatly enhanced by DP and this is confirmed by the Social Workers involved.

· How effective is the support service provided by the ILS?

Once again the evidence from Users, Social Workers and key informants is almost universal in their positive regard for the ILS’s effectiveness and efficiency.  Users particularly appreciated that this competence was coupled with responsiveness and empathy, enhanced by the fact that the staff of the ILS were themselves disabled and were part of an organisation with strong values and commitment to principles of disability equality.

· Are direct payments cost-effective by comparison with conventional methods of service provision?

While the estimate of direct cost comparison is complex with DP, the evidence from this study suggests that DP are generally cost neutral.  On a cost benefit or ‘best value’ basis, there is strong evidence that DP are much more effective than conventional modes of service delivery.

· How effective are direct payments likely to be for other eligible groups of service users?

The evidence from this study is limited on this question, however it does suggest that there is sufficient interest amongst those with Learning disabilities, older people and carers to warrant serious investigations of how best to support these groups by Local Authorities.

In summary, the Cardiff and Vale direct payment scheme and the Cardiff and Vale Coalition of Disabled People’s Independent Living Scheme provide a good model of practice for other LA in Wales.  While difficulties with the administration of DP’s on the part of the LA’s remain to be resolved, in general both Authorities are to be commended on their quick and effective response to this new method of provision and particularly for their support for the ILS.  The Cardiff and Vale Coalition of Disabled People’s Independent Living Scheme itself clearly has established itself as a model of good practice and should be seriously studied by other authorities as a model to be emulated.

4.1 Key Recommendations

11. Greater clarity is needed around local authority policies and procedures relating to direct payments in Cardiff and the Vale particularly in terms of audit schedules and process, surplus recovery, allowable expenditures on DP’s and with the identification of key contacts for ILS and local authority staff, and direct payments users. 

12. Social work staff should receive further training and awareness raising around direct payments to enable them to encourage wider take up.

13. Authorities need to consider how direct payments could be effectively provided to other groups of users in Cardiff and the Vale and how appropriate support can be provided.  Training will also be required for users and social work staff.

14. The Vale should give serious consideration to ending the pilot status of DP and establish clear policies and procedures which will allow for the expansion of the scheme.

15. The Vale should consider ending the policy of requiring users to initially take up a conventional package before beginning DP.  This is both inefficient and creates a barrier to take up.

16. Cardiff should consider reviewing both the level of its DP rate and consider the introduction of variation in rates for weekends and holidays.

17. LA support for the ILS would benefit from being both longer term and attached to some method of cost and volume funding.  This is essential for current user security and to allow for reasonable expansion.

18. The Cardiff and Vale Coalition of Disabled People and its ILS scheme would benefit from greater separation, though evidence would suggest it should remain within the Coalition.  Consideration should be given to greater administrative separation and stronger separation of identity through use of separate letterhead for example.

19. The ILS should engage in discussion with the LA’s over the implications of supporting other groups of users.

20. The NAW should encourage the development of DP along the lines developed in Cardiff and Vale, particular in terms of the ILS support model.

21.
Further research on the application of DP to ethnic minority populations would be useful as none were part of the current study and evidence suggests that take up amongst this group is lower than the population demographics would warrant.  Consideration may also want to be given to a study on PA’s whose views were not part of the current study.
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APPENDIX I

User Details: Cardiff and the Vale
	Code
	Sex
	Age
	Others 

in house
	DLA
	Income Support
	Housing Benefit
	Sickness 

Benefit
	SDA
	Incapacity 

Benefit
	Mobility

Benefit
	DP's
	ILF
	No. 

PA's
	No.

Hours DP's
	No.

Hours ILF

	C1
	M
	43
	0
	Y
	Y
	Y
	Y
	N
	N
	N
	Y
	N
	2
	132
	0

	C2
	F
	41
	0
	Y
	N
	Y
	N
	N
	N
	N
	Y
	Y
	5
	128
	432

	C3a
	M
	36
	1
	Y
	Y
	N
	N
	N
	N
	N
	Y
	N
	1
	56
	0

	C3b
	F
	38
	1
	Y
	Y
	N
	N
	N
	N
	N
	Y
	N
	1
	8
	0

	C4
	F
	49
	3
	Y
	N
	N
	N
	Y
	N
	N
	Y
	N
	3
	80
	0

	C5
	F
	55
	2
	Y
	N
	N
	N
	Y
	N
	N
	Y
	N
	3
	60
	0

	C6
	M
	19
	2
	Y
	N
	N
	N
	Y
	N
	N
	N
	N
	3
	360
	0

	C7
	F
	53
	1
	Y
	N
	N
	N
	Y
	N
	N
	Y
	Y
	6
	123
	237

	C8
	F
	53
	1
	Y
	Y
	Y
	N
	Y
	Y
	Y
	N
	Y
	2
	0
	132

	C9
	F
	23
	1
	Y
	N
	N
	N
	Y
	N
	N
	Y
	Y
	5
	125
	435

	C10
	M
	23
	3
	Y
	Y
	N
	N
	N
	N
	N
	Y
	Y
	2
	120
	160

	C11
	F
	56
	2
	Y
	N
	N
	N
	N
	N
	N
	Y
	N
	3
	120
	0

	C12
	F
	39
	2
	Y
	N
	N
	N
	N
	N
	N
	Y
	N
	2
	124
	0

	C13
	F
	39
	0
	Y
	Y
	Y
	N
	Y
	N
	N
	Y
	Y
	6
	124
	352

	C14
	F
	57
	1
	Y
	Y
	Y
	N
	N
	N
	N
	Y
	Y
	3
	70
	40

	C15
	F
	47
	0
	Y
	Y
	Y
	N
	Y
	N
	Y
	Y
	Y
	2
	134
	112

	C16
	F
	59
	1
	Y
	N
	N
	N
	N
	N
	N
	Y
	N
	1
	36
	0

	C17
	F
	48
	1
	Y
	Y
	Y
	N
	N
	N
	N
	Y
	N
	2
	88
	0

	C18
	F
	62
	0
	Y
	N
	N
	N
	N
	N
	Y
	Y
	N
	1
	34
	0

	C19
	M
	46
	4
	N
	Y
	N
	N
	N
	N
	Y
	Y
	Y
	4
	84
	188

	C20
	F
	N/A
	1
	N/A
	N/A
	N/A
	N/A
	N/A
	N/A
	N/A
	Y
	N
	2
	104
	0

	C21
	F
	59
	0
	Y
	Y
	N
	N
	Y
	N
	Y
	Y
	N
	1
	28
	0

	C22
	M
	34
	0
	Y
	Y
	Y
	N
	N
	N
	N
	Y
	Y
	2
	144
	60

	C23
	F
	34
	1
	Y
	Y
	Y
	N
	N
	N
	N
	Y
	N
	2
	86
	0

	C24
	F
	41
	2
	Y
	N
	N
	N
	N
	N
	N
	Y
	N
	3
	40
	0

	Total
	
	
	
	
	
	
	
	
	
	
	
	
	67
	2408
	2148

	Mean
	
	
	
	
	
	
	
	
	
	
	
	
	2.68
	96.32
	85.92


APPENDIX I (cont.)

User Details: Monmouthshire

	Code
	Sex
	Age
	Others 

in house
	DLA
	Income Support
	Housing Benefit
	Sickness 

Benefit
	SDA
	Incapacity 

Benefit
	Mobility

Benefit
	DP's
	ILF
	No. 

PA's
	No.

Hours DP's
	No.

Hours ILF

	M1
	F
	49
	0
	Y
	Y
	N
	N
	N
	N
	N
	Y
	N
	1
	32
	0

	M2
	F
	34
	1
	Y
	N
	N
	N
	N
	N
	N
	Y
	N
	1
	4
	0

	M3
	F
	41
	2
	Y
	N
	N
	N
	N
	Y
	N
	Y
	N
	1
	26
	0

	M4
	F
	29
	1
	N
	N
	N
	N
	N
	N
	N
	Y
	N
	1
	200
	0

	M5
	M
	54
	1
	N
	N
	N
	N
	N
	N
	N
	Y
	N
	1
	22
	0

	M6
	F
	37
	2
	
	
	
	
	
	
	
	Y
	N
	1
	77.5
	0

	M7
	F
	62
	1
	N
	Y
	N
	N
	N
	N
	Y
	Y
	Y
	4
	150
	100

	M8
	F
	35
	3
	Y
	N
	N
	N
	N
	N
	N
	Y
	N
	1
	51
	0

	M9
	F
	28
	3
	2
	N
	N
	N
	N
	N
	N
	Y
	N
	2
	40
	0

	M10
	F
	29
	0
	N/A
	N/A
	N/A
	N/A
	N/A
	N/A
	N/A
	Y
	Y
	5
	150
	341

	Total
	
	
	
	
	
	
	
	
	
	
	
	
	18
	752.5
	441

	Mean
	
	
	
	
	
	
	
	
	
	
	
	
	1.8
	75.25
	44.1


APPENDIX II

Direct Payments Users Interview Guide

1. How did you find out about direct payments?

2. What were your reasons for wanting to take up direct payments?

2. What kinds of services do you receive?

4. How is the new arrangement different from the support package you had before direct payments?

5. What extra tasks do you have to carry out now that you use direct payments?

6. What effects have direct payments had on your life?

7. What are the financial differences of using direct payments compared with other ways of receiving services?

8. Are you satisfied with the service you have received from the Cardiff and Vale Independent Living Scheme?

9. Are there any other services that you would like the ILS to provide?

10. Are you satisfied with the services you receive from the Social Services Department?

11. Are you satisfied with the services you receive from your personal assistants?  

12. Overall, what are the advantages and disadvantages of using direct payments?

APPENDIX III 

Direct Payments Users Interview Analysis Codes

Direct payments 
   
Accountability/administration. 

Proving DP's work  - comments on the need to prove      competence/integrity

      

SSD admin - i.e. efficiency of making payments etc.

      

To SSD  - general comments on accountability to SSD
         


Audit - of user accounts 
3b. Use of money  - i.e. use of DP's 

      

User admin. 

         


Feelings about 
         


General 

         


ILS help 

        


Time taken

   
Advantages 

      

General 

      

Over previous arrangements 

   
Beginning 

      

Finding out/information on DP's 
      

Reasons for take-up 

Setting up 
   
Choice and control - offered by DP's

Changing needs 
      

Choosing staff 

Controlling tasks  

      

Controlling times/routines 



General 
   
Disadvantages/problems  

      

General 



Insecurity/uncertainty - Anxiety about DP's being restricted/lost      


Pilot scheme - uncertainty around Vale pilot scheme

   
Financial aspects 

      

Costs to user 
      

DP amount 
Efficiency - comments on efficiency of DP's 

Getting more hours 
      

General  

   
Independence 
      

General  

New possibilities 
   
Other aspects 

      

Effect on health 



Use of health services - any change as a result of using DP's?

      

Effect on well being 

      

Family support  
         


3a. Change to burden  

General comments 

Using agencies - with DP's (e.g. for emergency cover)

   Direct Payments (cont.)

Staff 

      

Backup - i.e. cover for sickness/holidays etc.

      

Confidentiality - respect for, by staff

      

CSV  - using as PA's with DP's

      

Equal opportunities 
      

General 

      

Health and safety 

      

National Insurance

    

Pay levels 

    

Personal tasks 

      

Problems 
Recruitment 
      

Relationship with staff

        


Managing staff     



Satisfaction with

Staffing levels 

      

Training 

      

Unpaid work 

Health care/services 

ILS 

   

Disability organisation significance/importance 

   

General 

Giving confidence 

Help with staff recruitment 

Staff cover 
New services? 

Payroll 

Providing info/advice 

Providing support 

Replacing Social Services 
   

Satisfaction with 
   

Staff 
Responsiveness 


Training - for DP users and/or staff

Previous care arrangements 
   

Agencies 

      


Attitudes of staff 
      


Changing staff 

General 
Other problems 
Relationships with staff
      


Reliability
Staff skills 



Time 



Effects on health/wellbeing - of previous care arrangements

   

Effects on independence - of previous care arrangements
   

Efficiency 
   

Informal care 




Family




 Burden on family 




Friends
Information/control - on/over previous care arrangements

  

No formal care previously 
   

Other arrangements 
      


Attitudes of staff 

      


CSV 

      


Relationship with staff

      


Staff skills 

   

Social Services Care - i.e. in-house Homecare 

      


Attitudes of staff 
      


Changing staff 

General 
Relationship with staff 

      


Reliability 
Staff skills 


Time .

Social Services

   


Assessment 

   


Care plan/package 

   


Costs of care 

   


General





Inefficiency 
Helpful 
Overall satisfaction 

     



Battles/Complaints  

      



Gratitude
   


Social worker 

      



Attitude to DP's       








Awareness of DP's 
Efficient 
Genera)

Helpful
      



Inefficient 
Monitoring care/DP's 
More/less contact since DP's
         




A good thing 

Providing info. On DP's
Unhelpful 
   


SSD charges 





Amount 





Effects of 




General 




Views/feelings about 



Unhelpful 

APPENDIX IV

Non-User Survey Questionnaire

Direct Payments Research Project
Dr Tim Stainton Steve Boyce C.A.S.S. Singleton Park 

Swansea SA2 8PP Tel: 01792 295318 Fax: 01792 295856
Questionnaire for non-users of direct payments 

Please complete as many of the questions as possible.  All replies will be treated as confidential.

1.

Do you/have you ever used direct payments, Independent Living Fund or other money to employ your own personal assistant(s)?



YES

(

NO

(
If you have answered YES please say how you used direct payments

......................................................................................................................................................................................................................................................

If NO please say why you chose not to use direct payments etc. 

.................................................................................................................................................................................................................................................................................................................................................................................

2.

Where did you obtain information and advice on direct payments/I.L.F., e.g. social services, the I.L.S., friends and family etc.?

............................................................................................................................................................................................................................................



Was the information and advice you were given:




Useful


(
Not useful


(



Easy to understand
(
Hard to understand
(
3.

Is there any help or advice that might have made a difference to your decision not to use direct payments had it been available?

............................................................................................................................................................................................................................................

4.

What kinds of community care services do you currently receive, e.g. from care workers, home helps, district nurses etc.?  How many hours support do you receive from each of these services?

............................................................................................................................................................................................................................................

.................................................................................................................….……

5.

Are you satisfied with the community care services you currently receive e.g. from care workers, home helps, district nurses etc.?



YES

(

NO

(
If NO please say how you feel services could be improved.

......................................................................................................................................................................................................................................................

6.

Are you:   Male
(   Female     (    Date of birth......................

7.

Would you be willing to talk to one of the research team about your experiences and views on direct payments and community care services?



YES

(

NO

(
If you have answered YES please complete the following:

Name.......................................................................................................…..……

Address................................................................................................................................................................................................................................................................................Daytime tel. no..................................………
8.
Any other comments...................................................................…………

..........................................................................................................................................................................................................................................................................................................................................................................................................................................................................………...

Thank you for completing the questionnaire. Please return it in the envelope provided to University of Wales Swansea, Centre for Applied Social Studies, Social Studies Building, Singleton Park, Swansea SA2 8PP

APPENDIX V

Social Worker Survey Questionnaire

Direct Payments Research Project
Dr Tim Stainton Steve Boyce C.A.S.S. Singleton Park 

Swansea SA2 8PP Tel: 01792 295318 Fax: 01792 295856
Questionnaire for social services staff on direct payments 

Please complete as many of the questions as possible.  All replies will be treated with strict confidentiality.

1. Are you aware of the availability of direct payments to people who use 
  community care services in Cardiff and the Vale of Glamorgan?




YES

(

NO

(
2. Do any of your own clients use direct payments?




YES

(

NO

(

If NO please go to question 8.  If YES, please answer the following:

3. How many of your clients use direct payments? ................................

4. How many of your clients have used direct payments for each of the following periods:
     Less than 6 months……..  6-12 months……....   12+ months………

5. Do you spend more or less time with clients who use direct payments      

 (compared with those using conventional services) on the following tasks:

 Initial assessment:

more time     (     less time
(     no difference   (
 Setting up care package:
more time     (     less time
(     no difference   (
 Monitoring/review:

more time     (     less time
(     no difference   (


 Ongoing support:

more time     (     less time
(     no difference   (
 Other tasks


more time     (     less time
(     no difference   (
 
   Please specify other tasks…………………………………………………………..

……………………………………………………………………………….

6. Overall, what difference(s) have direct payments made to your own work? 

.......................................................................................................................................................................................................................................................................................................................................................

7. What difference(s) have direct payments made to your client(s)? 

.......................................................................................................................................................................................................................................................................................................................................................
8. Have any of your clients expressed an interest in using direct payments?



YES

(

NO

(

  If YES, what was the outcome?

...........................................................................................................................................................................................................................................................................................................................................…………………
9. Have you received information or attended any training sessions on direct payments?




YES

(

NO

(
    If YES who provided the information and/or training?

........................................................................................................................................................................................................................………………

10. Which (if any) service users do you think direct payments might help? 

................................................................................................................................................................................................................................

11. What do you think are the benefits of direct payments for people using them?

.....................................................................................................................................................................................................................

…and for social services staff?

..............................................................................................................................................................................................................................................

...........................................................................................................……….
12. What do you think are the pitfalls of direct payments for people using them?

........................................................................................................................................................................................................................................................................................................................…………

and for social services staff?

.....................................................................................................................................................................................................................................................................................................................................………………………

13. What is your job title?......................................................................…………

14. Which client group(s) do you work with?.........................................…………

15. How long have you worked in the community care field?..................………………
16. Would you be willing to talk to one of the research team about your experiences and/or views on direct payments?





YES

(

NO

(

     If you have answered YES please complete the following:

Name...................................................................................................………………

Workplace address..............................................................................……………………………..

........................................................................................................................................................................................................................………………

Daytime telephone no..........................................................................……………
17. Do you have any other comments?    

...........................................................................................................................................................................................................………

..........................................................................................................................................................................................................................…………..………………………………………………………………….………..……………...………………………...………………………………………..
Thank you for completing the questionnaire. Please return it in the envelope provided to: 

University of Wales Swansea, 

Centre for Applied Social Studies,

Social Studies Building, 

Singleton Park,

Swansea, 

SA2 8PP

APPENDIX VI

Social Worker Interviews Analysis Codes 

Attitude of clients to DP's 

Attitude of s. worker to DP's 

Barriers to DP's 

Benefits for staff

Clients with DP's

   
Auditing books

  
Benefits for users 

   
Eligible services 

   
Eligible/suitable people 

   
Monitoring care 

      

Time 

   
Ongoing support 

     

Time 

   
Problems for users 

   
Set up 

      

Time

Conventional care services 

Finance 

Cost effectiveness of DP's 

ILF 

ILS 

Improving DP's 

Job title/client group etc. 

Long term effects of DP's 

Non users benefits 

Non users problems

   
Assertiveness etc.

   
Consent/control 

   
Finding/managing staff

  
Managing money 

Other comments 

Problems for SSD staff 

  
DP users 

  
Non DP users 

SSD charges 

Training/information on DP's

Who should use DP's? 

APPENDIX VII

Key Informants Interviewed For The Research

Rhian Davies
Director, Cardiff and the Vale Coalition of Disabled People.

Steve Harris
Co-ordinator, Cardiff and the Vale Independent Living Scheme.

Colette Morgan 
Independent Living Advisor, Cardiff and the Vale Independent Living Scheme.

Kathy Milosevic
Monmouthshire Direct Payments Scheme Support Worker, Gwent Association of Voluntary Organisations.

Peter Lawrence
Acting Principal Social Services Officer, Cardiff City Council.

Megan Mandizha


Internal Audit Section, Cardiff City Council.

Mo Bishop
Senior Administrative Assistant, Cardiff City Council Community and Families Division.

Gwyneth Winstone
Administrative Assistant, Cardiff City Council Community and Families Division.

Brenda Maurer
Finance Officer, Vale of Glamorgan County Council Community Care Finance Dept.

Barbara Williams
Team Manager, Physical Disability Team, Vale of Glamorgan County Council Community Services 
APPENDIX VIII: 

Cost Effectiveness of Direct Payments: Case Studies

The following case studies are based on actual current users and rates at the time of study as provided by the Local Authorities.  For those on direct payments an estimate of the cost of the ILS has been made by simply dividing the current ILS budget by the number of users. For local authority and independent sector care no on costs have been included.

· Cost of ILS 1999/2000 = £71,280 ( 50 users = £1,425 per annum.

· Agency rates at the time of the study ranged from £6.00-£8.00 per hour in Cardiff and £6.50-£9.50 ph in the Vale.

· Extra costs of evening and weekend enhancements for the Vale estimated at day time rate + 7.4% in line with DP rate for evenings and weekends.  

· For Cardiff DP users receiving assistance at evenings and weekends savings are likely to be greater than agency equivalent due to enhanced rates charged by agencies not incorporated in the following cost estimates.

EXAMPLE 1: 

B receives 20 hours per week of assistance.  She employs 3 Personal Assistants (PA’s) at £6 per hour and a cleaning agency. 

1. Estimated annual costs to Cardiff Social Services of providing B with 20 hours per week of assistance using direct payments: 




1040 hours @ £6.50 = 


£6760




Costs of providing ILS = 

£1425




Total
Cost=



£8185

2. Estimated annual costs using in-house Homecare service:




1040 hours @ £10 =


£10,400




1040 hours @ £12 =


£12,480

3.
Estimated annual costs using independent care agencies:




1040 hours @ £6 =


£6240




1040 hours @ £8 =


£8320

EXAMPLE 2:

Mrs A lives in the Vale of Glamorgan and receives 18.5 hours of assistance per week, of which 3 hours are provided at weekends.  She employs 2 PA’s and pays them £5.00 per hour on weekdays and £6.00 p.h. at weekends.

1. Estimated annual costs to Vale Community Services of providing Mrs A with 18.5 hours of assistance per week using direct payments:

806 hours @ £7.06 ph = 

£5,690

156 hours @ £7.58 ph = 

£1,182

Cost of ILS support   = 


£1,425

Total Cost=                              
£8,297

2. Estimated annual costs to Vale using independent care agencies:

a) Basic hourly rate of £6.50

806 hours @ £6.50 = 


£5,239

156 hours @ £6.98 = 


£1,089

Total Cost=     


 
£6,328

  b)Basic hourly rate of £8.00

806 hours @ £8.00 = 


£6,448

156 hours @ £8.59 = 


£1,340

Total Cost=                      

£7,788

     c)Basic hourly rate of £9.50

806 hours @ £9.50 =


£7,657

156 hours @ £10.20 =


£1,591

Total =    




£9,248

EXAMPLE 3:

H receives 10 hours of assistance per week from Cardiff Social Services and employs 1 PA whom she pays £6.00 ph.

1. Estimated annual costs to Cardiff Social Services of providing H with 10 hours per week assistance using direct payments:

520 hours @ £6.50 = 

£3,380 

Cost of providing ILS =

£1,425

Total Cost=                     
£4,805

2. Estimated annual costs using in-house Homecare service:




520 hours @ £10 =

£5,200



520 hours @ £12 =

£6,240

3. Estimated annual costs using independent care agencies:




520 hours @ £6 =

£3,120



520 hours @ £8 =

£4,160
EXAMPLE 4:

P receives 33 hours of assistance per week from Cardiff Social Services and employs two PA’s who are paid £5.00 ph.  

1. Estimated annual costs to Cardiff Social Services of providing P with 33 hours per week of assistance using direct payments:

1716 hours @ £6.50 = 

£11,154 

Cost of providing ILS =

  £1,425

Total Cost=                    
£12,579

2. Estimated annual costs using in-house Homecare service:




1716 hours @ £10 =

£17,160



1716 hours @ £12 =

£20,592

3. Estimated annual costs using independent care agencies:




1716 hours @ £6 =

£10,296



1716 hours @ £8 =

£13,728

APPENDIX IX

Research Steering Group

The steering group comprised key stakeholders in the provision of direct payments in Cardiff and the Vale and representatives from the voluntary sector.  Its role was to allow stakeholders some input into the research process and facilitate access to research participants.

Members of the steering group:

Rhian Davies
Director, Cardiff and the Vale Coalition of Disabled People

Jackie Dix



Policy Officer, Age Concern Cymru

Steve Harris
Co-ordinator, Cardiff and The Vale of Glamorgan Independent Living Scheme

Colette Morgan (from Jan.2001) 
Co-ordinator, Cardiff and The Vale of Glamorgan Independent Living Scheme

Justin Walker


Research Officer, Disability Wales

Peter Lawrence
Acting Principal Social Services Officer, Cardiff City Council

Barbara Williams
Team Manager, Physical Disability Team, Vale of Glamorgan County Council Community Services

Alison Walker
Planning Officer, Vale of Glamorgan County Council Community Services

Jim Crowe
Director, Standing Conference of Voluntary Organisations working with people with a learning disability

Dr Tim Stainton
Senior Lecturer, Centre for Applied Social Studies, University of Wales Swansea

Stephen Boyce 
Senior Research Assistant, Centre for Applied Social Studies, University of Wales Swansea

Meetings of the Direct Payments Research Steering Group were held at the offices of the Cardiff and The Vale Coalition of Disabled People on:

4th June 1999

9th November 1999

1st February 2000

16th May 2000

11th July 2000

17th October 2000

25th January 2001

� This has since been extended to persons over 65 and to 16 and 17 year olds and carers, none of these changes were in force during the research phase of the current study.


�  One couple (C3) were interviewed together, both are DP users.


� Cost of ILS 1999/2000 = £71,280, with 50 users = £1,425 pa
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