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Summary
This report presents an evaluation of a Mencap pilot project which was set up in the York area to introduce multimedia profiling (MMP) to service users with profound and multiple impairment. Multimedia profiling is promoted by an organisation called "Acting Up", who acted as consultants to the pilot project. MMP involves the use of resources such as photographs, video footage, voice-over, sound, graphics and text to depict an individual’s lifestyle, needs and preferences. 

Data collection for the evaluation began in January 2004 and lasted for one year. A variety of methods were employed to assess and explore the outcomes and process of MMP's introduction from the point of view of service users, staff and the Mencap organisation as a whole. 

Outcomes were positive for all three parties. Gains were evident for the five service users (out of a planned six) who took part in the research. The most frequently identified outcomes related to enhanced staff understanding of service user behaviour and communication, along with potential benefits from an improved means of information sharing for planning purposes and for induction of new staff. There was concrete evidence that most service users enjoyed activities associated with MMP. MMP also proved a valuable tool for self-advocacy for one service user who co-presented her profile at a national conference. 

The satisfaction of support staff with MMP was intimately connected with how successful they perceived it to be for the service user with whom they worked. Staff considered that for most service users their ownership of records was improved by MMP. However, staff morale was generally thought to be unaffected by its introduction. 

Issues relevant to the pilot project’s progress included limited availability of support staff time, shortages of equipment and the uncertainties associated with working in an exploratory project. The expansion of the employment of multimedia technology has much potential for people with non-verbal communication. However, careful guidance is necessary which indicates how to avoid any potential misuse or intrusion into people's privacy. 

Overall, this innovatory project has raised awareness of the benefits which can accrue from the use of multimedia technology with people with profound and multiple impairment. Valuable lessons have been learnt and useful development work is being undertaken. As a result, there is now experience and expertise within the Mencap organisation which can be utilised to make the benefits of multimedia technology more widely available.

The key messages from the evaluation relate to the need to:-

1. Expand the benefits of the use of multimedia technology to a larger group of service users.

2. Clarify and refine aims, expectations and procedures relating to the use of multimedia technology with people with profound and multiple impairment.

3. Resource any expansion appropriately.

4. Monitor progress and research new developments in this rapidly changing field.
1. Introduction

1. 1 Background to Pilot Project 

The potential of technological developments to improve the environment of disabled people is well-established. The use of computers, camcorders and other equipment has proved valuable as a means to greater autonomy and self-advocacy for many disabled people. An opportunity to explore the potential of this type of development for people with profound and multiple impairment came towards the end of 2003 when Mencap set up a pilot project to undertake multimedia profiling (MMP) in the York area. The initiative has been subject to an external evaluation commissioned by Mencap from two independent researchers and is the subject of this report. Data collection for the evaluation began in January 2004 and was completed by the end of January 2005. It was the aim of the evaluation to monitor both the process and the outcomes of the pilot project. The objectives of the evaluation were to identify and examine the effects of the MMP project at York for three different groups of stakeholders: - service users, staff and the organisation as a whole.

Although multimedia profiling is not a registered trade name, the concept of multimedia profiling was developed and promoted by Acting Up, which is part of the Matchbox Theatre Trust Project, a London-based registered charity. Acting Up has worked with Mencap on the York pilot project, and on earlier examples of MMP initiatives in York and elsewhere. It was hoped that the pilot project would be the first phase of a three year programme to expand the use of MMP in Mencap. York was selected as the area for the establishment of the pilot project because previous work in this area had elicited a positive response to MMP from staff. Late in 2003 a member of staff was appointed to train as lead profiler. Her role was to coordinate MMP in the York area. She was supported by a Mencap employee with relevant technical skills (referred to in this document as MMP technical consultant), as well as by Acting Up. 

1. 2 MMP’s Definition and Rationale 

A profile has been described as “a computer based catalogue of a service user’s daily activities and personal history” (Grove, 2003, p5). The implementation of MMP requires attention to be paid to four key principles:- user involvement, consent and confidentiality, the use of positive images and team working (Grove, 2003). 

The internal Mencap document which proposed the MMP project in York states:-

”Multi Media Profiling is about engaging individuals with PMLD in using a range of multimedia tools to enable them to be as self-determined in their lives as possible and meaningfully involve service users so that they are truly empowered to make decisions about their lives." (Mencap and others, n.d. p2).

In the same document multimedia resources are indicated as including photographs, video footage, voice-over, sound, graphics and text. Examples of the content of a profile are said to include an individual's activities, their means of communication, best practice in meeting their care needs and a record of their personal history. 

Describing the results of a small, London-based, MMP project Grove (2003) writes:-

 "Multimedia Profiling is not a universal panacea, and will not solve all the problems, but proved to be a flexible and powerful tool which really does centre on the individual" (Grove, 2003, p7). 

The overall aim of the York project, as identified in Acting Up’s literature about the initiative, was the achievement of the inclusion of people with profound and multiple impairment (Acting Up, 2003). Literature from Acting Up claims:- 

"Through the unique and innovative use of Multi Media Profiling, individuals can have greater control in their life and make their own choices, tell their story, enforce their rights and have the opportunity to be fully involved in saying what they want and need" (Acting Up, 2002). 

The methods utilised in the evaluation were designed to test these claims. There is little published about evaluating multimedia profiling so that research into what it involves in practice is timely.
For a brief glossary of technical terms, see Appendix 1.

1. 3 Methods
A combination of qualitative and quantitative methods was employed to evaluate the nature and extent of any changes associated with the MMP initiative in York. The methods employed were designed to drawn on information about the experience of the service users whose profiles were to be developed, plus that of the support staff involved and of their managers. The MMP pilot project began by focusing on the development of the profiles of six service users. The evaluation was planned to track the progress of this group. However, one service user subsequently left the project, so that one female and four male service users participated in the evaluation. They were Susan, John, Philip, Richard and Terry, who all communicate by non-verbal means.
Semi-structured schedules were utilised for interviewing support staff about their experiences of MMP at the beginning and end of the evaluation, as were self-completion questionnaires for managers. Other sources of data were two in-depth interviews each with key members of staff, and reports written about the project. In addition, self-completion questionnaires, designed to ascertain levels of staff confidence and expertise with regard to technology relevant to MMP, were administered at the beginning and end of the evaluation. Support staff involved in the project also each wrote pen pictures designed to capture the perspective of service users participating in MMP at the beginning and end of the evaluation. Where possible, telephone interviews with family members were carried out at the end of the evaluation; these provided the families’ perspective on the project.
As well as these “before and after” methods of eliciting information, other data were collected throughout the project. This was by means of written records completed by support staff about profiling work undertaken with service users, plus video evidence relating to the development of the profiles. Video clips were provided at four points in the evaluation, and supported by additional verbal explanation by the lead profiler at the end of the evaluation. 

Participants in the evaluation were promised confidentiality and anonymity. Names used for service users in this report are pseudonyms.

For further, more detailed information about the methods employed, see Appendix 2.

2. MMP from a Staff Perspective
Information about MMP from a staff perspective was derived from four principal sources of data:-

· Semi-structured interviews with the six support staff undertaking profiling work with service users (also known as “staff profilers”) at the start of the evaluation.

· Semi-structured interviews with five staff profilers at the end of the evaluation period.

· Questionnaires completed by ten members of the management team at the beginning of the evaluation.

· Questionnaires completed by seven members of the management team at the end of the evaluation. (Six of these contained complete information, and one questionnaire related to the service user who withdrew from the project.)

Information from these four sources of data, supplemented by in-depth interviews with key members of MMP staff, is reported thematically below.

2. 1 Staff Characteristics
The support staff who provided data were a varied group in terms of gender, age and the extent of their background knowledge. Some were very experienced in learning difficulty and others were relatively new to the field. At the start of the evaluation two support staff had previous experience of MMP, dating back about two years. MMP was new or almost new to the rest of the support staff. The two staff profilers with previous experience of MMP worked with Susan and Terry, and remained as their profilers throughout. 

There were considerable changes of personnel among both support staff and managers during the period of the evaluation. Only three staff profilers and three managers provided data both at the beginning and end of the evaluation. When interviews were carried out at the end of the evaluation there was no member of support staff available to continue work on John’s profile but information was provided by John’s former profiler who has been promoted recently.

At the inception of the project staff interest in MMP was generated when the lead profiler gave a presentation. After the presentation half of the trainee staff profilers volunteered to take part in the pilot project, and half were asked by their managers to participate.
2. 2 Expectations of MMP
At the start of the evaluation the support staff were asked about their expectations of MMP training. When asked about their aspirations for themselves, four hoped for improvements in their understanding of the service user in question. A fifth wanted a better understanding of “surrounding issues”. This interviewee described MMP as being "motivating" and "stimulating". Hoped for outcomes for service users related to their being better understood by staff generally; all respondents aspired to this. Four support staff noted the utility of MMP for staff induction, especially when high staff turnover is an issue. One of these felt the service users would benefit from a tool which familiarised new staff with service users’ needs with immediacy without the intervening interpretation involved in a care plan He also hoped service users would react positively to seeing themselves on video. Another interviewee hoped that service users would benefit from the one-to-one attention involved in profiling work. Of another service user, it was noted that people sometimes reacted negatively to her. The support worker hoped to show "the real Susan”, who, she hoped, would be provided with a tool to use in reviews, so as to avoid them being a "paper exercise" for her.

The hopes of the support staff for the outcomes of MMP for Mencap as a whole, were disparate. One suggested that the MMP project would provide evidence that the organisation was thinking about the individual service user and hoped that the initiative would raise service users’ profiles within the organisation. Another hoped it would be a means of communication upwards, i.e. to managers. Similarly a third hoped that MMP would improve understanding and cut down barriers. A fourth hoped that the benefits of MMP would become apparent now that funding had become more secure. The fifth interviewee also hoped the benefits of MMP would be established so that it would be extended to other service users. The final interviewee saw MMP as a way of keeping the organisation up-to-date. "We have to keep up with the times. We have to move into the 21st century.”

Asked how particular service users were selected for MMP, respondents usually indicated a process which involved consultation with colleagues. The chief criterion adopted was service user need. The service users identified were seen as the person in that house who was likely to benefit most from MMP, generally because of issues relating to communication. For example, one service user (Philip) was said to be leading a relatively solitary life. It was felt that he might have been signalling his needs subtly and that staff had missed this information. The support worker interviewed wanted to film the service user in the hope of grasping whether and where he was eye pointing. The respondent hoped she would learn something new about him, despite having known him for a number of years, so that staff would be able to fulfil his needs better.

At the start of the evaluation managers’ hopes of MMP for service users concentrated on improvements in the communication of service user preference, and thereby their involvement in decision-making and control over their lives. Managers’ hopes for support staff very largely focused on a better understanding of service user needs and choices, with one mentioning increases in interaction between staff and service users and in staff motivation due to increased job satisfaction. The changes for the service for which managers hoped related largely to increased awareness of opportunities for development, and improvements in the involvement and representation of people without verbal communication.

2. 3 Perceptions of Outcomes
Asked about the impact of MMP on their service at the end of the evaluation, all of the six managers responding indicated improvements for service users which were brought about by greater staff awareness of service users’ needs and sometimes better communication between service users and staff. This led to changes in the way service users were supported which was beneficial both for service users and staff. Four respondents noted the usefulness of multimedia profiles for the induction of new staff.

Five of the six managers considered that the introduction of MMP had been a worthwhile exercise. One wrote: - 
"We have not had enough time due to staffing….. but it has given staff an insight into different behaviours in the service user and will prove to be a very good induction tool." 
Others pointed to enhanced realisation of service user capacities and improved means of communication for an under-represented group. However, one manager was dubious about the utility of MMP and wrote:- 
"The negatives have outweighed the positives."

Overall the disparity in the degree of enthusiasm in the managers’ reports about outcomes is apparent from comparing the following quotations:-

"I feel MMP is a very useful tool for all who have learning disability. Long may it continue."

"Time is needed, staff time is needed, the tenant taking part has to be happy to take part throughout. People also need to move on to someone who will benefit if the tenant you are working with isn't benefiting. Staff need more info which is hard when you can't spare staff off shift."

All six managers responded positively to a question asking whether they would recommend the expansion of MMP to other service users locally and nationally. Despite having encountered some difficulties, all were in favour. One respondent summarised their view thus: - 
"For some tenants I think it is a great idea……….. The choice of who it will benefit needs a lot more thought."

Of the five staff profilers who were interviewed at the end of the evaluation, two members of staff assessed the overall impact of MMP on the service user as "very positive" and two as "fairly positive". The remaining member of support staff reported that it was difficult to say what was the impact from the point of view of the service user with whom she worked (Richard) as he had shown no response to any of the activities involved. The perception of staff profilers regarding the value of MMP to themselves corresponded closely to how positive they thought MMP had proved to be to the service user with whom they worked. Three staff rated the impact of MMP on themselves as "fairly positive". This group comprised the two who thought the impact on the service user was "fairly positive" and the one who noted the service user made no response.

The two interviewees, who assessed the impact of MMP on the service user as very positive, made the same assessment of the impact of MMP on themselves. One of these explained that MMP helps staff to understand the service user. She reported that Philip used to spend a lot of time in his room and was now coming out more. She felt this was due to MMP and / or the extra attention to his needs that MMP involved. She noted that it was "easy to miss things when busy on shift" and that MMP had drawn staff's attention to what the service user was saying. She liked being involved in MMP because it helped the service user, but noted it was hard to find time for it. The other very positive staff member reported that her relationship with the service user (Susan) had changed enormously over the last year, as had that of other staff members. MMP had identified that the service user’s capacity to be independent was much greater than was previously assumed.

The two staff who assessed the impact of MMP on the service user as fairly positive both noted that the service users showed enjoyment of activities related to MMP:- for example, filming or seeing images recorded for the profile. Explaining their assessment of MMP on themselves as "fairly positive", both noted that MMP had enhanced their awareness with regard to the service user with whom they worked on profiling. One noted "it’s opened my eyes to a few things", while the other described working on MMP as "a learning experience" as regards specific behaviours of the service user in question. The qualified nature of the satisfaction rating given by these two interviewees may be related to the fact that both alluded to negative factors also. One noted that the positive rating was "though there is no finished product", and the other had experienced persistent difficulties in persuading colleagues to become involved in profiling work, despite his best efforts to enlist their support. The member of staff who reported no response to profiling by the service user but rated as "fairly positive" the impact on herself also explained her satisfaction in terms of beneficial (if indirect) results for the service user. She described how MMP had helped support staff to interact more effectively with the service user. Like the other two staff profilers who rated MMP as having a "fairly positive" impact on themselves, she highlighted the potential utility of MMP as an induction tool for new staff. Overall, how positively staff rated MMP's effect on themselves was intimately related to its perceived effectiveness for the service user.

Asked about specific potential positive effects for themselves, three staff profilers reported improved IT skills, with an additional respondent expecting her skills to improve from the training which was now available. Three respondents reported improved knowledge or understanding of the service user, with a fourth interviewee indicating that he had a raised awareness of the very familiar everyday tasks he performed for the service user. Two said that their relationship with the service user had improved, while the third felt it was difficult to be sure about this issue. He commented that any one-to-one work with an individual is positive, but that he felt he had become closer to the service user, having more understanding of who the service user was and what was important to him.

The replaying of video clips by staff allowed for careful observation and review of service users’ behaviour. One staff profiler interviewed noted, “you see him with a different pair of eyes”. This was as true for staff who were relatively new to the service as for the most long serving staff members. This was because the more recent recruits tended to be influenced by the reports of existing staff, and video footage gave them new information for review and reflection.
The watching of video clips in order to assess and analyse service user behaviour also provided an effective way of communicating information about the service user to other workers who did not know the service user as well as the staff profiler. One interviewee had given a presentation to day service workers which was received with enthusiasm, while another noted that agency staff had been very interested when videos were being reviewed.

When staff profilers were asked how useful MMP had proved to be in practice in the induction of new staff, none had any actual experience. The reasons given were that either no new staff had recently started working with the service user in question, or that the profile was not sufficiently advanced to be used in this way. However, the potential of MMP for induction purposes was generally recognised. One staff profiler felt that the utility of MMP for induction was clear-cut saying: - “Explaining needs is not the same as seeing them depicted (being) met in the right away.” A second interviewee felt similarly – adding that showing a new member of staff video clips could clarify information about the service user’s preferences and means of communication, thereby increasing the confidence of new staff and possibly that of the service user. 

The profiles that had been produced up to the end of the evaluation period varied as to their completeness. The most extensive contained a lot of footage of the service user interacting with people she lives with, out and about doing a variety of activities, meeting strangers and presenting footage almost independently. This service user was said by her staff profiler to understand that contact with the computer keyboard affects what is on the visual display and to love seeing herself depicted on the screen. Other profiles varied as to the depth and range of the service users’ experiences, preferences and activities which were included. They varied also in their accessibility, since the material that had been filmed was in differing media (e.g. on floppy disk, videotape, CD-ROM). The limited availability of relevant hardware (e.g. cameras, laptop computers) in some houses also affected how readily accessible footage was to staff and service users. Footage also varied as to how far it was considered to need supportive explanation, was self-explanatory or had “voice-over”.

Asked what had been the most rewarding aspect of MMP, staff profilers tended to refer back to the service users. One had supported two service users at a national conference. Another felt using video allowed her to review the service user’s behaviour and understand him better. Another felt MMP had stimulated her to look for new activities and sensations to try with the service user. For a fourth, the most rewarding aspect was the service user’s reaction to MMP: “I didn’t realise he’d be so into it”.

2. 4 Constraints, Concerns and Support
Asked about their concerns about training in MMP at the beginning of the evaluation, support staff interviewed expressed few anxieties and their mood was generally positive. Two had no worries. Four issues were mentioned by the remainder. These were:-

1. The need for clarity about the level of involvement expected of the interviewee. 

2. Concerns about resourcing in terms of support worker time in light of their busy routine. 

3. The need for continuity of communication to ensure "we all know where we’re at".

4. Adequate means of obtaining service user consent.

The overall picture portrayed by the managers’ questionnaires which were completed at the start of the pilot project generally confirmed this mood of optimism and positive expectation. Eight of the 10 managers had no concerns about the introduction of MMP to the service. Only one expressed anxiety about the issue of service user consent, while another reported being "apprehensive due to current staffing shortages" and therefore the availability of resources "needed to give MMP the time it needs and deserves".

At the end of the evaluation managers reported that there had been issues about the availability both of support staff and equipment to implement MMP. Managers were asked whether MMP posed any questions for them as a manager. Three indicated that it did. For one, the issues were "time, equipment, knowledge." For the other two, questions arose about consent and when to film. One of these wrote:- "Staff have felt it hard to see it positively. With the issue of consent:- who will have access to it - being able to film behaviour that may be seen as negative or upsetting. Not having enough staff or staff that want to participate."

At the end of the evaluation period when staff profilers were asked about negative aspects of MMP, the most extensively reported issues also related to time, equipment and service user consent. The key constraining factor that staff highlighted was the limited time available to carry out MMP related tasks. "Everyday life gets in the way." Almost all referred to time as an issue, either time for themselves to work on the profiles, or difficulties in getting other already busy staff engaged in profiling. It was felt to be important that other members of the staff team participate in filming because this was likely to capture a broader range of the different aspects of service users’ lives and experiences. Where a house was using agency staff extensively, it was especially difficult to find time for profiling, but it was in these circumstances that a video tape made for induction purposes was felt to be most important. Most staff profilers had no allocated time for profiling. Three indicated that time to attend training meetings was less of a problem since managers recognised the need to allocate time for meetings and to adjust rotas accordingly. Nevertheless, it was clear from the evaluation that attendance at staff meetings was not always reliable, and that this was affected by staff shortages in some houses.

At the beginning of the evaluation support staff’s colleagues were generally described as taking a positive view, as were managers. By the end of the evaluation staff profilers’ descriptions of managers’ attitudes varied from "very positive" to "neutral"; none were described as negative. At the end of the evaluation only one staff profiler rated the attitude of other members of support staff with whom she worked as "very positive", two described their attitude as ”fairly positive", one as "neutral" and one as "rather negative". The service user in the house with the very positive group of support workers had made very discernible progress in self-expression with the support of MMP so that other staff were encouraged. In this house the staff profiler’s colleagues spent considerable time on MMP activities. This contrasted with the other houses, where staff profilers reported very few MMP activities being undertaken by support staff, other than themselves. Even though colleagues might be described as fairly positive or neutral in attitude, they did not see MMP as their role. In one house, support staff were reported as feeling "we have enough to do already".

The degree of interest in MMP shown by the support staff group as a whole was described as "a little" by most staff profilers. In the house where MMP had been used most extensively and successfully, support staff have seen its potential for other service users. They have specific reasons for wanting to use MMP with other identified service users. In another house support staff saw MMP as positive "because it stops you missing things". Support staff in two more houses recognised the utility of MMP for induction. In the fifth house staff were in favour in principle, but inactive in practice. The respondent had tried providing written and oral information to colleagues, but felt that more education about MMP and its benefits would have been useful.

The availability of equipment had proved a constraining factor in most houses. The lead profiler worked to obtain further equipment and then organised a loan service in order to maximise the potential use of what equipment the project had. Flexibility on the part of the lead profiler meant staff felt supported at weekends as well as during the more conventional working week – this applied both to hardware and to help in utilising it. The availability of equipment varied from house to house. One service user had his own video camera, but overall cameras were in short supply, as were computers.

Asked about the quality of the support they had received, staff profilers reported that advice from the lead profiler was readily available. She was "always there". Staff had found it was productive to raise issues with her and she had also been a useful point of reference about ethical issues. The staff valued the meetings organised by the profiler where issues relating to consent to filming and the confidentiality of material filmed could be considered by the group. They also appreciated the structured group training relating to IT which was organised in the latter part of the evaluation period. 

By the end of the evaluation period some staff were beginning to express anxieties about the future of the MMP project. They were worried that it might not continue, and that the potential gains from the effort that had been put in might be lost. Planning for the future was also difficult.

2. 5 Ethical Issues
Ethical issues, especially those associated with consent were a recurring theme reported by staff. At the beginning of the evaluation support staff were asked about how they were tackling the issue of gaining consent to MMP from service users. In addition to providing verbal explanation to service users, four staff planned to introduce MMP-related activities to the service user gradually and to monitor their reactions, taking any sign of distress as a "no" to MMP. A fifth service user (Susan) was said to be sensitive to visual images, having already shown enjoyment of television, photographs and videotapes. This gave the staff group confidence to proceed with MMP. This issue of service user familiarity with artefacts related to MMP was also mentioned in relation to another service user (Philip). In this instance, staff felt that they could take as their starting point, the service user’s ownership of a photograph album and Polaroid camera, as well as knowledge of and use of holiday videotapes. The sixth member of support staff discussed consent issues in more abstract and general terms. He expressed concerns about the legal aspects of consent to MMP. He had questions about the relevance of the Human Rights Act. Like other support staff who were interviewed, he planned to ask the view of a member of the service user’s family about the use of MMP, but was unsure about the legal standing of any view expressed by service users’ families or other advocates.

There was no indication in the data provided at the beginning of the project by the support worker from the house where a service user subsequently withdrew from the evaluation of outstanding issues which might lead to this withdrawal. The interviewee was not one of those who expressed concerns about service user consent or any other potential problem area. At the end of the evaluation period, when managers provided further data, one manager gave information about the home of the service user who had withdrawn from the project. This respondent indicated that concerns about service user consent to being filmed and her privacy were the reasons for withdrawal from the MMP project. No dissatisfaction was expressed by this manager about the process of MMP's introduction. Rather it was noted:- "MMP may not be appropriate for all service users but it is good for those willing to give their own consent."

When staff profilers were asked about problems which had emerged during the introduction of MMP, consent and how consent can be determined from someone without verbal communication was described as "a big thing for some people". In practice, for four of the service users it had not proved too much of a problem, since there was some evidence of service user enjoyment of the profiling process. For the fifth service user, staff went to great efforts to give him as much information as possible both verbally and by promoting physical contact with equipment.
One ethical issue which was reported as being discussed at support meetings related to the filming of negative behaviour and the reality of service users’ consent to this. Although MMP emphasises the importance of positive imagery, it was argued that if only positive behaviours were recorded on a profile, questions emerged as to whether a distorted and misleading image was being presented (for example, to new staff using the profile for induction purposes). One respondent felt it was possible to film negative behaviour in a positive way, i.e. showing how the behaviour can be managed, and thereby helping the service user. Another issue relating to consent to profiling which had been raised at a meeting, related to how far family views should be respected, despite the family having no automatic legal right to veto an adult’s activities. 

Confidentiality of profile materials was not considered by respondents to be a problem. The issue had been discussed at MMP training meetings. Staff profilers were of the view that access to profiles would generally be limited and only shown to people who needed to see them. Problematic footage could be disposed of.

2. 6 Summary

Support staff and managers involved in the MMP pilot study were generally positive about the initiative. This was largely because they felt service users had benefited in a variety of ways. Key constraints were limited availability of support staff time and of equipment. Service user consent was an issue which raised concerns for some staff.
3. Service Users and MMP
The data collected for the five service users for whom profiles were developed comprised:-
· Pen portraits of individuals written at the beginning of the project.

· Sessional records of the use of multimedia profiling.

· Staff and family reports at the end of the project.

· Video clips of service users.

· Comments from the lead profiler about particular clips.

3. 1 Background Details
Table 1 summarises characteristics of the participants at the beginning of the evaluation. All lived in group houses in the community.

Table 1: Service User Characteristics

	Name
	Age
	Communication
	Support needs

	Terry
	33
	Communicates basic needs to people who know him well
	Has athetoid cerebral palsy; uses wheelchair

	John
	64
	Communicates nonverbally through vocalizations and body language
	

	Philip
	73
	Can shake his head for no, and indicate yes with smile and touch.

Can understand simple sentences
	Uses a wheelchair

	Susan
	41
	Some signs, vocalisations
	Uses wheelchair

	Richard
	52
	Vocalizations and body language
	Independently mobile

High support needs: dual sensory impairments


Terry is 33 years old. He has athetoid cerebral palsy and uses a wheelchair, which he manipulates himself. He can communicate basic needs to people who know him well, but has no verbal communication. He is said to be generally happy and friendly and enjoys music, food and company. Terry’s sister is in regular touch with him.

Philip is 73 years old. He will shake his head to signal “no”, smile and hum or touch an outstretched hand to indicate “yes”. He understands simple sentences. He spends a lot of time in his room although he likes a trip to the pub. Generally he prefers quieter environments and set routines. There are no family in touch with Philip.

John is 64 years old. He is relatively new to the service, having moved at the death of his parents. He has mood changes, and is on medication. He can be very gentle and has a good sense of humour; he likes to play with balls and will include other people in his game. He can self harm and present behaviours that challenge. He likes to initiate contact with others on his terms and can become distressed if others try to direct him using physical contact. He likes to go out for walks and for rides in a car. His sister and brother in law are in regular contact with him.

Richard is 52 years old. He is mobile and can feed himself. He spends much of the time wandering around the house or sitting by the window. He has high support needs, as he is registered blind, is profoundly deaf and has epilepsy. Staff can sometimes tell how he is feeling and what he wants through his vocalizations and behaviour. He has a supportive family who visit regularly.

Susan is 41 and has lived in the same house for 13 years. She can walk a little way with support. She uses signs (Makaton), facial expressions and vocalizations to communicate. She is involved in a wide range of activities – swimming, horseriding, discos and socializing, and regularly goes on holiday. She has Cri du Chat syndrome, with some hearing difficulties. She is in regular contact with her mother and sister. 
Table 2 provides summary details of the records collected about multimedia profiling sessions: number of sessions, time period, average length, number of people present, location of session and the focus: creation of film footage for a profile; review with the service user of the footage. The table indicates considerable variation in the amount of time spent on sessions. Generally there was flexibility, with staff able to collect short clips, but some sessions lasting longer, and involving both the creation and review of footage. Most of the sessions (48/51) for which records were collated involved the creation of footage, although some review was involved in around 40% of cases (21/51). Only 3 sessions in total were dedicated to the review of footage. These included 2 sessions where Susan was presenting her profile to a visitor and to a conference.

Table 2a: Sessional Records

	
	No. of records
	Time span
	Average length of session (range)
	Average number of people present
	Where session took place
	Focus of session

	Terry
	10
	7 months
	35 mins

(10 mins- 2h 30 mins)


	4

(2-8)
	9 home

1 out
	10 creation

6 review

	Philip
	12
	8 months
	1h 30mins

(5 mins- 5h)
	3

(2-5)
	7 home

5 out
	11 creation, 

7 review

	John
	8
	5 months
	42 mins

(10mins- 3 h)
	2

(2-4)
	4 home

4 out
	8 creation of video

3 reviewing

	Richard
	11
	9 in 1 month 

2 records 5 months later
	43mins

(5mins-3h)
	3

(2-5)
	5 home

6 out
	11 creation

	Susan
	10
	7 months
	2h 15m

(45mins – 4h)
	3

(3-6)
	2 home

8 out
	8 creation

5 review


Table 2b: Video Clips of Service Users

	
	No. of clips
	Total time
	Range of time
	No. of photos

	Terry
	54
	23:22
	0:30-3:00
	15

	Philip
	62
	37:12
	0:7-2:50
	14

	John
	38
	21:24
	0:39-2:30
	10

	Richard
	41
	16:45
	2:00-4:00
	14

	Susan
	63
	30:05
	0:30-3:45
	25

	Totals: 
	258
	127:08
	
	78


3. 2 Benefits to Service Users
Staff were asked to complete a checklist to show what benefits had accrued to service users as a result of their involvement in the project. 
All 5 service users were reported to have benefited, with no negative effects. 
Table 3 shows the range of benefits reported for service users. Increased staff awareness was reported for all 5 people, whereas participation in meetings was only enhanced for Susan – the one person for whom profiles had been used in review. Richard, who has the highest support needs of the group, has fewer reported benefits than the others. He was not actively involved in the process of collecting and reviewing data. 

Table 3: Reported Benefits of Participation in Multimedia Profiling for Service Users

	
	Terry
	Philip
	John
	Richard
	Susan

	Improved staff knowledge of service user needs
	
	
	
	
	

	Improved staff knowledge of service user preferences
	
	
	
	
	

	Additional means of communication for service users
	
	
	
	
	

	Additional stimulation or activity for service users
	
	
	
	
	

	Additional means of engagement with staff
	
	
	
	
	

	Extension of service user skills
	
	
	
	
	

	Improved means of communicating information to new staff
	
	
	
	
	

	Greater ownership of their records by service users
	
	
	
	
	

	Enhanced participation by service user in planning meetings and reviews
	
	
	
	
	


Service user participation in meetings was rated at the beginning and end of the project. There was little or no change for 4 of the service users, but Susan was reported to have become more actively involved in many ways; introducing herself, providing and seeking information, expressing opinions and indicating views.
3. 3 Analysis of Video Clips
Short clips of video were analysed at two main points: spring and autumn. Table 4 shows the distribution of the clips; showing the number at each time period and the focus (creation of the profile or review of footage on the laptop). John experienced ill health towards the end of the project, meaning that no data were collected in the autumn. Richard’s material consisted only of the creation of footage, since he has dual sensory impairments and was not able to engage with the material on the laptop. 
Table 4: Clips Received for Analysis

	
	Spring
	Autumn

	
	Creation
	Review
	Creation
	Review

	Terry
	6
	0
	0
	5

	Philip
	7
	2
	0
	5

	John
	5
	1
	N/A
	N/A

	Richard
	7
	0
	5
	0

	Susan
	9
	2
	2
	4

	Totals
	34
	5
	7
	14


The table indicates that of the data sent for analysis (which amounted to of the total footage collected), there was more review towards the end of the project, and more of a focus on collecting footage at the beginning. 
Comments on the footage. The researcher wrote a set of preliminary comments about the clips, and then compared some of these firstly to pen portraits completed by staff, and secondly to comments made during a meeting by the lead profiler. 

Researcher comments were compared to the initial pen portraits by staff through counting the number of separate pieces of information in the portraits, then looking at the comments to see how many of these had been picked up, how many had not, and whether the researcher had noticed anything else. Overall, around one third of the points raised in the portrait were conveyed to the researcher through the profiling; it was to be expected that the written portraits would cover more material than the initial footage.

Table 5: Agreement Between Pen Portraits and Researcher Comments

	
	Shared
	Pen portrait only
	Researcher comments only
	Totals

	Terry
	6
	7
	4
	17

	Philip
	6
	10
	2
	18

	Richard
	9
	8
	7
	24

	Susan
	7
	16
	5
	28

	Totals
	28 (32%)
	41(47%)
	18 (21%)
	87


The second exercise highlighted the critical importance of accompanying commentary provided by someone who knows the individuals and the background well (see Appendix 3). In most cases, the researcher was simply unable to pick up the significance of the material; even when the interpretations were broadly similar, the lead profiler’s comments are infinitely richer and more personal. 
These findings indicate that the use of a multimedia profile on its own will not be sufficient to convey all relevant information to those who do not know the service user, but should be seen as forming part of an overall profiling strategy, providing dynamic illustration of key points about individuals. Verbal and visual information together are more meaningful than either medium alone.
3. 4 Development of Engagement 
For those individuals who were involved in review, their engagement with the material was compared between earlier and later clips (see Appendix 4). 
In the case of Philip and Susan, the comparisons show a clear difference. For Philip, the contrast is between engagement (when Philip recognises and is interested in what is on screen) and non-engagement with unfocused shifting gaze, demonstrating that Philip can attend to information presented in this format. The lead profiler commented specifically on the development of his use of the technology, from pushing keys and bashing the screen to now when he recognises himself and looks to someone to check before touching the computer. 

 The two clips of Susan suggest that at first she was really more interested in social interaction than in the images on the screen – although she does look at them with interest- and her interactions are mostly nonverbal; smiling, touching. In the second, not only is she very focused on the clips, her interactions are far more complex and involve language and gesture as well as nonverbal behaviour, leading to a much richer conversation with the staff member. Of course, it helps that Jane can recognize her signs, whereas Liz has more difficulty. By the end of the project, Susan (uniquely among this group) was actively directing the creation of the profile, pointing to something she wanted to be filmed. 
In both cases, it is evident that when the images are motivating and when you have someone you like to share them with, attention is more focused and communication is more likely to take place. 

Input to John was limited because of his ill health during the second half of the project. He is known to have a fascination with faces, and is thought to recognize himself in the mirror. Here it is not clear whether he actually knows that the footage is of him (the gesture may be accidental, since he does not use the sign ME), but he is able to engage with the medium.

3. 5 Outcomes for Service Users
The sources of information here were as follows:-
· An interview with the lead profiler, focused on a selection of video clips

· Telephone interviews carried out with family members (for Terry, Susan and John only)

· Written comments from support staff on sessional record forms and in the final pen pictures.

A summary of the data from the final pen pictures is provided in Table 6, showing a range of differentiated outcomes and developments.

Table 6: Outcomes and Developments for Service Users

	
	Outcomes
	Developments

	Terry
	Need for correct utensils at mealtimes

Enhanced self awareness

Choice of the right music

Induction material
	Support needs

Independence

Skills and abilities

Meaning of facial expressions

Choice and inclusion

Family

	Philip
	Means of communication evident

Spending less time in his room

Awareness of needs

Recognition of his enjoyment of the pub

Evidence of understanding

Useful induction material

Staff looking at ways of making view from his room more interesting
	Independence

Support needs

Relationships

	John
	Awareness of needs

Staff more observant

More of his personality; communication and areas that are important are evident

Good induction material

Positive representation

He may get more 1:1 support
	Support needs

Independence

Likes/dislikes

Skills and abilities

Family

	Richard
	Enjoyment of 1:1 support

Induction material

Re-look at past activities

Recorded evidence of sight and hearing

Clear reasons for diet

Communication of likes and dislikes
	Independence

Support needs

Day services

Dislikes

Input from outside agencies

Health

Activities



	Susan
	Tools for self advocacy & Person Centred Planning

Induction material

Learning by staff

Her personality

Empowerment

Opportunity to show profile to others

Meaningful representation
	Participation at home

Independence

Support needs

Likes/dislikes

Family friends

Social activities

Day service


Terry
Terry was felt to have benefited in several ways from the project. A main focus was staff training, with several clips used to illustrate positioning, his need for nutrition, appropriate use of resources such as the hoist and utensils. It was also found that Terry really enjoyed looking at some of the clips, and that staff could now see what he could do for himself, and how much he understood. In one notable instance, the footage had been used to restore a service (music therapy) which had been withdrawn. 
The staff profiler stated that he had become more aware of things about Terry and that subconscious knowledge had surfaced as a result of the project. The profile had not yet been used for Terry’s annual review, but there were plans to do so. 
Terry’s mother stated that she had been surprised and very pleased to see how much he could do:-
“It shows him in a positive light – things like he can hold the grab rail. It’s made me think: oh he can do that. It was very positive, very good to see that.”
She felt that he clearly recognized himself:-
“He was touching the camera and that, and she was showing him stuff on himself.”
She was keen for the project to continue and felt that the profile illustrated good practice:-
“Be a good thing to carry on.”
“A lot of people talk over him, but these people talk to him.”
Philip
The lead profiler felt that use of the video footage had been influential in changing staff attitudes and in helping Philip himself to become more socially active. This was a secondary effect – because the process made him more visible and motivated staff to engage more with him:-
“He’s getting better. At first he didn’t engage, and he didn’t like people sitting next to him. Now he will look and will allow people to sit close to look at the clips –I leant on his chair at one point, and staff were really surprised.”
“At the start of all of this, he wouldn’t come out of his room, and because of this, staff would not encourage him to come out. Now he sits in the room with others, and is even taking part in activities in the kitchen. Not just MMP but it is the extra one to one, because the camera is there people feel they need to encourage him to do things. So he’s getting a lot better quality of life out of this now.” 

In several cases, the collection of material had resulted in new experiences for Philip which staff had previously been nervous of introducing:-

“Philip had indicated he wanted another drink by waving his glass at me. I handed him his wallet and he got up to go – Mary went with him but he wanted to go on his own – all he needed was a bit of encouragement and being told that he could do it. He doesn’t usually like new people, but here you see him going up to the bar into a group of people who make way for him. It was a really big shock in the house to see that video.”
In other cases, evidence was used to support Philip in asserting his rights – here to demand that he should be allowed to sit where he wanted in the face of a taxi driver’s insistence that he should go in the back:-
“Taxi driver wanted him to go in the back. This made Philip lose confidence and wonder if he wanted to go out- see him walking away. They then did put him in the front.”
Use of video provided evidence which helped maintain skills:-

“He is usually in a wheelchair, but he can walk; this has got him to use his skill.”
And to correct poor practice:-

“The first thing I was told is that he doesn’t like a lot of people in his room and he doesn’t like loads of questions – so what you see is 3 staff and a lot of direct questions and demanding that he choose. Showed the clip to the staff and that was all it took – wow, didn’t realise.”
Staff profiler comments were that she had learned that Philip liked relaxed atmosphere, going to the pub, and interacting with others. He does not appear distressed by the presence of the camera, seems to be enjoying it, and sometimes looks at the footage of himself and touches the screen. He now has his own camcorder and an extensive range of footage. The profile had not been used as part of the annual review. 
Philip’s world has expanded as a result of the project; staff commented that he has been on numerous outings that they would not previously have considered and that the most remarkable change had been that the majority of his time is now spent in the social setting of the house:-
“Now he associates the camcorder with going out – he looks at it and nods, and gets upset if staff don’t recognize this is what he is after. He adores watching his video.”
John
At first, staff had been very nervous of John. The lead profiler felt that the main issue for him was to get one to one support in the way he needed Staff shortages meant that this has not really been taken into account to date. 

However, the video footage had been helpful in changing staff attitudes and perceptions:-
“Staff heard about my observations of how tidy he is. But as staff you never had time to just sit and observe. Even if you are filming you are not necessarily observing.”
“On his terms he is really affectionate. He strokes my hair, face. We kept this because new staff will be frightened of him when he is bouncing off the walls, but this shows how gentle he can be.”
“This shows him interested in things to hold and look at able to walk around, on a country lane. Camera is there, he is aware of it, he has got one to one.” 

Another issue for John was to look at the organization of the environment:-
“One of the first things I noticed was that every chair that was out, he would bang, bang against the table, bang around generally. He left the room, I moved the chairs, he walked around calmly then went and sat in the hall. “
“The house can be very noisy, not just him – nice quiet peaceful – effective clips are when house is quiet and noisy tenants have not been around. Good evidence building up for a change in provision eg one to one at times that are stressful.”
Video was also used to gather evidence relating both to his behaviour and his physical condition:-
“Here he is shaking his head and I wonder if it’s giving him the same sensations as he gets from headbanging. This is after his medication – it shows that he will still move around, more lethargic but sensation seeking.”
“Not too sure if he has a problem with sensation in fingertips, may not be sure when he is holding things and when not. I repeated the clip which showed the same behaviour.”
Staff felt that John was really enjoying interacting with the laptop and camcorder and that they had learnt a lot about his personality:-
“The film clips are very positive and show many skills that John has and show very clearly his sense of fun and ability to play.”
They are considering buying him a set of drums, to develop his interest in banging objects. 
John’s brother in law felt that the main purpose of the project was to help staff to be better informed; he felt this could only be of benefit to John, and could not in any way be harmful. He anticipated that John would not recognize himself or engage with the material, despite his interest in faces:-

“I saw a limited use for John: I don’t think he would get anything from viewing it at all. I doubt whether he would recognize himself.”
He was interested to hear that John had in fact looked intently at the footage. He was hopeful that the project would continue. 

Richard
The focus of profiling for Richard was on gathering relevant information about him. Richard had the most complex pattern of impairments of the five service users, and it may well take longer to establish a profile for him than for others:-

“Not sure where his profile is going other than induction for new staff. He is frightening when he is being very vocal and bouncing around the house. Doctors and psychiatrists have been involved. Looking at his medication.”
However, the video evidence did provide opportunities for checking some guesses about his behaviour:- 
“He does engage with light.”
“I have a theory that he likes wind – he can hear it whistling through the mike and see him outside, jumping up and down and vocalising. We need to get him a fan.”
And correcting assumptions:-

“To say he has no sight and no hearing – he does react if he hears raindrips on the car (which he hates) or dishwasher being emptied…”
“He had a photo album – there was a picture of him in the pool but no-one knew why this had not been revisited, so they took him into the pool. This really helped because they borrowed the pool for a time and filmed him. Here he is quite happy. Then he kneels down and depth of water is too deep, he goes right under and then gets stressed and goes out. Staff are prepared to revisit this.”
There was a general impression that Richard was aware of something different when filming was taking place, perhaps because of increased staffing levels, which were beneficial in themselves.

The staff profiler’s comments indicated that she felt the process had helped to make Richard’s life easier and less traumatic, though she had not learned anything new herself about him. The staff team are reported to be very keen on the project and it has led to an exploration of activities he had once enjoyed but discontinued such as swimming and a boat trip. The profile was used in the most recent review and both the physio and care manager mentioned that they felt they knew him better as a result. 
Susan
For the lead profiler, who had known Susan well for many years, the project offered real opportunities to show what she was capable of and to dispel negative prejudices.

“She has a label (challenging behaviour) that we are managing to totally dispel.”
“Because she chooses not to interact socially at the day centre, she’s not very well liked. Staff wanted her to be put in a specialized unit. When we went to the swimming pool there was a group from the day centre. This is a staff member who obviously likes her, and she spent 10 minutes talking to her. We’re really smashing Susan’s label to pieces at the moment. “
The footage illustrated the extent to which communication by Susan was missed or misinterpreted:-
“Susan is sad here. She turns away and signs CRY, she physically turns. P jokes with her and completely misses her negative body language.”
“She pats the woman’s back and asks her to let her feel the goats through the gap; she’s pointing downwards to show where she wants the goat to be. So much of her communication is being missed, not misinterpreted, missed. So it’s no wonder she gets frustrated.”
Entrenched attitudes have led to people taking over from her and excluding her:-
“Here they are lighting her cake, but someone is standing in front of her line of vision. She taps him to tell him; just asking for what she wants. She likes to observe activities, not always take part in them. Now they are very aware in the day centre of where she is looking and who is in the way.”
“Here they are sorting out all her new clothes for her but not involving her.”
Now, however, attitudes are changing, trust is building up between her and other staff, and she is achieving real independence. She has met visiting politicians, and presented her profile at a national conference, which she thoroughly enjoyed.

Staff profiler comments were that she had increased understanding of Susan as a result of the process:- levels of independence and decision making were greater than she had thought, and she was now aware of Susan’s need to introduce herself to strangers and the pleasure she got from seeing herself on screen. She felt it was clear that Susan thoroughly enjoyed the process and that it had allowed her to express herself and her likes and dislikes more than the written word. It had also improved their personal relationship. 
In the final report, the response was overwhelmingly positive:-

“The project has been welcomed by all and is proving to be a very positive experience for Susan and staff….this is proving a way in which she can self-advocate, not only within her home but at the day service, at reviews, with speech therapists….”
The profile had been used during her annual review. 
Susan’s mother felt that she was definitely interested in the material on the laptop. She had been pleased to hear how proud people had been of Susan at the conference, and this in turn had led to her mother feeling pride in her achievements. One clip had particularly affected her:-
“I didn’t think she would sit so long with an animal. It really touched me, as though there was nothing else around her, she was just so intent. I thought that was brilliant, the concentration of her. I asked to see it again.”
“In her own way I would say she has achieved things – she’s done things I wouldn’t have expected of her. I mean, for her to be in that room with all those people, shaking hands with people. I mean, she’s met people I haven’t even met. I’m pleased and thrilled for her.”
3. 6 Summary

The data from service user records indicated that the impact of the project had been widely perceived as positive by staff and families, and there was clear evidence that four of the five service users enjoyed the filming and the extra attention. In at least three cases (Terry, Philip and Susan) there were demonstrable outcomes that affected their quality of life. The profiling procedure did not, however, substitute for the verbal and written comments of people who knew the service user well – even the best video footage can be full of ambiguity and needs interpretation. Information available in a combination of both verbal and visual forms conveys the fullest picture.
4. The Organisation and MMP
The findings set out in the preceding sections of this report provide evidence of gains accruing to Mencap in terms of improved quality of provision for service users, plus staff satisfaction relating to and resulting from these gains. In addition, information about Mencap’s MMP initiative has been disseminated at national level, and this has generated a show of ministerial interest. 
This section of the report's findings explores aspects of the MMP pilot project which relate to broad organisational issues. The sources of the data utilised here are the same as for the Section 2, plus questionnaires completed by support staff and managers about their technical competence.

4. 1 Service User Participation in Decision Making
Since MMP is claimed to lead to increases in service user involvement the evaluation sought to assess whether there were improvements in relevant aspects of service delivery during the pilot project.

At the beginning of the evaluation support staff and managers described a situation where there was a commitment to consultation with service users and to service user choice, but where "limitations" and "the danger of tokenism" were identified by some managers. In a similar vein, support staff, while describing some positive developments as regards service user involvement in decision making, also noted that there was a danger of staff misreading service user cues and that: "It's quite hard really".

 At the end of the evaluation managers were asked about their experience of the potential of MMP in specific areas relevant to service user involvement in decision making. Four of the six managers considered MMP to improve service user records, service user ownership of records and service user participation in personal decision-making. Three indicated it improved service user participation in service level decision-making and two reported improvements in staff morale. Although four managers described MMP as improving the suitability of the physical environment within the service to meet service user needs, none actually reported any such changes having been made as a result of MMP.

At the end of the evaluation staff profilers were asked about the same specific areas as their managers. Asked how far they would describe MMP as improving service user records, two interviewees responded positively, one seeing visual records as more powerful than written records and the other as simpler to absorb. A third said that paper records are quite separate from multimedia profiling, but added that film clips give extra information. The other two staff profilers felt MMP, though not improving service user records yet, had the potential to do so in the future. One staff profiler felt MMP had enhanced service user participation in personal decision-making, three felt it was difficult to be sure about this and one responded negatively. Only one interviewee felt MMP had improved service user participation in service level decision-making. Four considered that MMP had brought about some improvement in service user ownership of records. Only one staff profiler felt that staff morale had improved thanks to MMP. No staff profiler described MMP as improving the physical environment’s suitability for a service user, though some potential in this area was recognised. Table 7 shows this information and that managers were rather more optimistic in their estimates of positive changes brought about by MMP than were the staff profilers.

Table 7: Number of Staff Indicating Improvements in Aspects of Service Quality as a Result of MMP

	Area in Which Improvements Reported
	Managers (no=6)
	Staff Profilers (no=5)

	
	
	

	Service User Records
	4
	2

	Service User Participation in Personal Decision Making
	4
	1

	Service User Participation in Service Level Decision Making
	3
	1

	Service User Ownership of Records
	4
	4

	Staff Morale
	2
	1

	Suitability of Service User’s Physical Environment
	0
	0


The positive change most frequently reported by staff was in the service users’ ownership of records. At the beginning of the evaluation support staff reported that the recording of need for all six service users was exclusively by means of written records. The service users were said to have theoretical access to their records, but staff observed that in practice these service users had little access to or control over their records. Even though files might be kept in a service user’s room, written records were not meaningful to them. If staff were to read their paper records to these service users, staff did not think service users would understand them. Staff profilers considered that this situation had improved by the end of the pilot project, partly because the visual materials were more meaningful to some users, and partly because the profiles were regarded as the service users’ property.

Data gathered from managers at the start and end of the evaluation showed no discernible change in the variety of forms in which records were kept. For example, at the beginning of the project one manager indicated that video recordings were regarded as a form of service user record. At the end of evaluation, the situation was unchanged. Only one manager reported using video recordings as a form of service user record.
4. 2 Costs

Costs associated with the MMP pilot project included the cost of employing the lead profiler, payments to "Acting Up" and for purchasing equipment, plus the time and resources expended for technical support and by staff profilers and their managers. In order to assess how much support staff time was involved in undertaking MMP, both staff profilers and managers were asked to estimate how much support staff time was utilised on average. 

Table 8 identifies the amount of time staff profilers estimated that they spent on average each week on profiling activities, excluding attendance at training meetings. It should be noted that the estimates reflect the amount of time that staff profilers operating at the end of the evaluation considered they were spending. The changes of staff for some service users, which occurred during the evaluation period, mean that time allocations may have been different earlier in the year.

There is no table for the time spent on profiling by staff profilers’ colleagues. When staff profilers were asked to indicate the amount of time expended by other members of support staff most expressed the view that this was negligible or very sporadic, except in the case of Susan who had had a total of four to five hours of additional filming time in the summer months.

Table 8: Staff Profilers’ Estimate of Time Spent Profiling
	Service User
	Estimated time per week spent on MMP by staff profiler

	
	

	Philip
	15 minutes

	Susan
	2 hours

	Richard
	20 minutes

	John
	30 minutes

	Terry
	30 minutes


Table 9 shows the estimates by five managers of the amount of support staff time expended on MMP in total each month. Although managers’ estimates are somewhat higher than those of the staff profilers, the variation in the total staff time available to different service users for MMP is apparent from the information provided by both sets of staff. As already noted, most staff profilers did not have time allocated specifically for profiling, and the staff profilers perceived their chief constraining factor as regards MMP to be lack of time.

Table 9: Managers’ Estimates of Time Spent on MMP
	Managers’ Estimates of Support Staff Time per Month Spent on MMP in Total

	Profiling
	Meetings

	
	

	8 hours
	8 hours

	30 hours
	15 - 20 hours

	2 hours
	8 hours

	1 hour
	2 hours

	1 hour
	2 hours


4. 3 Staff Knowledge and Training

At the beginning of the evaluation six of the managers indicated they knew a little background information about MMP, while the remaining four described themselves as familiar with MMP and confident about its use. However, only three considered they had sufficient knowledge of MMP. Most managers reported that they expected to be involved "a good deal" in the introduction of MMP to their service.

At the end of the evaluation all six managers who completed the questionnaire were very or quite satisfied with their current level of knowledge of MMP. Five managers considered they had enough preparation before it was introduced into the group homes in the York area, while one did not. Likewise, five managers felt that sufficient training and information for managers had been available since MMP's introduction, but one demurred. However, managers’ views differed as to whether enough training and information had been available for support workers since MMP's introduction, with half responding positively to the question and half negatively. 

The staff profilers themselves did not express any dissatisfaction with the amount of training available. All five staff profilers considered the availability of structured training was important to the success of MMP. The meetings served three functions:-

1. The discussion of concerns and issues.

2. Sharing of experiences with others in a similar position.

3. Learning about technical aspects of MMP.

Information about the technical experience of the staff was elicited by the technical consultant in February and November 2004. At the beginning of the evaluation all of the support staff had used a computer previously for a variety of tasks, and five out of six had also used a camcorder before. The five staff profilers who described their skills at the end of the evaluation reported that these had been further developed or reinforced. Constraints reported were similar to those indicated by other sources of data. They related to time, shift patterns and the availability of equipment. The four who were still active as profilers indicated they would have liked more training in order to learn more sophisticated skills. However, interview data revealed that there were marked differences among the four as regards how extensive a role they wished to play in editing filmed footage. The four managers who indicated their technical expertise at the end of the evaluation reported less experience than the staff profilers, but had an interest in acquiring more sophisticated skills. 

Overall, there were gains in the knowledge and technical skills of the staff at York, although an examination of the data reveals considerable differences in their competence and confidence. It is also important to note that the lead profiler whose training was provided on an individual basis by the MMP technical consultant achieved the necessary competence during the course of the evaluation period. 
4. 4 Models for Implementing MMP

When MMP was introduced into the York area it was decided to work with particular identified members of the support staff team rather than the support staff team as a whole. Opinion among support staff and managers was divided as to whether this was the most effective approach. 

Three managers took a positive view, although two of these noted that support from the whole staff team was still needed. Two managers considered the approach adopted was not the best way of introducing MMP. One felt there could be more opportunities "to get things done" if the whole staff team who wanted to be involved were included. The other observed that work by only one member of support staff "put a lot of pressure on that person". One manager was unsure whether the approach taken was the most effective, noting issues of staff turnover, availability of equipment when on shift and concern on the part of other members of support staff who were unsure about what was happening.

A disadvantage of using identified staff was indicated by staff profilers. This related to the problem of the designated staff member being left to produce the profile, when it would have been advantageous to include input from other staff for filming more comprehensively and also for ideas and support. On the other hand, potential problems associated with working with a broader group of support staff were seen as time costs, difficulties in obtaining group decisions and the danger of a loss of focus on MMP without "someone to steer it".

Although the pilot project was implemented in a way which meant MMP was put into operation through work with support workers in group houses, there are now plans to try out the dissemination of the use of MMP in somewhat different ways. By the end of the evaluation period the lead profiler and MMP technical consultant had been invited to use their expertise in a variety of other areas of the organisation’s work, including advocacy services and through the development of individual, person-centred plans. The potential of MMP utilised with these types of focus has yet to be assessed.

4. 5 Summary
Some positive outcomes related to service user participation were discernable. Profiles were regarded by staff as service users’ property; and they were considered to have improved the accessibility of records for two service users. In addition MMP was reported as promoting the participation in decision making of one service user. 
There were significant differences in the amount of support staff time expended on the profiles of service users. Staff valued the training in MMP that was available, although they varied as to the range of profiling activities they wished to undertake.

It was not clear whether the model adopted for the implementation of MMP was the most effective way of promoting the use of multimedia technology by and for people with profound and multiple impairment.
5. Factors Affecting the Introduction of MMP
While this evaluation can identify the positive outcomes already reported, it is impossible to be certain that all these resulted from MMP alone. As a couple of the staff profilers noted, some of the gains for service users may have been as much the result of increased staff interest and efforts as because of exposure to MMP. However, it is clear that MMP provided a catalyst for the gains reported for service users. It was a stimulus for change and encouraged staff to focus their attention on a number of disadvantaged service users. Indeed, there were indications in the data provided by the staff profilers that MMP had the potential for more positive change than was accomplished in the year of the evaluation. For example, a longer evaluation period might have allowed time for clearer evidence of MMP’s utility for staff induction and for promoting positive change in the physical environment.

It is also important to recognise that the pilot project was not without financial cost. It is not possible to say whether comparable or greater gains in service quality could have been made if the resources available for MMP had been used in a different way. It would be possible to estimate the costs of the York MMP initiative but this would be unlikely to be helpful in predicting cost in the future. This is because benefits may be forthcoming from economies of scale and from the development work which has already been carried out. However, it is possible to highlight issues relating to effectiveness and efficiency by examining the process of MMP’s introduction to the York area with an eye to informing future practice.
5. 1 Staffing
It is noteworthy that the service user who progressed most had the greatest input of support staff time and was facilitated by an experienced and highly motivated staff profiler who had time specifically allocated for MMP activity. Did Susan respond to MMP so well because of the amount of support staff time she received, or did she receive extra time because her response was so positive? It is not possible to be sure whether Susan's especial progress in using MMP was an outcome of her having additional support staff time available to her, or whether her aptitude for and obvious pleasure in the use of information technology attracted greater input of support staff time. 

However, it is clear that lack of time on the part of staff profilers was a key issue to which reference was made very frequently in the data. The pressures on these frontline staff were exacerbated by general staff shortages, and the use of agency and relief staff. In addition, turnover among the staff team was quite high during the period of the evaluation. As a result, constraints were faced in terms of the amount of filming that could be carried out by support staff, and the variety of locations and activities which could be included in the profiles. Training for staff profilers was also adversely affected, although to a lesser extent. Staff could sometimes not get to meetings or practise the necessary skills. Moreover, some incipient staff profilers who had begun learning about MMP were lost through staff wastage so that new staff had to be recruited for profiling and then prepared for the work. It is also possible that staff turnover accounts for the differences in the extent of managers’ satisfaction with training and in staff profilers’ confidence in the use of multimedia technology. (Those coming only very recently to MMP would have missed important preparation available before they were recruited.)

All of these factors had an effect on MMP’s introduction in York. They have implications if the use of MMP is to be extended to other locations. These staffing issues are not particular to the York area and are likely to be apparent in many other geographical areas where MMP might be introduced. Thus the way in which the use of multimedia is introduced in the future will need to be designed to accommodate these challenges. Indeed the York area had factors in its favour which may not be present elsewhere. The York area was selected for the pilot project because MMP was already known there. There was thought to be available there a degree of existing staff interest and enthusiasm as regards MMP. This assumption was confirmed by the first round of data collection for the evaluation.

Information both from managers and staff profilers indicated that an approach which identified one specific member of support staff from each house to work on profiling often placed them under pressure. They were sometimes expected to undertake the necessary work with little help from other support staff and no allocated time for carrying out the activity. Although the presentation which the lead profiler gave to the local staff group was effective in generating interest in MMP, additional measures to enlist the support of the whole staff team might have been valuable. The advisability of engaging with the whole staff group in the production of a service user’s profile has become apparent during the course of the pilot project. Also clear is the need to ensure managers are fully aware of what MMP can offer, as well as the implications of MMP when allocating support staff time and designing staff rotas. The lead profiler plans to work with the whole support staff group in the next phase of profiling.
5. 2 Equipment
Availability of equipment was another issue to which staff referred frequently as a limitation on profiling activity. A shortage of camcorders was reported as the most significant constraint regarding equipment during the evaluation period. Filming is a key activity in the early part of profile development. Sharing three camcorders between the original six houses in a geographical area where the furthest house is 30 miles from York proved challenging. This situation was managed successfully in the sense that all five service users were filmed, but some restrictions were experienced. The main filming activity period for this group of service users is now over. However, camcorders are still required by them for extending the scope of some profiles and for revising and updating others. The camcorders will also be in demand as result of the extension of MMP to new service users.

The other type of equipment which was in short supply was the laptop computer. No houses had laptop computers available and so staff profilers were reliant upon the one belonging to the lead profiler. Using laptop computers was reported as the way some service users most enjoyed accessing their profiles. Laptops are also an important tool for reviewing video footage. Most importantly, their availability is crucial for “grabbing and editing” the footage which has been filmed if a readily accessible, user-friendly profile is to be produced. A more person-centred profile is likely to result if this “grabbing and editing” task is undertaken as close as possible to the service user involved. It seems probable that a more person-centred profile will result from staff profilers being able to “grab and edit” video clips themselves, rather than being reliant on the lead profiler to carry out this function. The extent to which staff profilers are able to undertake this type of task will depend on the availability of a laptop computer.

5. 3 Training
Additional factors beyond the availability of a laptop computer are relevant to whether staff profilers are able to “grab and edit” material. Time is one issue since laptop computers are only useful if staff profilers have time to use them. Another key factor is staff profilers’ competence and confidence in this area, and this is related to their training. Staff profilers acquired knowledge about MMP through attendance at group meetings where information about its potential and its implementation were discussed. They also acquired proficiency (e.g. in operating equipment), being supported in MMP activities by visits to their work sites by the lead profiler. In addition, towards the end of the evaluation period the MMP technical consultant set up some workshops where technical training was made available to the group of staff profilers. This training was at an early stage when the evaluation period ended. Nevertheless, there is evidence that staff profilers had indicated a desire for the acquisition of more sophisticated skills and that they valued the workshops arranged up to the end of the evaluation period. Assessing the feasibility and cost effectiveness of such training requires more work, especially in the light of the issues already discussed, relating to staff turnover and shortages of support staff. Staff profilers’ motivation, aptitude and experience will also affect their potential to take on more complex tasks. It is not yet clear whether it is realistic to aim to train all staff profilers to be able to “grab and edit” or whether technical training for them should concentrate on filming and/or reviewing material, plus accessing footage to show to service users and in meetings.
5. 4 Working with Uncertainty
This pilot year has provided circumstances in which Mencap staff have learnt a good deal about the use of multimedia technology by and for service users without verbal communication. The knowledge base and experience of the lead profiler and the MMP technical consultant proved complementary, and they have worked effectively together, despite being sited at geographically distant locations. The appointment of a manager for MMP will create the right conditions for the co-ordination of an expansion in MMP's use, drawing on the existing staff's expertise. 

It is inevitable that a pilot project will be exploratory in its nature. There was a considerable degree of flexibility inherent in the way the MMP pilot project was set up and implemented. Having a general aim and plan, rather than a detailed and specific programme, may have contributed to some of the success of the pilot year since this approach left scope for a response to the opportunities and challenges which arose. However, a lack of detailed guidance may have created anxiety in some staff and delayed some aspects of MMP's introduction. A greater degree of clarity about how and why MMP should be implemented is likely to prove valuable in planning and resourcing future initiatives. For example, more clarity about the role of staff profilers would be useful, including information about their required degree of technical expertise. It would also be helpful to know at what stage these skills are expected to develop and how they are expected to acquire them. 

There are indications that the need for greater clarity and specificity is being identified and addressed by the Mencap staff responsible for MMP’s introduction. In the next phase of profiling support staff are being encouraged to complete pen pictures about the service users who are beginning MMP. This procedure will encourage the staff working with the service user to address basic, specific questions about why a service user is participating in MMP and how their consent is to be ascertained. This shift in practice to using procedures which encourage clarity of thought at an early stage is a valuable development. The proposed questions include:-
1. What is the profile for?

2. Does the service user want and need a profile?

3. How do staff know the service user consents?

4. What is the view of the service user’s family and advocates?

There was evidence in the data collected for the evaluation that a similar shift to greater specificity might be useful in the other aspects of MMP endeavour. One area where some lack of clarity was evident related to the status of multimedia profiles as records. On the positive side, staff profilers generally saw the profiles as belonging to service users, and also as a useful tool for information sharing with other caregivers and professionals. However, the relationship of profiles to the paper files kept about the service user was less clear. In the information provided both by managers and by staff profilers the status of multimedia profiles as a means of record keeping appeared to be rather ambiguous. At the end of the evaluation, only one manager indicated video recording was a form of record keeping; this was unchanged from the beginning of the study. Moreover, at the end of the evaluation only two profilers reported an improvement in service user records. One respondent considered profiles to be quite separate from service user records. Clarification about the status of multimedia profiles is desirable.

A further area of uncertainty for staff related to a lack of specificity as to how much time and what form a multimedia profile should take. Information about multimedia profiling tends to stress the importance of the process, rather than the product (Grove, 2003). Staff profilers could identify a variety of positive outcomes related to the actual process of profiling. They also understood that profiles would need regular updating. Nonetheless, staff referred to a lack of completeness regarding some of profiles. Overall, there was a lack of clarity as to what form a profile could be expected to take, and what it is reasonable to expect to accomplish in a given timescale. The analysis of video clips undertaken for the evaluation indicated that, in order to fully realise the value of the visual images which profiling makes available, it is essential to provide explanatory commentary by someone who knows the service user well. During a profile’s planning and evolution thought needs to be given as to how this is to be achieved. The format in which the profile is to be accessed (for example, video or DVD) also needs clarification.

Documentation which clarifies the stages involved in the development of a profile might also be helpful to staff. There are several distinct aspects to creating a profile and each stage may offer different potential gains. It is possible to hypothesise that the overall process is:-

1. Filming – possible gains are increased staff attention to service user; additional leisure activity for service user; increased staff/service user engagement.

2. Reviewing – possible gains are the service user enjoys watching recognisable visual images; staff are able to review service user’s behaviour and environment in order to increase their understanding - careful observation and reflection helps them to analyse and meet service user needs more accurately.

3. Grabbing and editing – possible gains are service user enjoyment and ownership are increased if this process corresponds well to their preferences; service user control is increased if they participate actively in editing; wider dissemination of informed understanding of service user to multi-agency context is possible if accurate profile is made available.

5. 5 Ethical Issues

The power of visual imagery, especially moving imagery, was referred to more than once during the course of the evaluation. One valuable aspect of the use of video recording is that it allows the source of evidence for an assertion to be made explicit (see Grove and others, 1999). It also allows for a careful review of concrete evidence. It can decrease the danger of workers projecting their own feelings on to people with profound and multiple impairment. The value of video footage as a source of objective evidence is incontrovertible. In this evaluation it has helped to inform the knowledge and understanding of both researchers and social care professionals. 

However, the use of camcorders, although it is now commonplace in society as a whole, can be highly intrusive. There were no indications in the evidence for this evaluation of filming which invaded the privacy of service users. However, if camcorder use in people's homes is to be extended on a considerable scale, very clear criteria are necessary on which to base decisions about filming and editing. The people who decide what to film and how to edit hold a good deal of power. The criteria adopted with regard to filming and editing in the pilot project appeared to relate to staff's desire to portray a comprehensive, accurate picture of the service user's life, while at the same time paying attention to presenting a positive image of the service user. There are tensions inherent in this approach. As well as consideration being given to issues regarding film footage of service users, thought also needs to be given to how footage which shows imperfect staff practices should be treated. Such footage has proved a useful aid to the improvement of staff practices on occasion. However, this is a delicate area which needs sensitive handling. 

A particular area of anxiety for some staff, especially at the outset of the pilot project, related to service user consent. This is a complex area and there exists the possibility that staff anxiety or enthusiasm may be projected onto the service user and read into their behaviour. Staff wanted clear guidance about the ethical and legal background. In the event, the lead profiler encouraged staff to make explicit how they would know from each service user’s individual reactions and particular behaviour whether they consented to MMP activities. Most service users showed enjoyment of the MMP process, and evidence of this was often captured on video. A question remained, however, about the service user who showed no response at all to MMP. Staff worked hard to make Richard aware each time that filming was to take place. Staff interpreted his lack of response as indicating an opting for rather than against continuing in the initiative, seeing their decision to go forward as in the best interests of the service user. The assumption of service user consent in the event of their passivity needs careful consideration. It would be dangerous if such a practice became routine, rather than the result of detailed staff discussion and review.

The desire to prepare an informative and accurate profile meant staff wanted the profile to be comprehensive. Some staff thought it was possible to indicate, in a positive way, potential triggers which promote negative behaviour. It was argued that it is useful for new staff to know what service users dislike, what behaviour to expect and ways of managing difficult behaviour if it occurs. But how many of us would wish to be filmed when we are at less than our best? Careful guidance is required to help staff with these issues. Measures put in place to date mean support staff are encouraged to reflect on service users’ responses in detail. In addition, information about aspects of the law relevant to MMP might serve to present to staff the general context in which individual decision making should occur. Potential areas include human rights, data protection and mental capacity.

5. 6 Summary
There were several factors which affected the introduction of MMP which would need to be considered in planning any expansion based on the pilot project. Thought would need to be given to:-

1. The amount of time support staff have available.
2. The effects of staff turnover.

3. Ways of engaging with the staff group as a whole.

4. Availability of necessary equipment.

5. The level of training and expertise to be expected of staff.

6. The provision of clear documentation for staff, possibly in the form of a manual.

7. Detailed guidance relating to service user consent.

6. Conclusion and Recommendations
6. 1 Reviewing the Evidence

In this small, but in-depth study of the MMP pilot project, different sources of data reinforced the same messages. Information collected by a variety of means and from a variety of individuals provided evidence of positive gains for five of the original six service users. There was considerable evidence from the data of the potential for service users to gain confidence and skills as a result of their involvement with the project. 
As we move further towards service provision which emphasises participation and person centred approaches, there may be opportunities for service users to become more involved as paid or voluntary ambassadors for projects such as this one, gaining status and providing role models for others. It may be possible to develop the role of service users as contributors to the process of training and dissemination of information about MMP.

The use of visual images, especially moving images, provided a means of communication which was a tool which could be used effectively to achieve a number of outcomes. Perhaps the most spectacular evidence of the power of the use of multimedia came from Susan. For her, MMP provided a mechanism which she employed with relative autonomy to demonstrate her activities and capacities to both individuals and groups. She has chosen to show her profile for a variety of reasons and in a variety of environments, including a national conference. 

While Susan's rapid development of a facility with IT may be unusual, profiling has offered to most service users in the pilot project the opportunity to show evidence of positive behaviour, thus dispelling myths about them and negative labels. For most service users too, the MMP pilot project provided enjoyment; there was evidence that four of the five took pleasure in activities related to profiling. Service users also gained in terms of their access to and ownership of the video recordings which resulted from profiling, as compared to their access to and ownership of the paper records kept about them. For all five service users, MMP has offered a route to having their preferences recognised and their needs met more accurately, by offering care-givers the opportunity to review and reflect upon service users’ observed behaviour.

The utility of MMP to service users differed according to their individual preferences, aptitudes, abilities and personalities. It was apparent that MMP is not suitable for all service users with profound and multiple impairment. Some may dislike having their image captured on camera, for example. Moreover, even in the group of those service users who did gain from MMP, some gained more positive outcomes than others. Although MMP provided a useful tool for most service users, it provided more meaningful activity to people who were receptive to visual images than to those who were not. In this study MMP seemed to be most successful with service users who were known to enjoy visual images, and especially those service users who had shown some previous interest in technological equipment associated with visual media (e.g. cameras). 

The great majority of staff involved in the MMP pilot project enjoyed the experience and wanted its continuance and expansion. Staff satisfaction with MMP was clearly linked with staff profilers’ perceptions of its utility and success for service users. The most widely available role of MMP for staff related to its enabling them to review and reflect upon service users’ behaviour, and to share information about the service user with other care-givers and professionals. In this latter capacity, it was usually a more meaningful way of including service users in reviews and other meetings, than was otherwise available. MMP can also provide a way of encouraging staff to review and reflect upon their own behaviour, thereby improving social care practice.

For Mencap as a whole MMP has raised awareness that there are opportunities for people without verbal communication to express themselves and to become more involved and visible within the organisation. During the course of the evaluation period information technology has been identified as one of six building blocks for success in Mencap’s guide for staff which indicates plans for the next five years (Mencap, 2004, a). One specific example of the way in which new technologies might be utilised by Mencap is referred to in the organisation’s recent planning document, “Equal Chances”:-

"rolling out our multimedia profiling schemes, which use the latest technology to give people alternative ways to communicate their wishes and needs" (Mencap, 2004, b, p 14). 

The expanding use of multimedia profiling by Mencap is promoted in ”Equal Chances” as a way of providing high quality services to people with profound and multiple impairment. 
 As a result of the pilot project, Mencap now has personnel who have a good deal of experience, knowledge and practice wisdom to draw on regarding multimedia and its application for learning disabled people, especially those with profound and multiple impairment. Mencap has available a lead profiler who has been trained to the required level of technical competence, and a group of support staff who all reported increased competence in the use of equipment relevant to MMP. In addition, development work has been undertaken by the MMP technical consultant as regards raising support staff’s technical competence, so that more is beginning to be known within the organisation about what can be achieved in this area and how best it can be accomplished. Overall, there is a growing pool of people within the organisation who are aware of the potential of technological equipment as a tool which can be utilised by and for people with profound and multiple impairment.

6. 2 Outstanding Questions
This evaluation has plotted the progress and researched the achievements of MMP as implemented in the pilot project at York in its first year of operation. Evidence from the project about the utility of multimedia technology for people with profound and multiple impairment has been presented. However, there remains the broader question as to whether the approach adopted is the most efficient means of making available the use of multimedia technology to people with profound and multiple impairment.

The outcomes for service users differed significantly. This raises questions about whether the introduction of multimedia technology should be focused in some way:- 

· Should the principal aim of the use of multimedia technology in Mencap be to bring about gains for all consenting service users without verbal communication? 
· Or should the preferred route be to employ multimedia technology more selectively to enhance the participation of people, like Susan, who stand to gain most?

A multimedia profile was described by one interviewee as a "library of material that the service user can share and which has many applications". From the evidence of this evaluation there appear to be three broad areas in which multimedia technology can play a role for people with profound and multiple impairment:-

1. Staff information and review.

2. Leisure and education of service user.

3. Service user communication and self advocacy.

It seems likely that more service users with profound and multiple impairment will benefit from applications related to the first area, than from applications related to the third. In order to develop a cost-effective approach to using multimedia technology it is important to be clear about what the organisation is hoping to achieve. 

If the principal goal is to utilise multimedia technology to inform staff practice, then further investigation about this specific area would be worthwhile and should be researched. Likewise, in this rapidly changing field, information about current developments regarding leisure, education, communication and self-advocacy warrants exploration. It should be possible to adopt a cost-effective model which aims to make the most frequently reported uses of multimedia technology generally available to service users, but which could provide access to other applications to service users who show a particular interest or need.

The use of computers by people with profound and multiple impairment is not new. They have been used for a long time for leisure and educational purposes, including the demonstration of the link between cause and effect (see, for example, Hogg and Cavet, 1995). The utility of touch screens and large switching devices is also well documented. Thus, it is possible to draw on existing bodies of knowledge to inform the use of multimedia technology in Mencap. Although the use of such assistive technology was not thought to be appropriate for the five service users participating in the pilot project, its potential for other service users with profound and multiple impairment is worth investigating. The use of multimedia technology is expanding rapidly in society as a whole, and it will be important to keep abreast of new applications with potential for people with profound and multiple impairment.

Questions remain about the best way of encouraging staff to utilise multimedia technology for the benefit of service users:-

1. What should be expectations of support staff in this regard? 

2. Will the use of multimedia technology become part of their everyday work role? 

3. What would be the minimum desirable level of their involvement and their training?

4. If staff are to take on extra tasks associated with some uses of multimedia technology, should they have allocated time? 

5. Would any other recognition of their input be appropriate, and in what circumstances?

Multimedia equipment is becoming more accessible. As it becomes more affordable and user-friendly, familiarity with its use will increase in society as a whole. This is a development with a good deal of potential for people with profound and multiple impairment. It is possible to envisage a day when the use of multimedia technology is an accepted feature of social care for people with non-verbal communication.
6. 3 The Way Forward
Positive outcomes relating to quality of life were apparent for all five service users who took part in the pilot project. The use of multimedia technology helped to correct misunderstandings, to widen activity range, to promote self advocacy and aid social inclusion. If these outcomes are to be made available to a larger number of service users, a larger number of staff within Mencap will need to become involved in the use of multimedia technology. This needs to be part of a long term strategy, since sustained effort will be required in order to achieve and maintain progress for a group of especially disadvantaged service users. It will be necessary to pay attention to the clear definition of expected outcomes and how they are to be achieved, as well as to the availability of adequate resources. The expertise of existing staff and the development work already undertaken provide a useful foundation from which to extend the potential benefits of multimedia technology to more service users without verbal communication.

While it is unclear whether the model adopted was the most efficient possible, the pilot project proved very valuable as means of indicating the key areas where multimedia technology can be useful to people with profound and multiple impairment. It also helped to make people with profound and multiple impairment visible in Mencap as a whole. In addition, it indicated constraints to progress which need to be taken into account in planning any expansion of the use of multimedia technology in a large organisation.
The key messages from the evaluation relate to the need to:-

1. EXPAND the benefits associated with the use of multimedia technology to a larger group of service users.

2. CLARIFY expectations, refine the model to be used, detail procedures, specify roles and structure training. 

3. RESOURCE appropriately for intended outcomes.

4. MONITOR and document innovative practice within Mencap, which should be informed by researching new developments elsewhere.

References
	Acting Up (2002) – What Multi Media Profiling Can Give You


	Acting Up (2003) – The Mencap North Yorks. MMP Training and Development Project – Tools for Change


	Alexander M & Hegarty J (2001) Measuring client participation in individual programme planning meetings, British Journal of Learning Disability, 29, 17-21



	Brown E (1996) Religious Education for All, David Fulton, London


	Grove N (2003) – Multi Media Profiling: a person centred tool for people with profound disabilities, PMLD Link, 15, 3, 46, 5-7


	Grove, N. Porter, J., Bunning, K & Olsson, C. (1999) Interpreting the meaning of communication by people with severe and profound intellectual disabilities, JARID, 23, 190-203. 


	Hogg J & Cavet J (1995) – Making Leisure Provision for People with Profound Learning and Multiple Disabilities, Chapman & Hall, London



	Mencap (2004, a) – A Vision for Change, Mencap, London



	Mencap (2004, b) – Equal Choices – Mencap’s Plans 2004-2009, Mencap, London



	Mencap, Acting Up, University of East London, City University (n.d.) – Multi Media Profiling (MMP) for people with profound and multiple learning disabilities (PMLD). Developing an MMP model for Mencap


	

	

	


Appendix 1 – Glossary of Technical Terms

(Prepared by the MMP technical consultant)

	Assistive Technology
	Special software and access devices which help make computers more accessible for users with a physical and/or learning disability e.g. touchscreens, switches, keyboard overlays, text reader software

	Catalog/Catalogue
	1. The collection of multimedia files stored in a Portfolio file is called a Portfolio catalog. 

2. The term is also used more loosely to refer to the whole collection of multimedia files stored and sorted into folders on a computer for better organisation and easier access. (Portfolio is an American program and therefore the US spelling is used within that software.)

	CD
	Compact Disk - the common format for storing data and audio that replaced floppy disks. One CD holds 700 MB of data. Most CDs play in any computer but need to be burned to a special format to play in CD players (CD-A) or DVD players (VCD/SVCD).

	CD-ROM drive
	A drive on a computer (or external, plugging into it) for reading CDs. ROM stands for Read Only Memory, meaning CD-ROM drives only read compact disks, they cannot write to them

	Clip
	Term for a short piece of video. MMP works mainly with collections of individual video clips rather than longer movies assembled by joining clips together

	DVD
	A relatively new format, good for storing large amounts of data at high quality, especially video and images. Disks play in computers and in DVD players but there are a variety of different format disks. Almost certain to replace CD as a distribution medium and VHS for home entertainment. There is no definitive agreement on what DVD stands for but two common suggestions are Digital Versatile Disk and Digital Video Disk

	Editing
	The process of altering a piece of video, e.g. trimming the ends, splitting it in two, removing the audio, adding a title or visual effect etc

	Grabbing
	The process of transferring video from a camcorder onto a computer's hard disk. Also called ‘capture’

	Multimedia
	Information in more than one form. It includes the use of text, audio, graphics, animated graphics and full-motion video. Multimedia programs are typically games, encyclopaedias and training courses on CD-ROM or DVD. However, any application with sound and/or video can be called a multimedia program

	Portfolio
	Program allowing users to organise large numbers of multimedia files into 'catalogs'. Handles video clips and still images but not text. Allows you to sort files into 'galleries'

	PowerPoint
	Program for making presentations or reports through a series of slides. Particularly used for interactive multimedia and playing through a projector to a large audience. Allows insertion of pictures, sounds and video and text.

	Presentation
	1. Term frequently used for PowerPoint files which convey information through a series of slides. 

2. In general terms it could mean showing multimedia material on the computer in any fashion, e.g. through Portfolio or from folders.

	Still Image
	A digital photograph saved on the computer. Sometimes also referred to as an 'image' or 'still '
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Appendix 2 – Details of Methods
A variety of means were employed in order to identify and examine the process and outcome of the introduction of MMP to service users in Mencap houses in the York area. Participants were provided with information about the study, prior to taking part, and an information leaflet was produced explaining the evaluation. Participating staff will have access to a summary of the results of the evaluation. 

The pilot project was developed with the intention of beginning profiling with six service users living in six different, small group homes in the York area. The houses were located in a variety of settings, i.e. in rural, small town and city areas. Six support staff who were interested in taking part in the pilot project were identified. The staff worked with colleagues, service users and their families to identify service users who might welcome the development of a multimedia profile with them. All parties involved were made aware that the project would be subject to an external evaluation. The staff at one of the six sites later opted out of the MMP project, indicating concern about the consent of the service user in question Thus the evaluation has focused upon the process and outcome of the remaining five service users, their support staff and managers. 

The methods of data collection are indicated below.

1. Unstructured interviews with two key members of staff (i.e. the lead profiler and the MMP technical consultant) were undertaken early in the project and then again at the end of the evaluation. These interviews employed topic lists and were taped. They provided an opportunity to explore characteristics of MMP in depth.

2. Semi-structured interviews were carried out with members of support staff responsible for working closely with each service user with whom a profile was being developed. These interviews were carried out at the beginning and end of the pilot project and utilised interview schedules completed by the interviewer. The schedules were designed to focus upon the process and outcome of the introduction of MMP with reference to the staff themselves. The schedules also sought to elicit information about aspects of the relationship between staff and service users which are relevant for MMP. 

3. Self-completion questionnaires were designed for managers responsible for the services involved in the introduction of MMP to the York area. These questionnaires, which were anonymous, were completed at the beginning and end of 2004. The questionnaires sought information about the extent of service user participation in the services where MMP was being introduced, as well as information specifically about the introduction of MMP. Ten questionnaires were returned at the beginning of evaluation and seven (from a possible ten) were returned at the end. These data and those from interviews with staff are presented thematically in the chapter about staff perspectives.

4. Self-completion questionnaires about the technical competence of staff profilers at the outset of the pilot project and towards the end of the project were administered and analysed by the person providing technical support for the project. The extent of the managers’ technical knowledge was also measured at the end of the project. 

5. Individual pen pictures about service users and the utility of MMP to them were produced at the beginning and end of the pilot project by the staff profiler working with each service user. The first pen portraits were relatively brief, but invited staff to provide qualitative background information about the service users. They also included a checklist developed to assess each service user’s participation in meetings (see Alexander and Hegarty, 2001). The second pen portraits again included this checklist, and explored in detail the impact of the introduction of MMP upon the service user.

6. Examples of the video clips and still images of service users which were being assembled as part of the development of the profiles were provided for the research team at four points during the year of the evaluation. These were analysed as independent evidence about the profiles’ development and service users’ engagement in this process. Subsequently they were reviewed with the support of verbal explanation from the profiler about the significance of the clips and their utility to the service users in question.

7. Sessional recording forms were completed by staff on the occasions when they participated with service users in profiling activities. The aim of the forms was to provide some basic, readily quantifiable information about the nature of each session including its aims and length of duration. A checklist derived from the work of Brown (1996) was included in these forms with the aim of assessing the level of service user engagement in each session. Approximately 45 forms were returned.

8. Where possible, the views of service users’ families were sought about the effects of MMP on their relative. A member from each of three families was interviewed by telephone. 

9. Supplementary documentary information was provided by the profiler from normal record keeping. These included progress reports written by the profiler herself and by members of the management team in the York area. These provided background material for the evaluation.

Appendix 3 – Comparisons Between Researcher and Lead Profiler Interpretations
Terry

Music man 

Staff member and Terry are sitting with a keyboard.

	Researcher
	Lead profiler

	This extract seems to call into question his enjoyment of music which has implicitly focused in all the clips so far. Nor does he seem to pay any attention to the staff member next to him. He is clearly extremely uncomfortable in the chair and is having to divert a lot of energy into re-positioning himself. The loud sound at the end is really hard to ignore; almost car alarm level of irritation. There is no purposive movement to activate the keys although we know that he can turn his wheelchair
	This clip shows music therapist whispering in his ear; this had calmed him down after he had been disturbed all day. When the therapist left (the centre) people said “oh no” because they had seen this clip – it resulted in reinstatement of a service for him.


New cup 

Terry is seen drinking from a lidded cup.

	Researcher
	Lead profiler

	Terry seems to be right handed (spoon is on R of plate). He can manipulate the cup himself and places it down on a flat surface


	Terry is showing his relief at being able to drink out of this cup, whereas before it was a beaker with no lid. The day centre he goes to had one like this for years, but they never passed the information on. 


Susan

Parsnips (March)

Susan is wheeling herself in the supermarket. Staff member is next to her with trolley

	Researcher
	Lead profiler

	Susan can wheel herself effectively. It’s not clear whether she knows that this is a bag of parsnips and does not want them or generally just chucks things that are given


	Here I am out shopping on my day off – it’s the last place I want to be. The bloke with the trolley isn’t quick enough and if you can’t keep up with me, it goes on the floor! Before, she wouldn’t have been allowed up the aisle on her own in case she touched people inappropriately.


Saying Hi (March 0:8)

Susan is at the checkout, hand on the counter, looking toward the camera. She reaches a hand towards the assistant who continues to check the goods. Susan moves her chair forward and reaches insistently to gain her attention. The assistant takes her hand and says “hallo”. K slaps her hand in “high five” style and then puts her hand to her mouth.

	Researcher
	Lead profiler

	Shows Susan’s ability to get the attention of someone else and to socialise, clear communicative intent.


	There was a time when she wouldn’t have been trusted to say hallo in the shop like this – this is the beginning of trust building up between staff and Susan. 


Philip

Chair covers. Philip is sitting in his bedroom with staff, looking at samples of material for a new chair. 

	Researcher
	Lead profiler

	Staff interpret his non-touching of the sample as evidence that he does not want to choose. They pause and allow him time to respond. It is not clear what the “yes” refers to- are they agreeing that a staff member will choose the fabric, or that Philip will make a choice matching it to the room. The clip shows Philip’s evident ability to engage with other people, as he looks from one to another, and smiles with apparent social intent.


	There was a time when she wouldn’t have been trusted to say hallo in the shop like this – this is the beginning of trust building up between staff and Susan. 
The first thing I was told is that he doesn’t like a lot of people in his room and he doesn’t like loads of questions – so what you see is 3 staff and a lot of direct questions and demanding that he choose. Showed the clip to the staff and that was all it took – wow, didn’t realize.


Remembering an old friend

Philip is reviewing footage on the laptop of someone who has left the centre whom he knew, with a staff member.

	Researcher
	Lead profiler

	Suggests that Philip is interested in what is on the screen – he looks intently. He does not shift gaze to interact with either staff member. It is unclear whether he recognises the person on the screen, but in contrast to the wandering gaze which is often seen in previous clips, this appears to be more active, focused watching.
	Staff agreed that this is a sad expression, that he definitely remembered the person concerned.




Having a pint. 

Phil is having a drink in the local pub.

	Researcher
	Lead profiler

	Philip enjoys a drink.


	Watching Phil having a pint – he really savours it, really enjoys it. If there is anything this profile will give him, it’s a degree of normalization – normal bloke going to the pub with people he knows


Appendix 4 – Development of Engagement with Footage Presented on the Laptop
Philip
Showing film. (April) 
Staff member is showing Philip some film on the laptop. Philip is seated in his wheelchair. Gaze wanders around the room and out of the window, but no evidence of looking at the data, or much engagement with staff.

Remembering an old friend (June 0:30)
Here two staff are looking at a clip of someone Philip used to know. In contrast to the previous clip, he attends to the screen. His expression is neutral/serious throughout. At one point his attention is distracted by something on the table, and he brushes it with his hand, but then looks back to the screen. In the central portion, he spends 15 seconds of the 30 second clip glancing at the screen, away then back to it.

Are you going to look (October: 00:23) 

Philip is sitting in front of the screen. He moves his gaze around, for 22 seconds, longest looks being 3-4 seconds, to the right. There are 5 brief glances straight in front of him, but even then it is not clear if he is looking at the screen, and the majority occur as he is moving his gaze from left to right or vice versa. 

Holiday film (October: 0:23)

Philip is clearly more engaged here. He looks between Di (staff member), the screen and another staff member (to his left), with far less unfocused looking apparent. In the time, there are about 13 looks at staff, and 12 looks to screen, with only 4 instances of looking into the middle distance (and two of these are as he turns his head). Some of his looking is co-ordinated with people talking to him, which seem more interesting than the musical noise on the screen. At the end, he seems to be following Di’s point to what is on screen. 
John
Curious (April 0:30)

John is looking at himself on camera. He starts clearly fascinated – quiet, looking straight at camera, smiling. He then looks away, then looks back. He approaches the camera and stares. The pattern is one of looking for 3-5 seconds, then looking away as if to process the information. He does this 3 times. After about 20 seconds he glances sideways, walks away vocalising and chewing the cord of his trousers.
That’s me (June 0:12)
John is looking at footage of himself on the computer. He looks intently, vocalises loudly, touches himself with his fist and looks triumphantly towards the camera, then back to the computer, still vocalising and bangs the table. He then moves away as staff says “what is it? What is it, John?”

Susan
Got my eye on that camera (June 1:22)

Susan is sitting with staff member to her left, lap top on the table. Talk in the background. Susan’s tremor is evident. Liz says goodbye to someone leaving the room, Susan turns to look. She then brings both hands up in front of her face and makes a downward movement. She is looking in the direction of the laptop. She ducks her head, looks again at the laptop, then at Liz, making eye contact and smiling (15 secs). Liz looks to the laptop, maybe as a prompt to her, but Susan continues to look at Liz reaches and takes her hand. She then signs TOILET on her left shoulder. Camera moves in. Liz says “what’s that mean? I don’t know that sign” Susan has her right hand at her stomach. There is a jump cut – just at a point where Susan has touched her head. Susan continues to hold Liz’s hand which Liz shakes gently. Susan signs PIG SLEEP, then continues to look at Liz, glances briefly to camera, then smiles slowly. She glances up again, takes Liz’s hand then puts her hand on the digital camera, which is on the table next to the laptop. Liz removes her hand and shifts the camera. Susan takes Liz’s hand and puts it back on top of the camera “Oh” says Liz “you want me to film”. Susan’s total time looking at the laptop is about 9 secs compared to about 63 secs looking at Liz and 10 seconds looking elsewhere.

Reviewing clips. (October. 2:30)

Here Susan and Jane (staff member) are looking at several extracts of clips. Susan’s attention is completely focused on the screen, and she continually takes Jane’s hand to point to the image of herself. She is highly communicative, signing, gesturing and vocalizing, leading Jane to sign back to her (shown in capitals). 

Jane: yes that’s you. You. (touches her under chin) that’s a nice smile, isn’t it?. Susan looks at her. 

Jane: Look, that’s the computer, isn’t it? (draws outline around the computer). Susan vocalizes (mm, bbb)

Jane: “And you” (puts hand under Susan’s chin) “You” (touches her chest)

Susan takes Jane’s hand and moves it to the image of herself on screen.

Jane: Remember that? Susan shakes her head.

Image changes to Susan with her mum in the garden

Jane: Who’s that? MUM/mum? MUM/mum?

Susan shakes her head

Jane: No?

Image changes to Susan with mum in room

Susan takes her hand and points to image of herself. 
Jane: Who’s that? (Points) Is that mum? Can you say mum?

Susan. clicks her tongue, shaking her head slightly. 

Jane: What are you doing there? Points

Susan vocalizes, raising her hand. 
Image changes to Susan in swimming pool, with former staff member talking to her.

Susan points to herself, then takes Jane’s hand and moves it to the screen, touching the image of the staff member, but Jane points to the image of Susan 
Susan points to herself, raises her hands together at eye level, loose fist shape, and moves them forward in shaking motion, then points outside. (I “went-round-and-round” THERE)

Jane: Yes, you went round the rapids in that, didn’t you?
Susan takes her hand and moves it to the screen, Jane points to the rubber ring.

Image changes to the park, with Susan feeding fish.

Jane points. FISH/Fish, FISH/Fish. Susan shakes her head repeatedly.

Jane: Yes. 

Susan takes her hand, points to the fish, then raises both hands, loose fist shape, shaking slightly in the air (= “throw”); vocalizes, sounding very like, “yumyumyum)

Jane. Chucking food. Fish are jumping out of the water. Who’s that MAN/man?

In total Susan spent almost the whole period focused on the screen, with brief checking glances to Jane, and a 4 second event when she indicates that going round and round happened elsewhere (pointing to her right). 
