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Introduction 
 

Asist is a registered charity and company limited by guarantee 
comprising around 36 paid advocates and project workers plus support 
staff and c.10 volunteers. Asist was established in 1994 and provides a 
range of advocacy services throughout Staffordshire and Stoke on Trent 
including generic and specialised advocacy. Asist also facilitates a semi-
autonomous self- advocacy project group called REACH for people with a 
learning disability.  

 
Asist has been commissioned by The British Institute of Learning 
Disabilities (BILD) to undertake an evaluation of the effectiveness of 
advocacy for people facing communication barriers and produce a report. 

 
The report will feed into an ongoing programme of work being undertaken 
by BILD under the Section 64 Grants Scheme to develop a quality 
standards and self evaluation toolkit for advocacy organisations.   

Key Objectives 
 
1. A detailed evaluation of a specified number of advocacy partnerships 

to identify how effective advocacy is, particularly for individuals who 
face communication barriers or who lack capacity. 
 

2. An evaluation of the viability of using a range of qualitative monitoring 
processes/tools to determine the quality of service for people using 
advocacy services. 
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Scope of Work 
 
The Service Level Agreement (SLA) for this work is attached as 
appendix 1. Following project initiation discussions with BILD, the general 
provisions of the SLA were additionally detailed as described below: 
 
Resources 
 

• One part-time researcher working 18.5 hours per week 
 

• Asist will facilitate the work of the researcher by providing access 
to advocates, advocacy partners and advocacy partnership records 
(subject to the fulfilment of any relevant agreement and/or 
confidentiality conditions or policies) 

 
Duration 
 

• One year (part time equivalent six months) 
 
Geographical Coverage 
 

• Asist’s current operational area being Stoke on Trent and 
Staffordshire.  

 
Number of Advocacy Partnerships Evaluated 
 

• Four to five to include at least two non-instructed cases  
 
Range of qualitative monitoring processes/tools evaluated 
 

• Those currently in use at Asist including standard, accessible and 
non-instructed varieties.  

 
It should be noted that, in all areas except the duration of the work, 
Asist has exceeded the requirements of the SLA. 
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Executive Summary - Findings 

 

• In the great majority of cases in this study the parties involved, 
including the advocacy partner, the referring party (typically a 
statutory service provider) and advocate, are positive about the 
part played by advocacy.  
 

• Although parties are generally agreed that advocacy is positive and 
desirable, there are multiple definitions and perspectives as to 
what constitutes ‘effective’ advocacy.  
 

• Assuming that effectiveness has been defined within an advocacy 
organisation, it is necessary for the organisation to work to some 
form of quality standard or code of practice which addresses those 
practices considered to be the essential factors which constitute 
effectiveness, in order for measurement to take place. 
 

• There is no single method for obtaining qualitative feedback 
regarding the effectiveness of advocacy. This finding is primarily 
driven by the fact that the capability spectrum of the users of an 
advocacy service is typically wide ranging, however, it also reflects 
the fact that there is debate over the definition of effectiveness.  
 

• There is the potential to incur a considerable administrative 
overhead, particularly when attempting to achieve a comprehensive 
review from all parties involved in individual cases. 
 

• There is evidence to suggest that there is not a widespread use of 
qualitative evaluation and monitoring tools among advocacy 
organisations generally. However, it must be recognised that a 
comprehensive analysis in this area was not within the scope of the 
study, and the evidence on which this is based is limited and subject 
to interpretation. 
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Executive Summary – Recommendations 
 

• In order to facilitate the measurement of the effectiveness of 
advocacy there are two key requirements for an advocacy provider. 

o They must operate to a clear set of quality standards 
o They must define effectiveness as it relates to advocacy -  

this report offers suggestions in this area. 
 

• The evaluation process should link to the quality standards and all 
service users and service providers should be made aware of the 
standards in order to inform their involvement in the process. This 
should happen at the beginning of the advocacy process with 
reminders during the work and at the closure of the partnership.  
 

• Monitoring surveys targeted at users of advocacy services need to 
be available in a range of formats in order to accommodate the 
widest possible feedback capability spectrum. Consideration should 
be given not only to accessible paper formats, but also to the use of 
other media such as audio/visual and computer based. 
 

• In general, but particularly where the person using the service has 
complex needs, advocacy organisations should evaluate 
effectiveness from a 360 degree perspective, encompassing the 
views of advocacy partners, advocates themselves, and any relevant 
third party, such as referring service providers. 
 

• Where possible, consideration should be given to linking up with a 
peer/self advocacy group in order to facilitate focus groups of ex 
service users and/or people with similar issues to the main service 
population of the advocacy organisation. Such groups can help both 
qualitative evaluation and facilitate service development. 
 

• As mentioned above, a form of advocate self evaluation is 
particularly useful where the partner has complex needs, however, 
consideration needs to be given as to how such an evaluation can 
best be done in an objective and unbiased manner.   
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Defining Effectiveness 
 
Defining effectiveness for an advocacy service is a complex and sensitive 
area. The analysis and rationale offered here is that used by Asist. We 
believe this approach is commonly used by other advocacy organisations, 
however, we make no definitive claim in this regard. 
 
While we recognise the danger inherent in generalisation, we feel it is 
necessary to make some broad assumptions in order to address the topic 
in a clear and concise manner. We believe there are two main issues. 
 
Firstly, should advocacy be measured for ‘effectiveness’ at all? There is 
a reasonable argument that the ability to put forward an informed view, 
choice or opinion, is a fundamental human right, and that, by measuring 
its effectiveness, we commoditise the service, potentially providing cash 
strapped service providers with a tool to legitimise the discontinuation of 
services on the grounds of cost efficiency.  

 

A recent study on measuring the impact of respite services made the 
following statement which could equally apply to advocacy:  

“This study has led us also to ponder if work to date to justify respite is 
misplaced. In the 21st century we live at a time when worker’s rights to 
paid holidays are enshrined in employment legislation even though their 
effectiveness has not been established…Ultimately we feel the issues 
raised by this investigation extend beyond the scope of health and social 
care lying within the domains of human rights and morality. 
Fundamentally, respite provision is about how we as a society treat those 
who are disadvantaged through disability…” 
 
While we agree, in principle, with the sentiment expressed above, Asist 
does not believe that issues of measurement and the right to advocacy 
are incompatible, although we recognise the danger that such information 
may be used for purposes other than that for which it is intended.  
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The mission statement of Asist is “Asist believes that quality advocacy is 
a right of all citizens and not a privilege.” We believe that ‘quality’ can 
only be achieved through the definition and implementation of service 
standards and the measurement of a service to ensure that it meets 
those standards. Only by these means can an advocacy organisation 
achieve the goal of continual improvement through development of its 
services in response to qualitative feedback from service users. 
 
 
Secondly, if we are to measure, what is to be measured? Putting the 
right measures in place is fundamental to having information which helps 
to monitor and develop the service, but which minimises the potential for 
information to be used inappropriately. 
 
In this regard, advocacy organisations often find themselves under some 
pressure to measure outcomes from an efficiency, or service provider’s 
perspective, i.e. did the provision of advocacy to client A result in the 
service provider saving resources related to the provision of service B. 
 
There are two pertinent facts in relation to this kind of measurement. 
  

1. One of the defining characteristics of advocacy is that it does not 
seek to advise, guide, or otherwise influence an individual’s choice. 
 

2. The Mental Capacity Act 2005 enshrines the right of individuals to 
make choices which others might view as unwise or eccentric.  
 

By definition, therefore, advocacy cannot be measured from a service 
provider efficiency perspective as this denies the nature of advocacy and 
the rights of the individual. 
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The other key challenge that advocacy organisations face is that the 
service user’s perspective on effective advocacy may differ from that of 
the advocacy organisation. As one advocacy manager put it: 
 
“…we support lots of parents with learning disabilities in Child Care 
proceedings. Most lose their children so at the end of this work if you 
ask the parents if the Advocacy was helpful they may well say NO as 
they did not keep their children – but I know we will have supported their 
understanding and participation in a complex and challenging issue and 
others will generally say the work was positive”    
 
This may initially appear the greater challenge, and one which requires 
advocacy organisations to give careful consideration to the structure of 
their feedback questionnaire, however, it is not necessarily an onerous 
task and may, indeed, be addressed through strategies as simple as 
rephrasing a question from “Did your advocate help you to get what you 
wanted?” to “Did your advocate try to help you get what you wanted?”  
 
We should not, however, underestimate the advocacy partner’s capacity 
to realign his or her expectations as to the outcome of their advocacy 
partnership and to understand the difference between what they initially 
desired and what was, ultimately, achievable.  
 
In this regard, Asist surveys all users of its services on a six monthly 
basis. Typically, the service user assessment of whether an advocacy 
partnership was successful, i.e. answering ‘yes’ to the question “Did your 
advocate help you to get what you wanted?” is twice as positive as the 
advocate’s assessment. This is based on the advocate’s computer based 
record of whether they closed the partnership as ‘Successful’, this being 
defined as whether they achieved the outcome their advocacy partner 
had initially desired; the figures are c. 80% vs c.40% respectively.  
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Taking the aforementioned into account, we would propose that the 
following are five domains where advocacy organisations could define key 
measurable aspects of the quality of their service which are not linked to 
creating efficiencies on behalf of a third party. They also recognise that 
advocacy partners are fully entitled, and have their right enshrined in 
law, to have views, make choices or hold opinions which may not be in 
their best interest or, indeed, be attainable.   
 

1. Is the advocacy service accessible and responsive 
e.g. how easy is it to contact, what is the lead time on a referral? 
 

2. Do the advocates treat their partners with respect 
e.g. are they friendly, do they keep appointments? 
 

3. Has the partner been given adequate support and information to 
arrive at an informed view, choice or opinion 
e.g. was appropriate information provided, was it made accessible 
where necessary? 
 

4. Has the advocate supported the partner to express that view 
and/or, where appropriate, loyally expressed that view, choice or 
opinion on behalf of their advocacy partner? 
e.g. did they provide support at meetings, did they speak out and/or 
write to the relevant people? 
 

5. Has the service been valued by the advocacy partner (even if it was 
not, ultimately, successful)? 
e.g. was the service supportive, would you use it again? 
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Methodology 
 
As outlined within the Scope of Work, the study is primarily concerned 
with those methodologies currently used by Asist. The methods used and 
the outcomes are detailed below. However, we felt that an understanding 
of the external environment would be beneficial and, therefore, a 
literature review and survey of methods in use by other advocacy 
organisations was also carried out. Although limited in scope, as they are 
outside of the main study specification, we feel these add some context 
to the report and/or provide potential resources for future study. 
    
Literature Review 
 
This was mainly initiated through internet searches using the Google 
search engine. Citations as well as a list of useful articles are listed in 
the Bibliography given as appendix 2.  
 
Survey of Advocacy Organisations 
 
256 advocacy organisations in England, Wales and Scotland were 
identified using Action for Advocacy’s Online Database and the Scottish 
Independent Advocacy Alliance Directory of Advocacy Organisations in 
Scotland. 
 
Those organisations chosen were those which, from their description, 
sounded most likely to provide advocacy for people with communication 
difficulties and only those with e-mail addresses were contacted. 
 
The following e-mail was sent to these organisations: 
 
Dear [Advocacy Organization], 
I am working on a research project for BILD, the British Institute of Learning 
Disabilities, on evaluating the effectiveness of advocacy for people facing 
communication barriers. This research is funded by the Department of Health. 
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The initial work I am doing will help to inform further research which aims to produce 
quality standards and a self-evaluation tool for advocacy organizations. I am writing 
to ask if you have any examples of methods of evaluating advocacy, particularly of 
partnerships where communication is difficult, which you would be willing to share 
with me. If the work has been developed by your organization I will take you sending 
it to me as your permission for me to include it in my research report and any 
copyright will be acknowledged.  
 
If you have examples from elsewhere that you use and find helpful I would be 
grateful if you could send me details of the originating source. Any ideas or 
suggestions are welcome and THANK YOU for your help! 
 
(As this message is part of a large mailing I apologize if you have received it in error 
or more than once) 
 
Of the 256 e-mails sent, 70 were returned as undeliverable. From the 
186 delivered, 9 replies were received.  
 
Of these, five shared information about their monitoring and evaluation 
methods, the other four had no means of evaluation in place. 
 
We welcome the information offered by the five organisations who chose 
to respond to the e-mail. While greatly appreciated, the relatively small 
amount of information supplied in response to the e-mail did not include 
ideas or concepts which were not already covered by the material already 
available to us. For that reason, and given that it was not within the 
initial scope of the main study, we have chosen not to publish information 
owned by other organisations in this report. 
 
The very low response could indicate that the majority of advocacy 
organisations do not evaluate the effectiveness of their work. However, 
there are many other valid reasons why organisations may have chosen 
not to respond and we offer this as only one possible interpretation of 
the results of the external survey.    
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Focus Groups 
 
Three focus groups were held in collaboration with the REACH self 
advocacy Project. The principal activity of the REACH Project is the 
support of a Peoples’ Parliament of people with learning disabilities. 
People with a learning disability elect Members of Parliament from within 
their community to take part in, and in one case co-Chair, the Stoke on 
Trent Partnership Board. Two of these focus groups were organised 
specifically for this project. The remaining focus group was coincidental 
to this study but provided useful input. 
 
In each case, project workers from REACH gained permissions and made 
arrangements for people with a learning disability who are involved in the 
REACH project to attend meetings at the offices of Asist. In all cases, 
emphasis was given to ensuring that participants understood the nature 
of the meeting and consented to the information they provided being 
used in this study. The consent form is attached as addendum 1.   
 
1. The first group involved participants who had all used the Asist 

advocacy service in the past. The group watched a DVD about the work 
of Asist which describes the advocacy process. The group then had a 
discussion which covered the following topics 
 
• Reasons for Advocacy 
• How I felt about things before 
• How I felt about things after 
• What I would tell a friend 

 
The meeting was tape recorded with the participants consent and the 
flip charts capturing the group’s were photographed and scanned. 
These charts are attached as appendix 3.  
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2. The second focus group was a consultation on the Disability Rights 
Commission report “Delivering the Voice and Choice Agenda”. Although 
not specifically held for the purposes of this study, the focus group 
was considering issues relevant to the report and, with the consent of 
all parties involved, the researcher attended and observed the group. 
A report of the group output was written up using clear words and 
pictures and a copy is attached to this report as addendum 2. 
 

3. The final focus group considered the accessible monitoring 
questionnaire then in use by Asist. The group was presented with the 
questionnaire exactly as it would arrive through the post and asked to 
complete it.  
 
The group then discussed the purpose of the questionnaire, and 
whether it provided clear information and support to the recipient. 
Each question was considered individually with suggestions and ideas to 
improve it. At the end the group split into pairs and interviewed each 
other about their experience of using an advocate. 
  
The meeting was tape recorded with the participants consent and the 
flip charts capturing the group’s were photographed and scanned. A 
representative sample of these charts is attached as appendix 4. 
 

In general terms the focus groups were very positive about advocacy, and 
gave very useful feedback regarding the accessible feedback form which 
fed into the development of an updated form. The nature and scope of 
the alterations is detailed in the following section. 
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Accessible monitoring 
 
Asist currently uses an accessible form of its monitoring questionnaire on 
two of its projects. One provides advocacy for young people, both generic 
and those making the transition from children’s to adult services. The 
other supports ex-long stay patients resettled into the community 
following closure of a psychiatric hospital. Following feedback from the 
REACH focus groups, and meetings involving the advocates involved in the 
relevant projects, a number of changes were made to the questionnaire: 
 

• Wherever possible, photographs were used instead of 
representational drawings 

• Those questions felt to be ambiguous were reviewed for clarity 
• In part facilitated by the clarity of the questions, it was judged 

viable to remove the “don’t know” option 
• The existing nine questions were condensed into six 

 
The focus group recommended making the questionnaire available in audio 
format. This was not feasible during the project timeframe, however, 
this would seem to be a useful addition to the monitoring toolkit.  
 
A copy of the revised form is attached as addendum 3. The revised 
questionnaire was sent out to 68 service users. It should be noted that 
Asist has the infrastructure to administer the monitoring process 
independently of the advocates involved in the delivery of the relevant 
service. We consider this essential to ensuring that the monitoring 
process is as unbiased and objective as possible.  
 
26 questionnaires were returned giving a return rate of 38%. This is in 
line with previous return rates and this iteration of the form, therefore, 
cannot be said to have increased the propensity of individuals to respond. 
 
Every question received a positive rating in excess of 90% with the mode 
of the sample being 96%. In this respect, the form represented a 
considerable improvement over previous versions where there had been a 
propensity for ‘Don’t Know’ responses to a number of questions. 
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Interview 
 
A one-to-one interview was conducted with the Operations Director of 
Asist, Hilary Stefanelli, who has considerable experience in both 
managing and monitoring advocacy services, and who has written on the 
subject, having had an article on the subject of surveying user 
experience of advocacy services published by Community Care magazine. 
The interview was tape recorded and the key points are given below. 
 
How does Asist evaluate its services? 
 
The bedrock of evaluation is the setting of standards. Asist holds 
Investors in People status and this was helpful in establishing formal 
policies and procedures covering all areas of operations. The organisation 
also produces an annual action plan for each project, detailing its key 
measurable objectives and milestones. 
 
Every new service user is talked through a guide to the service and, 
where appropriate, shown a DVD explaining the service. Understanding 
the role of an advocate is crucial to getting informed feedback.   
 
Asist is also a leading organisation in the field of non-instructed 
advocacy, having a nationally recognised policy, the ‘watching brief’ for 
providing advocacy to persons who do not have a form of communication 
recognisable by others - a copy is attached as addendum 4. 
 
Every new service user is then sent a questionnaire on a six monthly 
basis. This is administered independently of the advocates themselves, 
with the administrative support staff at Asist handling the distribution 
and reception of questionnaires, and compiling the results. These results 
are used by Asist in several ways, including the updating of the action 
plan and as the basis of qualitative monitoring discussions with funders. 
 
In the case of the Independent Mental Capacity Advocate (IMCA) 
Service, where all service users are deemed to lack capacity, the 
advocate completes a self assessment form in relation to the case. 
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How are individual advocates evaluated? 
 
Each advocate engages in discussions with management at least three 
times per month; once in an individual supervision session where they will 
discuss their active caseload with line management, and twice in group 
sessions where advocates are encouraged to share case studies as a 
learning and development experience. 
 
In addition, each advocate is periodically shadowed, and an audit of their 
database entries is carried out at least annually, and always for new 
advocates completing their probationary period. 
 
Other than questionnaires, have you tried other means of involving 
service users in the monitoring process? 
 
We do not have the resources to carry out individual interviews with 
service users. We have, on a number of occasions, tried to implement 
service user panels but have had no success. Our experience is that 
service users of our generic one-to-one services are reluctant to discuss 
their experiences in a group forum. 
 
Do you get many complaints and, if so, what about? 
 
Complaints from service users are very rare, indeed, complaints levels 
across all projects are typically very low. Such complaints as are received 
generally originate either from relatives or from service providers who 
are involved in the delivery of services to the service user.  
 
These typically arise from a misunderstanding of the advocate role and, 
more recently, and as a result of our increased involvement in Protection 
of Vulnerable Adult cases through the new IMCA Service, we have 
experienced a rise in complaints from relatives who are unhappy about 
the involvement of an advocate.   
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Service Provider/Carer Questionnaire 
 
It is widely felt that the most valuable feedback on an advocacy 
partnership is from the service user, however, in the case of persons 
with very complex needs where this is not possible it may be useful to 
ask people close to the service user. It should be recognised that their 
opinions may differ from that of the service user; a study comparing 
opinions of people with developmental disabilities and significant persons 
in their lives found differences in perspectives on the issues of friends 
and relationships, living environment and daily care needs. (Froese, 
Richardson, Romer and Swank 1999) 

 

At the outset of this study, Asist did not routinely survey the opinions of 
other parties, and a questionnaire was, therefore, developed for this 
purpose. This was sent out to 24 service providers/carers. Some of these 
were identified as those involved in the case studies and they were asked 
to fill out the survey with the particular case in mind. In other cases, 
survey forms were sent to a sample of service providers who have 
referred to the advocacy service on multiple occasions.  

 

9 forms were returned, a response rate of 38%, however, following 
discussions with BILD, one form was discounted as spoiled as it had 
clearly been completed by one person, and then radically altered by 
another. Overall, 100% of respondents felt that the involvement of an 
advocate had benefited the service user, and that they would recommend 
advocacy. However, only 25% of respondents felt that the involvement of 
an advocate had changed the way that service and/or care was being 
provided. Where pertinent, the results and comments are included in the 
relevant case studies. Other comments from respondents are given below 
(these are reproduced verbatim): 

 

 

 



 
 

 

Page 19 of 42 

 

Did the involvement of an advocate change the way that service/care was 
provided?  

 
“The involvement of an advocate has given staff more scope to help a 
pupil as the advocate knew of places or ways in which to tackle a problem 
thus helping staff and the pupil concerned e.g. Looking into transport for 
transition to college for pupils whose families couldn’t cope because of 
age/language. b) knowing about alternative arrangements when one door 
closed to the pupil.” 
 
In your opinion did the involvement of an advocate benefit the person? 

 
“Assists the client to advocate for themselves – particularly for clients 
with mild/moderate L.D. More of a “watching brief” for clients more 
cognitively impaired.” 
 
“Assisted the service user by ensuring her opinion was listened to by 
Housing and Health personnel.” 
 
“Gave service users reassurance that their views were being taken into 
account. Helped to ease family relationships. “ 
 
“An advocate helped one pupil to express his feelings and wishes about 
going to a particular college as a “live in” pupil. He was having problems as 
his family weren’t understanding his needs. The advocate not only spoke 
in school with the pupil to help him gain confidence but helped by 
carrying out home visits.” 
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Can you suggest anything which would improve our service? 

 
“Availability of urgent response service for very short term involvement 
e.g. Crisis situation to ensure service users wishes fully respected.” 
 
“Quicker response time, greater availability advocates.” 
 
“More assertive representation and having a view or best interest debate 
with clients with more severe LD” 
 

Any other comments: 

 
“Impressed with general response times (have worked in other counties 
where waiting list over a year) and professionalism of advocate partners” 
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Summary of Case Studies 
 
Following a search of Asist’s databases and discussions with advocates 
five cases were identified for inclusion in this study. One from the 
Transition and Young People’s project, one generic case and three IMCA 
cases. These were chosen to reflect a range of levels of communication 
and to encompass all the methods of evaluation that Asist currently uses 
as well as the new survey for service providers/carers. A summary of 
these cases is given below, followed by detailed case studies. 

 

The race of the case study subjects is highlighted in order to identify 
whether cultural or racial factors have played a part in the case and its 
evaluation. The studies have key facts and names altered to ensure that 
cases cannot be personally identified. Formal consent was obtained for 
case studies 2 & 5 as they reference a potentially identifiable document 
and involve a minor respectively. Cases 1, 3 & 4 are IMCA cases and were 
dealt with in accordance with the Mental Capacity Act 2005 Code of 
Practice Section 11.7 which clarifies that no formal consent is necessary 
where data cannot be traced back to individuals.  
 

Case study 1: is of a black African female judged to lack capacity.  She 
has some verbal communication but is confused and quickly forgets what 
is being discussed. She understands English. Family are not involved. Her 
race does not seem to be a factor in the evaluation of the case. 

 

Case study 2: is a young white man with a severe learning disability. 
There is no meaningful verbal communication and the Watching Brief 
protocol for non-instructed advocacy is used. A copy of the policy is 
attached as addendum 4. 

 

Case study 3: again involves an Independent Mental Capacity Advocate 
who is advocating for an older white man. The advocate is unable to 
communicate with him, although there are some grounds for belief that 
the service user is choosing not to communicate. 
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Case study 4: is a young Asian woman who lacks capacity.                  
While she is able to speak with the IMCA, cultural differences influence 
communication. Language barriers and different perceptions of her 
illness and services limit the dialogue with her and her family.  

 

Case study 5: is a young white person with a moderate learning 
disability. He is able to communicate verbally but would find the regular 
monitoring form too difficult to understand without a lot of support.  

 

The difficulties involved in achieving comprehensive feedback regarding a 
particular case, and bringing it together in a case study, are worthy of 
note. Asist had originally earmarked eight cases for detailed study on 
the assumption that we would have some contingency. In the event, three 
of the case studies had to be abandoned.  

 

In one case this was because the advocacy partner’s mother had signed 
the consent form and, on further discussion with the advocacy partner, it 
was felt that she was not sufficiently aware of the issues involved to 
participate in the survey. In another case, despite expressing a desire to 
be involved, an advocacy partner did not return a survey form. Having 
reminded the partner twice, it was felt that any further reminders would 
constitute pressure to participate, and the case was, therefore, dropped. 
The third case involved a young man who, again, had expressed an 
eagerness to participate. On further investigation it was found that his 
advocate had discussed closing their partnership as his issue was now 
dealt with, and he appeared to be motivated by a desire to prolong the 
relationship. He did not respond to a request to attend a meeting to 
discuss his experience and he has not been in touch since.  

 

Even in the cases detailed, the provision of information has been 
sporadic, with several of the service provider/carer evaluation forms 
connected with the case studies not returned and one “spoiled”. This 
highlights the difficulty in obtaining case specific, as opposed to generic 
anonymous feedback. 
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Case Study 1 - Miriam 
 
Miriam describes herself as a black, African lady. She is 63 years old and 
is currently in a residential home for respite. There are concerns about 
her ability to return home. She has neurosarcoidosis with dementia type 
symptoms. She can communicate verbally, is confused, and quickly forgets 
what has been said. She has been judged to lack the capacity to make a 
decision about future accommodation and her son and daughter are not 
involved, so a referral was made by her social worker to an Independent 
Mental Capacity Advocate (IMCA).   
 
The IMCA determined that until six months ago Miriam was living 
independently and driving. She has deteriorated rapidly and is very weak 
physically, having had several falls and been heavily bruised as a result.  
The social worker explained that when Miriam had capacity she had 
indicated that she would want to return home, although she did 
acknowledge that she would need help in the home if this happened. 
 
The IMCA visited Miriam several times although Miriam does not 
remember her from visit to visit. She also observed her at the home and 
talked to the care staff about her. She tried unsuccessfully to contact 
Miriam’s children. During this time Miriam’s health declined to the point 
where she was unable to stand unaided and needed help with eating. The 
IMCA presented the following information for consideration by the 
decision maker, the social worker, in reaching a best interests decision: 
 

• The conclusions of an up to date medical opinion regarding the 
prognosis of neurosarcoidosis 
 

• The conclusions of an up to date assessment of Miriam’s needs and 
the level of support she would require to provide her with the least 
restrictive care package. Also, whether this could be facilitated in 
her own home or whether alternative care and accommodation 
needs to be identified 
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• What the financial implications are for Miriam – are her current 

mortgage repayments being made? Would she have to fund all or 
part of either support at home or nursing home care?  Would she 
have to sell her home?  Would this option distress Miriam if it 
happened and, if so, to what extent could this be avoided or 
minimised? 
 

• If it is decided that nursing home based care is the level of care 
Miriam would need, could Miriam be offered a choice in which home 
to move to?  Would it be possible to have a short trial visit?   
 

• If this decision is reached and as Miriam is still able to make some 
decisions herself, consideration should be given to her likes and 
dislikes. For example she likes to have her bed dressed with a 
valance sheet and access made available to activities she currently 
takes part in such as watching television and books and magazines 
as well as any new activities that would engage her previously 
independent lifestyle 

 
The Social Worker made contact to advise that Miriam’s daughter has 
been in touch and she now wants to advocate for her mother.  She is 
going to seek help from a solicitor with this and will now be involved with 
the decision making process as to Miriam’s future accommodation and 
care needs. 
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Case Study 1 Evaluation 
 

This case was evaluated through the IMCA‘s self-evaluation closure assessment 
on the IMCA database and by an evaluation survey sent to the decision maker 
and the care home manager. 
 
The advocate assessed her input as follows: 

On a scale of 1-4, 1 being not at all and 4 being completely: 

I established a view and input this to the Decision 2. 

I asked Questions that were relevant to the decision 4.  

I input background research relevant to the decision 4.  

My input helped to validate the decision making process 2. 

How well did you work with the LA/NHS? Good 

How well did the LA/NHS work with you? Good 

Overall how satisfied were you that your involvement provided a safeguard 
for this person? Quite Satisfied. 

Comment: following submission of my report Miriam's daughter decided that 
she would now like to advocate for her mother and was consulting a solicitor 
about this.  I felt my report would be additional information to the decision 
when it was made. 

The Care home manager did not respond to the survey. Despite a reminder and 
assurances from her that she would, nothing has been received at the time of 
writing. 

The Decision Maker – the social worker responded to the advocacy survey by 
saying that the advocacy service was easy to contact and responded quickly to 
the referral. In her opinion the involvement of an advocate benefited the 
person.  
She answered the question “Can you briefly describe the way in which advocacy 
affected the service/and or person?” As follows: 
 
“This service enabled a fuller picture of Miriam’s needs and wishes” 
 
She also said that she would recommend advocacy to other people. 
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Case Study 2 Paul 
 

Paul is a 25 year old man with a severe learning disability and very limited 
communication skills. He was been referred to the advocacy scheme by 
his parents because Social Services are withdrawing funding for 
transport to the day centre he currently attends. The plan is for him to 
be offered a place at another day centre closer to his home.  
 
Paul’s parents have made a formal complaint about the proposed change. 
His parents are worried that the proposed day centre will not provide 
Paul with the same opportunities. They are also concerned because a 
worker they suspect may have been involved in abusing Paul in the past, 
works at the proposed centre. Paul’s key worker at his current day centre 
thinks that because Paul is so well settled and has learned a degree of 
independence within his surroundings the move would be detrimental to 
his well being.  
 
Sandra has been called in to advocate for Paul. She explains to Paul’s 
parents that she is here to represent Paul’s wishes in this matter. She 
can listen to what they have to say but she cannot express any opinion 
other than Paul’s own. After spending some time with Paul and visiting him 
at the day centre Sandra decides that she is unable to ascertain Paul’s 
views. She therefore uses the Watching Brief guidelines for non 
instructed advocacy to ask the following questions: 
 
Individuality 
While at Westhampton day centre Paul has up to three Physiotherapy 
visits a week and Hydrotherapy to address his physical needs. 
1) Would Newtown day centre also be able to address these individual 
physical needs? 
Paul has a timetable of activities that are tailored to his needs and are 
more sensory orientated.  
2) Could Newtown day services provide a comparable timetable of 
activities? 
3) What would be the advantages/disadvantages for a change in service 
for Paul? 
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Continuity 
Paul has been at Westhampton day centre for a number of years. The 
staff there feel knowledgeable in how to support Paul and his 
preferences. 
3) How could there be continuity of care if Paul were to move to a new 
centre with unfamiliar staff? 
 
Relationships 
Paul has befriended a number of service users, staff members and 
transport staff at Westhampton day centre and has established long 
term relationships. 
4) How could these positive relationships be maintained if he were to 
move to a new Centre. 
I have been informed that historically there have been allegations of 
Abuse made against a member of staff who is employed at Newtown day 
services. 
5) Is it appropriate that Paul should access a service where an alleged 
abuser still works? 
 
Competence 
As Paul has been going to the centre for a number of years he appears to 
have become more familiar with his surroundings which appears to have 
given him a certain level of independence in finding his way around the 
environment.  
6) Do you feel that a change to an unfamiliar environment would mean a 
loss of independence for Paul? 

 

A Senior Practitioner with the Social Services Learning Disability Team 
responds to each point outlining the services that will be available to Paul 
at the new centre. The advocate responds: 

  “Thank you for your response to my letter raising questions on behalf of 
Paul Clark. You have addressed each point that I raised on Paul’s behalf 
but from your answers the possible benefits to Paul of this move remain 
unclear to me. 
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Your answers from discussions with the deputy manager of Newtown Day 
Services appear to show that the services that they can offer Paul are 
comparable to what is on offer at Westhampton. There appear to be no 
extra services on offer that aren’t already available to him in the centre 
he is already accessing and is familiar with. You acknowledge in your 
letter that relationships that he has established at Westhampton would 
be difficult to maintain and may not initially enjoy the same level of 
independence as he does now. 
 
Would you be able to clarify for me the reasons why this move would be 
advantageous for Paul? Do you feel that this move is in Paul’s ‘Best 
interests?’?” 

She receives the following reply: 

“In response to your letter dated 10th April 2007, as I am sure you are 
aware, the move between day services is proposed due to transport 
issues and not because Paul would receive a ‘better’ service elsewhere. 
Social Services wish to offer a service that is able to meet Paul’s needs 
within his geographical catchment area. Newtown Day Services have 
confirmed that they can offer a comparable service to that currently 
received by Paul at Westhampton Day Services.  
 
The obvious advantage for Paul would be a reduction in time spent 
traveling to and from day services as the centre at Newtown is much 
closer to the home address. 
 
However the success of any placement would rely very much on Paul 
receiving encouragement and support from his parents. Without this, Paul 
may have difficulty in coping with the change in service provision.  
 
Unfortunately both Mr. and Mrs. Clark have stated that they would not 
support a move to Newtown Day Services. I hope this has answered your 
queries. Do not hesitate to contact me if you need any further 
information.” 
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The advocate is informed by Paul’s parents that their complaint is at 
Stage Two. They have given copies of the advocate’s letter to the 
reviewing officer and will let the advocate know when there is an 
interview so that she can be present. 
 
A couple of months later Paul’s parents inform her that there have been 
a number of deaths in the family and because of these difficulties they 
have asked for the final stage of the complaint to be delayed. Social 
Services are eager for the final stage to be completed as there are time 
frames they need to meet and they have to continue funding transport 
for Paul until the matter is resolved. 
 
The case is closed pending further news. 
 
 

 
 

Case Study 2 Evaluation 

Advocacy surveys were sent to the Social Worker, Paul’s key worker at the Day 
Centre, and Paul’s parents. 

The Social Worker responds that she feels the involvement of an advocate has 
benefited Paul “by ensuring that Paul’s rights are made known throughout the 
process. By ensuring that Paul’s views can be separated as far as possible from 
those of his family.”  

She could think of nothing which would improve the advocacy service and said that 
she would recommend advocacy to other people. 

The key worker’s response had to be discounted from the collation of all the 
advocacy survey results as the responses to questions 5 &6 had been changed, 
apparently by a different person, from positive to negative and a comment that the 
way in which advocacy had affected the person was that it “had entitled Paul to 
secure a place at Westhampton Day Service as opposed to Newtown Day service” 
had been covered over with a sticky label.  

The advocate assessed the task of “support- social care” as “still in negotiation” 

Paul’s parents did not respond to the survey. Despite a reminder and assurances 
from them that they would, nothing has been received at the time of writing. 
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Case Study 3 Tom 
 

Tom is an 87 year old man with multiple health problems who is currently 
in a care home. There are concerns for both Tom and his wife about 
possible financial and emotional abuse by other members of the family. 
As both are judged to lack capacity, and because the family cannot be 
consulted due to the possible vulnerable adult situation, Tom and his wife 
are each allocated an Independent Mental Capacity Advocate. 

The advocate visited Tom at the care home, however, she was unable to 
talk to Tom as he was sleeping and arrangements for a second visit were 
cancelled because of Tom’s deteriorating health.   The advocate 
undertook some background research through conversations with the 
care home staff and a generic advocate who has previously worked with 
Tom. Notes from the home indicate regular and frequent visits from 
Tom’s daughter and also some visits from his wife. Tom’s daughter had 
expressed a wish to be included in any meetings with the doctor and to 
be contacted in the night if necessary. Risk assessments are in place 
regarding the management of physical and verbal abuse.  No one is able 
to offer any insight into Tom’s wishes, feelings or beliefs.  

 

The advocate is then informed that Tom has been admitted into hospital. 
She visits him there and attempts to communicate both verbally and in 
writing. He does not respond in any way except to say “clear off”. 
Hospital staff tell the advocate that Tom’s daughter has been in 
discussions about his ongoing treatment and as to whether resuscitation 
should be attempted if necessary.  

 

The advocate speaks to Tom’s daughter who is initially reluctant to 
express a view, stating that she does not trust the advocacy service 
anymore (she had been very happy with the previous generic service) 
because they have on this occasion been instructed by Social Services 
and she feels this compromises their independence.  
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However she goes on to say that the Protection of Vulnerable Adults 
investigation has had a devastating effect on her mother and she feels 
this has had a knock on effect on her father. She also stated that Tom 
was fiercely protective of his family and that “if he was able he would do 
something about this”. 

 

The advocate prepared her report for the Vulnerable Adults Case 
Conference. She asked for it to be considered that she was unable to 
establish any independent view of Tom’s current or previously expressed 
wishes. She asks the decision maker to take into account Tom’s 
documented family relationships and regular visits and to consider the 
least restrictive option in regard to the maintenance of these 
relationships. . She also asks him to take into account Tom’s poor and 
deteriorating health and to consider means to minimize the stress caused 
to him by any proposed action or procedure. She also asks the decision 
maker to consider when and how medical decision makers should consult 
with family members on serious medical treatment matters while the 
POVA investigation is ongoing. Two weeks later Tom passed away and the 
advocate closed the case. 
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Case Study 3 Evaluation 

This case was evaluated using the Advocacy Survey and the IMCA database 
closure assessment.  

The advocate assessed her input as follows: 

I established a view and input this to the Decision 1. Not at All 

I asked Questions that were relevant to the decision 4. Completely 

I input background research relevant to the decision 4. Completely 

My input helped to validate the decision making process 4. Completely 

How well did you work with the LA/NHS? Very Good 

How well did the LA/NHS work with you? Very Good 

Overall how satisfied were you that your involvement provided a 
safeguard for this person? Very Satisfied. 

 
The Authorised Officer responded to the advocacy survey by saying that the 
advocacy service was easy to contact and responded quickly to the referral. 
In her opinion the involvement of an advocate benefited the person.  
She answered the question Can you briefly describe the way in which 
advocacy affected the service/and or person? As follows: 

“The advocate in this case built up a good relationship and trust with the 
daughter. The daughter is currently under supervision for financial abuse 
using the Vulnerable Adult procedure. The IMCA was very good and 
professional” 

Can you suggest anything which would improve our service? 

“I think the advocate was important in the case. It was probably a 
learning curve for them. The IMCA was more aware. Poss.Training for the 
advocate to highlight the extent of financial abuse taking place nationally. 
Also to point out Social Services generally have no axe to grind! We try 
and protect v.vulnerable people”. 

Any other comments: 
“I am generally very pleased with Assist[sic]” 
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Case Study 4 Rukhsana 
 

Rukhsana was detained under Section Three of the Mental Health Act 
but wanted to return home on discharge.  There have been episodes of 
physical abuse highlighted within the home environment and it was felt 
that Rukhsana would be extremely vulnerable if she were to return 
there. It was judged that Rukhsana does not have capacity in this 
decision and a referral was made to the IMCA service. An advocate 
visited Rukhsana on three occasions and spoke with staff who had known 
her since admission.  

 

Rukhsana told the advocate that she has 6 brothers and 3 sisters and 
they all live in close proximity to each other, she wants to move back with 
her parents and they are having her room decorated for her.  Ideally in 
the future Rukhsana would like to be independent, live on her own and 
have a job but thinks for now she would just like to return home but have 
somewhere she can go to or contact if she needs to just in case things at 
home change, which she feels they could. 

 

On the advocates following visits, Rukhsana maintains that home leave 
has gone well and that she wants to return to the family home but with 
the details of a service that she can contact should family relationships 
change.  Rukhsana acknowledges on each of these visits that she has lost 
weight during her time at home but feels that once she is permanently 
there and in a routine this wouldn’t happen.  Rukhsana is also aware of the 
discharge arrangements in place, which professionals she would see and 
where and she is happy to be doing this. 

 

It is confirmed in the notes that Rukhsana was admitted with anorexia 
and low weight and has atypical eating disorder. Her parents are unsure 
of her problems but want her to get well. Rukhsana’s weight has 
stabilised on the ward but staff are unsure of her habits at home.   
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Family report that she continues to vomit and are not happy with the 
suggestion of vulnerable adult proceedings; they indicate that they would 
prefer a religious ceremony to take place to make her better.  The notes 
confirm Rukhsana was taken to Pakistan when put on the at risk register 
at a younger age and that she is not statemented by the education 
system. Rukhsana’s elder sister has indicated to staff that abuse is still 
ongoing but is ambiguous about it and also indicates that arranged 
marriages have been discussed.  Rukhsana has expressed that she doesn’t 
want an arranged marriage but the family feel a refusal would bring 
shame on them.  There are also notes about hearsay of a hit man being 
hired for an honour killing on another sister. 

 

The advocate also speaks with the medical staff. They feel that 
Rukhsana has settled on the ward but they are unsure as to the success 
or otherwise of her home leave.  Rukhsana reports things have gone well 
but the staff don’t always get the same picture from the family who they 
say are very hard to engage with and they believe that the family don’t 
really understand Rukhsana’s problems.  Staff highlight the previous at 
risk registration and the arranged marriage issues and are uncertain of 
the current home circumstances for Rukhsana. The IMCA presented the 
following information for consideration by the decision maker in reaching 
a best interests decision about future accommodation for Rukhsana: 

 

• A referral and assessment in line with the Safeguarding Vulnerable 
Adults Policy 

 
• An up to date assessment of Rukhsana’s accommodation and support 

needs. 
 

• Access to a service specializing in support for Asian women and 
domestic abuse. 
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• Should Rukhsana’s health deteriorate to the point where she 

requires readmission to hospital or removal to a place of safety in 
line with POVA could she and her family have access to an 
interpreter and accessible information? 

 
• If Rukhsana chooses to move away from home, or is removed, it 

should be taken into account that she consistently explains that she 
is close to her family and enjoys spending time with them, how 
would maintenance of this be managed if appropriate? 

 
 
• At present Rukhsana’s family home is tagged by the police so that 

999 calls are responded to as a priority following previous incidents 
of assault. Are there any other arrangements that can be put in 
place to ensure her safety at home? 

 
• Should Rukhsana move away from the family home or be removed 

how would she support herself financially? Has there been an up to 
date financial assessment? Is Rukhsana claiming any benefit she 
may be entitled to? 

 
It is decided to discharge Rukhsana to her home. Two weeks later the 
staff from the Eating Disorder’s Unit report that Rukhsana has gone to 
Scotland. She has told them she is well but neither she nor her family 
will disclose her whereabouts. She makes no contact with the advocate. 
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Case Study 4 Evaluation 
 
The advocate assessed her input as follows: 

On a scale of 1-4, 1 being not at all and 4 being completely: 

I established a view and input this to the Decision 4.  

I asked Questions that were relevant to the decision 3. 

I input background research relevant to the decision 3. 

My input helped to validate the decision making process 2. 

How well did you work with the LA/NHS? Very Good 

Comment: Hospital and community support were very helpful 

How well did the LA/NHS work with you? Good 

Overall how satisfied were you that your involvement provided a safeguard for 
this person? Quite Satisfied. 

 

An advocacy survey was sent to the Decision maker but they did not reply. 

As described, the family and service user effectively dropped out of sight and 
we were, therefore, unable to obtain any feedback from either the service user 
or her family. However, it was felt that the cultural issues arising from this 
case, and which may have contributed to the decision to ‘drop off the radar’ of 
social services, made the case worthy of inclusion. 
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Case Study 5 Peter 
 

Peter is in Year 11 at school and living in care. He has a learning disability. 
He is visited by the Young Person’s and Transition advocate Sarah and he 
tells her that he sometimes isn’t able to remember what people say and 
does not feel confident enough to speak up for himself. He asks her to 
help support him at his Leaving Care Review meeting. 

 

By visiting Peter at school and gaining his confidence Sarah is able to find 
out what he wants. He says that he wants to find out where he will live 
after he has moved from care. He may want to live with his mother. Peter 
also wants to know who will support him when he leaves care. He wonders 
how he is going to get a job after being in a special school. He would like 
to work in a nursery with babies and toddlers or in an old people’s home. 
If he can’t work as a carer he would like to do domestic work. 

 

Sarah supports Peter to get his National Insurance card and to apply for 
travel training in order to attend College. She helps him to get his 
Barnado’s leaving care pack. 

 

Following supporting Peter at his Leaving Care Team Pathway Plan 
meeting, Sarah visits Peter at his home. He tells her he is looking 
forward to college and he has his NI card. His visits to his family are 
going reasonably well. She asks him if he has any problems or issues he 
feels he needs the support of an advocate with, he answers no. She asks 
him if he feels he is being listened to, he answers yes.  They talk about 
advocacy and the outcome of the conversation is that he is capable of 
advocating for himself. Sarah closes the case and tells Peter that if he 
wants to get in touch he has her number. 
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Peter is sent the accessible monitoring form which he returns with the following 
responses: 

Is Sarah friendly towards you?  Yes 
Does Sarah understand what you want? Yes 
Does Sarah help you find information so that you can make a decision? Yes 
Does Sarah try to help you get what you want? Yes 
Does Sarah apologise if she is unable to see you? Yes 
Does Sarah tell you what she is doing for you? Yes 

He adds the comment: 
She was very good at the job and helped me a lot! Thank You! From Pete 
 
Sarah evaluates the advocacy partnership on the tasks page of the database: 
 
Area of Concern                                 Outcome 
Future housing options                       Successful 
Further Education or training            Successful 
Transfer to adult health or social      Successful 
 
Peter was a self referral who approached the advocate directly following an 
advocacy awareness talk at his school. There was, therefore, no referring party 
other than Peter associated with this case. 
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Appendix 1                
BILD 

 
Service Level Agreement 

 
Schedule 1 

 
Service specification 

 
Project/Work Title: 
 
An evaluation of the effectiveness of advocacy for people facing communication barriers, 
(Section 64 monies). 
 
Key Objectives: 
 
Appointment of a specific half-time equivalent researcher by Asist to carry out action 
research, and produce; 
 
1. A detailed evaluation of a specified number of advocacy partnerships to identify how 
effective advocacy is, particularly for individuals who face communication barriers or who 
lack capacity.  
 
2. An evaluation of the viability of using a range of qualitative monitoring processes/tools to 
determine the quality of service for people using advocacy services. 
 
 
Key Outputs: 
 
A report detailing the findings of the research. Report to identify the scope of the research 
and issues in relation to bias and reliability, as well as to contain details of the research 
methodology, data collection and conclusions reached. The report will include 
recommendations on: 
 
1. The effectiveness of the advocacy process for individuals who face communication 
barriers, or who lack capacity. 
 
2. The viability of a variety of advocacy monitoring processes and tools in respect of 
individuals with a range of communication needs who use advocacy services.  
 
Timescale: 
 
One year 
 
Geographical Area to be covered 
 
Within the scope of Asist’s current service delivery (Staffordshire and Stoke-on-Trent) 
 
Work will be prioritised by: 
 
Hilary Stefanelli – Operations Manager 
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Appendix 3 – Focus Group 1 Flip Charts 
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Appendix 4 – Focus Group 3 Flip Charts 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


