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Introduction to PIPS 

Plymouth Involvement and Participation Service (PIPS) is a network of service users, 

carers and people with experience of mental health services.   We gather the views, 

ideas and experiences of existing mental health service users and carers in lots of 

flexible ways and  support people to use their valuable experience to improve services 

for the future.  

 

PIPS is driven by a volunteer Steering 

Group, drawn from local people with 

experience of mental health services, both 

as users of services or as a carer.  We  

train and support PIPS members to 

represent these views to service 

commissioners and providers of services through the Mental Health Strategic Quality 

Improvement partnership, commissioning groups and regular communication networks 

 

PIPS encourages meaningful involvement with service users and carers, and the wider 

PIPS  membership helps us to gather experiences and  inform local people about our 

work. 

PIPS is delivered by Colebrook (SW) Ltd, through funding from Plymouth City Council. 
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Background  

PIPS were tasked with running the CUES (Carers and Users Expectations of Services) 

survey by the Plymouth Mental Health Network. The network selected the CUES 

template as it was designed to cover all areas of life considered important by users of 

mental health services. There was a disappointing response to the survey with 

approximately 105 responses in total. 

 

The aim of the survey was to inform the Plymouth Mental Health 

Network of current opinions of services set against model 

expectation statements. The results of the surveys were also to 

inform and influence PIPS future work streams and feed into the 

Mental Health Strategic Quality Improvement Partnership 

(MHSQIP).  

 

This document is the Summary Report is in two parts and uses data from the Service 

User Questionnaire (Appendix 1) and Carers questionnaire (Appendix 2). The method 

used to obtain responses, the main findings from the surveys and recommendations for 

improved practice and for future work of PIPS. It is also the aim that it should inform 

those commissioning mental health services.  
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The CUES surveys originally designed by RETHINK, have a number of different uses. To 

help plan support or care, to keep track of what is happening in the users’ life and as a 

survey, which is how PIPS used the CUES.  The first research papers on the 

questionnaire stem from around 2001, which would indicate that it was developed not so 

long before. 

 

The questions within the survey reflect the multi-use format. In the service user 

questionnaire, there are 16 questions, each comprising of three parts. Two comparative 

parts, which provide the quantitative data and a third part that was open to the 

participant to fill in how they felt. This provides the qualitative data. The most common 

situation is for a person to express dissatisfaction despite having rated the situation as 

comparing favourably with the descriptive statement.  The survey ends with background 

information, age, gender and ethnicity. In the carers, survey there were 13 questions in 

the same format but with extended background information to include whom they care 

for.  

 

The survey demonstrates expectation and need across a wide scope of social, health 

and leisure fields many of these are not directly linked to the competence or otherwise 

of mental health services.  
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Methodology. 

 

The method selected for this undertaking was influenced by the poor return rate of the 

first CUES survey and volunteers experience from “Pledge 90” report. In the first run of 

the CUES, questionnaires were posted or delivered to organisations with a return 

addressed envelope. This did not solicit a good response. It was felt that supporting 

people to fill in the form and having named contacts within mental health service related 

agencies, organisations and groups to collect the surveys, would ensure a higher return 

rate.  

 

Spending time within organisations to talk about mental health services and peoples 

experiences encouraged more people to respond, especially when a PIPS volunteer was 

able to provide one to one support with completion.  Another approach was for PIPS 

volunteers to take the surveys to groups, discussing the aim of the work and allowing 

time for completion before returning to collect. 

The target number was 75 service user surveys and 75 carer surveys.  

In total PIPS received 76 usable service user responses and 29 usable carer responses. 

This included the number received from MIND originally. This is under the target set and 

so the survey should be considered in addition to other surveys running concurrently to 

the CUES such as the Meridian survey. The findings are written  as PIPS members 

response and interpretation of the data received.  
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Personal  Questions  

Question 1. Location 

Question 2. Money  

Question 4. Daily routine 

Question 5. Family and Friends 

Question 6. Social Life 

Question 13. Stigma and Discrimination 

Information Questions   

Question 3. Help with finances 

Question 7. Information and Advice 

Question 12. Advocacy 

Choice and Access Questions  

Question 8. Access to mental health services 

Question 9. Choice of mental health services 

Question 10 Relationships with mental health workers. 

Question 11 Consultation and control 

Question 14. Your medication / drug treatment 

Question 15. Access to physical health services 

Question  16. Relationships with  physical health workers. 

Findings; For the purposes of this report the 16 questions were grouped into 3 

categories 
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Summarised findings—by section 

Personal:  

The satisfaction rate for questions in this section ran at an average of just 54% for 

respondents. This was taken from the mean number of responses to the second part of 

each of the questions. The lowest satisfaction level was in response to “Are you satisfied 

with your social life ?” (fig 6.1) where only 45% of respondents replied yes to the 

question. This is in contrast to the highest rate of 66% of respondents replying yes to the 

question “Do you have enough money to meet your basic needs?” (fig 2.1).  

These were considered interesting results by PIPS volunteers as the ideal statement for 

question 2 specified that you should not have to feel isolated or cut off from society 

because of lack of money. Lack of money, along with lack of confidence was cited in the 

qualitative data of question 6 as a strong reason for lack of satisfaction in a persons 

social life. 

 

Basic money needs are very much down to the perception of society and the individual. 

The minimum income standard worked out by the Joseph Rowntree Foundation for 2014 

was put at  a minimum weekly budget of £197.86 (excluding rent). A person in receipt of 

employment and support allowance (ESA) at the minimum level is roughly £95.00 per 

week. This difference strongly came through in the qualitative data from Qu.2 (pg.19 )

People described not having any room for mistakes or money for unexpected or 

occasional expenses , this being the most common concern.                                                                       
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Although the remit of this survey was not to discover whether the respondents were 

waged or in receipt of benefits and at what rate. It was clear that those answers to  

questions within the personal section were directly effected by income.  

 Dissatisfaction with the place you live, 43% of respondents (fig1.1), could possibly be 

changed with the choice and opportunity a greater income could afford. Although this is 

not the only component of satisfaction with the place where you live (sense of 

community, relationship with neighbours,  and being with others) it plays a vital part. 

The notion of regular and meaningful activity in the main very much sits with the 

respondents as work or volunteering and directly linked to levels of confidence and self 

esteem. This appears to fit with national trends and policy. A strong theme in the 

qualitative data for Qu.4 (pg. 24) was around people getting and keeping jobs. Though it 

was remarked by a PIPS member that having a job did not necessarily equate to having 

meaningful activity.   

A strong theme around the need for understanding and education around mental illness 

came through from both Qu.5, family and friends (pg.26) and Qu.13, Stigma and 

discrimination (pg.46). Both questions only have around 50% of respondents as being 

satisfied with the relationships with those closest to them and how they feel people treat 

them.   

Despite the work already done in this area, more needs to be done to tackle the culturally 

ingrained stigma surrounding mental health.  
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 Information : 

Help with your finances, Qu.3 (pg.20). From the data 63% of respondents answered “As 

good as this” and only 59% of respondents were satisfied with the level of help they 

received (fig 3.1 pg.21) 

Information and advice Qu.7 (pg.32) 

Only 66% found the information and advice available was as good as the ideal statement 

(fig 7.). With only 62% of respondents being satisfied with the information and advice 

given. 

Advocacy Qu.12. 

Only 58% of people found their circumstances comparable with the ideal statement and 

58% and only 42% of people were satisfied with the level of help they received in difficult 

situations.  

This may highlight that quality and consistency of information, advice, support and 

advocacy may need improving.  However, it may also highlight a lack of awareness of 

services such as advocacy from those who responded.   It is clear that if service users 

do not know what information or support is available, then they  are unlikely to know 

what to ask, and likewise would not be able to judge the quality of service they receive. 

There is no recognition that ability  and willingness to ask for information and support, 

retain,  and process information will vary depending on what stage of recovery or 

management an individual finds themselves.  For example someone who has been just 

diagnosed would be less likely to remember what they have been told by their doctor.  
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There have been successful campaigns around supporting newly diagnosed cancer 

patients with their understanding and ability to process information and at what time. As 

it is important for them to have the right information to make choices, often timing is 

crucial. One reason service users may feel they might not be getting the right 

information is the timing of when they are given it by mental health services. So it might 

not be the fact they are not being informed just unable to accept and deal with the 

information at the time they become aware of it. 

Asking for information, knowing where to look for information, knowing how to ask the 

right questions is a life skill necessary to get help, support and advice. There is a need 

for service users to acquire those skills in order to manage their mental illness. This 

survey highlighted there was particularly little understanding around advocacy it had 

the poorest response rate in total. What advocacy was, who was an advocate and when 

an advocate was needed. 58% did not answer yes to satisfied.  

A mental health advocate is an independent person who can advocate, talk on the 

service users behalf and supports them when they are not satisfied or are worried about 

how they are being treated by the mental health services. This is very different to a 

support worker or CPN who may advocate for a service user when they for example 

phone up on behalf of a service user to help with housing benefit. 

This confusion of different role come out clear in the responses. It highlights more work 

is needed to explain different roles within mental health services. The strong need for 

independent mental health advocates comes from the qualitative data with one of the 

main themes being that service users do not feel listened too, they do not feel part of the 

discussion around their treatment and feel they have no control over treatments . 
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 Choice and access:  
 

 Of all the questions put into the choice and access group it  was most alarmingly that in 

Qu.8, Access to mental health services, the satisfaction rate only ran at 34% . 

Unsurprisingly in Qu.9, Choice of mental health services, the satisfaction rate was just 

39%. By far the lowest satisfaction score in the data set and within the remit of Mental 

health practitioners. 

From the qualitative Data for question 8 (eg, the main themes from the data were around 

timely access, the reliance on medication, waiting times, flexibility and not knowing what 

services or alternatives could be available to service users. There appears to be no 

correlation between services users requiring a service and receiving a service. There is 

a strong feeling from the respondents that the length of the service engagement was not 

long enough. Highlighting an issue around not informing the service user at the 

beginning of the engagement the planned timescales of treatment or preparation put into 

ending the therapy or relationship.  

Fundamentally the access to complementary and alternative therapies is dependant on 

the financial means of the service user. Which would largely dictate the choice of service 

offered.  Of all the questions in the survey these two were the ones with the most 

disparity between the ideal statement and the reality of the service user.  

55% of respondents were satisfied with the relationship between themselves and their 

mental health worker when they got to see them. A large proportion of respondents 

failed to complete the qualitative part of this question. Whilst there are moves to prevent 

dependency on mental health workers there does need to be real work on the quality of 
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Whilst there are moves to prevent dependency on mental health workers there does 

need to be real work on the quality of the working relationship.  

 

When filling this questionnaire regarding Qu.11 some confusion over the term 

consultation was stated. People finding consultation muddled with what happens with 

the consultant or psychiatrist rather then whether people felt asked about how they 

felt about a treatment plan. The satisfaction rate around consultation or control ran at 

63% (fig 11.1) which was different to what the qualitative data suggested. The poor 

response rate and qualitative data available suggest that there is little knowledge 

around the importance of a equal working relationship or partnership between service 

user and professional. Qu. 14 applied to medication and drug treatment it had a high 

satisfaction rate of 68%(fig.14.1) and even higher rate of comparison with the ideal 

statement 72%(fig.14). This may be the reason why people did not in the main fill in the 

qualitative part of the question. Most people were satisfied that the benefits of 

medication outweighed the negative symptoms of their condition. This could be 

interpreted as a result cultural reliance on the medical model in the treatment of 

mental ill health. 

Regarding Qu.15 and 16 around the access and relationships with physical health 

worker the data looked favourable compared to that with mental health services. This 

is despite national evidence which suggests the contrary where a person suffering 

from a serious mental health condition is likely to die 20 years earlier then somebody 

without one (Rethink: Lethal  

Discrimination 2013). Without wanting to negate the data this could be about low 
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Carers Survey Results: 

There were much fewer carers surveys but the results highlight - 

 

1. Carers would like more help and advice than they currently receive, with only 

17% responding that they had access to a lot of help and advice. 

2. As users identified, carers also felt that they had little clarity about roles and re-

sponsibilities of workers. 89% wanted to know more, what to expect and how to 

know if the services isn't delivering. 

3. 28% of carers felt they had no involvement in treatment or care and as many as 

72% wanted more involvement. 

4. 86% of carers felt that their relationship with the person experiencing mental 

health issues was strained and wanted support to feel equal, informed and able 

to deal with difficult times. 

5. Caring puts a strain on all relationships in a household and 50% of carers felt this 

was affecting them. 

6. Over half of the carers surveyed felt that their own health or wellbeing was nega-

tively affected and wanted help to address this. 

7. A significant 86% felt that they were discriminated against in some way due to 

their caring roles, either through lack of ability to work, or flexibility from employ-

ers. 

8. Carers carry high levels of risk, feeling that they or the cared for isn't safe in 

some way. 

9. Despite these challenges 62% felt they did not want to end their caring role due 

to the love and relationship with the person they care for. 

 

Most of the carers surveyed were female and living with the person they care for, ei-

ther as a partner or parent. 
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 Conclusion 

Whilst the CUES surveys provide an important source of information, we felt it was not 

the most user friendly of surveys.  PIPS felt that respondents found it too long and the 

statements discordant with the questions.  In the development of the CUES, the aim was 

to cover all the major aspects of an individual’s life, which would influence mental 

health. This is a difficult task and the response rate to this survey would suggest that 

many were not prepared to undertake a survey, which required so much depth in so 

many areas.  

Many people reported they were experiencing survey fatigue. This may be evident in our 

survey as there are  numbers of people not answering the questions fully , particularly 

towards the end of the survey. The size, depth, and perceived relevance of this 

questionnaire were off putting to people. Many people felt the survey not relevant at all 

to them. In some instances refusing to fill it in. Rethink stated that those using their 

service were too ill to fill in the survey. Because of the reluctance of people to fill in the 

survey for themselves many hours were given over to supporting people to take part. 

The demographic of the respondents to this survey are in line with other research and 

consultation exercises of this nature. Men and those from the BME community are vastly 

under represented, but are representative of those using the services approached. The 

background information included in the survey was sparse. No details taken on 

sexuality, socio economic status, disability or family circumstances. This would further 

our understanding of the data set.  
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PIPS Actions and Response to survey results 

Financial challenge was high-

lighted as  linked to satisfac-

tion with social life, confi-

dence and ability to respond 

to unexpected expenses. 

PIPS will  

 ensure clear links to financial information is availa-
ble on its webpages 

 Promote information about welfare reform, options 
and changes to its networks 

Regular and meaningful activi-

ty was cited as strong indica-

tors of self esteem and confi-

dence. 

PIPS will  

 Build activity relating to training and getting people 
actively involved in its 16/17 work plan 

Understanding of mental 

health and illness was identi-

fied as lacking amongst fami-

ly, friends and colleagues, im-

pacting on stigma for people. 

PIPS will 

 support the development of the employer covenant 
as part of its work plan 

 Use opportunities to create positive press regard-
ing mental health 

Lower levels of satisfaction in 

response to crisis response 

was identified. 

PIPS will 

 help shape the crisis concordat work  

 Support the roll out and update of the advanced 
statement of wishes 

Confusion about MH roles and 

in particular advocacy. People 

had little understanding of 

what this could offer some-

one. 

PIPS will 

 ensure clear links to advocacy info is on the 
webpage 

 Update its network on advocacy info and changes 

 Work with Healthwatch to promote the importance 
of advocacy 

Satisfaction with access to 

mental health services was 

low, highlighting length of ser-

vice, timeliness and flexibility 

as issues. 

PIPS will 

 continue to monitor access to services and chal-
lenges for users and raise via MH SQIP meetings. 

 

Low uptake and completion of 

the survey and feedback 

about its length etc 

PIPS will 

 support creation of a more user friendly way of 
gathering views and experiences 

 Continue to run an outreach programme to do this 
face to face. 

 Be clear about purpose and use of future surveys 


