
 
 
 
 
 
 

Involvement for Influence – 
Influencing for Improvement 

 
 
 
 

Voices of Influence: 
Sounding out involvement 

 
 

 

A questionnaire consultation report 
 
 
 
 
 

Raza Griffiths 
 

June 2013 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

A partnership of 



 

INDEX 
 
 
 
 

 
1. Summary of findings and Conclusion (p.3) 

2. Background and purpose (p.6) 

3. Selecting respondents and the questionnaire (p.6) 

 Questionnaire Section A - What involvement work have you done? (p.6) 

 Questionnaire Section B - Motivation for involvement work (p.8) 

 Questionnaire Section C - What was your experience like overall? (p.10) 

 Questionnaire Section D - Looking at your experiences (p.15) 

 Demographic information about the respondents (p. 27) 

      



A. SUMMARY OF FINDINGS and CONCLUSION 
 
___________________________________________________________________________ 
 
 
In January 2013 the National Involvement Project distributed a questionnaire to develop its 

Standards for Involvement in mental health services and support called Purpose, Presence, 

Process, Impact. 43 self-selecting people completed the questionnaire. The data gathered 

built on earlier face to face consultations with 114 people on their involvement experiences. 

 

The respondents 
 
The respondents were predominantly female, White British heterosexuals. 37% of 

respondents reported having a mental health diagnosis and 33% reported using 

services to meet their mental health needs. 35% identified as carers. 86% had 

some experience of involvement. 

 

Whose care were respondents trying to influence or improve? 
 
The most popular answers were: care for their local community (40%), their own care 

(28%) and their friends’ care (26%). Regional and national work was less prioritised. 

 

Which organisations were respondents trying to influence or improve? 
 
Most popular answers were: Mental Health Trusts (56%), followed by Local 
Authorities (47%) and voluntary/community organisations (28%). 

 

Types of involvement activity respondents had engaged in 
 
The most popular types of involvement activity were delivering training (47%), participating 

in research/consultations (44%) and participating in a mental health campaign (42%). 

 

What motivated respondents to get involved 
 
Respondents got involved because they hoped to improve services (88%), 
meet other people (42%) and give something back to the community (40%). 

 

Routes into involvement 
 
Most ticked routes into involvement were: through going to service user/carer/local Mind 

groups, having a formal work role, through volunteering and then getting paid work, 

arranging care for a relative and through using a service leading to involvement. 

 

The questionnaire asked a number of questions looking at respondents’ experiences 

of involvement in terms of the Purpose Presence Process Impact Standards. 
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Feedback on Purpose 
 
67% said the purpose of the involvement had been clearly explained beforehand. 

63% said the reason they were being asked to get involved specifically as a carer 

or service user was clearly explained beforehand. 

 

Feedback on Presence 
 
Respondents questioned whether service users who got involved were truly representative 

of the wider service user population. They also highlighted lack of genuine involvement at 

higher levels of decision making and potential conflict between service users and carers at 

the same meetings. In terms of involvement of Minority Ethnic groups, 40% said that the 

minority groups most affected by a service were involved and present at all stages of the 

project. This dropped to only 28% who thought the minority groups most affected by a 

service were involved at all levels of an organisation. 37% thought that the minority groups 

most affected by a service they were seeking to influence were involved in different ways. 

 

Feedback on Process 
 
40% said their involvement experiences were positive and 40% said they were both positive 

and negative. None said they were just negative. Most ticked positive aspects of 

respondents’ involvement were feeling valued and listened to (72%), followed by 40% 

mentioning training they received and 37% mentioning being kept informed of progress. 

They also highlighted the positive effect of being able to share experiences with people who 

had had similar experiences and to make friends and contacts, having what you say put into 

practice, being supported and increasing knowledge and self esteem 

 

16% said that a negative aspect of their involvement was not being kept informed of 

progress. 16% mentioned lack of or bad mentoring support. To improve their involvement 

experience, people said they needed better information, support, being valued equally and 

being consulted before important decisions were made. They also mentioned the need for 

more joined up working between different agencies and the negative impact of the cuts to 

funding. They also highlighted disruptions due to changed staff, watering down of minutes, 

lack of consultation at higher levels of influence including commissioning, tokenism and staff 

not wanting to listen to complaints and specific demographic groups. 

 

Feedback on Impact 
 
30% thought their involvement had made “A lot” of difference, 28% said “Yes, but not much” 

and 7% that they had not made a difference. 44% said they had made a difference to 

“Delivery (standard of service received)”. 40% ticked making a difference to “Policy and 

Planning”, 30% to “Outputs (what was produced e.g. report, poster, newsletter)” and 28% 

ticked making a difference to “Ethos” box. Respondents also mentioned the negative effect 

of political changes to the new structures on the level of service user involvement. 
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CONCLUSION 
 
The findings, whilst from a small self-selecting group, help shed light on the state of 

service user and carer involvement. This can help inform the work of the National 

Involvement Project in developing and supporting service user and carer involvement 

through establishing the Purpose Presence Process Impact Standards for involvement. 
 
 
In terms of specific feedback on the Purpose Presence Process Standards, a 
number of priorities and themes emerged. 
 
 

In terms of the Presence Standard, issues were raised of how representative of 

service users and carers people undertaking involvement were. What was striking 

was – and this was from a largely White British sample – the perception of the lack of 

presence of people from minority ethnic communities at all levels of organisations. 
 
 
A key finding relating to the Process Standard was that service users and carers 

most valued the feeling of being valued equally to professionals and listened to 

during involvement. This closely echoes the findings from the National Involvement 

Project’s multi-site consultation report, where this finding was linked to an 

underlying sense of the ethos and values underpinning an organisation. Indeed, it 

may be that this aspect of involvement could be labelled as a fifth Standard – 

underlying Principles. The social aspect of involvement and a chance to meet 

others and get identification and understanding from peers was also emphasised. 
 
 
Having clear results was also emphasised and relates to the Impact Standard. The variety 

of responses relating to what kind of impact people desired and achieved highlights the 

need for a nuanced understanding of the different motivations and different levels of 

involvement, from practical impacts like getting employment for oneself, reducing 

bureaucracy within a specific process, effecting a positive change on one’s personal care 

and producing a general positive change in attitude and ethos within an organisation. 

 

A picture emerges from the respondents of a range of involvement activities going on, 

particularly at a local level and at the level of the care needs of individuals. However at a 

national strategic level the respondents felt there is a comparative lack of work being done. 

Respondents linked this to the current political climate of changes and cuts to both service 

and support organisations and also to funding for service user and carer groups. These 

factors tend to disrupt the focus on involvement especially at a higher strategic level in 

favour of a pre-occupation with the demands of day-to-day activities and survival. 

 
This underlines the clear need for having a strong focus on a more strategic, joined up 

approach which will enable involvement to take place at a higher strategic level and also 
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involvement that encourages agencies to work together in order to deliver more 
integrated care pathways. 

 

B. BACKGROUND AND PURPOSE 
 
___________________________________________________________________________ 
 
 
In January 2013 the National Involvement Partnership distributed a questionnaire by email 

and post to get feedback to help develop its Standards for Involvement called Purpose 

Presence Process Impact (PPPI). 43 people responded by completing the questionnaire. 

 
The questionnaire followed ten face to face consultations on the Standards with service users and 

carers which the National involvement Partnership undertook in September – November 2012. The 

findings from those consultations are summarised in the report Voices of Influence: Sounding out 

Involvement – A multi-site consultation report and helped inform the questions in this questionnaire. 

 

C. SELECTING RESPONDENTS AND THE QUESTIONNAIRE 
 
___________________________________________________________________________ 
 
 
The questionnaire was sent to people on the databases of the partner organisations in 

National Involvement Partnership: NSUN Network for Mental Health, Afiya Trust and Social 

Perspectives Network. Those who had already contributed through the earlier face-to-face 

consultations were excluded from doing the questionnaire. The questionnaire included 

multiple choice answers and opportunities for people to give more information using their 

own words. Analysis was by multiple choice answer, and a thematic grouping of own word 

answers. Answers for each question are arranged in order of popularity and given as the 

number of ticks as well as a percentage rounded to the nearest whole number. 

 
Direct quotes from respondents are given in violet italics. 
 
 
QUESTIONNAIRE SECTION A – WHAT INVOLVEMENT WORK HAVE YOU DONE? 
 
__________________________________________________________________________________ 

 

Question 1 
 

Have you had any experience of influencing mental 

health/wellbeing services or support? The services could be 

those you have used or else someone you care for has used 
 
 
 
 

 Yes 37 (86%) 
 

 No 6 (14%) 
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A majority (37 people or 86%) out of the 43 respondents said “yes”. 

 

Question 2 
 
 

Whose mental health care were you trying to influence or improve? 
 

 Local community's 17 (40%)  
 Own 12 (28%)  
 Friends' 11 (26%)  
 Regional 10 (23%)  
 Other 10 (23%)  
 Family members' 9 (21%)  
 Country as a whole 5 (12%) 

 
 
 
 
Some people ticked more than one answer giving a total of 74 ticks. The local community’s 

own and friends’ mental health received the highest number of ticks. Responses under 

“Other” related to specific demographic groups or communities e.g. southeast Asian, 

female service user and LGBT communities; those accessing services in a specific region; 

service users and carers people were employed to work with; work colleagues and anyone 

who could help understand and improve mental health. 

 

Question 3 
 

 
Which groups, organisations or public bodies were you 

trying to influence or improve? 
 

 Mental Health Trust 24 (56%) 
 

 Local Authority 20 (47%) 
 

 Voluntary/community organisation 12 (28%) 
 

 GP 10 (23%) 
 

 Local LINKS 9 (21%) 
 

 Other 7 (16%) 
 

 MP/Councillor 5 (12%) 
 
 
The most ticked categories were Mental Health Trusts, followed by a Local 
Authority and voluntary/community organisation. 
 
 
Under “Other” people put down: “national policy and Central Government”; “specific services including 

local Mental Health services and a Local Authority run Mental Health Care Home / Halfway House”; “a 

voluntary/community organisation”, “Skills for Care East Midlands”; and specific groups of 
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people including service users with a disability for whom access issues are important 
and young people using CAMHS Tier 4 services. 

 

Question 4 

 

What involvement activities have you undertaken? 
 

 
 Delivering training 20 (47%) 
 Participating in research/consultations 19 (44%) 
 Participating in a mental health campaign 18 (42%) 
 Interview panels 17 (40%)  
 Working on research/consultations 17 (40%) 
 User- led service 17 (40%) 
 Other 14 (33%) 
 Monitoring 12 (28%)  
 Making educational/training resources 12 (28%) 
 Commissioning 6 (14%) 
 Hospital or GP complaints 5 (12%) 
 Scrutiny Panels 3 (7%) 

 
 

 

Delivering training, participating in research/consultations and participating in a mental 
health campaign were the most ticked options. 
 
 
Under “Other” people put down: strategic level involvement such as: Department of Health roundtable 

discussions on strategy and APPG on inequalities in mental health and influencing policy to 

strengthen involvement within an NHS Trust; Carer Centre outreach program, attending training 

programs, involvement in a Community Interest Company set up to give mental health service users 

a voice, speaking at monthly forums, supporting the involvement of people experiencing mental 

health in universities, working alongside managers in a ‘Quality Meeting’ to enable the young people 

and managers to interact with issues regarding the services, the setting up of Personal Health 

Budgets, a Forum group looking at Carer Link role on wards, Social Prescription, Access Audits, 

involvement in a Mental Health Pharmacy Group and a Reading Panel for mental health literature 
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QUESTIONNAIRE SECTION B – MOTIVATION FOR INVOLVEMENT WORK 
 
__________________________________________________________________________________ 

 

Question 5 

 
What did you hope to achieve by doing involvement work? You can focus 

on all your involvement experiences 
 

 Improving services 38 (88%) 
 

 Giving something back to the community 26 (60%) 
 

 Meeting other people 18 (42%) 
 

 Learning specific skills e.g. public speaking 11 (26%) 
 

 Getting paid 8 (19%) 
 

 Other 5 (12%) 
 
 

 
The top three categories were Improving services, Giving something back to the 

community and Meeting other people. Under “Other” people focused on the personal 

benefits of involvement on their well-being: 

 
“I wanted meaningful activities in my life and to find out what I could do after being ill for a while” 
 
 
“I want to improve my own mental health by making a contribution to the service and 
hopefully helping other young people who are in a similar situation to I was” 
 
 
Other respondents under “Other” focused on issues already given in the tickbox 
categories for this question. 

 

Question 6 
 

 

How did you come to get involved? E.g. through a service user/carer group. 
Please describe using your own words 
 
 
For this question respondents answered using their own words. Respondents got involved through: 

 

 A group such as a user or carer group, charity or Mind association 


 A formal work role e.g. as Co-Chair of a Disabled Workers’ Group, Trustee of a Carer’s centre 


 Volunteering within services resulting in paid involvement work 
 Using a service leading to paid involvement within that service 

 
 
“I went to the local Mind and found out what opportunities were available there, I got involved in 

a user-focused monitoring project at first which aimed to improve inpatient care; after that I got 

involved in other research projects and other things to improve services more generally” 

 
“Sedgefield carers group and Ageuk” 
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“Being Chair of countywide mental health forum and chair of the local Link” 
 
 
“I am a Trustee of a charity that provides advice, help and support and guidance to 
those with disabilities” 
 
 
“Invited the former chair of CAF to a series of seminar with my former employer. Was invited to 

attend a advisory group meeting and was voted onto the group as an advisory group member user 

involvement. Early user activity with advocacy ( ESAN) in the 80s/90s in Ipswich” 

 

“Volunteered for Forum group following notification of meetings via an NHS Carer Support 

Group I have tried, with great difficulty, to get involved with the care of my daughter. 

Discussions have been held with the Modern Matron and some improvements have been 

made. I have also joined a local carers group who seem to have had similar experiences” 

 
“As a carer I think I became aware that if I worked within the systems I could be part of the 

change and ensure that individuals are not only listened to but heard. I started as a volunteer 

and worked my way up slowly ensuring that those who I engage with are placed as the experts 

in their own lives and by asking lots of questions that can sometimes challenge my own values” 

 

“Initially I was asked to give feedback on how I felt about the way I was treated whilst in 

hospital and to make comment on my overall experience of the hospital admission. Having 

used the local Mental Health Social Services I was asked if I would like to undergo training 

and help with the appointment of personnel within a council owned care home by being a 

participant on an interviewing panel” 

 
“Having used local Mental Health Social Services I was asked if I would like to undergo training [to 

be on an interviewing panel for] the appointment of personnel within a council owned care home” 

 

“Initially I was asked to give feedback on how I felt about the way I was treated whilst in 
hospital and to make comment on my overall experience of the hospital admission” 
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QUESTIONNAIRE SECTION C - WHAT WAS YOUR EXPERIENCE LIKE OVERALL? 
 
___________________________________________________________________________ 

 

Question 7 
 

 
Was your experience of involvement positive/negative? 

 

 
 Positive 17 (40%) 

 
 Positive and negative 17 (40%) 

 
 Negative 0 (0%) 

 
 
 
17 respondents said it was both positive and negative, none said it was solely negative and 
17 said it was just positive. 

 
“It is rare that I come across involvement opportunities where all of these things have 

been considered and put in place at any one time ... more often than not there are a few 

things that make it a positive experience” 

 

One respondent highlighted how difficult it was to put words into action: 

 
“Although the Ward Manager, Modern Matron and Head of OT did seem prepared to 

listen, apologise for things that had gone wrong, and seem prepared to try and make 

positive changes, these didn’t always materialise There seemed to be a willingness to 

work towards improvements but actually carrying them out proved to be very difficult” 
 
Question 8 

 

If positive, what was positive about it? 
 

 Feeling valued and listened to 31 (72%)  
 Any training you received 17 (40%)  
 Being kept informed of progress 16 (37%)  
 Payment of expenses 15 (35%)  
 Payment for your work 13 (30%)  
 Adequate time to prepare for work 12 (28%)  
 Recruitment process 8 (19%)  
 Accessible communication (e.g. no jargon) 8 (19%)  
 Mentoring support you received during your involvement work 7 (16%)  
 Sensitivity to your cultural and other needs 4 (9%)  
 Getting practical resources e.g. mobile phone 2 (5%) 

 
 
 
Feeling valued & listened to, receiving training & being kept informed were the most ticked answers. 
 
 
“The knowledge I have acquired has been invaluable and enabled me to teach and help other people. 

This I suspect is my prime motive for the hours I give to disability, health and care services”. 
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“Being able to give input from a disabled person’s perspective” 

 

“Peer support and satisfaction” 
 
 
Two respondents mentioned they were happy at how complaint were being taken forward, one with a 

complaint to an Ombudsman and another with the NHS Independent Complaints Advocacy Service 

 

Question 9 
 

If negative, what was negative about it?  
 Other 10 (23%)  
 Not being kept informed of progress 7 (16%)  
 Lack of or bad mentoring support 7 (16%)  
 Not feeling valued and listened to 5 (12%)  
 Stressful recruitment process 3 (7%)  
 Not getting practical resources 3 (7%)  
 Inaccessible communication 3 (7%)  
 No/insufficient payment for your work 2 (5%)  
 Lack of time to prepare for work 2 (5%)  
 Lack of or bad training you received 1 (2%)  
 No/insufficient/delayed payment of expenses 1 (2%)  
 Language difficulties 1 (2%)  
 Lack of sensitivity to your cultural and other needs 1 (2%) 

 
 
 
 
 
The most common response was Other, followed by not being kept informed of progress, and 

lack of or bad mentoring support. Under Other people included a range of answers, some of 

which overlapped with the tick box categories. The answers covered the following issues: 

 

 Not feeling valued 


 Information and communication issues e.g. lack of information or 
information sent inaccessibly 

 Lack of understanding of people with mental health needs 
 Tokenism/inadequate consultation 
 Lack of focus/difficulty in keeping to the agenda 
 Lack of positive concrete outcome 
 Demanding nature of the work 
 Combinations of the above 

 
 
“For the amount of my own personal time I contributed i.e. Training, being quite extensive. I 

ended up feeling undervalued. Reason being my services were seldom required. Also I 

couldn’t help thinking that the panel itself was put together in order to fulfil criteria that the 

management of the home had been set, once achieved the panel of four service users 

became surplus to requirement” 
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“I felt that the NHS staff involved found carer contributions of less value as sometimes it 

challenged the established view, and sometimes challenged their expertise – mirrored 

dealings with NHS staff generally = lip service to carer knowledge of the service user if 

challenging medical view” 

 

“I found trying to get involved in the care of my daughter very stressful as I was given wrong 

information or not informed at all. I was made to feel that her treatment, as she was admitted 

under a section 2, was none of my business, despite her insistence that she wanted my 

support and involvement in her care” 

 

“Receiving all documents by e-mail causes a problem because I can’t always access my e-
mails and therefore would prefer documents to be posted” 
 
 
“Some colleagues/senior management do not understand or want to understand the 
needs of those who have mental health problems” 
 
 
“Very tokenistic at the beginning this is now improving. I suspect people stopped helping 

because of this. I am pleased to say I feel this has improved and people walk away from 

tokenistic work. Must be working together on an equal” 

 

“Decision to close Respite Care to mental health service users took place without 

consultation with service users and carers. Arguments used to justify the decision were 

flawed, using data which was inaccurate and inaccessible to service users and Carers” 

 

“A lack of clear direction for CAF group, which was very frustrating. Turned into a talking 

shop/therapy session rather than a focus on what needs to be done around promoting the 

group and its work. A new fresh influx of advisory members was/is needed” 

 

“Some of my more negative experiences were as much about difficulties of keeping a 

balance between getting on with the role we were there for and service users wanting to 

talk about their own problems or issues” 

 

“Some pieces of work seemed to be going to meetings and talking about things, but then 

nothing every really coming of it – so not so much that the experience of doing it was 

difficult but that it was pointless in the end” 

 
“Limited take-up of what we were seeking to achieve” 
 
 
“Some roles I have had were very stressful and quite demanding – being a user clinical 

governance reviewer and this was about the pace of work and the intense demands of 

being part of a review team – some bits of this were very interesting and good, but there 

were also difficult aspects of these experiences” 

 
“Recently due to conflict of interest issues I have been very badly treated and feel my years of 

work in mental health and experience have been totally disregarded. Recent changes in the way 
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involvement has been done and proposed has made me think that it is not worth the effort 

and the effect on my own mental health. Due to this I have resigned from most of the 

regional work I have done and concentrated my efforts to local involvement” 

 

There was no further information given for Q. 9 J (Not getting practical resources e.g. 
phone) or Q. 9L (lack of sensitivity to cultural needs). 

 

Question 10 
 
 
What could have been improved and / or done differently? Please write using your own words 
 
 
“Planning for involvement should take all of these things into account to avoid people from 
having a negative experience that can have a detrimental effect on wellbeing” 

 

Answers focused on the following issues: 

 

 Clearer process 
 Better information 
 More support 
 Being valued equally with professionals 
 Better communications and being listened to 
 Being consulted before rather than after important decisions have been made 
 Disillusionment with developments in mental health 
 Better co-ordination and dialogue between different agencies 
 Developing more solid links with other organisations 
 Cuts to funding 

 
 
“Clearer process and informed of what I’m being asked to do, more support given and 
being asked what my needs are” 
 
 
“Being kept informed rather than being dropped off the radar when you have given 
years of commitment” 
 
 
“People need to feel that their input has a value. Motivation needs to be that we can 
improve services” 
 
 
“Staff could have taken more time to have listened and communicated with both myself and 

my daughter. I feel that her condition would not have worsened had she been talked to and 

her treatment would have progressed rather more quickly than it has done if staff had the 

time to listen to her. I also feel that treatment was delayed as she was accommodated ‘out 

of area’. A considerable amount of stress has been placed on me as I’ve tried to get 

involved in a system that clearly doesn’t expect carers to take any significant level of 

interest in the treatment of their relative” 
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“It would have been great to have been involved in the new builds at the stage of construction, 

along with assisting the architect in the preliminary stages. Rather than waiting until the build was 

finished before being asked to get involved. This would have saved on costs” 

 
“Consultation with mental health service users and carers BEFORE the decision was made” 
 
 
“I am totally disillusioned with changes and support for Mental Health with what is going 
on at present” 

 

“We need to develop this work and target those more reluctant to engage” 
 
 
“A more open mind from NHS staff when carer contributions made as carers do know the 

service user best = more time listening and less time talking to allow processing of 

information in both directions. This best way to show that staff value carer contributions for 

what they are = usually heartfelt comments. This position preferred even while recognising 

that carer may be too close to the service user to see the bigger picture – then more time 

explaining and dealing with queries, rather than taking refuge in their medical authority” 

 
“These changes were to give more say to individuals and involvement, they are having the 

opposite effect and we are losing a resource that has taken years to establish. The changes 

were not planned or well thought out or resourced. There is a gap in changing from one 

system to another and plans are being put in place as they go which is ridiculous. Agencies 

are not talking with each other and plans developed as they go, late in the day. If the 

foundations are not right you cannot have a structure that is strong or reliable”. 
 
“Better links with other networks/other organisations – ensuring Catch A Fiya is working 

with the Afiya Trust, NSUN and other relevant organisations. A sort of consortium. A clear 

membership strategy, running alongside a clear communication strategy, which 

incorporates the policy/advocacy element of Catch A Fiya potential” 

 

“I belong to a Mental Health Service User group and [we] are struggling with funding 
for our project” 

 

“Support my travelling needs and see this disappearing in the next few months” 
 
 
“Although things to be improved I am still having difficulties with the local authority as there are 

significant communication issues. Progress is slow with the mental Health Trust but now involved in 

a new project which is good however challenging – just hope we can remain actively involved” 
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QUESTIONNAIRE SECTION D – LOOKING AT YOUR EXPERIENCES 
 
__________________________________________________________________________________ 

 

Question 11 

 
Was the purpose of your involvement clearly explained beforehand? 

 
 
 
 
 

 Yes 29 (67%) 
 

 No 5 (12%) 
 
 

 
29 respondents said Yes and 5 respondents said No. 

 

Question 12 
 

 
Was the reason you were being asked to get involved as a service user 

or carer clearly explained to you by the relevant organisation? 
 
 
 

 Yes 27 (63%) 
 

 No 5 (12%) 
 
 

 
27 respondents said Yes and 5 said No. 

 

Question 13 
 

 
Were the people most affected (e.g. service users, refugees, 
BME people, women etc.) by the service you were seeking to 
influence, involved and present at all stages of the project ? 

 
 

 
 Yes 17 (40%) 

 
 No 14 (33%) 

 
 

 

17 respondents said No and 14 said Yes 
 
 
Under “PLEASE DESCRIBE……………………………………….”, respondents wrote of 
some of the issues that interfered with involvement. These focused on issues like: 
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 Disruptions brought on by changes to staff 
 Watering down of minutes 
 Lack of consultation at higher levels of influence including commissioning 
 Tokenism 
 Staff not wanting to listen to service user complaints 
 Specific demographic groups not being represented 

 

“Projects were sometimes not completed through changes in agencies or staff” 

 
“The chair of the group ensured that detailed notes were taken, but interpretation of the group 

input was undertaken behind the scenes so that both the notes from the meetings circulated to 

members, and the final product was in a generalised format that did not explicitly reflect or even 

include some of the group members input (specifically carer input). Although some time was 

given to clarify at the next meeting, rarely was anything amended. This interpretation resulted in 

a product that ticked all the right boxes, but unfortunately as a result seemed of less value. I 

would even go as far to say that carer input was also a ticked box” 

 
“Although consulted at early stages were not at later stages. Time scales varied in getting 

information back sometimes taking nearly twelve months. A gap in involvement at later 

stages e.g. commissioning was evident and a perception that service users could not 

interact at this level effectively” 

 
“Loss of Respite Care for mental health service users was a ‘done deal’ at the outset. In view of 

the impact on service users and Carers far too little was done to elicit the views of mental health 

service users and Carers before the decision was made. In addition, following the decision too 

little has been done to address the concerns raised by service users and carers” 

 
“I believe mental health professionals seem not to want to listen to service users in my 

opinion and this was evident from a formal complaint I made about my treatment and not 

being able to change my care-coordinator or get any treatment when in a crisis” 

 
“Only people missing are the working people…and young people” 

 

Question 14 
 

 
Were the people most affected (e.g. service users, refugees, 
BME people, women etc.) by the service you were seeking to 
influence, involved and present at all levels of the organisation 

 
 
 

 
 No 18 (42%) 

 
 Yes 12 (28%) 
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18 people said No, and 12 said Yes. 

 
When asked to “PLEASE DESCRIBE…………………………………….”, people mentioned the following: 

 

 Absence of specific ethnic and other demographic groups 
 Lack of involvement of service users or carers 
 A vague awareness that opportunities for involvement did exist 


 The need to explain the purpose of a service user involvement role and its 

value to professionals. 
 
 
“From what I saw, the mental health Trust is largely comprised of White UK citizens who most 

probably would be described as middle class. Whether they identify as middle class I cannot say” 

 

“Minority groups are hard to get representatives for. There are few of these 
represented, especially in rural areas” 

 

“Except for Working people and young ones” 

 

“Don’t remember any refugees “ 

 

“I feel that mental health services users were not really involved in the process” 

 
“No consultation at all. I found out about it via the grapevine. When I raised the issue at 
the Lancashire Carers Forum I felt ignored, and my concerns were not addressed” 

 
“Not sure about this in the terms of the Forum I was a member of but opportunities 

apparently exist via other groups and committees, and the governor structure, and I 

believe that efforts are made to involve the people most affected” 

 
“Sometimes no-one is very clear about the role and you have to help professionals to work 
out the potential and how to do things” 
 
Question 15 
 
 

Were the people most affected (e.g. service users, refugees, 

BME people, women etc.) by the service you were seeking to 

influence, involved and present in different ways? 
 
 
 
 

 Yes 16 (37%) 
 

 No 8 (19%) 
 
 
 
 
 
16 respondents said Yes and 8 said No. 
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Under “PLEASE DESCRIBE………..”, peoples’ answers focused on: 

 

 Their uncertainty as to the answer 
 Expressing mixed views 
 Highlighting whether user groups were representative or not of wider community 
 Lack of representation of people with mental health issues 
 Lack of involvement at higher levels of decision making 
 Potential conflict in having carers and service users at the same meeting 


 Request by a Mental Health Trust for user involvement in a Community Interest Company 

 
 
“Don’t know how much the other organisations consulted their service users before 
attending the events. However, some user-led services were present” 
 
 
“I can’t definitively answer this question as I wasn’t privy to the internal workings of the 

care home. It’s feasible that clients may well have had some form of involvement 

possibly a consultation with management or care workers though this is conjecture” 

 

“I’d say yes and no because different forms of involvement took place but not robust 
enough and patchy” 
 
 
“Representation depends on the make up of local groups. I found this varied greatly and 

representation depended on how local groups were run. In a lot of case the representation 

was poor and not a true picture of the local communities but that of the person attending” 

 

“There was a range of disabilities being represented. However, there was no evidence of 
mental illness being represented at the access audits” 

 

“The higher up the decision making ladder, the less there was of it” 
 
 
“Mostly mental health service users; sometimes carers too and this can be problematic if 
users and carers have different perspectives which conflict” 
 
 
“[Kent and Medway Partnership Trust] have also requested user involvement in Speak 

up cic in other ways ie. invitation to attend workshops to talk about assisting GP’s and 

helping with a member of KMPT in the provision of recovery groups” 

 

“In some projects people from particular communities have been involved e.g. 
Gypsies and Travellers”. 

 

Question 16 
 
 
In your own words, please write about what went really well during your involvement? 
 
 
People mentioned the following factors as going really well: 
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 Being able to share experiences with people who’d had similar experiences 
 Being able to bond with other service users and making friends and contacts 
 Being valued and listened to 
 Having what you say put into practice (though this was now being threatened) 
 Being supported during the process of involvement 
 The positive effect of involvement on mental wellbeing 
 Developing self-confidence 
 Increasing ones’ knowledge 

 
 
“With individual personal interviews I found it wonderful to be able to share my experiences, 

and was amazed at the things I remembered. It was comforting to note the reaction of the 

interviewer and discover how shocked they were at some of the things that had happened. 

With the focus groups, it was fascinating to see how much I had in common with the others, 

but also the extreme differences” 

 

“Disability is a vast ranging word encompassing many different ailments, illnesses, age 

related issues and deformities. What was truly amazing is how much in common and 

what were the biggest issues were the same virtually for all groups” 

 

“With the reading group, we all shared a love of reading as well as our psychiatric 
experiences, and we bonded very well” 
 
 
“Involvement goes well for me when I feel listened to, heard, respected and valued for my 
opinion and judgement and that this has a positive impact on the project in question” 
 
 
“Just having the feeling of being valued and listened to in general and having the results 
of your opinions evidenced by change” 
 
 
“Involvement was really making a impact on services. People at a high level were being 

involved with regional groups and communications were good. This has all changed with 

the recent political influences and plans to its detriment” 

 

“Totally accepted, listened to, respected, helped, taught and involved by the Notts 
Healthcare NHS Trust” 

 

“Felt needed and listened to” 
 
 
“It was great meeting other people. Also, it was a very positive experience being asked my 

opinion on such a crucial aspect of a building. Without good access, services cannot 

possibility benefit everyone” 

 

“Just having the feeling of being valued and listened to in general and having the results 
of your opinions evidenced by change” 
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“The process was as important as the result. I made good friends, and it helped 
with my depression” 
 
 
“Opportunity to meet other carers and representatives from other organisations, some of the 
links made at the time still active” 
 
 
“My experiences of being involved in mental health research and mental health service 

development has been over more than 10 years in all. At first I was pleased to find things to do 

which were interesting and where I could use my brain a bit and start to feel a bit more confident 

about doing things after being very ill. As time went on I took on a range of roles, some of which 

were more challenging. These were both local things in services or user-led research, or in a 

national charity facilitating self-help courses and being part of clinical governance reviews as a user. 

Because I found a range of roles with different demands this built up my confidence over time and I 

was able to go back into full time paid work as a service-user researcher. I have continued to find 

interesting and stimulating opportunities which are now not only within mental health but within 

public involvement in health research more broadly” 

 

“Increased my awareness of the NHS Trust region and some of the difficulties involved 
due to the diverse nature of the region” 
 
 
“My involvement with the pharmacy group is ongoing, concerns are raised and answered 

by the staff and new advances explained and discussed, also more effective methods of 

delivering meds to increase levels of compliance are suggested” 

 

Question 17 
 

 
Do you think your involvement made a positive difference? 

 
 
 

 Yes, a lot 13 (30%) 
 

 Yes, but not much 12 (28%) 
 

 Not sure 5 (12%) 
 

 No 3 (7%) 
 
 

 
13 respondents said Yes, a lot, 12 said Yes, but not much, 5 said Not sure and 3 said No 

 

Question 18 
 
 
What impact did your involvement have & what changed as a result of your involvement? 
 
 
19 respondents ticked the box for “Delivery (standard of service received)” 
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When asked to “Please say more” respondents mentioned: 

 

 Training professionals to give a good service 
 Change in working practices and staff attitudes 
 Improved working 
 Office and ward procedures 
 Changes to personal care of a relative 
 Being part of a selection panel 

 

“A dedicated team for Involvement and experience” 

 

“A day service threatened with closure stayed open” 

 

“Appropriately trained professionals giving good service” 
 
 
“Working practices have changed – staff attitudes have shifted as they feel more able to 

understand and appreciate the service user perspective. This improves the quality of 

services that people receive as staff attitudes within them are key to quality” 

 

“Improved some working, office and ward procedures” 

 

“A change was made in the way my daughter was nursed” 
 
 
“My individual involvement had little impact but the panel as a collective ensured that the 

very best of the candidates who applied for the available positions within the care home 

was offered a position. The applicants chosen for the appointments was consensual 

amongst the panel. Ultimately it was down to the management panel to hire them or not” 

 
17 respondents ticked the box for “Policy and planning” and these covered issues such as: 

 

• A policy containing a process flow chart   
• Registration forms   
• Involvement agreements and payment details   
• Self assessment questionnaires for carers at carers’ assessment   
• Influencing key policies such as boundaries   
• Recruitment   
• Service user involvement  
 
• Reviewing policies and procedures relevant for the units and also rewriting the 

documents if necessary to make them more young person friendly   
• Involvement at policy and planning meetings, documentation and mini conferences  

 

When asked to “Please say more” respondents mentioned: 
 
 
“A policy containing a process flow chart , registration forms, involvement 
agreements and payment details” 
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“Self-assessment questionnaire’s for carers at carers assessment” 
 
 
“Within Together service users have been able to influence key policies such as 
boundaries, recruitment and service user involvement” 
 
 
“We constantly review policies and procedures relevant for the units and also 
rewrite the documents if necessary to make them more young person friendly” 

 

“Involved with policy and planning meetings, documentation and mini conferences” 
 
“I was on our local Trust’s Acute Care Forum for a time and felt that both personal input, 

and input from user-led research on acute services did make some difference to plans that 

were being made for acute services” 

 
16 respondents ticked the box for “Outcomes (what happened)” 

 

When asked to “Please say more” respondents mentioned, respondents mentioned: 

 

 Getting employment 
 Reducing bureaucracy and paperwork 
 A hope that the research will be used in the future 
 Removal of social worker monitored outcomes 
 More respect for service users 
 Reduced stigma and discrimination 
 Staff and service users have been trained 
 Community Mental Health Teams work in an improved way 
 Move to different ward reconsidered and additional therapy made available 
 People informed of their rights and motivated to speak out 
 Production of booklet giving signposting information to service users 

 

“I became employed for the trust” 
 
 
“In my last piece of involvement work, the Department of Health wanted people using a 

certain psychology service to fill in stressful and triggering measures after every session, 

but managed to negotiate it down to 3 times over a 6 month period” 

 
“The results of the research will hopefully be useful” 

 

“Removal of Social Worker monitored outcomes leading to achievements of self-worth” 
 
 
“Things have been done differently and often more humanely. Service users are more 

understood and respected as a result. Services are improved. Stigma and discrimination is 

lessened. Staff have been trained. Service users have been trained. Service users feel 

more confident and a greater sense of wellbeing” 
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“Improvement where we find open minded people” 

 

“More service users involved, employment Peer Support Workers, Recovery College” 

 

“The way of working for [Community Mental Health Teams] was much improved” 
 
 
“A move to different ward was reconsidered, some additional therapies were made 

available. The hospital agreed to accommodate her for the remainder of her treatment 

rather than keep her on a transfer list” 

 

“Raised awareness, promoting independence, informing people of their personal 
rights, encouraged and motivated people to voice their opinions/experiences” 

 

“Tewv [sic] interview technique & mine, same results exactly” 
 
 
“Following the project on inpatient care I worked with health professionals to create a booklet to 

be given to patients on admission to all wards across the whole Trust. This booklet was given to 

all patients for some time – not sure if it still is though, or if it has been updated. Doing this also 

helped to join up some things that were happening across the Trust along the same lines which 

previously were all disconnected. After another project a few users were involved in a working 

group about the loss of occupation and were involved in producing another booklet to let users 

and others know about services and support that were available at that time” 

 
13 respondents ticked “Outputs (what was produced e.g. report, poster, newsletter)” 

 

When asked to “Please say more” respondents mentioned: 

 

 Training extended to all staff 
 Reports 
 Educational tools e.g. DVDs, posters and drama pieces 
 Training 
 Displayed events 
 Presentations at conferences 

 

“I supported and continue to support service users and carers with VOICE news” 

 

“The training has been opened up to all staff” 

 

“Reports” 
 
 
“More Outputs have included reports with clear recommendations, educational tools 

such as DVDs, informative newsletters, posters, drama pieces, workshops, training 

sessions, awareness raising days” 
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“Improved quality of some services. Reports, posters, training. Service user led 
improving and Growing” 

 

“Service User/ Carer policy, report, magazine items” 

 

“Displayed Events” 
 
 
“I have gone to conferences and meetings to be part of presentations about work that 
has been done” 

 

12 respondents ticked the “Ethos” box 

 

When asked to “Please say more” respondents mentioned: 

 

 Changing the way people think about mental health 
 Establishment of specialist service user support and advice about involvement 
 Changing the balance of power between professionals and service users 
 Service user views represented at all levels of meetings and conferences 
 Making others aware of the impact of discrimination 

 

“In training I have been told that I have changed the way people think about mental health” 

 

“The importance placed on these services are in the centre ethos” 
 
 
“The ethos have Together has been strongly influenced by the involvement of service 

users, which includes the establishment of our Service User Involvement Directorate to 

provide specialist support and advise about involvement” 

 
“I would say that ‘professionals’ are beginning to listen. It’s taking a long time and it is all about 

‘professionals’ losing power. Professionals can no longer tell people what to do, they MUST work 

with service users/carers at the very beginning of services and throughout the delivery of service” 

 

“Changed the Ethos by putting forward service users views at all levels of 
meetings and conferences” 

 

“The way mental health services delivered” 

 

“Making others aware of impact of discrimination” 
 
 
8 respondents ticked the “Other (please state)” box. When asked to “Please say more” 
respondents mentioned: 

 

• Improved recording of numbers of patients   
• The negative effect of political changes on level of service user involvement   
• Influencing the planning of new buildings  
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• The importance of teamwork in achieving positive change   
• Disruption to involvement due to transition to the new structures  
 
 
“Previous to the current situation there were inroads being made into involvement with the 

service. This ranged from being involved in consultant recruitment to getting a standardised 

and recognised Care Plan for each service user across the trust delivery area. The support 

from involvement teams was high. This has been gradually reduced from 24 people to part 

of one person’s job. This is now not accommodated for in the transfer from PCTs to CCGs 

the transfer and support has been poorly handled and planned for” 

 
“Accurate recording of numbers of patients and effects” 
 
 
“Service user involvement began to have a high profile until new coalition Government 
came in and the org had to be restructured” 
 
“I have been involved in the planning of the new build in Preston. Even though I personally 

didn’t make any direct changes I was able to influence decisions that were made through 

the different meetings which I attended with the CAMHS staff and architects” 

 

“Not an individual process – teamwork” 
 
 
“The audit is still in its very early stages so changes will hopefully be made in the very near 
future. I believe a report is going to be produced” 

 

“All of the above, but to a limited extent” 
 
 
“When I raised the loss of respite care at the Lancashire Carers Forum there was substantial 

agreement for my concerns by other Carers at the meeting. However, it seemed to many of us 

that the formal response by the representative from the body which made the decision was 

primarily concerned with justifying the decision, not listening to concerns raised” 

 

Question 19 
 
 
Do you know of any tools for measuring or monitoring service user involvement 
you can recommend? 
 
 
“The development of monitoring tools are essential to prove the worth and value of 

service user involvement, and to apply a financial value to this to prove ‘efficiency savings’ 

and ‘added value’ for organisations during increasingly austere times” 

 
For this final question, 17 respondents said No and 14 said Yes. In response to the further question” 

“Please briefly describe in your own words” respondents said the following. Unfortunately we did not 

think to ask for further clarification of what they mentioned, and in some cases the question was not 

 

 Event evaluation questionnaires 
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 Appreciative enquiry 
 STAR chart to identify and address needs within timescale 
 IT gateway 
 Surveys 
 Recording users’ stories 
 Asking people 
 Most significant change technique 
 The role of service user forums to collect data 

 

“Mental Health after event questionnaires” 

 

“Appreciative enquiry. Encourages elaboration of issues which people want to speak about” 
 
 
“STAR chart for those with specific needs which helps to identify and address needs 
within a timescale and with clear responsibilities” 
 
 
“The ULO I manage measures and monitors Service User involvement by using an IT 
gateway which is managed by the IT department and volunteers” 

 

“Surveys and recording users’ stories” 
 
 
“Our Trust conducts an annual survey of service user involvement, going out to 
approximately 300 service users who are registered as being interested in involvement” 
 
 
“We produce monthly reports to the rest of my Service User group which could easily be 
collated into a report” 
 
 
“The only way is to ask people if they feel valued and effective. So many pieces of work 
have been tokenistic and that stops people from getting involved” 

 

“There has to be motivation to get people involved” 
 
 
“Patient Opinion, Patient Feedback, Register of Centre Usage, List of activities/meetings, 
working parties involved with” 
 
 
“Previous to the current situation there were inroads being made into involvement with the 

service. This ranged from being involved in consultant recruitment to getting a standardised 

and recognised Care Plan for each service user across the trust delivery area. The support 

from involvement teams was high. This has been gradually reduced from 24 people to part 

of one person’s job. This is now not accommodated for in the transfer from PCTs to CCGs 

the transfer and support has been poorly handled and planned for” 

 
“Most Significant Change Technique” 
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“Service User Forums, either conducted online or physically both of which can 
facilitate the collection of statistical data which in turn can easily be quantified” 
 
 

DEMOGRAPHIC DATA 
 
__________________________________________________________________________________ 
 

 

Respondents' gender 
 
 
 
 

 Male 10 (23%)23 
 

 Female 26 (60%) 
 

 Transgender 0 (0%) 
 

 Other 0 (0%) 
 
 
 
 
 
This was heavily skewed towards females. 
 

 

Respondents' ages 
 

 18 - 25 yrs 2 (5%) 
 

 26 - 35 yrs 4 (9%) 
 

 36 - 45 yrs 8 (19%) 
 

 46 - 55 yrs 10 (23%) 
 

 56 - 65 yrs 6 (14%) 
 

 66 - 75 yrs 5 (12%) 
 

 Over 75 yrs 1 (2%) 
 
 
 
 

 

Respondents' ethnicity 
 

 White British 27 (63%) 
 

 White Irish 1 (2.3%) 
 

 British Asian Indian 1 (2.3%) 
 

 British Asian Pakistani 2 (5%) 
 

 Mixed White African Caribbean 1 (2.3%) 
 

 Mixed White Asian 2 (5%) 
 

 All other ethnic groups 0 (0%) 
 

 
28 



 
Respondents’ ethnicity was heavily skewed towards White British, with just 7 respondents (16%) not 

identifying as White British or White Irish. This ethnic demographic was very different from that of the 

participants in the face to face consultations, where a majority was from BME communities. 
 
 

Do you have a disability? 
 
 
 
 

 Yes 17 (40%) 
 

 No 10 (23%) 
 
 
 
 
 
Under “If yes, please describe”, people put “Bipolar Disorder”, “Scoliosis (curvature of the 

spine), Post polio paralysis resulting in limited mobility and respiratory problems”, “Barriers 

erected by Society”, “Narcolepsy”, “Mental Health Depression and Hearing loss” 
 
 

Do you have a mental health diagnosis? 
 
 
 

 
 Yes 16 (37%) 

 
 No 17 (40%) 

 
 
 

 

Under “If yes, please describe”, respondents put down “Depressive Psychosis and OCD”, 

“OCD and BPD traits”, “Currently waiting for referral for Aspergers, although I do not have 

any learning difficulty”, “Bipolar with psychotic features”, “Depression”, “PTSD”, “Acute 

anxiety”, “OCD”, “prone to depression”, “Not currently, although I have experienced 

depression and anxiety previously, Psychosis”, “bi-polar”, “Depression, Anxiety, Personality 

Disorder, Depression and an adjustment disorder”, “Cyclical unipolar depressive disorder”, 

“Adjustment Disorder”, “Histrionic Personality Disorder”, “Bipolar Hyper mania”, “Depression 

and Anxiety sometimes”, “mental health survivor and Bi-Polar”. 

 
Do you use community, health or social 
services of any kind to meet your mental 

health needs? 
 
 
 
 

 Yes 14 (33%) 
 

 No 19 (44%) 
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Under “If yes, please describe” respondents put down 
 
 
“Have done in the recent past but was discharged March 2011 and which was not 
really my decision” 

 

“No support since and have made a formal complaint” 

 

“CPN, Local charity counselling service” 

 

“Physiotherapy, psychologist and User Led Organisations” 
 
 
“NHS IAPT services like counselling as and when needed to maintain my mental 
wellbeing. Referred by GP”  
“Currently accessing counselling services” 

 

“Just lost input and support of a Social Worker and have a CPN” 
 
 
“I have now left CMHT although I still receive support from an after care social 
worker Psychiatrist” 

 

“Not sufficiently eligible” 

 

“Currently undergoing a CBT course to change the way I think, act and behave” 

 
“I receive a monthly visit from a CPN and registered with Local mental health Services” 

 

“GP and Mental Health Support” 

 

“I am a service avoider” 

 

“I currently meet up with a community psychiatric nurse on a regular basis” 
 

Respondents' sexual orientation 
 
 
 

 Heterosexual 31 (72%) 
 

 Gay 1 (2%) 
 

 Lesbian 2 (5%) 
 

 Bisexual 1 (2%) 
 
 
 
 
 
Respondents were overwhelmingly heterosexual. 
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Are you a carer? 

 
 
 
 
 

 Yes 15 (35%) 
 

 No 18 (42%) 
 
 
 
 
 

 

Under “If yes, please describe” respondents put down: 
 
 
“I support my wife who has mental health problems and 707 disabled and elderly people 
as an operations manager for a User Led Organisation” 
 
 
“Several close family members have enduring mental health issues including my father and 
brother Carer to physically disabled partner” 
 
 
“I am the carer of my special needs son who has had his first official assessment of ASD 
and I am continuing the process” 

 

“I have been a carer for about 12 years” 

 

“I look after my daughter who is bi-polar” 

 

“My mother has Alzheimers and I am a full time carer at present” 

 

“I care for my 23 yr old daughter who has a diagnosis of Bipolar Disorder” 

 

“Help look after elderly (92) relative” 
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