Cambridgeshire User-Led Organisation

Engagement & Involvement exercise

Results & Summary

This report is one of two reports covering the engagement and involvement exercise that we ran across Cambridgeshire in December 2008 and January 2009. This report explains the results and what we learnt from them. The second report called “Learning from our approach to the Engagement and Involvement Consultation” explains the approach we took and what we learnt from that. 
Further copies of this report are available by downloading from our website www.cambsulo.org.uk. The report is also available in easy read, Braille, audio CD and large print. For alternative format copies please contact ECDP (info@ecdp.co.uk, 01245 392300).
Foreword

Over the last 12 months a new user led organisation has been evolving in Cambridgeshire which aims to be representative of people who have support needs, including anyone living with a disability or impairment, older people and carers. It has been supported by the Department of Health and driven by local people with experience of disability or impairment and it has been important to us that we find out from people what difference this new user led organisation could make to them.
Around 400 people responded to our consultation, highlighting a number of key themes – better access to information, need for more one to one support, more influence over how decisions are made, access to employment and other opportunities, safe housing and freedom from discrimination and stigma. For many the outlook was positive –but others felt they faced significant barriers to taking a full and equal part in our society.

We believe that in order to meet these sometimes diverse needs we need to find new ways to bring people together regardless of their impairment, age or background – in bringing people together we believe there are real and exciting opportunities to share our knowledge and experience with each other and help build a stronger voice and greater choice for people who have support needs.

The findings in this report are helping to shape the plans for the new Cambridgeshire user led organisation. You will be hearing much more about this organisation in the times ahead as it grows and matures. Why?  Because it is local people who will help shape this organisation to decide what issues need to be tackled and which actions will make a real difference to individual lives.
Thank you to everyone who took part in the consultation and we hope you find the results in this report as useful and interesting as we do. If you have feedback or would like to find out more please go to www.cambsulo.org.uk.
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1. Why was this consultation undertaken?
The Cambridgeshire User Led organisation plans to help build a stronger voice for people who have support needs and create more opportunities for people to meet, share experiences and introduce changes that have positive and lasting benefit. 

Therefore the main purpose of the consultation was to actively seek out the views of people who have support needs from a wide range of backgrounds and communities to find out what their priorities were for the work of this new organisation.
In addition we wanted to find out more about people’s awareness of and needs in relation to the move towards “self directed support” – a way of giving individuals greater choice and control over the decisions made about their lives and the services they receive.

If you would like to know more about how this new user led organisation has been set up please see our website (www.cambsulo.org.uk).
2. How was the consultation organised?
The purpose of the Engagement & Involvement exercise was to get a clearer understanding of some of the current issues facing people who have support needs. There were many questions we could have asked (in fact we had an initial list of 25!) but we decided on four:

1. “Thinking about how your disability or impairment what one thing would make your life better? What one thing makes your life worse?”
2. “Do you feel involved in the decisions currently taken about your life?”

3. “Is there someone you contact or someone you contact first for information or advice about disability or impairment issues?”

4. “If you were getting a direct payment or a personal budget, what would you choose to use it for?”

3. Who took part in the consultation?
We wanted as many people as possible to have their say. Our new user led organisation will support anyone living with a disability or impairment, older people and their informal or family carers. 
We organised 14 events across the county, mainly for individual people but 4 specifically for organisations for people with support needs. The events were spread all over the county from Wisbech to Meldreth and from Huntingdon to Newmarket. A total of 329 people attended the events and it was encouraging to see at each event a mix of people from different backgrounds and with different support needs.
To encourage people to take part we advertised in lots of ways including leaflets, website, radio and posters. We found the best way was through the services that people already use and people speaking to each other about the events.
All of the events were held in accessible venues and the information and presentation techniques were adapted and improved throughout the consultation period to respond to particular access needs. This included: 
· Easy Read, Braille, audio CD and large print versions of the information pack and questionnaires were available

· Using a range of facilitation techniques and materials including prompt cards, colour coded questions and answer sheets (in easy read), ballot papers, washing lines with pegs for thoughts, huge jigsaw puzzles and even cakes! These approaches particularly helped to capture the thoughts of someone for whom verbal or written communication was difficult.

· Encouraging the presence of advocates and support workers where needed to ensure that everybody’s voice could be heard 

· Offering attendance fees and travel expenses to all those attending. 
If people did not want to come along to an event they could complete a questionnaire. We distributed 1,000 questionnaires of which 200 were completed and form part of the results highlighted here.

4. What did the consultation find out?
The results are presented by each question asked in the questionnaire. Where relevant we highlight the differences between information collected at the events and that written down on the questionnaires.
4.1  Thinking about the way your disability or impairment affects your life… 
Many people attending the events did not wish to describe themselves as “disabled”, even though they had an impairment which would be recognised under the Disability Discrimination Act. On the questionnaires, 67% of respondents said they had an impairment and an additional 13% stated what their impairment was – answers ranged across all the impairment groups. Some of these respondents saw their impairment as having a direct impact on their lives e.g. pain, social isolation, breathlessness. 

In terms of the response of other people in society to a person’s impairment, a significant minority felt this could be better: e.g. “If people could understand what I’m saying sometimes “, “better understanding”. 
The stigma associated with experiencing a disability or impairment was considered very important with 37.5% of respondents highlighting this as something that affected the quality of their life.  
What one thing would make your life better? 
At the events, responses focused on the importance of family, friends and money. However, these issues received very low priority on the questionnaire (4% and 2.5% respectively). The most important issues identified on the questionnaire were the need for more and improved services and for support into a job (paid and / or part time /full time):
· More and Improved Services (17.5%) 
Often this response reflected that fact that people felt they needed help with daily living – managing transport, pain control or information and advice. Sometimes it showed that they were pleased with services they currently received and would like more of them e.g. day placements.
· Support into a job (14%)
The questionnaires showed that people see getting a job as a means to various ends. For some it offers independence and the possibility of wages and learning to drive. For others employment appeared to offer the possibility of normalising domestic arrangements. Some explicitly seek support to enable them to find a job whilst others simply seek a job. 

What one thing makes your life worse? 
Responses to this question at the events were often personal, and at times harrowing, with people mentioning bereavement and loss. The questionnaires show a different picture. Only 6.5% highlight the worst aspect of their impairment as being loss and bereavement. 
The main concerns in the questionnaire were: 

· Ill health and physical barriers (23%) 
Many respondents referred to their physical pain as the worst thing about their impairment. People expressed concern about the lack of local pain clinics and the difficulties they faced in getting help. Other concerns were around access - pavements, kerb stones and steps present significant problems and some respondents referred to being trapped in their own homes as they were unable to negotiate the outside world without assistance. Discussions at the events showed that many people with limited mobility cannot understand why designing truly accessible buildings appears to be so difficult.  
· Stigma and lack of understanding (14.5%) 
Respondents at the events and on the questionnaires expressed the view that perceptions about disability/impairment amongst the wider population presented significant problems. Respondents with limited mobility, but who were not in wheelchairs, reported that they had been abused because they had a blue parking badge. Others reported that their impairment was often mistaken for drunkenness – even by statutory services such as the police. There was huge feeling that people with disabilities/impairments are misunderstood and that negative assumptions are made. 
4.2  Do you feel involved in the decisions taken about you and your life? 
At the events, this question has different responses from impairment groups – with people with learning disabilities and mental health conditions engaging in discussions about the extent to which they have choice and control whilst the question appeared completely irrelevant to those with physical and sensory impairments. A ballot, which was largely conducted with people with learning disabilities and mental health conditions showed that:
· 68% of respondents felt they are involved in decisions taken about their lives 

· 18% feel that they sometimes are and sometimes are not 

· 14% feel that they are not involved in these decisions.
The results for the questionnaire are slightly different, possibly reflecting the more mixed impairment groups and the fact that the “sometimes” option was talked about at the events but not presented on the questionnaire: 

· 75%  of respondents felt that involved in decisions taken about their lives, 

· 5% feel that they sometimes are and  sometimes are not 

· 20% feel that they are not involved in these decisions.
If yes, how are you currently involved in decisions taken about your life?
Despite the very large majority of people who feel that they are always involved in decisions taken about their lives, only 27% of those responding feel that They “take their own decisions”. 26% of respondents rely on a network for decisions taken about their personal lives whilst 35% of respondents’ use professional input (medical, educational, or workplace) for decisions taken about their lives.
If no, how would you like to be involved in decisions taken about your life? 

This question was difficult for people to answer – shown by the fact that only 25% of respondents included any response. Of those responses, the most frequent were that people would like to be consulted more about the decisions taken about their lives (30%) or that they would like to be listened to (24%). There is a feeling that decisions are being taken over peoples heads and that respondents don’t want to reveal their ignorance by questioning the decision makers.  
 What factors affect your ability to get involved?  

There were two sets of answers which dominated this question. 49% of respondents cited personal issues, some of which were specific to their impairment as affecting their ability to get involved. Answers such as, “feeling confused and anxious”, “finding it hard to understand” or to “read the writing “were included. The other significant issue was access - respondents cited physical difficulties such as being in pain, having stiffness or tremor or difficulties in getting to meetings. 

These findings align closely with those identified through the events that the following affected people’s ability to get involved:
· Lack of information
· Lack of confidence  

· Poor health
· Not being understood. 

4.3  Is there somewhere you go or someone you contact first for information or advice about disability or impairment issues? 
The importance of information and advice to people from all impairment groups was reflected at the events and in the questionnaires. At the events extensive lists of where people go were developed, and on the questionnaire: some 91% of people had somewhere they go.  
It should be noted that some respondents to the questionnaire simply circled or ticked items from the list suggested in the second part of the question. “This might be your local council, a disability organisation, friends, family, carer or support worker.”
If yes, who is this?
Places identified at the events included: 

· Family and friends  

· Carers

· GPs, Consultants - including Psychiatrists and nurses   
· Support workers, or staff at Disabled People’s Organisations
· Social workers, key workers

· Citizens advice bureau, Internet, library. 
Discussion at the events showed that people sought both disability-specific advice (from groups such as the MS society, Hunts Mind) and also information to help them in their daily lives such as bus timetables or local community information. 
Analysis of the questionnaire results shows that family and friends, (which could also include carers) were the first contact for 24% of respondents. Although people were asked for a single contact, many reported that they used a range of sources for information and advice. These include disabled people’s organisations, which support people who have impairments. 
Responses suggested that people are also open to using the internet, libraries and Citizens Advice Bureau. What was very clear from this question was the range and variety of approaches to finding information and advice and that there were changes depending on people’s life stage, background and knowledge.
If no, what contact would you like to have?
Discussions at the events showed that the majority of people with support needs have a first point of contact and useful information was shared between the impairment groups about sources of information. However, both the questionnaire and the events also picked up a small minority who did not have a first contact. 25% of respondents on questionnaires were seeking contact with a health or impairment-specific group. The questionnaires also suggest that those who do not have a point of contact need additional support to help them find one. 51% reported that more support was needed. 
What sort of information would you find useful? 
Whilst the majority of people have a first contact for advice and information, it should not be assumed that people are not also seeking additional sources of information. Discussions at the events reflected huge frustration with inaccessible and muddled information - often centred on benefits and direct payments. There was also frustration about the complexity and length of forms and the use of impenetrable language.  
Analysis of the questionnaire shows that 50% of respondents would like additional information. Similar issues were raised by the respondents to the survey: 29% of respondents required more accessible information – some citing information about their local community whilst others would like more accessible versions of information such as bus or train timetables, library opening times, or postcodes for satellite navigation systems. A further 9% require help with form filling. 

20% of respondents would like additional information about benefits, reflecting widespread concern that people do not know what they are entitled to not whom they should ask. Similarly, 20% of respondents would like more information about a specific health condition or impairment. 

4.4  If you were getting a Direct Payment or a personal budget what would you choose to use it for?
Very few of those at the events understood what was meant by the terms ‘Direct Payment’ or ‘personal budget’. During the whole consultation only 6 people came forward as having a personal budget. Respondents who did have knowledge about Direct Payment or personal budgets were often sceptical about their impact and implementation and there was sometimes confusion about the relationship between this consultation and that delivered by the “In Control” team. 
Discussions at the events showed that some people with support needs were anxious about the prospect of employing their own staff whilst others worried that the changes to personal budgets just meant more cost cutting. In discussions held at the events people saw Direct Payment or personal budgets as enabling holidays or trips to the shops rather than the potential to put them in control in all aspects of their support planning.
67% of those completing the questionnaires answered this question and thought a Direct Payment or a personal budget would be used as follows:
· 17% would use a Direct Payment or a personal budget for assistive technology or adaptations – to vehicles or premises. Adaptations included ground floor conversions, installation of flat- loading car boot, purchase of adapted computer. 
· 11% would use a Direct Payment or personal budget towards the household budgets  - “to pay the bills” 

· 10% would use a Direct Payment or personal budget to deliver support to enable them to access a job or training opportunity.
What do you think of the activities or services that have been available to you? 

Discussions at the events suggested that people were split approximately 50:50 between evaluating services as good and bad. The questionnaires show a slightly different picture with 50% of respondents evaluating services as good or improving, 35% evaluating them as bad or deteriorating and the balance viewing them as OK

A number of respondents suggested new services and activities that they would be interested in and this data will be shared (anonymously) with the Opportunities Trust to help in future planning.
5. A summary of what we found out
We found there was:
· An enthusiastic response to the idea of a new user led organisation (ULO) with people from all backgrounds and across different disabilities and impairments interested in taking the work forward. 
· A widespread demand for involvement in setting standards e.g. access, benefits, staff training. People feel that things are still being “done” for them.
· A need for clarification on process of Direct Payment and/or personal budgets and support in using including recruiting and employing personal assistants. 

· A demand for support to find and maintain employment

· A real value attached to existing support networks by people with support needs.
· Divided views about the current quality of services with about half of services currently provided rated as ‘good’. 

· A perception that people from different impairment groups have different support requirements which the ULO will need to meet going forward.
· Some frustration with insensitive and inappropriate management of issues affecting people who have disabilities by the service providers and professionals that people came into contact with. 
6. What will happen now?
This consultation was just a first step. We were very encouraged by the enthusiastic response to our events and it helped us define some key targets for the new Cambridgeshire User Led Organisation. These are now being built into our plans and we will be working hard to introduce as many of these as we realistically can with your continuing support. 
These include:

· Improving accessibility to information, particularly more one to one support, to help  people gain a better understanding of self directed support and how it could positively change their lives.
· Encouraging opportunities for peer support where people with support needs can come together and share experiences and knowledge, whether they are receiving statutorily funded services or paying themselves.
· Increasing connections between people and the other organisations and people in the communities in which they live. 

· Providing more chances for people to use their voice to challenge the quality of services and have their say on how these could be improved.
· Support people in getting involved in the running of the Cambridgeshire User Led Organisation so that it is truly representative and has a strong and clear voice for people with support needs.
Thank you for reading this report and to keep in touch with what is happening please go to www.cambsulo.org.uk



A User-led Organisation is: 





‘one where the people the organisation represents, or provides a service to, have a majority on the Management Committee or Board, and where there is clear accountability to members and/or service users’ (Morris, 2006)





‘Majority’ in this case means a minimum of 75 per cent of the voting members on the management board drawn from the organisation’s constituency 
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