Cambridgeshire User-Led Organisation

Engagement & Involvement exercise
Learning

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 approach we took and the learning we generated from the Engagement and Involvement exercise. The results of the consultation are presented in a separate report, “Engagement and Involvement Results and Summary”. 
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).
Introduction

From 1 December 2008 until 31 January 2009 the Project Steering Group for the new Cambridgeshire User-Led Organisation project conducted an Engagement & Involvement exercise. Its objective was to create a mechanism through which the currently evolving Cambridgeshire User-Led organisation (ULO) could be shaped and driven by the initiative and demands of its constituency. This was to be achieved through a process, developed and agreed by the Project Steering Group, which sought to engage with individuals with support needs from across Cambridgeshire.
The Cambridgeshire ULO project includes all impairment groups included under the DDA (Disability Discrimination Act). A disabled person is defined as someone with a physical or mental impairment that has a substantial and long-term adverse effect on his or her ability to carry out normal day-to-day activities. This includes people with long-term health conditions such as HIV / AIDS, cancer, multiple sclerosis. The project is also for anyone with support needs including older people and carers.
All resources and information about the Engagement & Involvement exercise and the project more generally can be found on the project website: www.cambsulo.org.uk. 
We hope that the approach and learning that we have explained in this report will demonstrate our commitment to widening involvement and will be of use to other organisations planning similar work.

1. The Engagement & Involvement (E&I) approach
The purpose of the Engagement & Involvement (E&I) exercise was to capture the views and aspirations of people with support needs in Cambridgeshire. The project steering group decided that the most people would be reached through a two pronged approach:

· A questionnaire available in alternative formats which could be distributed widely

· A series of consultation events where we could discuss the questions and collect any other feedback that people wanted to give.

1.1 Designing and distributing the questionnaire

We started by developing a list of 25 questions, many of which were broad in their remit and sought a real understanding of the issues facing people with support needs (see Appendix 1 for full list). This was narrowed to four questions on the understanding that this would be the first of a series of engagement exercises:

· “Thinking about how your disability or impairment what one thing would make your life better? What one thing makes your life worse?”

· “Do you feel involved in the decisions currently taken about your life?”

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

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

In order to avoid asking the same things as a questionnaire by the Opportunities Trust, it was agreed that information about activities and services that people were interested in would be collected as part of this consultation and passed to the Opportunities Trust to support their planning. 

Approximately 1,000 questionnaires were distributed through Voluntary and Community Sector organisations and networks and return was possible through:

· A freepost envelope to a PO Box address  

· Telephone numbers - both mobile and landline 

· Website and electronic response options  

· One to one response – the questions could be talked through  over the phone 

In total, 221 questionnaires were returned, of which 200 had sufficient information to enable them to be included in the exercise. 44% of respondent’s were women, 45% were men and 11% preferred not to say. Respondents were not asked where they lived, but the information supplied for Question 4 suggests that 43% of respondents came from Cambridge City and the South whilst 57% came from the north and Fenland. 
1.2 Designing and organising the consultation events
The events were designed to provide a forum within which people could hear about the project to develop the ULO (its background and context) and facilitate discussions amongst people about the issues raised by the questionnaire. At the larger events there was also an opportunity to hear from service users about the potential of the ULO. 

In total, 19 events were held across the County, 14 for individuals, 4 for disabled people’s organisations, 1 combined event for both individuals and organisations and 1 personal meeting. A total of 329 people attended the events. A map of where the events were held is given in Appendix 2. There was a mix of people with support needs at all meetings. In order to encourage attendance, events were held at different times of the day and we avoided early starts. 
2. Promotion of the Engagement and Involvement Exercise

The E&I exercise was promoted in a number of ways:
· Advertisement in the Cambridge News (17 and 19 January) 

· Website 

· Radio interview (22 and 25 January) 

· Flyers / leaflets / posters
· Use of existing networks and mapping and gapping database

· Article for newsletters.
The most successful approach was word of mouth, including advance notice to disabled people’s organisations. The Steering Group felt the least effective approach was the newspaper advert (particularly as the wording and size of advert were inappropriate). With more time we could have completed more advance publicity and consulted with a broader range of organisations on approaches to consultation that they had found effective. 

3. Attendance at events
The following table shows how many people attended each of the events across Cambridgeshire.

	North of the County and Fenland  145 
	South of the County  106 

	Over
	6
	Arbury

	30

	Chatteris  

	9
	Trumpington
	15

	Huntingdon  
	7
	Arbury

	12

	Littleport
	17
	Impington
	3

	Newmarket 
	3
	Fulbourn 
	11

	Burwell 
	9
	Impington 
	25

	Wisbech
	41
	Meldreth 
	10 

	Huntingdon  
	39
	Groups from across the County  77 

	Reach 
	14 
	Teversham 
	60

	
	
	Cambridge (2)
	17


We did not set targets for attendance in advance and therefore had no benchmarks against which to rate the numbers attending. Overall the numbers were considered reasonable within the timescales and geographical areas we were seeking to cover.
4. Accessibility

We needed to engage with all impairment groups (including physical and sensory impairments, mental health conditions, learning disabilities and long-term health conditions) and consequently we focused on accessibility issues. These included the following:
· Publicity materials and the brand were evaluated by Raincharm – an organisation with expertise in developing accessible material. Speaking Up was also consulted about the development of presentations.
· Physical accessibility – all events  were held in premises which purported to be accessible – where possible this was checked in advance 
· Communications – Easy Read, Braille, audio CD and large print versions of the E&I information pack and questionnaires were available. 
· Facilitators – facilitators supported the interactive sessions and encouraged groups to nominate spokespersons. Summarising back was also used to check understanding
· Appropriate language – Presenters tailored their speech to the specific needs of each audience and checked understanding through feedback and points of clarification  
· Appropriate presentations – Each event included up to three presentations. These were developed as the project moved forward in response to audience feedback and issues. When meeting the needs of one group rendered the presentation inappropriate for another, an explanation was offered and feedback was sought. 

· Props – 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 were used to demonstrate a point or help to capture the thoughts of someone for whom verbal or written communication was difficult. 

· Advocates – Where people with different needs were attending the same meeting, advocates were used to ensure that everybody’s voice could be heard 
· Carers / support workers – when there were  larger groups of  people who needed assistance  to enable them to engage, carers or support workers (who were often familiar with the needs of those attending the meeting) were employed 
· Attendance fees and travel expenses were offered to all those attending the events. Money was paid in different ways e.g. cash or cheque depending on preference
· Evaluation form – an easy read evaluation form was circulated at events and 34% returned it and feedback was almost universally positive (95% rated good to excellent). 
5. Learning and challenges of the E&I exercise

The following summarises the key learning and challenges from running the engagement & involvement exercise:
5.1 Learning from process issues
· Timing - Although the E&I exercise ostensibly ran for 8 weeks, the intervening Christmas Break effectively removed 2 weeks. 
· Budget - the generous budget and flexible approach to budgeting meant that additional events could be scheduled as and when local demand arose

· Coordination - All feedback was through the Cambridgeshire ULO Development Officer, so that the process could be tailored to emerging feedback. 
· Presentations to pan-impairment audiences – Delivering presentations of appropriate depth and style was one of the most difficult challenges, e.g. presentations that were acceptable for people with learning disabilities could be seen as inappropriate by people in the same audience who had physical or sensory impairments. The practical implications were that presentations could not be developed until the audience was assembled and use of props and presentation material had to be very flexible. . 

· Numbers attending – Participants turning up to events without booking places or advising their intention had implications for organisation, health and safety, e.g. at the Wisbech centre 16 people booked places and 41 turned up and there were not enough facilitators or catering. More support from a wider cross section of the project steering group would have helped with facilitating events
· Accessible venues – All events were held in buildings that purported to conform to access requirements but arrangements for emergency evacuation of some of the spaces were unsatisfactory 

· Involvement of support workers – their support for the participants they attended with varied leading to some not being encouraged to participate as much as they might have

· Involvement of disabled peoples’ organisations (DPO) - Where local DPOs were involved in publicising the E&I process, this led to greater numbers attending, e.g.  The Ferry Project, Hunts Shopmobility and Huntingdon Coalition of Disabled People. A future project could consider incentivising this involvement. 
5.2 Learning from content issues
· Complexity of questions – Respondents to the questionnaire and participants at the events found the questionnaire complex. The questions were intended to generate new ideas; however they were perhaps not very well suited to a questionnaire which could be filled out without support. Respondents lacked confidence and a number attached notes checking that the scope of answers was “correct” or “what was expected”. Some respondents were unable to read the questions (on either the easy read or standard format) and some wrote answers which were not intelligible. 
· Relevance of questions – Some respondents were frustrated that the questions did not seem to be specific enough for people with an impairment – it was suggested that the questions could be equally directed to people who did not have any impairment. Others saw the questions as directed at a specific impairment group, e.g. perceived as both exclusively for people with physical and or sensory impairments and exclusively for people with learning difficulties. It was not clear why this problem arose.

· Phrasing of questions – In Question 1, respondents often made a disconnection between “Thinking about the way your impairment affects your life” and the two sub questions “What one thing would make your life better / worse?” Many answers did not appear to be disability specific and some respondents seemed more inclined to answer the questions without reference to their impairment. The two-clause questions also caused problems for people with learning difficulties as respondents had to hold the first part of the question in mind whilst they considered the second parts of the question. Support workers advice was that this was too complex for some participants.
· Uncertainty about responses – Questions which probed hopes and aspirations e.g. “How would you like to be involved in the decisions taken about you and your life? “ also caused problems. It was very hard for people who were not receiving a service to imagine what an ideal service might be. 

· Existing awareness of direct payments / personal budgets – Very few respondents or people at the events had any knowledge of Direct Payments or personal budgets. Respondents wrote “don’t know what it is” or “not applicable” and it was seen as a change which people did not understand and which was being imposed upon them. 
6. Conclusion

By summarising our approach to designing this engagement approach and clearly detailing our learning we hope that we can contribute to the development and effectiveness of future consultations. Overall we judged that the response rate and range of feedback made this a very useful exercise and provided a vital first step in introducing people to the work and potential of the new Cambridgeshire User Led Organisation.
Thank you for reading this report and to keep in touch with what is happening please go to www.cambsulo.org.uk
Appendix 1 – long list of questions considered for inclusion in the questionnaire

1. What is really bugging you? 


2. What’s on your mind?



3. How can the rights of disabled people be strengthened in Cambridgeshire? 

4. What one thing would make your life better?



5. How involved in decision making about you are you?
6. Are things getting better or worse for disabled people? 



7. How would you like to be involved in decisions?
8. What gets in the way of you being involved...?
9. Where do you get care / information / advice etc?


10. What is working for you at the moment? & what isn’t? 


11. Would you like to be involved? & if so, How?

12. Do you want to hold the purse strings for your care?



13. Are your disabled children’s needs being met?



14. How do you think carers should be involved? & Who else should be involved?

15. How would you spend the money? 


16. What would you do differently?



17. If you had a choice, what would you choose?



18. What makes you really angry?



19. What makes you really happy



20. Do you want to know about alternative services?


21. How is/how would you like your “family /friends” to be involved?

22. Do/will you need/want/desire support to manage your (care) money?
23. Assessments... are you satisfied with the process? & If not why not?
24. Where do you go first for information?

25. What other factors affect your ability to get involved?
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Appendix 2 – Map of events held around Cambridgeshire
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