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Executive summary 
1. Introduction

The aim of the User Involvement in Local Diabetes Care project was to establish systematic, structured and sustainable user involvement in three NHS organisations (NHS Lincolnshire, NHS Hammersmith & Fulham and North Mersey Diabetes Network) and to draw out the lessons to help others develop user involvement in diabetes care.  This two year project, which focussed on services for adults with diabetes, was funded by NHS Diabetes and led by Diabetes UK.  Diabetes UK has developed an online practical resource (see www.diabetes.org.uk/makinginvolvementhappen).
This evaluation was carried out by Bec Hanley, Kristina Staley and Charlotte Stevens from TwoCan Associates (see www.twocanassociates.co.uk).  One member of the team, Charlotte Stevens, is a user of diabetes services.  

There were three stages to the evaluation that evolved in parallel with the project. The first stage sought to review the early part of the project, including achievements, challenges and lessons learned.  The second stage looked at what lessons the project partners were learning about taking forward service user involvement within their local context.  The third and final stage sought to develop messages and recommendations about the steps and resources necessary to develop good quality involvement in decisions about diabetes care.  

The methods used included semi-structured interviews (both one-to-one and group interviews) and document analysis.  All interviews were recorded with people’s permission and then transcribed. Each transcript was analysed by at least two members of the evaluation team, using framework analysis.  

We produced draft reports and then asked all the interviewees to check they were happy with the way they had been quoted prior to circulating the report more widely. The first two reports were for internal use only and were not made publicly available. This report is mainly focused on the final stage of the evaluation, but also draws on relevant findings from the earlier stages.  In addition to looking at the impact of user involvement at each of the three project sites, this report focuses on lessons learned at four key stages of the project:

· Preparing an organisation for user involvement

· Planning a user group

· Running a user group

· Evaluating user involvement.
2. Background

The context for involvement was different in the three pilot organisations. In NHS Hammersmith & Fulham the diabetes services were going through a process of service redesign. In Lincolnshire, they wanted to establish an effective service user group to help guide the implementation of a previously agreed model for diabetes care. In North Mersey, the objective was to improve diabetes care across the North Mersey Diabetes Network by putting the voice of service users at the heart of decision-making.

Each of the three organisations recruited a group of approximately 25 people living with diabetes to broadly represent the local area in terms of age, type of diabetes, ethnic diversity, other health conditions, etc.  Each organisation then held an induction meeting. At this meeting, service users were asked to identify their priorities for diabetes services. 

The organisation’s priorities, together with the priorities identified by the groups were used to establish a work plan. This work plan was adapted as necessary throughout the project.  Groups met monthly, six-weekly or bi-monthly.

Representatives were chosen from each of the three user groups to attend the relevant decision-making bodies at each of the project partner sites.

Diabetes UK staff met with each organisation regularly to review progress and to plan the way forward, especially in the light of NHS changes. 
3. The impact of user involvement 

The project ran from October 2009 through to April 2011, which is a very short time in which to see an impact of user involvement.  However, the project sites were able to identify where users had already had a major influence on services and/ or the views of staff in their organisations. At all three sites, staff have become more supportive of user involvement and expect to see users involved in different forums.  In each of the project sites, service users have had an impact on decision-making boards.  Senior managers remarked on the value of user involvement and the impact on their organisations. 
The user group in Hammersmith and Fulham had a major influence on the service redesign work taking place at the PCT by:

· Increasing the emphasis placed on patient education in the redesign process

· Producing a Diabetes Personal Care Charter 

· Developing and launching a project to create Diabetes Peer Educators, Champions and Mentors. 

The user group in Lincolnshire produced a leaflet which describes what newly diagnosed patients should expect from diabetes service in terms of best practice. This has not only been of enormous value to patients but has started to influence health professionals.  The service users have also got involved in a number of local projects including:

· Ongoing review of the local structured education programmes

· A review of the diabetes information and signposting on the NHS Lincolnshire website
· A pilot project to implement SystmOne in the acute diabetes service. 
· Producing a regular newsletter about diabetes.
During its meetings the user group in North Mersey worked on a number of different topics including:

· Retinal screening – the group worked with social marketing leads on a project to improve uptake of retinal screening.
· Blood glucose monitoring – the group developed guidelines on home blood glucose monitoring and recommendations as to which meter is best for patients. 

· Reducing waste in medicine – the group looked at how savings could be made by addressing over-prescribing and dispensing for people with diabetes

· Training paramedics – the group gave advice to paramedics and changed the information given to patients by ambulance crews.

4. Lessons about preparing an organisation for user involvement 

It is important to secure senior level commitment so that user involvement is owned by the organisation and becomes part of the mainstream business. This commitment is also important for the user group to function effectively and to link into the strategic-level decision making processes.

Commitment from senior staff is not just important right at the start, but is also essential throughout the planning and implementation stages, and needs to be visible to the users themselves:

Wider staff training/ briefing in user involvement is essential so everyone understands why involvement is being planned and how it will add value to their work.  An important part of preparing the organisation for user involvement is establishing which staff are responsible for decision-making and therefore who needs to be brought on board right from the beginning.
The purpose of user involvement must be clear from the beginning and it needs to be understood by all stakeholders in the process.  It is also important that the links to core business are made explicit. If user involvement can be integrated into major ongoing projects e.g. service redesign, then it is easier to justify the investment, to find the resources to support it and to understand how it will bring value. A general aim of wanting to have better or greater user involvement in services does not provide a clear enough purpose or direction for the work.

User involvement needs to be properly resourced if it is to be meaningful and make a difference. This means ensuring staff have the necessary skills and protected time to first establish user involvement processes and then to carry out the follow-up work in response to users’ input.  Funding is also required.

Partnerships need to be established (or existing partnerships need to be prepared) before launching any user involvement.  This means thinking about who needs to be engaged with user involvement, not just within the commissioning and provider organisations, but more widely, including social services and public health.  The relevant partners may change over time as new issues emerge and users bring new concerns to the table. Partnership building therefore needs to be an ongoing process that parallels involvement.

5. Lessons about planning a user group

A user involvement project team needs to be established to plan, implement and support all the various stages of user involvement. The ideal skill and experience mix includes:

· A senior manager 

· A user involvement manager / co-ordinator who will take forward the project on a day-to-day basis
· Admin support

· Where possible staff with expertise in involvement 

· Someone with expertise in the condition - in this case a diabetes specialist

This team needs to be experienced in objective setting and project planning and to apply the skills of good project management to user involvement. 
The user involvement coordinator is pivotal to the success of the group. They are the link between the group and the rest of the organisation.  The local coordinators in this project thought that the skills needed to support a user group include: facilitation, negotiation, communication at all levels, people skills, influencing and organisational skills.  
It is essential that the purpose of the group is made clear in the terms of reference for the group and role descriptions for group members.  User involvement can be a new concept for service users and they may have the expectation that a ‘user group’ is about providing support or patient education. 
There is often some concern around working with a user group as to whether the group is representative of a local population. In practice, it is impossible to achieve a truly representative group with only 10 or 12 people, or even with a group of 25. What is crucial is that the group includes a diverse mix of experiences amongst the group members.  It is not possible to be prescriptive about the precise make-up of a group that will ensure diversity. In each case it is necessary to establish which factors in the local context contribute to people having different experiences of services. Diversity in the group is then achieved by recruiting people who can reflect on those different experiences. 

There is no ‘one size fits all’ for a user group, as the most appropriate size depends on what the group is expected to do and the specific group dynamics. Based on the experience of the project partners it seems that a good size is 10-14 people.

A structured process for recruiting service users works well as it ensures clarity about what is expected from people as well as transparency in the selection of group members.  A clear communication plan is vital to advertise the group and make people aware of its function. Given that users may expect a user group to provide support, it’s likely that a recruitment drive will generate many calls from people asking for advice about their care. It is important to be prepared for such queries.  

The selection process does not need to involve a formal interview, but it does need to provide a mechanism to ensure a good match. The organisation needs to find people who are likely to work well in a group, and service users need to fully understand their role and be clear about what they are committing themselves to. This can be done via informal interviews.

Training is important.  An induction day for group members provides an important opportunity to provide background information, agree a set of ground rules, clarify expectations and let service users offload some of their frustrations and anger with services.  If new members join the group, it is also important that they are given some form of induction prior to starting work.  Further training or briefing is likely to be needed to provide users with sufficient background information to be able to contribute meaningfully to discussions.  

Providing support and encouragement is particularly important at the beginning, to increase people’s confidence and understanding of their role.

6. Lessons about running a user group 

Developing a work plan and agreeing priorities for action requires negotiation between all the stakeholders involved. Users will have their own views on priorities which may differ from those of the organisation. However for users’ views to meaningfully influence service development and delivery, they need to input into whichever strategic decisions are being made, wherever they are being made. This is essential for user involvement to bring added value to the organisation. Therefore negotiation is required to identify where the users’ and organisations’ priorities overlap and where involvement will make a difference. 

The key decision-making processes also need to be mapped across organisational structures to ensure users’ views are feeding in at the right places, to the right people and at the right time. The final work plan needs to include a shared agreement about priorities for action and a clear timetable for the user group’s activity.

Members of a user group provide a useful pool of informed and skilled people who can be recruited to take part in other involvement activities e.g. joining internal boards and committees. 

It is good practice to invite at least two service users to join any decision-making group and it is also important to ensure that those individuals are able to speak for others and not just themselves. It is important that the Board or committee does not assume that these two people or even the user group can speak for everyone with their condition.

The role of the user representative on decision-making groups is challenging. They will need a clear idea of what their role involves, and access to the same support and information as other members of a decision-making group to be able to contribute as an equal member.  

If decision-making groups made up of professionals who have not experienced working with users before, they may need encouragement to accept user members and training/ support to prepare for a new way of working.  It’s important to do this with established groups, not just those that are newly set-up.

Senior staff can play a very important role as a communication link between the user group and decision-making group, as well as raising awareness amongst other parts of the organisation about what is being achieved.

The user involvement coordinator is critical to the successful running of group meetings. This can place a lot of demands on their time.  The administration needed to enable the group to function effectively means that user involvement coordinators will benefit greatly from admin support.

It is important that the user group has strong communication links to other service users in their community, both to bring in diverse perspectives from different groups of users and to take messages out about the work of the organisation.

Regular review of progress and feedback to the user group is essential because:

· Change can be slow in the NHS and users need to know what is happening in response to their input - however long it takes.

· It can help to identify new areas of work, reinvigorate existing pieces of work, or help to identify where circumstances have changed.

· Users need to know what difference they are making to maintain their enthusiasm and motivate them to continue working in the group

· It can help to identify ways to improve the functioning of the group

7. Lessons about evaluating user involvement

Evaluating user involvement is a complex process.  But as with any project, if there are clear aims and objectives at the start of user involvement, then it should be possible to assess whether these are being achieved throughout the life of the project. However, given the length of time it takes to establish effective user groups, it is important to be develop both long and short-term objectives to ensure success can be measured at all stages.  Success measures need to be flexible and relate to specific pieces of work. This means they cannot all be established right at the beginning of user involvement, and new measures will need to be introduced as the work progresses.

Given the complexity of the different perspectives on what counts as success in terms of the outcomes of user involvement, it is important for any evaluation to consult a wide range of stakeholders and include a range of success measures. This will ensure that the evidence of impact will meet the varying needs of the different audiences.

8. Conclusions

There are several aspects of this approach (setting up a user group that meets regularly) to user involvement that have worked extremely well. In particular the support provided by Diabetes UK has helped with providing a structure for the user group, a transparent recruitment process, and clarity about roles and terms of reference for the user groups.

The approach has helped to recruit a diverse group of service users which has given the groups more credibility with senior staff. The individuals who have strong links with the local community have been able to access to the views of a larger group of people with diabetes, and have thus been able to provide input that is not just based on their personal experience. All group members have also developed in confidence and knowledge over this first year, and thus increased their capacity to get involved in decision-making and to have influence.  

However this approach cannot be the only mechanism for user involvement. This is because the process only works for certain groups of service users and inevitably some voices will be left out.  It is therefore important that a strategic approach is taken to user involvement that aims to include a diversity of involvement mechanisms that are fit for purpose and also change in response to the needs of the organisation.

Looking across all three sites, it seems that the following factors are critical to ensuring that a user group is an effective approach to involvement:

· It is essential that any user involvement activity feeds directly into decision-making processes at the appropriate level, for involvement to be able to lead to change.  

· Setting up and running a user group is a resource intensive process. This means that the member of staff supporting the group has to have sufficient time and support themselves, not only to run the group, but also to integrate the group’s ideas into the work of the organisation.

· The staff member supporting a user group needs a distinct set of competencies and skills. This means that user involvement is not simply a task that can be added to another role. It also means that if the staff member does not already have these skills, they will need training and support to develop them.
· In planning user involvement, it is important to think about how to build-in informal and formal mechanisms to promote shared learning and support - for both the staff and the service users.

As with all user involvement, another factor that was thought to be important for the success of this approach were the individuals involved – both staff and service users – and in particular their skills, experience, commitment, hard work and enthusiasm. There is no doubt this has contributed to the success of the user involvement at all three sites.

Many of the lessons that have emerged from this project and are discussed throughout this report are not unique to involving people with diabetes. We encourage all commissioning organisations to consider these lessons when planning any user involvement in any area of planning and commissioning health and social care.
1. Introduction

1.1 
Aim of the project

The aim of the User Involvement in Local Diabetes Care project was to establish systematic, structured and sustainable user involvement in three NHS organisations and to draw out the lessons to help others develop user involvement in diabetes care. Diabetes UK has developed an online practical resource to support user involvement based on the experience of the project partners which includes many of the practical resources described in this report – e.g. role descriptions, terms of reference etc. (see www.diabetes.org.uk/MakingInvolvementHappen). 
This two year project was funded by NHS Diabetes and focussed on services for adults with diabetes. The three project partners, NHS Lincolnshire, NHS Hammersmith & Fulham and North Mersey Diabetes Network (NHS Sefton, NHS Knowsley and Liverpool PCT), were selected from 31 organisations who applied to take part. 

The context for involvement was different in these three organisations. In NHS Hammersmith & Fulham the diabetes services were going through a process of service redesign. In Lincolnshire, they wanted to establish an effective service user group to help guide the implementation of a previously agreed model for diabetes care. In North Mersey, the objective was to improve diabetes care across the North Mersey Diabetes Network by putting the voice of service users at the heart of decision-making.

All three project partners established a small planning group with the project manager from Diabetes UK to develop a plan for the work, including how the user group would influence decision-making, who they needed to involve in the user group and how they would recruit these people.

Further information about how the project was carried out can be found in Section 2.
1.2 
Aims of the evaluation
There were three stages to the evaluation that evolved in parallel with the project. The agreed aims at each stage are described below.

Stage 1: To describe the first phase of the project in terms of:

· what the project partners had achieved to date

· some of the key challenges that were emerging

· reflections on the lessons learnt to date. 

Stage 2: To find out what lessons the project partners were learning about taking forward service user involvement within their local context.

Stage 3: To develop messages and recommendations about the steps and resources necessary to develop good quality involvement in decisions about diabetes care, that are relevant to commissioning organisations, to people who are responsible for coordinating user involvement within these organisations and to service users.  

1.3
About the authors of this report
This evaluation was carried out by Bec Hanley, Kristina Staley and Charlotte Stevens from TwoCan Associates. TwoCan Associates carry out research and evaluation as well as providing training and support to help voluntary and statutory organisations involve people who use services in their work. Almost all of their work is undertaken in partnership with service users or carers. Charlotte Stevens is a user of diabetes services. For further information please see: www.twocanassociates.co.uk  

TwoCan were commissioned as independent evaluators. Their role was to follow the progress of the project and to report on the lessons learnt. The evaluation therefore took the form of a summative evaluation (drawing conclusions at the end of the project), rather than a formative evaluation. The evaluation was not used to influence the processes of involvement or the progress of the work.  

1.4 
About this report

This report is mainly focused on the final stage of the evaluation, but also draws on relevant findings from the earlier stages, to identify the lessons for commissioning organisations and people who are responsible for coordinating user involvement within these organisations. 

The report is structured to reflect the lessons learnt from the different stages of establishing and running a user group. Further details of how this work was carried out are provided in Section 3. 
The remainder of this report is structured as follows:  

Section 2:
Background

Section 3:
Methods used in the evaluation
Section 4:
The impact of a user group

Section 5: 
Lessons about preparing an organisation for user involvement

Section 6:
Lessons about planning a user group
Section 7:
Lessons about running a user group
Section 8:
Lessons about evaluating a user group
Section 9:
Advice from service users

Section 10:
Conclusions  

Definitions of the terms and acronyms used are given in the Appendix.  

2. Background
This section provides a brief overview of the work carried out by the three project partners that took part in this project, which involved the following stages:
· Recruitment of a user group

· Providing an induction for group members

· Holding regular group meetings

· Supporting the groups

· Identifying user representatives to sit on decision-making committees/ boards

These will now be discussed in turn.

2.1 
Recruitment of a user group

Each of the three project partners recruited a group of approximately 25 people living with diabetes (including carers) to broadly represent the local area in terms of age, type of diabetes, ethnic diversity, other health conditions, etc. The recruitment process used a wide variety of methods including:

· local healthcare professionals speaking to their patients

· posters in GP surgeries, clinics, pharmacies and public places like libraries

· mailings to participants of previous diabetes education sessions

· articles and adverts in the local press and on radio stations

· speaking to representatives of ethnic community or religious organisations

· circulating information via local voluntary organisations.

People who expressed an interest in the role were sent information about the group, a role description, draft terms of reference and a simple application form. Support was offered for individuals to overcome barriers to involvement, for example people with disabilities. A transparent selection process was used to select members for the group using the criteria described in the role description/ person specification. 

Lessons learned about recruiting a user group are considered in sections 6.2 and 6.3 of this report.  

2.2 
An induction for the group members
Each organisation held an induction meeting which was planned carefully to ensure that group members were clear about the purpose of the group and their role, understood broadly about the diabetes services provided and the current priorities of the organisation. They also had a chance to get to know each other, ask questions and express concerns about the local services and identify their priorities for the diabetes services.  Lessons learned about induction are discussed in section 6.4 of this report. 
2.3
Regular group meetings

The organisation’s priorities, together with the priorities identified by the groups were used to establish a work plan for the following months to address different issues at each meeting. This work plan was adapted as necessary throughout the project. The Hammersmith & Fulham group met monthly in order to keep up with the pace of the service redesign. The other two groups initially met on a bi-monthly basis but this was flexible and moved to a six-weekly or monthly basis as necessary.

Various healthcare professionals attended the meetings to introduce a topic in order to learn from the user group what issues were of concern to them and what changes needed to be made. 

Members were communicated with regularly by phone, email or post. Feedback from the group members was recorded together with the actions agreed and was sent to the members before the next meeting.

Lessons learned running regular meetings are discussed in section 7.3 of this report.  

2.4 
Supporting the groups
The venues for meetings were carefully chosen to be easy to reach by public transport and accessible for people with a range of disabilities.  Diabetes UK held a budget centrally to pay for venues and to reimburse members’ travel and other expenses.  
In the early stages of the project, the Diabetes UK project manager acted as facilitator for the group meetings. With time, the three local coordinators took over this role. 
The format of the meetings was planned carefully to ensure that all members were able to express their opinions, generally using a workshop style format. This ranged from whole group presentations to small group workshops, depending on the topic being explored.

At several points during the project, the Diabetes UK project group met with the local project group to review the involvement and to plan the way forward, especially in the light of NHS changes. Diabetes UK finished supporting the local coordinators and the three user groups after they had been running between 12 to 15 months. 

Lessons learned about supporting user groups are discussed in section 7.5 of this report.  

2.5
User representation on decision-making groups

Representatives were chosen from each of the three user groups to attend the relevant decision-making bodies at each of the project partner sites e.g. the clinical network in North Mersey or in the case of NHS Hammersmith & Fulham the Service Redesign Group. This was done by drawing up a role description and asking group members to apply for the role. Representatives were chosen who could most effectively represent the diversity of the group’s views.  Lessons learned about user involvement in decision-making groups are considered in section 7.2 of this report.  
3. Methods used in the evaluation
3.1
Methods used at each stage of the evaluation

The methods used at each stage of the evaluation are listed in the table below.
	Evaluation stage
	Dates
	Methods used

	Stage 1
	May – July 2010
	· A review of relevant documents

· Semi-structured face-to-face interviews with the three local co-ordinators and the Diabetes UK project manager. 

· Interviews with senior staff at two of the sites and a PPI lead at one of the sites face-to-face or by phone. 

· Group interviews with service users at their user group meetings at each of the three sites. 

	Stage 2
	Oct – Nov 2010
	A review of relevant documents, and telephone interviews with:

· the local coordinators at each of the pilot sites;
· two service users who were members of the Service User Group and of the relevant decision-making group at each site. The local coordinators identified which service users to interview, based on their availability and willingness to take part; 

· senior staff at two of the sites, and
· the Diabetes UK Project Manager

	Stage 3
	Feb -Mar 2011
	· Telephone interviews with senior staff at two of the sites.
· Group interviews with service users at their user group meetings at each of the three sites.
· A group interview with all three local coordinators.
· Face-to-face interview with the Diabetes UK project manager.


Like any other approach, this method had some limitations.  The budget meant that we were only able to interview one senior manager at Lincolnshire.  In Hammersmith and Fulham, we interviewed three senior managers as a group at the beginning of the evaluation, but only one manager at points after this.  Despite a number of attempts we were unable to interview a senior staff member in North Mersey at any of the three stages.  The limited number of interviews we undertook meant that we could only draw limited conclusions about impacts on the organisations involved.  
At this final stage of the evaluation, we were asked to focus on lessons learned.  We have therefore not concentrated on the challenges faced – instead, we asked interviewees to reflect on the challenges that they identified and to turn these into lessons for others.  

3.2 
Our approach

We used a similar approach to the interviews at all stages of the evaluation. All the interviews were recorded with people’s permission and then transcribed by the interviewer. Each transcript was analysed by at least two members of the evaluation team to agree the main themes and the main points for the reports. We used a framework analysis, developing a framework that was based on our knowledge of user involvement, the aims of the evaluation and the issues emerging in the interviews. 
We produced draft reports and then asked all the interviewees to check they were happy with the way they had been quoted prior to circulating the report more widely. The first two reports were for internal use only and were not made publicly available.

4. The impact of user involvement at the three project partner sites
The project ran from October 2009 through to April 2011, which is a very short time in which to see an impact of user involvement. Much of this time was taken up with recruiting and establishing the user groups. However, the project sites were able to identify where users had already had a major influence on services and/ or the views of staff in their organisations. All three sites had found that the project had changed the attitudes and awareness of staff members. Staff have become more supportive of user involvement and expect to see users involved in different forums. This has led to increased user representation on different decision-making groups within these organisations:
Clinicians and commissioners now expect service user involvement at all meetings, and ask for them if they find they are not there. They are actively seeking service user views on big and small issues - so seeking service user views is seen as the norm at an early stage, not just an afterthought once a service is designed.          



          Local coordinator H&F
Service users are now represented on a wide range of Network workstreams and are now getting involved in the redesign of the foot care pathway, the Board, the QIPP steering group and all three local PCT implementation teams and they feel their voices are being heard in all these places.        
Local coordinator N Mersey

The views of service users have always been important to NHS Lincolnshire but what this project has enabled is for those views to be used in a far more constructive and proactive way so that the decision making process is influenced by those with the knowledge and expertise of living with diabetes.  Service users are now represented on a number of diabetes forums ranging from an integrated countywide clinical network to GP cluster / commissioning project groups.
  Local coordinator Lincs

The impact of user involvement at each of the three sites is briefly described below.
4.1
Hammersmith and Fulham

The user group in H&F had a major influence on the service redesign work taking place at the PCT by:

· Increasing the emphasis placed on patient education in the redesign process

· Producing a Diabetes Personal Care Charter which describes the obligations of both the health care professionals and the patient in terms of managing their diabetes
· Developing and launching a project to create Diabetes Peer Educators, Champions and Mentors 

The user representatives had an impact at meetings of the service redesign group and although challenging, their contributions were thought to be valuable and essential to the work of the group: 
… we held a number of focus groups (as part of 1 year consultation  process) in which we considered a number of service options/models to commission in 2010/11.  We ended up with a shortlist of 2 models and held a meeting with a health and social care stakeholders (including users, carers, consultants, GPs, commissioners, specialist nurses, and directors) to select the model.  49 out of 50 people that attended selected one model and the other person (a service user) selected the other, as he was not convinced that the preferred option would add any value or benefit to patient care and wanted more information before he could make a decision.  This sent a very powerful message to all those involved in the re-design and the decision making process. The chair of the service re-design group (a GP), and Chair of the PBC recommended that we provided the service user with the necessary information before a decision could be made on the preferred option…I cannot re-call that type of action being taken in 31 years I’ve been working in the NHS. This was a clear case of a service user (that had been involved in the re-design process from the outset) wanting to own the service change being commissioned and the GP commissioners recognising this. 

Senior manager
At a service redesign group meeting, what was really, really clear is they [the service users] were the ones, more often than not, asking all the questions. The questions that the health care professionals also wanted to know the answers to, but didn’t want to ask… they were asking the tough questions and weren’t embarrassed to do that and I think that’s really had an impact.  

DUK project manager

It is beyond essential that service users are involved in this way… it’s invaluable for decision-makers to have a sounding board, to find out how people are likely to respond to [change] and to be able to implement corrective actions based on the feedback. It increases the effectiveness of what is going to be implemented enormously… From a business point of view – the customer can give you invaluable feedback which can be incredibly effective on an outcome and cost basis. They can tell you some very simple things that wouldn’t necessarily have been considered or properly evaluated in the decision-making process. There are some very small and subtle improvements that which when brought into play – provide huge added value. 
 




     Service user


The Personal Care Charter is supported by all stakeholders and it is hoped that its implementation will increase awareness of the treatment that should be available to patients and the importance of self-management:

For me the Personal Care Charter is an incredibly powerful document because it places a clear understanding on the person at the time of diagnosis, the importance of their own self-management and what it is they need to do – it makes it clear that only a co-operative process will give you the best outcome in terms of your own health.





     Service user

Here on one piece of A4 is everything, what tests you’ll have, when you’ll have them, when you’ll have your feet checked, when you’ll have your eyes checked - it’s everything on a bit of paper in patient language. So it was quite brilliant because you could see the service redesign group really loved it …we’re going to go and test the Charter with different groups of people…people who don’t speak English, people with mental health needs and diabetes… to discuss its use with various groups before it’s finally designed.  

      
       Local coordinator
[We] want to try and find a way…to make sure that it’s being effective and adds value to the care planning process.       


          Senior manager
 

   


     
4.2
Lincolnshire

The user group produced a leaflet ‘Your Diabetes Care in Lincolnshire’ which describes what newly diagnosed patients should expect from diabetes service in terms of best practice. This has not only been of enormous value to patients but has started to influence health professionals. At one practice, the leaflet led directly to an internal review of processes:
We were very concerned that people newly diagnosed had very little information given to them….So we produced a brochure… there is [information about] what care to expect when you’re diagnosed with diabetes and what care to expect from your diabetes care team and we list certain things that we thought were necessary. 
    






     Service user 

To me, that’s a really good product…. and hopefully I’ve got a lot to come [to me] so I can give them out to people in the community.    

     Service user
The service users have also got involved in a number of local projects including:

· Ongoing review of the local structured education programmes

· A review of the diabetes information and signposting on the NHS Lincolnshire website
· A pilot project to implement SystmOne in the acute diabetes service. This project is also looking at the Map of Medicine and the possibility of including a local diabetes pathway. This pilot may inform wider GP Cluster / Consortia  work
· Producing a regular newsletter about diabetes
The user group members have also made their presence felt at the Clinical Network Board:

I think the clinicians round the table have really valued the input that the users have put into the group… the three users really do challenge some of the assumptions and discussions that take place within the meeting. I’m delighted that one, they have the confidence to do that, and secondly that the rest of the network members have responded really positively so far.          Senior manager

      
The service users believe it is important that they are able to challenge the Board’s thinking:

It’s about mixing with GPs, mixing with nurses, podiatrists and actually changing and influencing how they deliver services… I’m fairly certain before they just used to come up with their own pathways… I think this at least gives us an opportunity to challenge that, to say as a person suffering from this disease well hang on a minute I really want this to happen…

    


     Service user

4.3 
North Mersey

During its meetings the user group worked on a number of different topics including:

· Retinal screening – the users worked with social marketing leads on a project to improve uptake of retinal screening. Subsequently, focus groups have been carried out with over 200 services users to inform the development of a retinal screening leaflet and to change the invitation process and letters to patients. Initially this work led to a change in clinic times to enable people who work to attend a clinic outside of business hours.  However, this change was stopped after a month as insufficient people were attending.  
· Blood glucose monitoring – the group developed guidelines on home blood glucose monitoring and recommendations as to which meter is best for patients, based on their views of the advantages and disadvantages of different meters. They have also developed Non-fasting Blood Lipids Protocol. 

· Carers’ resources – this project is being developed with NW Diabetes UK.
· Reducing waste in medicine – the group looked at how savings could be made by addressing over-prescribing and dispensing for people with diabetes. In one area, a letter was sent to community pharmacists reminding them of the agreement with PCTs for correct dispensing of medications based on patients’ needs.
· Training paramedics – the group gave advice to paramedics on how to manage a patient who is hypoglycaemic and changed the information given to patients by ambulance crews. The staff benefited so much from that training, that a similar approach is being used to seek advice from mental health service users.

The user group representatives on the Network Board have made valuable contributions to the meetings, asking the critical questions and making their presence felt:
They actually posed the questions to health professionals that the health professionals wouldn’t ask…one of them asked, ‘How do you know whether the model of care/pathway is working properly?’. So one of the GPs said, ‘Well do you know what, we don’t, and what we need to do, is we need to make sure that we’re collecting the right things and… if it’s not going in the right direction then the model/pathway has to change’. So they were able to articulate their concerns in the meeting and at one stage have one of the consultants from the acute trust agreeing with everything they were saying…It was worth everything that we have done so far in the project, to leave the meeting and say that the impact of service users on network board was fabulous.       


       Local coordinator

The user reps were able to ask the questions that the health professionals felt they were unable to - from a job protection point of view in the current climate in the NHS. So we asked a lot of probing questions.  


     Service user
This has had an impact on the views of the health professionals on the Board. They are now more aware of the value of user involvement, and are proactively asking service users for their views during meetings.

4.4
Key messages to commissioning organisations

Based on their experience of the benefits of user involvement, the participants at the project sites had the following messages for commissioning organisations:
Commissioners are now commissioning along care pathways rather than looking at a particular service area – so you cannot commission care effectively without involvement – without involving everyone who has a role in that care plan. You need to look the experience of key stakeholders involved in that journey. 








     Senior manager H&F

I want to have these user groups involved in commissioning as we’re a three way team, I have expertise in commissioning, the consultants are clinical experts and the users expert in their condition –– we have an equal and valid role to play in making decisions about what we’re going to do.                Senior manager Lincs
Do it! Now! Your users are your clients/customers. They must have a say/ influence in what the service looks like.  


        Service user H&F



     
Bring the group into the public domain so everyone can get help in organising such groups.       





      Service user Lincs
Listen to those who can explain the problems they face – and what they consider to be practically possible and necessary.    

         Service user N. Mersey
This is one of the most important means for you to learn about us and our condition.






         Service user N. Mersey

5. Lessons about preparing an organisation for user involvement 

The key lessons about preparing an organisation for user involvement relate to:

· Securing senior level commitment 
· Bringing other staff on board
· Agreeing the aims for user involvement 
· Identifying and allocating the resources needed – funding, staff skills and time 

· Setting up any partnerships needed to deliver action in response to users’ views
These will now be discussed in turn.
5.1
Securing senior level commitment

It is important to secure senior level commitment so that user involvement is owned by the organisation and becomes part of the mainstream business:

It’s important that user involvement features in the organisation’s day to day business and to show that it adds value to commissioning and decision making processes.  It is also important that you get buy in from the CEO.








  

  Senior manager H&F
This commitment is also important for the user group to function effectively and to link into the strategic-level decision making processes:
Senior level staff can unblock things for you. Otherwise when you come unstuck and you get an issue that needs resolution, if there’s no interest or sign-up then it’s much, much more difficult.     


         Senior manager Lincs
Commitment from senior staff is not just important right at the start, but is also essential throughout the planning and implementation stages, and needs to be visible to the users themselves:

I would say it is really vital to secure senior level commitment, but also…to ensure that the commitment is sustained, that it’s more than lip service, that the commitment means that the senior staff are really supporting the users to influence change.  



         Diabetes UK project manager
The visible commitment of senior staff can also demonstrate organisational buy-in and may encouragement to other staff to support user involvement. 

5.2
Bringing other staff on board

Wider staff training/ briefing in user involvement is essential so everyone understands why involvement is being planned and how it will add value to their work: 

Sell the whole of service user engagement in terms of making savings, improving quality, improving effectiveness.          

          Local coordinator H&F

The influence needs to be broad, not just the senior level person who you’ve got on board…now in Hammersmith & Fulham, if you asked any of the commissioners, the consultants and even the financial people, they will all talk about user involvement, it’s part of their vocabulary now and they have been influenced so that in the future they will expect it to be a part of that decision-making… 




         Diabetes UK project manager
It is important that this takes place before any wider stakeholder engagement to ensure consistency in understanding and approach. Getting other staff on board may also be important to affect change in future:

It’s often at a different level in the organisation where there needs to be change, that’s why you need to prepare all staff…You don’t always need senior level buy-in, sometimes you need the clinicians’ buy-in.         Local coordinator N. Mersey
Therefore an important part of preparing the organisation for user involvement is establishing which staff are responsible for decision-making and therefore who needs to be brought on board right from the beginning: 

Who is the person that is going to make sure that things happen, open the doors. I think that in one of the sites the head of long-term conditions was somebody who…made sure that the door was opened…I do think that that is a complex question, but I do think it is really vital…that that is explored fully… I think it’s also important to understand who are the people who can close doors on you…You need to be a lot more aware of that decision-making process…    

  Diabetes UK project manager
5.3
Agreeing the aims for user involvement
The purpose of user involvement must be clear from the beginning and it needs to be understood by all stakeholders in the process:

That’s what needs to be clear from the outset of any involvement - what are we doing – why are we doing it – and how are we going to do it? It is important that those points are laid out and agreed from the outset.          Senior manager H&F

It is also important that the links to core business are made explicit. If user involvement can be integrated into major ongoing projects e.g. service redesign, then it is easier to justify the investment, to find the resources to support it and to understand how it will bring value. A general aim of wanting to have better or greater user involvement in services does not provide a clear enough purpose or direction for the work:
Context is important….It’s more difficult to get involvement in areas if there isn’t work already going on.   



          Local coordinator H&F
Broad over-arching aims of wanting to establish user involvement within the services, that’s great as part of the aims but it isn’t sufficient…a really critical stage is thinking about what you want to achieve in detail...  

Diabetes UK project manager
At this early stage it is also helpful to be clear about the principles and values that will underpin any future involvement:

The aim for involvement is to make service users equal partners at the table – not sure I would want to agree to anything less.  
          Local coordinator H&F
5.4
Identifying and allocating the resources needed

User involvement needs to be properly resourced if it is to be meaningful and make a difference. This means ensuring staff have the necessary skills and protected time to first establish user involvement processes and then to carry out the follow-up work in response to users’ input (see section 7.4):
User involvement is not something you can just learn in a day or week’s training – it’s about making sure staff have the appropriate skills and expertise to develop and empower people to engage, influence, and challenge organisations to think and behave differently.   




  Senior manager H&F
Even though we thought we were OK at doing user involvement we still underestimated the time it takes to establish a group to the level that we now do. You would looking at almost a full time person for four weeks to set it up and then doing at least two full days a week on this.   
           Senior manager Lincs




         
Funding is also required for user involvement:

We're not talking about a significant amount of money to engage people - it's about allowing users space and time to work independently e.g. funding venues. At H&F we also have a reimbursement policy which involves valuing volunteers for their time through an honorarium, as well as paying expenses for travel and training
.      






  Senior manager H&F
Expenses need to be paid promptly – either on the day of the meeting or soon afterwards, so that people with limited financial resources are not excluded from involvement.  

5.5
Setting up partnerships
Partnerships need to be established (or existing partnerships need to be prepared) before launching any user involvement. This is important to ensure that relevant stakeholders are ready to act in response to the input of users:

If you want your user involvement to deliver, they need to have support and input of the right people to take on board the feedback... If [your partners] are not open-minded about that, then you’re on a hiding to nothing. 
Senior manager Lincs
This means thinking about who needs to be engaged with user involvement:

 ‘Not just internally, but wider, including social care and public health’.

Local coordinator Lincs
The relevant partners may change over time as new issues emerge and users bring new concerns to the table. Partnership building therefore needs to be an ongoing process that parallels involvement.

As with any partnership, ‘Everyone involved needs to respect and understand the others’ values, and agree a common agenda to move forward and develop.’

Senior manager H&F
Key messages 
· Senior managers are vital at the beginning to help integrate involvement into the wider planning process.
· Everyone involved needs to understand the added value that user involvement will add to the organisation’s business, the value they could bring to any service redesign and planning.
· All staff need to be prepared to be challenged and to share their power base. And to listen – staff need to listen and be prepared to work and behave and act differently. 
· Be clear about why your organisation is involving people and about the wider strategic objectives.
· Be realistic about the time it takes if you’re going to do it properly.
· Make sure there is the infrastructure in place that will allow user involvement to start well – and sustain a high level of involvement.
· Make sure staff are properly resourced and fully understand ‘how to do it’.
· Pay expenses promptly – on the day they are incurred if at all possible
· Any partnership needs to be clear about what it wants to achieve through user involvement and there needs to be openness, transparency and honesty.
6. Lessons about planning a user group

The key lessons about planning a user group relate to:

· Setting up a user involvement team 

· Developing terms of reference for the user group and a role description for members

· Developing a recruitment process and recruiting members

· Providing an induction for group members

These will now be discussed in turn.

6.1
Setting up a user involvement team

A project team needs to be established to plan, implement and support all the various stages of user involvement. The ideal skill and experience mix includes:

· A senior manager – (see Section 5.1)

· A user involvement manager / co-ordinator who has sufficient time and skills to lead on the work

· Admin support

· Where possible staff with expertise in involvement e.g. from a PPI team or community development team

· Someone with expertise in the condition in this case a diabetes specialist

This team needs to be experienced in objective setting and project planning and to apply the skills of good project management to user involvement. Investment at this stage ensures the user group runs smoothly at later stages:
You can’t stress enough about planning and having clarity – it’s common sense good project management.  



          Senior manager Lincs
Being able to draw on local expertise in user involvement can be invaluable in helping the user involvement manager to understand and develop their role:

It makes a difference that I am part of the community engagement team, because I understand my role is to engage and make sure people are engaged in the process… I don’t have the responsibility of commissioning all the services…I’ve got the commissioner that I work with and he can get on and do the commissioning side and I can do this side…And the other thing is that I have team of experts round me who’ve worked in Hammersmith for years… I’ve got a team of experienced colleagues that I can talk to.            Local coordinator H&F
          

    
The user involvement coordinator is pivotal to the success of the group. They are the link between the group and the rest of the organisation, thus providing an essential channel for communication:

They have to be a good leader, a person who knows the service providers and can introduce them to the group so they can listen to what we have to say. The local coordinator knows who’s who within the service – so without them, user involvement wouldn’t have an impact.   


        Service user H&F
Get someone to do it who is passionate about it and has time for it.








          Local coordinator H&F
What I’ve seen is that the facilitators have been essential in enabling this great mix of people to come together and work cohesively as a team – and they have been able to draw from different individuals many important points that would have otherwise been missed.  



        Service user H&F
The local coordinators in this project thought that the skills needed to support a user group include: facilitation, negotiation, communication at all levels, people skills, influencing and organisational skills, resilience and determination.  

If there is already some user involvement, it can also very helpful to have a service user on the project team.  
6.2
Developing terms of reference for the user group and a role description for members
User involvement can be a new concept for service users and they may have the expectation that a ‘user group’ is about providing support or patient education. It is therefore essential that the purpose of the group is made clear in the terms of reference for the group and descriptions of the role of group members:
When recruiting and planning for the group – users need to fully understand why they’ve been engaged and what they want to get out of their involvement. 










Senior manager H&F

The terms of reference and role descriptions, they were fundamental to make it clear what it’s all about, that it’s not a support group.  And that needs to be re-visited again and again.    



       Local coordinator Lincs.
Ensuring representativeness
There is often some concern around working with a user group as to whether the group is ‘truly representative of a local population’. In practice, it is impossible to achieve a truly representative group with only 10 or 12 people, or even with a group of 25. What is crucial is that the group is not biased and includes a diverse mix of experiences amongst the group members:
You’re not going to get the perfect group that reflects the social, cultural, and health needs of the population. It’s about acknowledging that people with diabetes, and carers will come from different groups, have different kinds of experiences, and expectations of their local health services…      

Senior manager H&F
We have a high prevalence of diabetes, in excess of 35,000 so a group of 20 isn’t going to be representative. So if you get a broad base of age range and experience – then that’s OK….it’s more about the types of individuals that will add value to the work you want to do.  

           Senior manager Lincs
This means it is not possible to be prescriptive about the precise make-up of a group that will ensure diversity. In each case it is necessary to establish which factors in the local context contribute to people having different experiences of services. Diversity in the group is then achieved by recruiting people who can reflect on those different experiences. For example:
· In the context of working with people with diabetes, people with Type I diabetes have a very different experience to people with Type II - so a diabetes user group must include people with both types.
· In Hammersmith & Fulham, there is a broad ethnic mix amongst the local population and there are significant differences between diabetes services in the north and south of the borough – so it is important in this context that the user group is ethnically diverse and includes people from different locations in the north and south.
· In Lincolnshire, the issues around diabetes services are pretty uniform across the county and therefore including people from different localities would not bring a diversity of experience. Of greater concern is the fact that the majority of the population are older people, and that services might not be meeting the needs of younger people with diabetes. In this context, it was important that the user group included people of different ages. 
There may be other local factors that come into play depending on the expectations of the group, for example in Lincolnshire, ‘It was about bringing in some more experienced hands as well as some new blood to give us different perspectives in the mix. Senior manager Lincs
Therefore the recruitment criteria need to be tailored to the local context, so that the user group includes a mix of people who can usefully contribute to a discussion of local issues. It is also important to remember that the views of other groups of service users may need to be brought in via other involvement mechanisms (see Section 10). 
Optimum size of a user group

There is no ‘one size fits all’ for a user group, as the most appropriate size depends on what the group is expected to do and the specific group dynamics.  Based on the experience of the project partners it seems that a good size is 10-14 people. This provides a big enough pool of people to recruit from for different types of user involvement activity as well as achieving some diversity across the group. At the same time this is small enough for everyone to participate in discussions, allowing more dialogue and a richer conversation:
We had between 10 and 14 members attending each of the meetings...from a pool of 16-20 people who were actively involved. The meetings seemed to be more effective and have more of a buzz about them when there was enough people to have a couple of small groups, to have some movement, to have that diversity… 

     


         Diabetes UK project manager
I think our conversations are 100% better with 12 sitting at one table than with 25 doing a workshop, the quality of the conversation is much, much better.  And people have more time to think, they’re more confident to talk, they’re able to say a lot more…


       


          Local coordinator H&F
6.3
Developing a recruitment process and recruiting members

The process of recruitment needs to be planned very thoroughly at the same time as developing a clear communication plan to advertise the group and make people aware of its function. Service user involvement can help improve the quality of this process:

We’re still learning the lessons... We sent out a poster far and wide and we thought it was clear, but it wasn’t clear from a service user perspective… So it would be good to have service user involvement in the planning… 


     






       Local coordinator Lincs
A structured process for recruiting service users works well as it ensures clarity about what is expected from people as well as transparency in the selection of group members:

We went through a short-listing process. We had very clear criteria about what we were looking for and we chose the members in that way with a clear auditable process…There were some people who applied, where it was very clear that they still had no real understanding about what the group was about and we were able to discount them quite easily…then in addition we looked at what extra experience or skills they could bring to the group for example we have a neighbourhood manager who works in one of the most deprived areas of Lincoln, he will be able to feed back into that population quite easily… 



  
        Local coordinator Lincs
I was particularly impressed by the recruitment process, having a very clear role description for the service users, so that they knew what was expected of them and what they were being asked to contribute…We’d said we wanted the group to be representative and that enabled us to look at applications in the way as we would a job vacancy, we used very objective criteria, and I found that very, very helpful.   








  PPI staff Lincs 
Given that users expect a user group to provide support, it’s likely that a recruitment drive will generate many calls from people asking for advice about their care. It is important to be prepared for such queries. For example, staff responding to these calls will need to know where to signpost people to services, or have information ready to send out about local support groups.

Selecting group members

The process of selecting group members does not need to involve a formal interview, but it does need to provide a mechanism to ensure a’ good match’. The organisation needs to find people who are likely to work well in a group, and service users need to fully understand their role and be clear about what they are committing themselves to. This can be done via informal interviews by phone or face-to-face:
How do you get people interested – you need to talk to them. Otherwise they are not interested. Communicate your mission and get them to understand what your mission is about.  





        Service user H&F

6.4
Training and support for group members 
Providing an induction

An induction day for group members provides an important opportunity to:

· Provide background information about the organisation they are going to be working with

· Agree a set of ground rules on how the group will work together

· Clarify expectations and describe the different ways that group members might get involved in the work of the organisation
· Let service users offload some of their frustrations and anger with services

During the induction session, the group were allowed to express their concerns and gripes… Once they had had that opportunity, they moved on and the work became much more focused and constructive…So now we don’t have people ranting on…We have ground rules within the group, you’ve had a rant, now what’s the solution?  




 Local coordinator N Mersey
If new members join the group, it is also important that they are given some form of induction prior to starting work:

With new members it’s important that they go through that [induction] process, that you don’t throw them in at the deep end and expect them to understand everything and expect them to somehow get to know the members, you have to think about that induction process for each individual. 

Diabetes UK project manager
Ongoing training and support
Further training or briefing is likely to be needed to provide users with sufficient background information to be able to contribute meaningfully to discussions. It might also be valuable to build their skills to prepare them for different roles: 
You may need to build their capacity and skills to engage in discussions that they haven’t had before – it’s about giving them information so they can make informed decisions.   





  Senior manager H&F
With a group, you can train the service users to be effective in one-off projects… We went through the whole budget in detail [with the group], how you refer patients…. So they understand more of the bigger picture and when they go to these other meetings they’re able to participate…            Local coordinator H&F
What helped was finding out about what a diabetes service looked like, where it’s located, who is involved – we didn’t understand that. If you know where you’re starting then it’s easier to do a measurement of outcomes. So we needed a sense of where we are now.    



        Service user H&F
Providing support and encouragement is particularly important at the beginning, to increase people’s confidence and understanding of their role:

Individual support and phone calls are really important, particularly for individuals who are going to struggle, who are new to the process. They’re definitely the ones you need to be speaking to… 

         Diabetes UK project manager
Key messages
· Set up a user involvement planning group – with the right mix of staff to plan, implement and support all the various stages of user involvement.

· Identify a member of staff with the right skills and experience and sufficient time and resources to recruit group members and facilitate group meetings.

· Ensure you have absolute clarity about the purpose of the user group and everyone involved fully understands their role. It’s essential to differentiate between support groups and user involvement roles.
· Develop clear terms of reference for the user group and role descriptions for group members. This helps users to be clear about what they are signing up to and provides the basis for an open and transparent recruitment process.

· Think about the balance within the group. Try to reflect the diversity of your local patient experience through the recruitment of a mixed group of people.  

· Be prepared to advertise widely to get as diverse a group as possible.

· Provide an induction day for the group – to set ground rules and help the group to work well together.
· Think about building the capacity of users to engage – they may need more information about the range of services available, the work of your organisation and your current priorities in order to know how best they can help you.

7. Lessons about running a user group 

The key lessons about running a user group relate to:

· Developing a work plan and agreeing priorities for action
· Identifying and supporting users to sit on decision making groups

· Running and supporting regular user group meetings 

· Establishing and maintaining communication links with the community
· Regular review and feedback to members
7.1
Developing a work plan and agreeing priorities for action
Developing a work plan and agreeing priorities for action requires negotiation between all the stakeholders involved. Users will have their own views on priorities which may differ from those of the organisation. However for users’ views to meaningfully influence service development and delivery, they need to input into whichever strategic decisions are being made, wherever they are being made. This is essential for user involvement to bring added value to the organisation. Therefore negotiation is required to identify where the users’ and organisations’ priorities overlap and where involvement will make a difference. The key decision-making processes also need to be mapped across organisational structures to ensure users’ views are feeding in at the right places, to the right people and at the right time. The final work plan needs to include a shared agreement about priorities for action and a clear timetable for the user group’s activity.
The steps that can assist in developing a work plan include:

· Briefing the user group so they are aware of the wider context and the ‘live’ issues locally

· Asking users for their views on what the problems are as well as involving them in identifying solutions

· Involving all stakeholders in mapping the decision-making processes and structures 
· Conducting an exercise with the user group to identify their priorities for service development and comparing this with the organisation’s agenda

· Asking users to look at the organisation’s plans and to think about which areas they would like to work on and where they think they could have the greatest influence

· Managing expectations – being clear where there are constraints on the organisation that will limit its capacity to respond to users’ views 

· Finding a common language so that there is a shared understanding of agreed priorities:
There needs to be a clear message about what the organisational priorities are.  There needs to be a fit [with users’ views]…. I didn’t think the users’ priorities were very different… They have not been worded in the same way, but they did very much fit… But the users need to see that they fit…Local coordinator Lincs
There is a balance around appearing to be dictatorial about what they going to do and giving them some kind of framework.  

          Senior manager Lincs 

The work plan will need to be updated as projects are completed and will need to change over time to reflect new and changing circumstances. Therefore regular reviews of the plan need to be scheduled as part of the project planning (see Section 7.6). 
7.2
Identifying and supporting users to sit on decision making groups
Members of a user group provide a useful pool of informed and skilled people who can be recruited to take part in other involvement activities e.g. joining internal boards and committees. In this section we discuss the lessons learnt on recruiting and supporting user group members to become representative on senior level decision-making groups. 

It is good practice to invite at least two service users to join any decision-making group and it is also important to ensure that those individuals are able to speak for others and not just themselves. Some users expressed concern that services might be biased towards the needs of people who have the capacity to attend board/committee meetings, if there isn’t a mechanism in place to bring in other people’s opinions. As Board meeting are typically daytime meetings, it’s often only retired people who have the time to attend:

There’s a possibility you end up with a service that’s been directed by older people – it may become skewed and not suit the younger people…I can’t do it because I still work part-time... I don’t want my service and delivered and influenced by people who aren’t working – I think it needs a cross-section of people to be involved.  





        Service user H&F
One way to ensure this doesn’t happen is to ensure that the two user representatives are familiar with the wider views of their community – via their membership of a user group and/ or consultation with other groups of users. It is important that the Board or committee does not assume that these two people or even the user group can speak for everyone with their condition:
The users need to be very clear about what they cannot comment on, what is beyond their experience and where appropriate make sure they do go out to speak to other parts of the community… they must be clear to the professionals that they are not just going to tick the box for them... 

Diabetes UK project manager
This again highlights the need for effective communication, between the user representatives and the wider user group, and between the user group and the wider community. This needs to work two-ways to enable the diversity of users’ views feed into the decision-making processes and for the decisions to be communicated back out and understood by the community.
The role of the user representative on decision-making groups is therefore quite challenging. They will need a clear idea of what their role involves as well as sufficient support and information to enable them to succeed:

You need a role description so you have an idea of what’s involved…the user reps need to be briefed before a meeting, about the different terminology and what they can expect. They also need a session with the user group before a meeting to discuss the kind of things they want to take from the user group… And there needs to be a de-briefing afterwards.  
         Diabetes UK project manager
They are likely to need access to the same support and information as other members of a decision-making group to be able to contribute as an equal member.  For example they need to have time to build relationships with other group members and to be able to speak to individuals after meetings to follow up what was discussed. Service users do not have the same opportunities to network with colleagues as other staff members, so this may need to be built-in e.g. with pre-meetings, mentoring or informal networking at breaks during meetings.

Preparing decision-making groups for user involvement
If decision-making groups made up of professionals have not experienced working with users before, they may need encouragement to accept user members and training/ support to prepare for a new way of working:
The big issue is about the power base – it’s about being prepared to be challenged and letting go of some of that power. If it hasn’t happened before, it can be a difficult lesson to learn.  


  
  Senior manager H&F
We have a role to persuade groups to have users… You have to take a very tactful approach to get them on side… 

       Local coordinator Lincs
It’s important to do this with established groups, not just those that are newly set-up:

We spent a session with the user group doing that preparatory work…We didn’t do that as well with the network board because the network has been in place for nearly ten years and has a clear work plan…we didn’t do enough work around how will you link with the user group and how are we going to make sure that works effectively. If we did it again we’d do more ground work with them.


Senior manager Lincs

Senior staff can play a very important role here as a communication link between the user group and decision-making group, as well as raising awareness amongst other parts of the organisation about what is being achieved:

Communication is key – I’ve been invited to a number of user group meetings to give feedback on key areas that are going to be developed…I’ve been invited by user reps to feedback to the user group…My role is to ensure that users understand where their work will end up… what I have also been able to do is to show both users and the chief exec where they have added value to the decision making process – my role is to communicate that to all the stakeholders.         









  Senior manager H&F
A critical role is listening and taking messages backwards and forwards – almost acting as a conduit between the various partners and organisations…it’s about managing expectations among the various stakeholders as to what we’re going to do as a result of this user involvement work and how it fits with the bigger picture… which is maybe why we can’t do x, y and z – but we need to do a, b and c – even though they don’t think that’s a priority.   
           Senior manager Lincs
7.3
Running regular meetings

The user involvement coordinator is critical to the successful running of group meetings. They need to be skilled in facilitating groups to keep the work on track:

With any group you are going to get problems, you’re going to get relationship problems with individuals, you’re going to get people who have their own agendas for being involved… and they’re going to keep coming back to that. So I think good facilitation skills are important for that - the group having agreed rules, how they’re going to work and being able to come back to those rules when there are problems.  




         Diabetes UK project manager
They need to be skilled in organising the group meetings and to be able to oversee the progression of work in between meetings. This can place a lot of demands on their time:

It has been pretty full on, because we had this service redesign group going at the same time and also because the user group were meeting monthly. It becomes relentless, you have a meeting then you do the minutes, then you prepare for the next meeting it just feels like there’s never any space and there’s also all the work that’s developing out of the group.          Local coordinator H&F
They also need to manage the practical arrangements to enable the group to function effectively. This includes deciding the times and length of meetings, choosing the location and venues, reimbursing expenses promptly and communicating with group members in a way that meets individuals’ needs e.g. sending out papers in large print. This requires careful planning and means user involvement coordinators will benefit greatly from admin support (see section 6.1):
If you had left it to me I would have made the assumption that it’s really simple to get travel reimbursed – but actually it’s quite difficult. So you need to have those processes sorted out, so you look organised, you’ve already thought about their needs, and makes life easier for everyone. It saved us an awful lot of angst.









Senior manager Lincs
7.4 
Establishing and maintaining communication links with the community
It is important that the user group has strong communication links to other service users in their community, both to bring in diverse perspectives from different groups of users and to take messages out about the work of the organisation (see also section 7.2):

At network level we are currently reviewing our footcare pathway. Members of my group are buddying with other service users who’ve had a recent amputation or who are going through that high risk clinical service, because we don’t have anyone on the group who’s been through that service recently, and they needed users who are in the system now… That empowers people in my group…  

           Local coordinator N. Mersey
[Once] they get a feel for the complexity of how the NHS functions and the reasons why things don’t happen in the way it should, then they become powerful advocates of the process and then they can go out and start to manage the expectations of the wider group of people with diabetes.   Senior manager Lincs
7.5
Regular review and feedback to group members
Regular review of progress and feedback to the user group is essential because:

· Change can be slow in the NHS and users need to know what is happening in response to their input - however long it takes:
We have to re-visit a particular topic because change doesn’t happen overnight, to show we haven’t forgotten what they’ve said…
 Local coordinator N Mersey
You have to go back to the service users and say, ‘You said this, this is what’s happened as a result, this is what hasn’t happened and this is the reason…

Diabetes UK project manager
· It can help to identify new areas of work, or reinvigorate existing pieces of work that are failing to make progress, or help to identify where circumstances have changed:
Sometimes you don’t make any progress at all, you’ve got to re-visit it to make sure it happens….




        Local coordinator Lincs
As the work progresses there has to be feedback saying ‘OK this is where the organisation was when we started, but actually it’s completely changed and we’ve got X amount less budget’. So that transparency and honesty about where the organisation is, is important on an on-going basis…

Diabetes UK project manager
· Users need to know what difference they are making to maintain their enthusiasm and motivate them to continue working in the group
It’s important to feed back the views of clinicians who have contact with the group.






 Local coordinator N Mersey
It’s great to be part of a group where you actually see results….people are actually listening to you. 



          Service user N Mersey

· It can help to identify ways to improve the functioning of the group

It’s a way to make the group feel like a group. What I like to have is a reflective conversation, to say how’s it going, should we change anything?  
Local coordinator H&F
Key messages

· A work plan for a user group needs to set out shared priorities for action in a language that all stakeholders understand.
· A user group needs careful facilitation and ongoing support to help meeting run well and to continue the work between meetings. 

· The group needs to regularly review progress – to know where it has had an influence and to identify where further action is needed. This is vital to maintain enthusiasm and interest amongst group members.

· User representatives on decision-making boards cannot speak on behalf of all users – they can bring the views of the wider user group and may need to consult other users when appropriate. 

· Groups of professionals need training/ briefing prior to inviting user representatives to join them, to prepare for a new way of working and for sharing power.
· Involved users provide valuable communication links with the local community.
8. Lessons about evaluating user involvement

Evaluating user involvement is a complex process because:
· Different stakeholders will have different views on what success looks like.
· There are numerous stages to user involvement and any impacts may be years down the line.
· It takes time for user involvement processes to be set up and then to run effectively so there may be a time lag between starting user involvement and seeing any change.
· User involvement often involves multiple processes running at the same time over a long period of time, e.g. a user group running at the same time as user representation on decision-making boards. This can make it hard to link outcomes to specific processes or events.

· Any user involvement activity can have an impact in a number of areas, including a direct impact on services, impacts on the attitudes and awareness of professionals involved, impacts on service users themselves – all of which can interact to bring about additional and unexpected changes in the future. It can be difficult to precisely define these direct and indirect effects of involvement and their consequences.
The key lessons learnt about evaluating user involvement in this project relate to:

· Multiple success measures
· Multiple perspectives on what constitutes success

These will now be discussed in turn.

8.1
Multiple success measures

As with any project, if there are clear aims and objectives at the start of user involvement, then it should be possible to assess whether these are being achieved throughout the life of the project. However, given the length of time it takes to establish effective user groups, it is important to develop both long and short-term objectives to ensure success can be measured at all stages. For example, in the first year of involvement the objectives might relate more to the process – recruiting, training and supporting users to get the to the point where they have the skills, confidence and information they need to start influencing decisions. Once the group is established, there maybe more medium-term objectives around making changes to services. The ultimate objective ‘to improve services and make them more user-centred’ may take years to achieve. Therefore any success measures used as a means of evaluating involvement need to reflect the natural evolution and gradual steps in the process:
There will be milestones in all the process of planning and establishing and supporting the group to get to the position where it’s functioning effectively – that’s a big chunk of work…so you need success criteria around planning and management and then success criteria around the user group leading and starting work…  





          Senior manager Lincs
Once user involvement has led to a change in services, then new success measures will need to be introduced to assess the impact of that change. These need to specifically relate to the change that has taken place. 
Therefore success measures need to be flexible and relate to specific pieces of work. This means they cannot all be established right at the beginning of user involvement, and new measures will need to be introduced as the work progresses:
It’s not something you can evaluate just at the beginning, middle and end. It’s something that needs to be ongoing…     


        Service user H&F
Success is not just about meeting what the targets that were agreed at the beginning of involvement – those are important… it’s more about the journey and what people have learnt during the journey, what they will do differently to improve the commissioning process - and ultimately the service design and patient experience.    





  Senior manager H&F

8.2
Multiple perspectives on what constitutes success
Some of the impacts of user involvement in this project may at first sight seem quite small. This might lead some people to question the value of investing in the lengthy and labour intensive process to set up a user group, if the outcomes are, for example, simply about changing the time of a clinic or producing a leaflet. However, there are many different perspectives on what constitutes success and it is essential to consider all of these views to properly evaluate the impact of involvement. For example:
· Such small practical changes can in fact represent major shifts in attitudes and culture within an organisation, demonstrating a new willingness to listen and respond to service users’ views. These kinds of cultural changes are some of the hardest to achieve and the most difficult to measure:
One of the success criteria for me has definitely been winning the hearts and minds of the healthcare professionals involved, so that they start by assuming that they need to involve people… And this is the way that the organisation becomes more accountable for the way it makes decisions… So what purists would judge as success isn’t necessarily the same as the participants.  

Diabetes UK project manager
· From the service users’ perspective such small changes can represent a major improvement in their experience of services and the quality of their care – for example if they have struggled for many years in the absence of information about local services, a leaflet which has the information they need will be of enormous value:
To make a difference, like the leaflet… if I had seen that in my clinic, that would have been a massive help to me. It’s doing things like that now, that will help people that have diabetes in the future, they will start seeing there is something out there…






      Service user Lincs
· Seeing such changes can give service users’ a sense that their involvement is worthwhile and is essential to their continued motivation and enthusiasm to stay involved.
Group members feel they have made a contribution however small and…feel that they are part of a group that is listened to and that they are not on another ‘tick box group’. 





 Local coordinator N Mersey
· Such changes can represent ‘quick wins’ generating buy-in and enthusiasm amongst a much wider group of stakeholders – for example clinicians will be impressed if users’ recommendations to improve the invitation process and letters to patients within retinal screening result in increased attendance of screening appointments.
· The process can be as valuable as the outcome. For example in Lincolnshire, the process of writing a leaflet proved useful in informing the group about the range of services in their area:

The process that went with it gave the users an opportunity to look at the different services and discuss what they should look like… so it was part of their learning... that was just as important as the leaflet at the end of it.    
Senior manager Lincs
· For some stakeholders, there may be long-term consequences that are more significant than the immediate outcome. For example in Lincolnshire, the user group produced a leaflet describing what services diabetes patients could expect to receive. The senior commissioner saw this as an opportunity to improve feedback on services. She hoped that if patients became more aware of what they should expect from services, they would be better able to identify the gaps in provision. This would then produce more useful patient feedback to inform any future service commissioning. The benefits of the leaflet were therefore expected to go beyond the immediate provision of information to patients. 
Given the complexity of the different perspectives on ‘what counts as success’ in terms of the outcomes of user involvement, it is important for any evaluation to consult a wide range of stakeholders and include a range of success measures. This will ensure that the evidence of impact will meet the varying needs of the different audiences.

Key messages

· Evaluating user involvement can be complex – as there are many different potential areas for impact and the outcomes can be difficult to measure.
· Success measures need to evolve in parallel with user involvement by identifying short, medium and long-term objectives and assessing whether these have been achieved. As changes are made in response to involvement, specific measures need to be developed to assess impact.

· Different stakeholders will have different ideas as to what constitutes successful involvement and what changes are significant in terms of improving healthcare. Therefore any evaluation needs to include these diverse perspectives on success and ensure that the evidence of impact that is collected reflects the interests of a diverse audience. 

9. 
Further advice from service users

As part of the evaluation we asked the service users who have been involved at the three project partner sites for their advice to commissioning organisations and to other service users who might be considering getting involved. This advice is summarised below.

Advice to commissioning organisations

· It’s important that the group has a clear purpose – a lot of people who turned up at the beginning thought the group was about diabetes education.

· Have a good leader - a person who knows the service providers and can introduce them to the user group so they can listen to what we have to say.
· Get the right people – this group has been biased towards type II because they have an older profile – the older you get the more time you have for these sorts of things – it’s difficult for working people to give up time.
· To engage a younger group – use technology – video conferencing on internet. Young people – they not going to come and sit in a room with us.
· You need GPs and diabetic nurses – to tell us about the groups. Be prepared to advertise widely to get as best a representative sample as possible. Plaster it everywhere – inform as many people as you can and you’ll catch more – ads on radio – every hospital.
· Remember our time is not free, and to value and act on what we say/ advise.

· One meeting cannot cover every issue relating to diabetes – you need to bring in people with a particular interest.
· You should include at risk people in the group – strengthening the preventative role.

· When somebody new comes to the group, put them with somebody more experienced to guide them through that day’s events. Next time they come they will know what’s happening.

· Be prepared for success and failure.
· Ensure all members have a voice, as some members can dominate more than others.

Advice to service users

· Understand clearly that this is not a patient education or support group. It’s function is to improve local diabetes service through patient feedback, participation in NHS diabetes committees and specific projects. 

· If you are unhappy with NHS services and believe there should be change, join the group.

· Be prepared to commit to attending as often as possible. 

· Come along, share your experience and many doors will open! It has for me.

· Be prepared to be pragmatic and realistic about what might be achieved ultimately.

· Set some rules – it’s not a talking shop for your diabetes. Be prepared to listen not talk.
· Speak when you have something useful to say. Don’t be afraid to express views that are different to the majority of the group.

· Remember you are the expert and don’t be intimidated by doctors. 

· Be relevant and not keep relating personal experiences. Your contributions should be developed for the good of all – not a personal agenda. 

· Don’t be frightened when you come to a meeting like this – something will flick switch – and you’ll remember something – it doesn’t matter how trivial you think it is – it may be happening to a couple of hundred people – it’s only saying it that raises awareness of it – but you need to be here to do that.

· I’ve learnt a lot from the group – more than from the NHS.

· You will gain tremendously in knowledge and self-esteem.

Advice for those sitting on a board or committee
· Remember you’re the same as them – if they are talking in their language, abbreviations etc – just say ‘I don’t understand, if you’re expecting me to come to these meetings then give me the information I need to be able to participate’. 

· Be prepared to read a lot of paperwork and learn the lingo. It’s about understanding a different language. Have time to read outside of the meetings.

· It will probably be daunting at first – but as long as you receive ongoing support you will be fine.

· You have to establish credibility with the organisation.

10. Conclusions
In this final section we consider the strengths and weaknesses of the approach that has been used to set up a user group at the three project partner sites as well as the factors that have contributed to its success.
10.1
Strengths and weaknesses of this approach
There are several aspects of this approach to user involvement that have worked extremely well. In particular the support provided by Diabetes UK has helped with providing a structure for the user group, a transparent recruitment process, clarity about roles and terms of reference for the user groups:

I thought that was a useful template that you could used for any user involvement work. 
    

    




  Senior manager H&F
The approach has helped to recruit a diverse group of service users which has given the groups more credibility with senior staff. The individuals who have strong links with the local community have been able to access to the views of a larger group of people with diabetes, (e.g. through membership of support group, voluntary groups etc) and have thus been able to provide input that is not just based on their personal experience. All group members have also developed in confidence and knowledge over this first year, and thus increased their capacity to get involved in decision-making and to have influence. This highlights the importance of informing and supporting groups to increase their capacity to engage.  

The user groups have already had an impact at the three sites (see Section 4) and group members have joined various strategic level boards, influencing the attitudes and awareness amongst senior staff as well as shaping strategic decisions about services.

However this approach (setting up a user group that meets regularly) cannot be the only mechanism for user involvement. This is because the process only works for certain groups of service users and inevitably some voices will be left out. Other groups - including young people and people in full-time employment, people who are unable to travel – need to be involved through other means:

In one of the groups they did explore changing meeting times to 4-7pm, but they still didn’t have that many working people there…Definitely there were voices that weren’t represented in the group… and definitely you would need to think which voices do we need to hear from… what voices aren’t being heard, and how do we engage with those voices. 


         Diabetes UK project manager
In H&F, the user group planned to test out their ideas with other groups of service users as part of the development process:

We’re going to go and test our Personal Charter with different groups of people, so we’ve taken it to a group of interpreters to think about what needs to happen if people don’t speak English, we’re going to go to a group of people with mental health needs and diabetes and a group of people with learning disabilities…a LGBT group, various groups, a group of young people, a group of parents to discuss its use…before it’s finally designed.
          
          Local coordinator H&F

It is therefore important that a strategic approach is taken to user involvement that aims to include a diversity of involvement mechanisms that are fit for purpose and also change in response to the needs of the organisation:

The emphasis should be on deciding your aims and taking your approach from those aims, so make the aims be the starting point, rather than your approach to involvement…With something like service re-design which is very discrete, then I think it would be a lot easier there to say OK, we need to do the user involvement to feed into the service re-design in this way. When you get to the stage of implementation, you need to think OK what do we need now? Is it a different type of involvement we need to monitor and evaluate the implementation?

         Diabetes UK project manager
10.2
Factors contributing to its success

As with all user involvement, some of the factors that were thought to be important for the success of this approach were the individuals involved – both staff and service users – and in particular their skills, experience, commitment, hard work and enthusiasm. There is no doubt this has contributed to the success of the user involvement at all three sites.

Looking across all three sites, it seems that the following factors are critical to ensuring that a user group is an effective approach to involvement:
· Linking involvement to decision-making

It is essential that any user involvement activity feeds directly into decision-making processes at the appropriate level, for involvement to be able to lead to change. Otherwise the efforts of service users will be wasted. Some service users expressed frustration at not being able to influence the right people:

All of us I would imagine have had to work at some point in our lives and make decisions…it appears to me that the people sitting on this board can’t make the decisions and that isn’t right. We can’t seem to get to the decision maker… 

Service user Lincs 
However, this project has also revealed that it is not a simple process to map decision-making across an organisation, as many different types of decision take place at many different levels. This highlights the need to get users involved at all levels, to take a strategic approach to involvement that links users to key decision-making committees/ boards and ensuring there is widespread acceptance of the need to consider users’ views amongst all staff:
When we’re talking about the decision-making process, it can’t be seen as being in one place, there’s a clinical level, there’s a financial level, there’s an executive level to it, it’s not all in one place.  


        Local coordinator Lincs
· Allocating sufficient time and resources

Setting up and running a user group is a resource intensive process. All the sites found that it took more time than they expected to initially recruit group members. There are also ongoing demands on local coordinators in terms of managing group meetings and ensuring continuity of the work between meetings. There can also be a great deal of follow-up activity around taking forward users’ ideas, e.g. carrying our further consultations. Depending on their availability and capacity, some of the user group members can carry out this work. However, the local coordinator has an advantage in knowing how best ‘to play the system’, knowing where to take the ideas and who to speak to, in order to have an influence. This means that the member of staff supporting the group has to have sufficient time and support themselves, not only to run the group, but also to integrate the group’s ideas into the work of the organisation.

· Selecting a skilled member of staff to support the group
The staff member supporting a user group needs a distinct set of competencies and skills. This means that user involvement is not simply a task that can be added to another role. It also means that if the staff member does not already have these skills, they will need training and support to develop them:

When you’re engaging people you need a different set of competencies and skills…Yes those skills can be learned… but I think it’s something that shouldn’t be taken lightly, it requires a lot of time, effort and resources… it would be foolish... to think that you can add it on to someone’s role… I think it’s crucial to have a committed member of staff who has the right skills and competencies to drive user involvement forward.  
     


  Senior manager H&F

· Support for staff and service users
The local coordinators described the value of getting support from other teams in their organisation both to establish the group and to provide ongoing support. For example, communication teams have been helpful in the initial recruitment stages and community engagement teams have provided valuable expertise in involvement.
The pilot sites also report having gained considerably from the support of Diabetes UK, particularly at the very early stages. The role of the Diabetes UK project manager was key. In addition, the local coordinators have been able to learn from each other. A similar peer support/ shared learning model would also be very useful for the service users involved to help build their capacity for involvement. In planning user involvement, it is therefore also important to think about how to build-in informal and formal mechanisms to promote shared learning and support - for both the staff and the service users.
10.3
Concluding comments
Developing effective user involvement is not easy.  It requires tenacity and determination, and the fact that each of the three pilot organisations succeeded in developing and supporting ongoing user groups at a time when the NHS and particularly primary care organisations were in a state of flux, is a testament to the staff and service users involved both locally and at Diabetes UK.  

Many of the lessons that have emerged from this project and are discussed throughout this report are not unique to involving people with diabetes. We encourage all commissioning organisations to consider these lessons when planning any user involvement in any area of planning and commissioning health and social care.  
Appendix: Definitions of terms and acronyms used

We have tried to use plain English in the writing of this report.  However, there are some terms we have used which may require definition. These are:

Decision-making group:  A group within an NHS organisation that takes decisions at a policy or strategic level.  In this project, the decision-making group was the diabetes network board or the service re-design group.  
Local coordinator:  Describes the member of staff at each of the pilot sites who was responsible for the day-to-day implementation of the User Involvement in Local Diabetes Care project.    

Project manager Diabetes UK:  The manager employed by Diabetes UK to support and oversee the User Involvement in Local Diabetes Care project.
Project partner or pilot site:  We have used these terms to describe the three organisations which took part in the User Involvement in Local Diabetes Care project
Service user / user:  Diabetes UK defines this as “an umbrella term used to describe people living with diabetes (people with all types of diabetes, their carers and/or parents).”  It should be noted that this project focussed on services for adults with diabetes and therefore did not seek to involve parents.    
User group:  We have used this term to describe the groups of service users and carers set up by each of the pilot sites.  
User involvement:  This means involving relevant groups of service users, or representatives from groups, in a dialogue about the commissioning, planning, evaluation and decommissioning of care services.
The following acronyms have been used:

H&F – Hammersmith and Fulham Primary Care Trust

Lincs – Lincolnshire Primary Care Trust

N Mersey – North Mersey Diabetes Network

PCT – Primary Care Trust

� It should be noted that the other two pilot organisations did not pay an honorarium to user group members.  
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