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1. Introduction
Tide (Together in dementia everyday) is a UK wide involvement network for carers and former carers of people with dementia. The network developed out of the Carers Call to Action, part of the Dementia Action Alliance. The core purposes of Tide are:
· Challenging the perceptions of carers of people with dementia in society 
· Campaigning for better support for carers of people with dementia 
· Influencing government, legislation and policy 
· Speaking on behalf of people who can’t speak out for themselves 
· Providing carers of people with dementia with the tools and confidence to help themselves and others 
· Educating people, organisations and the public on the important role that carers of people with dementia perform 
· Connecting carers of people with dementia with each other. 
The Big Lottery Fund (BLF) grant was to focus specifically on the following outcomes: 
Outcome One:  Current and former carers will gain confidence and new skills that will increase their ability to influence positive changes in policy, commissioning and services.
Outcome Two:  Carers of people with dementia (PWD) report feeling less isolated and their health and wellbeing improved as a result of peer support through this project.
Outcome Three: Development of policies, research, education, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the ‘tide’ network at a local, regional and national level.
In January 2017 Tide tendered for an evaluator to assess their 18 months Big Lottery Accelerating Ideas grant on The Phased Roll Out of Tide in Liverpool and Manchester City Regions. The following report focuses on the period of the Tide roll out in these areas: April 2017 to March 2018.
An initial workshop with Tide developed each of these outcomes into a Theory of Change for the project. 
Note on the evaluation
Arc were appointed as the evaluator to the Tide roll out in April 2017. The initial intention was to produce a summative evaluation to report in September 2018, 6 months after the end of the 12 months of grant funding. However, organisational and sustainability pressures have led to the need for an earlier summative report. This is against the background of Tide seeking further Big Lottery funding from March 2018. 

2. Policy context

Introduction 

The Prime Minister’s 2020 challenge on dementia in 2015 and the Care Act 2014 changed the landscape in which carers of people living with dementia lived and are recognised. The Prime minister’s challenge set out to make England: 

‘the best country in the world for dementia care and support and for people with dementia, their carers and families to live.’

The Care Act (2014) for the first time assured the rights of a carer to an assessment of need alongside that of the person they care for, making:

‘integration, co-operation and partnership a legal requirement on all agencies involved in public care, including the NHS.’ 

The landscape set out in these acts has been further developed into practice through the aspirations of the NHSE Five Year Forward View (5YFV) to develop ‘a new relationship with patients and communities.’ This to include not only working better to support carers but also working with the voluntary and community sector to do this, to:

‘help shift power to patients and citizens, strengthen communities, improve health and wellbeing, and—as a by-product—help moderate rising demands on the NHS. So rather than being seen as the ‘nice to haves’ and the ‘discretionary extras’, our conviction is that these sort of partnerships and initiatives are in fact precisely the sort of ‘slow burn, high impact’ actions that are now essential.’ 

Key successes from the first years of the 5YFV and the PM’s Challenge are the increase in rates of diagnosis for dementia and the number of people who are now Dementia Friends. Important to the next stage is the identification and support of carers. 

This suggests a policy context in which the needs of carers are considered and engagement is to the fore. However, the evidence on the implementation of the Care Act (2014) suggests that the potential within it is not being realised. Opportunities to give equal weight to the needs of carers are being missed, along with a failure to engage carers in developing services. The extent to which implementation is happening locally is very variable for example, almost half the respondents to a survey of people with early onset dementia felt their carer was not, or was only sometimes, getting the support they needed in their caring role.
 Many carers were under-informed and over-burdened, with the provision of information, support and services lagging behind their needs.
 The pressure of funding experienced by Local Authorities was identified as a barrier to making changes under the Act. 

It is against this background that Tide developed the outcomes in their Big Lottery grant and sought to facilitate change for carers. 
Rights agenda

Following on from the PM’s Challenge 2020, in 2016/17 Tide worked with other organisations and the Alzheimer’s Society to develop the Dementia Statements. Based on the Equality Act, the International Human Rights Act, the UN Convention on the Rights of Persons with Disabilities,  Health and Care Legislation and Mental Capacity Legislation, the statements set out what is essential to improve the lives of people living with dementia and their carers. 

These statements were developed by people living with dementia and their carers. 

The person with dementia is at the centre of these statements. They represent everyone living with any type of dementia regardless of age, stage or severity. 

The “we” used in these statements encompasses people with dementia, their carers, their families, and everyone else affected by dementia. 

These rights are enshrined in the Equality Act, Mental Capacity legislation, Health and care legislation and International Human Rights law.

· We have the right to be recognised as who we are, to make choices about our lives including taking risks, and to contribute to society. Our diagnosis should not define us, nor should we be ashamed of it.

· We have the right to continue with day to day and family life, without discrimination or unfair cost, to be accepted and included in our communities and not live in isolation or loneliness.

· We have the right to an early and accurate diagnosis, and to receive evidence-based, appropriate, compassionate and properly funded care and treatment, from trained people who understand us and how dementia affects us. This must meet our needs, wherever we live.

· We have the right to be respected, and recognised as partners in care, provided with education, support, services, and training which enables us to plan and make decisions about the future.

· We have the right to know about and decide if we want to be involved in research that looks at cause, cure and care for dementia and be supported to take part.

These national  changes have developed alongside a worldwide move to set dementia within the Human Rights movement that is embedded within the PANEL principles of human rights in practice. 

Participation: People should be involved in decisions that affect their rights. 

Accountability: There should be monitoring of how people’s rights are being affected, as well as remedies when things go wrong. 

Non-Discrimination and Equality: All forms of discrimination must be prohibited, prevented and eliminated. People who face the biggest barriers to realising their rights should be prioritised. 

Empowerment: Everyone should understand their rights and be fully supported to take part in developing policy and practices which affect their lives. 

Legality: Approaches should be grounded in the legal rights that are set out in domestic and international laws.

The rights movement seeks to embed these principles for both the person living with dementia and their carer. The Dementia, Equity and Rights comprehensive report
 argues that a rights-based approach that focuses on the individual is key to providing the best possible care and support. 
Tide's Big Lottery Funded work is located as part of this wider stream of thinking related to developing a rights-based approach to dementia and carer support
. Herein, the particular needs of carers of people with dementia would be acknowledged, and their human rights accounted for in policy and practice. Moreover, carers themselves would be engaged and involved in making this change using their knowledge and skills as experts by experience who are able to challenge professionals and make change happen.

Social movements

The legislative changes discussed above have developed alongside changes to the delivery of health and social care where collaboration, in particular between the public and the voluntary sector, is presented as a solution to many of the challenges facing public services. 

The promise of collaboration is great. The hurdles are significant. And successful efforts can provide key lessons to those who are trying to make collaboration work for themselves and their own organisations.’
 

In this context collaboration is a way for services within systems to work together to provide outcomes for the public, whose involvement, in turn, may sometimes be seen to be crucial to achieving successful outcomes. Underpinning this is a whole system approach where no one individual or organisation can solve the range of problems effectively on their own. One characteristic of this approach is to:

‘Use public money to invest in, build and influence the system, to support and enable other parts of the system to play a role in achieving positive change.’
.

One area where collaboration has been discussed as the way forward is in Social Care. Whilst professional boundaries have been identified as a barrier to collaboration the evidence suggests that: 

‘a focus on the service user can help to overcome these professional boundaries.’

This supports the view that a shared purpose is key to developing effective collaborative working in this context, at this time. 

This view of collaboration as key to change has been identified as part of the wider change in public services from deliverers of services to populations, to developing services with populations, more commonly summarised as co-production
. Difficulties in co-production to some extent mirror those experienced in the commercial world with regard to system change and behaviours. However, in terms of change within health or social care settings there are added challenges in terms of the change required from an expert based system to one based on shared knowledge with professionals giving up some of their power. 

More recently this type of system change has been described as a social movement whereby a ‘distributed leadership’ leads change across the health and social care system
. This ideological model is one which aligns with Tide’s aims in terms of developing and supporting carers to have an impact on policy and practice. It also provides a model for further development and suggests some of the barriers and resistance that Tide can expect to encounter such as disengagement of professionals
.      

To create social movements within health is to transform the way that the NHS works and how the NHS relates to people and communities, referencing A Social Model for health
, the NHS involvement hub argues that: 

‘those who have been involved in the commissioning process (planning, buying and monitoring) health services are more likely to be informed about health and health services; they will therefore be better placed to manage their own health and be involved about decisions relating to their care and treatment.’

The organisational vehicle for carrying this change forward within the NHS are the Sustainability and Transformation Partnerships (STPs) set up in 44 different areas of the country. These areas are to look at new ways of delivering NHS services to improve quality, health and wellbeing and efficiency. Key to these developments are working with local communities using the six principles of: 

· Care and support is person-centred: personalised, coordinated, and empowering

· Services are created in partnership with citizens and communities

· Focus is on equality and narrowing inequalities

· Carers are identified, supported and involved

· Voluntary, community and social enterprise and housing sectors are involved as key partners and enablers

· Volunteering and social action are recognised as key enablers

This suggests new ways of working that are rooted in co-production, where services are delivered with and by those using them, with a specific focus on carers. 
This way of thinking has been characterised as a people powered movement by organisations such as (New Economics Foundation (NEF) and NESTA who see the potential of communities to deliver changes in the wider health system by: 

1. Recognising and building upon the influence and control that each person brings (power sharing)? 

2. Having conversations that enable people to feel safe and ready to take action for themselves (enabling language)? 

3. Helping people define their own purpose and plans, and responding to their individual needs (tailoring)? 

4. Offering practical and emotional support that helps people take and sustain action, then stepping back as they build confidence to take action alone (scaffolding)? 

5. Helping people connect with and take action with other people they identify with (role models and peer support)? 

6. Expanding opportunities for people to take action (opportunity making)? 

7. Sharing information between practitioners and the people being supported (transparency)?

The value of this lived experience and the assets that experts by experience bring are now starting to be valued not only within the voluntary and community sector but also within the NHS and Local Authorities as witnessed by the thinking behind the Care Act (2014) and the 5YFV. However, enactment of these principles is still patchy. As noted in the 2017 report on The Lived Experience which identifies barriers such as: 

· Attitudes towards experts by experience: People without lived experience can sometimes find it difficult to believe and take seriously the experiences of those who have first-hand knowledge, or understand that they also want to create and lead social change. 

· Lack of equitable and inclusive opportunities: There is often an expectation that experts by experience will volunteer their time for free for social change. 

· Storytelling: The sector’s obsession with ‘giving voice’ to people affected by social issues can be a powerful tool to influence social change. However, our preference for ‘story’ may mask the true substance, insights and knowledge that lived experience can bring to wider social purpose work. 

· Lack of funding and collaboration: Smaller grassroots organisations are vital in this field because they often provide better avenues and opportunities for experts by experience to drive social change. 

Other reports suggest that changes in terms of engagement of experts by experience can be slow with organisations resistant to making the changes required both in terms of how work is done and who does it. 

Tide’s Big Lottery funded work can be located within this developing narrative of a social movement: enabling carers to become agents of change both using and securing their rights. This development aligns with other social movements within health and social care where organisations can help communities take action:

· Start by recognising and building on energy, assets and activities that already exist in the locality, wherever possible making different groups and organisations aware of each other and enabling them to work more closely together. 

· Social movements are often started by one or more champions who will drive the change from the start. This can be a challenging role with many barriers along the way. It is important that the champions look after themselves, find support from allies and reach out and engage with other like-minded individuals. 

· Keep reaching out beyond those who are already involved in local action; make sure marginalised minority groups are engaged on terms that make sense to them; encourage and enable people to talk to friends and family about health and care issues. 

· Focus on local health and care staff as well as residents in the locality; value them and help them to adapt the way they think and act to the new direction of travel. 

At the start of the Big Lottery grant period all these narratives were coming together. Whilst not without obstacles the Tide journey illustrates how they can be turned into action and the barriers to doing so.  

. Figure 1: the policy context 
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3. Tide roll out in Liverpool and Manchester City Regions
We identify three broad activity stages for the project. These were: 
Stage 1 April to Sept 17 – Set up, development and early influencing opportunities; 
Stage 2 Sept to Dec 17 – Reconfiguration, focusing on Carer Development Programme (CDP) delivery and influencing opportunity delivery; 
Stage 3 Jan to Mar 18 - CDP delivery, carer led event and influencing opportunity delivery. 
Stage 1
Work, in Stage 1, emphasised developing the CDP, building the staff team and engagement with a wide range of stakeholders across Liverpool and Greater Manchester City Regions, and nationally. Recruitment of staff members took a considerable amount of the Chief Executive's time and effort. The last member was recruited to the Liverpool team in August 2017. Key roles for the roll out were an Operations Manager to cover the North West, and three part-time Care Engagement Leads, each to cover a different geographical area. Initially the Carer Engagement Leads were tasked with: 
· getting to know the Tide offer for carers; 
· building up contacts with local groups, commissioners and carers across the Liverpool and Manchester City regions;
· pulling together a charter to allow carer groups to affiliate;  
· developing and piloting the modules for the Carer Development Programme.
The Carer Development Programme was a major piece of development work that involved the following modules, delivered either separately or together. The modules were:
Tide Induction – a short introduction to the Life Story Network and Tide, how carers and former carers can become more actively involved and what personal development opportunities will be provided to enable them to be effective in their roles. 

Maze Runner – an introduction to the ‘maze’ of current legislation and health and social care structures for understanding where best to influence. 

Presenting to Influence – this module focuses on developing the essential skills and knowledge to present with impact. 

Listening and Speaking to Influence – empowers to effectively communicate with influence in a variety of situations when working with policy-makers and other professionals about what needs to change. 

You Can’t Pour from an Empty Cup – appreciating that it can be incredibly difficult and emotional when speaking about one’s personal caring experience and, this module enables carer members to understand how to look after their emotional wellbeing on their journey with Tide and beyond. 

Stage 2
In Stage 2, after September 2017, difficulties in engaging sufficient carers within a restricted time period were acknowledged and the team reflected on what was possible within the remaining grant period. Agreement was reached to refocus on a smaller area – predominantly Manchester City Region where the Dementia United programme presented an opportunity in terms of carer involvement, with much more limited interaction with Liverpool City Region – and to limit the delivery of the CDP to a subset of the originally planned courses.  
During this period, as in Stage 1, carers were supported by the Carer Engagement Leads to deliver influencing activities at the national level, for example, at the UK Dementia Congress. Carers were invited to speak and become engaged in national policy and practice workshops; and practitioner sessions.
Stage 3
In Stage 3 The project responded effectively and promptly to the loss of two key staff members: one of the Carer Engagement Leads and the Operations Manager. It sharpened its delivery focus in favour of four activities. These were:
· increasing the depth of stakeholder engagements; 
· increasing the diversity of Tide carers; 
· improving individuals’ influencing opportunities; 
· organising a large carer-led Conference in Manchester.
The broad net set out in Stage 1 to identify and engage stakeholders was refined over the course of the project as relevant and sufficiently committed stakeholders were identified. 
The appointment of a specialist in Media and Communications in January 2018 allowed Tide to further sharpen its message, and method for engaging carers, looking at campaigns focused on particular groups e.g., young carers, BAME, LGBT and Male carers. The need for this was identified as an early priority and was a key appointment for Tide, both in terms of improving its reach, and in terms of retaining meaningful connections with organisations and individuals who were already engaged. It is also an important post in terms of carrying forward the message of Tide more widely and developing a social movement. 

4. Findings
This section details the summative findings of the evaluation. It considers how far the three central Big Lottery Fund (BLF) outcomes have been achieved. In doing so we explore the mechanisms that seem to underpin these achievements, taking account of the points made in the commentary above and identifying strengthening and inhibiting factors experienced by the project. Case Studies are interwoven to illustrate how the project delivers its work against each of the three BLF outcomes.
The findings draw on the following sources of data:
· Repeated stakeholder interviews (12)
· Repeated staff interviews (8)
· Single stakeholder interviews (6)
· Single interviews (2)
· Repeated carer and former carer interviews (15)
· Tide project monitoring data
· A quantitative measure of carer's experienced isolation; wellbeing; positivity; control; confidence to challenge professionals; and confidence to influence others.
· Carer diaries
· Repeated staff diaries
· Network analysis 
The 'theory of change', jointly developed at a broad stakeholder workshop at the beginning of the project, guided both the delivery of the work and the evaluation. The logic model associated with this theory of change is presented for each outcome in Appendix E.
The clarity provided by the theory of change ensured that the evaluation was focused on an appropriate understanding of the work being delivered and driven by the project's beliefs about how the mechanisms they deployed would generate the desired outcomes. In relation to the three BLF outcomes, five hypotheses were formally tested using the quantitative carer measure.
Appendix A contains the results from statistical analyses conducted on the Carer Measure data.
Appendix B contains further details of the methodology. 
Appendix C contains the literature review. 

Appendix D contains the network analysis
.
Outcome 1 - Current and former carers will gain confidence and new skills that will increase their ability to influence positive changes in policy, commissioning and services.
Evidence: Hypotheses were tested (Holm-Bonferroni corrected (p<0.1)) relating to Tide’s activity with carers. These suggest:
H4 - Confidence to challenge professionals in health, social care, housing, government and employers, is likely to be increased
H5 - Confidence to undertake influencing activities to affect practice, policy or research is likely to be increased.
Some carers reported changes to capability and skills; in particular the skills and capability to manage their own emotions while attempting to influence others. The positive changes identified by the carer measure were supported by qualitative data.
"At the point I got the maze runner course I was just plain livid I was just so angry with everything everybody. At any hospital appointment I go in with my heckles raised straight away. Maze runner gave me so much information that it immediately calmed all of that down. Tide has given me a much clearer focus, if I'm not getting anywhere with somebody I can then come back with some very clear information, legal grounds for actually having to seriously consider what we have to say". 
"In very practical terms there was some learning that was valuable to me ... they give you something, they help you to manage your emotions." 
"it wasn't just about supporting me doing a care role, it was supporting me in life skills, life, my personal life as well." 
"It gave me more confidence and actually some very useful techniques just to be able to overcome things like nerves or in order to able to remember facts and figures more. Just little aids that will support you when it comes to do that" 
"I'm presenting at delirium day soon. I've got the edge now... It's going to be a much better presentation, they think I'm going to just site there, but actually it's going to be rather more dynamic. Getting people to the person rather than the label... It's about highlighting who he is as a life, how he's got to this stage in his life, which is not just about dementia." 
This qualitative data describes specific examples of changes that result in carers being able to be more effective in their day to day relationships with the health and social care system.
Another carer ascribed her change in confidence from the Maze Runner programme as being an important factor in her decision to apply for an influencing role:
" [relating to the joint authority] … recently a new job had been created for an independent chair-come-carers champion which I've applied for. I wouldn't have done that, a month ago and I'd of looked at it and thought 'yer right'. But I'm pretty fired up about it and I want that level of access." 
Not only carer confidence but carer willingness to influence on behalf of others has sometimes been affected:

"I do know that TIDE do ask people to speak at other forums or in large groups or present to other professionals and prior to that I was thinking well no I won’t like to do that. However, I feel more confident now. So should it be appropriate then I feel not only would I be able to then I'd like to do that"
Other carers have spent time influencing the understanding of professionals at conferences and by participating in national policy debates on a range of issues such as Advanced Care Planning, End of Life Care, Dementia Care in hospitals, the Dementia Statements, dementia rights, developing outcome measures for people living with dementia and their care for the NHSE
"Some of [the professionals in the audience] hadn’t realised what was involved. [I] changed their understanding of caring for someone with dementia." 
Reach: While the breadth of contacts within the carer and former carer network has expanded across the region, until very recently the reach among those who have an in-depth engagement with Tide has been less than initially planned. Few men, few non-white people, and, compared to the project’s early ambitions, a smaller number in total have participated in the Carer Development Programme (CDP) activities (44 attendances, including some people attending more than one course). 
Supporting the literature, staff reflection is that a lot of time is needed to engage carers, in particular those from seldom heard groups. Further time is then needed to support their engagement in Tide activities, and in engagement with professionals. This is particularly difficult when seeking to engage with carers of people living with dementia as no condition specific record is kept. The Chief Executive described the acceptance of a short-term grant as a regret, wishing that she had campaigned for a longer period of funding to allow for carer engagement. 
A key aim for Tide going forward is to widen the reach of the network and in particular the Carer Development Programme. The work in Rochdale with BAME communities is an important part of this, as is the links being developed with Meri Yaadain in Bradford. Other groups that Tide are seeking to engage include male carers and young carers. Further discussion on engagement with seldom seen groups can be found in the literature review in Appendix C.
Difficulties in engagement are supported by the literature on developing this type of change
 which suggests that engaging carers, in the type of social movement envisioned by Tide, involves work bringing up the carers so that they can see the value they bring as experts by experience. Recently this have been characterised as a focus on ‘what is strong, not what is wrong,’ with the American Asset Based Community Development model (ABCD) starting to receive a degree of attention by mainstream organisations including the NHS. This approach seeks to make changes to how people think and work with both individuals and communities. It is based on the principles of being:

1. Citizen-led

2. Relationship oriented

3. Asset-Based
4. Place-Based
5. Inclusion focused

The model requires a focus on what the community has and what each individual brings to the pot. Whilst not developed for use within the healthcare arena it fits with the place-based model of the STPs and mirrors the Tide model, seeing experts by experience as instigators of social change within their communities.  
Conclusion: The probability is strong that the CDP along with the Tide-generated influencing opportunities are effective in raising the carer’s confidence to challenge others and providing new skills to do so. Similarly, there is a high probability that those carers that do not already report themselves as being highly confident to challenge and influence others prior to their engagement with the CDP, have benefitted from improved capability to undertake influencing activity. 
The influencing activity undertaken by carers supported by Tide has led to changes in the way local services are delivered and has influenced practice and policy, including on Advanced Care Planning and End of Life Care (see case studies). 
The ability of these carers to influence and to generate impact has been demonstrated and suggests there is strong potential within the model to generate real positive change. 
Case Study 1 – The Carer Development Programme with influencing opportunities that impact on policy and practice.
Outcome 1 - Current and former carers will gain confidence and new skills that will increase their ability to influence positive changes in policy, commissioning and services.
Outcome 2 - Carers of people with dementia report feeling less isolated and their health and well-being improved as a result of peer connections/support through this project.
Context

The purpose of this case study is to illustrate how Tide works, through formal carer development activities and the provision of supported influencing opportunities to build the capability and skills of the carer and former carer community. 

When placed into situations where they can influence, the capability and skill to challenge constructively and to convey their experience effectively, enables power relations between professionals and carers to be modified.

The outcome of this changed relationship is a form of carer engagement that delivers carer insights in ways that generate understanding and inform decisions on policy and practice.

Carer Development

For this particular carer, involvement with the Carer Development Programme through the Presenting to Influence course, led to an improvement in confidence and personal skills

… the courses that they run, they actually understand what we go through

Some people don’t know how to challenge the system. If you don’t know how to challenge they will just walk all over you.

It also led to an improvement in capability to manage emotions in challenging environments.

They’ve given me back that confidence through the tools and the skills to manage my emotions.

Confidence improved.

And since I’ve been with Tide my confidence has grown … they’ve helped me regain my confidence.

Peer Support and reduced isolation

This carer felt helpfully connected with other carers who all supported each other through the CDP process and beyond.

It is as much about the connection with people that understand the things you are going through … Everyone seems to support each other which is nice cos sometimes you feel so alone with this journey and illness. I have a couple of the other carer’s phone numbers. I’ve texted a few people and I know they’d be there for me and vice versa.

Influencing opportunities

Tide provide the safety of support for carers who are trying out new influencing skills while learning through experience. Tide’s feedback and support provided valuable messages for this carer at the Admiral Nurse conference in October 2017 on Advanced Care Planning

There was someone from a university saying [Advanced Care Plans] don’t work, and I spoke out. Sometimes because of my passion, because the Advanced Care Plan has helped my Mum so much, I come across wrong. [The Tide worker] told me that and she’s right. And it’s made me think ‘right well I can say that without getting angry’ and has given me techniques. And I have changed quite a lot how to get my point across without speaking about War and Peace and to keep it short … to have the confidence too.

Following from this the carer was proud to be connected with Tide and to be able to engage with a national audience through Tide’s connections. She actively participated at the UK Dementia Congress in November 2017.

I felt very proud to be a part of Tide. The big one for me was Dementia Congress in November in Doncaster … That had an immense impact on my journey with dementia in a very positive way.

This carer was involved in running the plenary session on End of Life care.

… asked to be part of an End of Life film ... asked [for my] views and what they wanted from End of Life. It was really positive and I felt proud to be a part of that.

The film opened Congress and myself and another carer and two people with dementia were on the panel and we did a talk about our journey … professional people were in the audience … anybody that was involved with dementia.

The Congress event was followed up by an invitation to attend a policy development session in London.

The carer was supported by Tide staff at these sessions. They were debriefed following the event and ongoing conversations ensured the spirit of the movement for change was maintained.

… they give you the passion to carry on.

Impact on Policy and Practice
At the UK Dementia Congress she felt professionals had listened and were affected by what was said. She felt proud and pleased that she was able to get her messages over effectively

I was approached at the end by a few professional people saying it was so impacting and I was told that I ended my little talk by saying ‘you are professionals but with our loved ones we are the experts’ and this made a big impact and made people think.

The professionals said I was amazing and well done. And I was told there were a few people crying because of what I said.

The follow up policy development session in London attended by Health Education England, professionals and academics enabled her to make direct contributions to the debates on End of Life planning and practice. 

End of life is a dark area that is not spoken about, but it has got to be. That [session] had an impact and through the End of Life video it is enabling professionals to understand that people with dementia need to have their wishes met and obviously carers as well.

I think definitely it will change. For people to listen they’ve got to see real life scenarios. To hear it from the horse’s mouth … It will make the professionals think … and we’ve got to work on this area.

I was most definitely listened to.

In addition to these more formal influencing opportunities this carer reported using her influencing skills in everyday interactions with professionals not just for herself but with others she comes across

I’ve met a lot of people through my journey with my Mum. I challenge not just for myself but for other people too. They don’t have the courage to speak out.

Outcome 2 - Carers of people with dementia report feeling less isolated and their health and well-being improved as a result of peer connections/support through this project.
Evidence: Positive changes (Holm-Bonferroni corrected as statistically significant p<0.05) were identified for the following effects of carer interaction with Tide CDP and influencing activities. Three hypotheses were accepted: 
H1 - Well being has improved through contacts with other carers
H2 - Isolation has reduced through improved connections with others
H3 - Sense of positivity and control within their environment has improved
The qualitative data provides numerous examples that support these assertions:
"The presentation gave us the opportunity to talk about different emotions that you feel when your care for people and to vocalise those and to actually have them captured on paper. It's a funny thing because you don’t feel as alone when you hear other people thinking about the same things" 
"I do have a life outside of being a carer or I'd like to develop that and that is what I saw it from the induction that TIDE had the type of courses, the things they do, the type of organisations they engage with that showed me it wasn't about my label as a carer but my label as a person with certain skills" 
"It was just amazing that I was given to opportunity to contribute to this webinar… and I thought God this is fantastic" 
"I've got a group of people through TIDE that you know [and can ask] 'look this is happening, who do I got to?'." 
On forming peer support connections with TIDE attendees: "We shared something so deep, something our families didn't know, and we made a connection."
Conclusions: Improvements were experienced in terms of isolation, health and well-being for carers engaged with Tide activities. 
Tide’s CDP, personal support and influencing opportunities were targeted at generating changes on these dimensions. We conclude that Tide’s work is contributing to the positive changes identified. 
Case Study 2 - Carer Led event
Outcome 2 - Carers of people with dementia report feeling less isolated and their health and well-being improved as a result of peer connections/support through this project.
Outcome 3 - Development of policies, research, education, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the TIDE network at local, regional and national level.

Context
On April 18th 2018 Tide held the ‘Our Stories’ Event in Central Manchester, an event designed and organised by people with experience of caring for someone with dementia, unpaid in the Greater Manchester region. 
Forty-four current and former carers living in the Greater Manchester area attended the event. The day included emotional, candid and inspiring stories from carers, group discussions, Admiral Nurses pop up clinics and presentations from professionals on topics such as end of life care, research and the legal rights of carers.
Involvement of Tide
Tide supported carers to form a steering group and supported them in the delivery of the Carer Led event through staff team resource to enact the will of the steering group. 

The steering group members were carers and former carers. They were highly active in organising the event, setting the agenda, delivering the agenda on the day, including making presentations themselves and in supporting carer engagement and recruitment to the event. 

Building carer confidence and capability to influence
Impact of the event itself on the Carers that were steering group members
‘We heard very powerful stories at the event and what struck me was the work carers still have to do to be heard.’

‘I went away from both the steering group and the event feeling inspired.’
‘I enjoyed it. It was really good. I thought people got something out of it.’

‘I would do this again.’

Steering group membership was a very positive, challenging experience

‘We felt like a team … felt we had really agreed something and it felt great!’
 ‘It’s beginning to feel quite pressured. We’ve done a massive amount of work. There is a frisson of OMG. I know it will be fine on the day but there is so much to do.’

‘We have those shared experiences that makes it easier to pull together the agenda and to understand the target audience and what external and internal speakers will be useful.’
Peer connections
The connections carers made at the event were valuable, along with the insights these connections brought

‘Found all of it useful and extremely helpful. Relief that I’m not alone on my journey and there is support for me.’

‘Hearing the other carer’s stories because you can see similarities with each other.’
Carers that attended found the event useful and rated the event highly (35% of attendees scored it 10/10. No scores were lower than 6/10).
‘This was less ‘teachy’. More peer to peer information. It is far more satisfying. People really came together to share experiences.’

 ‘Yes, and beyond. I have lots of advice and information that I can put into practice from other attendees, speakers and Admiral Nurses.’
‘Fast, flowing, useful information. Meeting lovely professionals and carers.’

The overall view of the event was very positive with learning points for future carer led sessions including

‘More time for discussion groups.’
‘… needed more time for questions.’

‘themed break out sessions with feedback into the system.’
Influencing professionals and commissioners
Commissioners were involved in small group discussions, presentations and plenary discussions.

Professionals were directly influenced

‘Let me thank you personally for inviting me to the Our Stories conference today. Although I was only present for the first session, found it insightful to have the carer view. I especially valued the discussion groups, which gave me a chance to listen to first-hand accounts of what it means both to be a carer and navigate the system of dementia care. I don’t think I would have found such knowledge otherwise. Thanks’ 

Quote from Professional

Outcome 3 - Development of policies, research, education, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the TIDE network at local, regional and national level.
Evidence: The evidence of impact varies across the different types of organisation (policies, research, education, commissioning and services) and the level at which they work (local, regional and national).
Policies: Tide have a seat at a number of policy forums including: 
· Public Health England Dementia Governance Board 
· Task Force for Dementia Friendly Hospitals Programme (Dementia Action Alliance)
· Dementia Expert Reference Group National Collaborating Centre for Mental Health (RCPsych)/NICE
· National Dementia Action Alliance Steering Group 
· VERDe network – Values, Equalities, Rights and Dementia  
· Dementia and Housing Working Group 
· Royal College of Nursing - Nursing Advisory Group
· Department of Health Citizens Engagement Programme 
· Tide Chair was a judge for Northern Lights Awards in Dementia Care run by the 3 Northern Clinical Networks 

· Tide Chair and a member contributing to the Lived Experience Advisory Panel (LEAP) at Dementia UK 
· Tide Chair and several members contribute to the Carers Advisory Panel of Royal Surgical Aids Society (RSAS).
Interviews with influencers suggested that Tide’s involvement in these groups was active and that they were able to challenge the status quo and present carers needs. Other third sector organisations valued the role Tide took in challenging those involved in policy development. This challenge was not always comfortable for those under scrutiny and some have found it difficult to accept. Tide directors themselves have reflected on whether this is the right way to achieve change for carers. Research from other organisations seeking involvement in these discussions suggests that Tide’s experience is not unique, and that:
‘The tension between movements and institutions has to exist.’

That moreover:
‘Civil services and professionals need to learn new skills to engage with them well in authentic conversation, whether responding to their demands, pushing back or working together to solve problems.’

Carers involved with Tide were clear on the value and opportunity for shaping the future that Tide represents. This was typified by the view of one carer considering the future without Tide:

"It would be a big devastating loss to the voice of carers and those being cared for currently and for those in the future. It will mark a backward move in policy shaping for a growing vulnerable group." 

Education and Research: Research organisations are starting to engage Tide carers early in the bid writing period. This has allowed carers to influence the shaping of the work and co-design the research. Tide carers were working with several universities (Liverpool, Leeds Beckett, SPRU) on research projects. For example: 

‘The Social Policy Research Unit at the University of York for the large scale national survey on evaluating support for carers of people with dementia. Tide members on Steering Group as well as members participating in surveys.’

Tide have also been approached by national research organisations the National Institute for Health Research and the national organisation Join Dementia Research to develop an explicit partnership to support their research work. These are major national funding and coordinating organisations for research in this field.
Tide have also worked with other organisations on the development of education resources for family carers including the first Department of Health funded family education and support course for carers and family members of people living with dementia. 
Commissioning and Services: At Local Authority level, Tide have been successful in Rochdale in securing work with carers from BAME communities. 
Beyond this engagement with individual Local Authorities has been time consuming and at times unproductive as: 

· commissioners believe that their current level of engagement with carers is adequate or good, co-production events and consultations are happening;

· therefore, there is no need to further invest in engagement, including funding for carers;

· funds are not available for such an investment; 
· furthermore, if funds are available they are often the result of competitive tendering. 

Carer Engagement Leads have found it particularly difficult to get access at a Local Authority level to commissioners. 
Whilst the directors have influence there is a tension here between the opportunity this affords and the engagement of other staff and carers in this influencing work. This is a tension that the Directors are aware of and action is being taken: 
1. Carer involvement is being supported through the training and accompanying carers to engagement opportunities. impact is being seen and carers are coming to the fore. 
2. As evidenced in the network analysis staff activity has changed over the course of project. Compared to Stage 1, Stage 3 shows more meetings attended, with more attendees (carers and professionals) and more Big Lottery outcomes addressed at those meetings. At the same time fewer staff members were involved in the Stage 3 delivery compared to Stage 1. This is suggestive of a maturing carer-led capability to lead and to influence and create change. 
Tide directors and staff were moving from being champions to providing ‘scaffolding’ for carers, so that they can take action. These are important steps in building a social movement with the Carer Development Programme as a core tool to involve carers who will lead the movement for change.  

There is also evidence from individual carers of influencing and change happening at the very local level with direct influence on services:
"Following the course, I have put two items on the agenda, because normally I'd got to listen to what has been set by the surgery itself and then they'd ask for our opinions. But this time I've actually set something on the agenda to Challenge the GP surgery and that's really because of the information that I've received from TIDE." 

The openness of the wider health and social care system to engaging with carers in making change is a challenge, particularly at the Local Authority/CCG level. NESTA have characterised this difficulty as ‘crossing the cultural chasm’
, whereby organisations may not see the need for change in how they work. The suggestion is that organisations like Tide may need to employ strategies from marketing and business to influence these organisations. The appointment of a communications specialist at Tide has the potential to impact on these relationships. 
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Innovators
Early Adopters

Mainstream Consumers and Institutions 
Laggards
City Region level: There have been efforts throughout the year, and prior to the Big Lottery work, to engage with provision across Manchester City Region as part of its work with Dementia United (see case study). For example, members of Dementia United (DU) attended a workshop with Tide in January 2018 on developing the evaluation of the Big Lottery Fund grant. Follow up activity between the two organisations worked to build processes and principles for future engagement and for joint working, including the engagement of a Tide director on the DU’s Governance Group and the Strategic Group. It is hoped that this work may be further developed with more carer involvement. 
These processes and principles for engagement of Tide carers with Dementia United would not have been in place without the Big Lottery activity. The positive relationship has built a foundation from which carers can initiate further influencing activity on the health and social care system in the Manchester City Region. 
"Tide are challenging in a positive way. Sometimes we have a broad scope and they have a specific scope. They add challenge." 
For example, the carer led event developed across the Manchester City Region was driven by a cohort of carers supported by a Tide Carer Engagement Lead. This was the first carer led event in England. Some of the funding was provided by Dementia United.
"I've a thousand ideas buzzing … the venue is a place where some of these could actually happen". 
In this instance, Tide aimed to bring together carers and professionals to create change (see case study). 
Beyond the Manchester City Region, Tide have engaged with the STPs in Yorkshire and Humber. This engagement, whilst longstanding in terms of the relationships, has further developed, building on the learning in the work in the Liverpool and Manchester City Regions and the fit between Tide’s ethos and the values on engagement enshrined in the STPs. Tide is now seen as an organisation with products, such as the Carer Development Programme, and skills that are in demand--, such as co-production 
"They have been developing as an organisation. There have a much clearer offer and products." 
There is the potential to build on these for further roll out. The challenge is to carry these values into practice. Engagement to date has not resulted in Tide receiving sustained commitment from the STPs for future collaborative working, this in spite of the stated aims of the STPs in terms of carer engagement and volunteer involvement
.  
National level: Direct impact has been witnessed by carers’ active participation in the UK Dementia Congress – both in workstreams and in the development and delivery of the plenary End of Life session; in national practice and policy workshops including on Advanced Care Planning with NHS England; and in professional conferences. 
"[I] attended the Dementia Congress in Nov 17 and spoke at one of the sessions. A hospice sector director was very interested and asked me to talk to her staff. It impacted her." 
"I contributed to a session in London on end of life care plans Sept/Oct 16. I had to correct [a senior official] about people not dying from dementia. [I talked about] how you get someone with dementia to do an end of life care plan and to support their family. I do think people listened. I had to correct a nurse about people with dementia not being ambulant in a hospice." 
Whilst Tide would have been present at the conference the Big Lottery grant allowed Tide to increase the funding behind their involvement, for example by filming the workshops on EOLC thereby increasing the impact to a larger audience. 

Tide has also worked in collaboration with other organisations to achieve greater impact. For example:

· Tide is developing a strategic partnership with Dementia UK

· Tide worked with partners in related fields (DEEP and Making space) to record the End of Life Care videos
· Tide are developing links with Meri Yaadain
· The CEO of the Lewy Bodies Dementia Association is an active Tide member. 
· An experienced Tide member is actively engaged in the Steering Group for the Dementia Friendly Hospitals Task Force
Partner organisations, both statutory and in the third sector reported the changing narrative around carers of people living with dementia and the need to engage them as a distinct group. Tide are regarded as a key voice in this change; senior level influencers in the health service 
"We listen to them." 
Conclusion: Tide carers have been successful in influencing work in research, education, commissioning and services at national level and are starting to influence at City Regional level. Influence at local level is less evidenced. Carers are clear on the influence they have created.
There is, however, work still to do to engage some organisational stakeholders. There is a cohort who believe that their current level of carer engagement is adequate for their organisational needs and who remain unconvinced of the need for Tide’s engagement. Some are driven by an unwillingness to pay for the higher quality, skilled carer engagement offered through Tide, both because of the cost, and the time involved in securing this. It is possible for them to achieve some level of carer engagement through other organisations. Others have found the challenge presented by Tide difficult. 

The literature on this sort of change suggests that the difficulties Tide are experiencing are not unique. That more time will be needed to achieve the changes that Tide seeks in having a professional workforce willing and able to engage with experts by experience. 
Case study 3 - Developing professionals understanding and policy on End of Life - UK Dementia Congress 2017

Outcome 1 - Current and former carers will gain confidence and new skills that will increase their ability to influence positive changes in policy, commissioning and services.
Outcome 3 - Development of policies, research, education, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the TIDE network at local, regional and national level.

Context

Tide carers opened the UK Dementia Congress in Doncaster with a film and a plenary session on end of life care. The film was based on videos of interviews with carers, and people with dementia in separate group sessions, exploring their thoughts and feelings using the Outside Witness technique. A final workshop invited professionals in. The film challenged perceptions about end of life care changing the narrative from ‘a difficult conversation’ to ‘an important one’ for both carer and the person living with dementia. 

Involvement of Tide

Tide worked with DEEP and Making Space in Bury to draw together the workshops. A Director of Tide and local consultant psychologist facilitated the conversations in the groups. 

Impact

The process resulted in:

1.
Local GPs openly recognising that they hadn’t got it right.

2.
Invitation to present the films in other localities to influence practice.

3.
Invitation to a meeting to talk about changes in GP education and clinical practice.

4.
Tide working in partnership with DEEP and Making spaces, offering the opportunity for other collaborations.

The presentations at Congress resulted in:

1.
An invitation to present the film at the National Dementia workforce advisory group to explore opportunities to build the format into an educational product.

2.
Invitation to work with the EOLC director in Greater Manchester as part of the ‘Age Friendly City.’

3.
Significant social media presence resulted, through Twitter, over the course of Congress.
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With 1335 tweets specifically mentioning Tide for example:  

 HYPERLINK "https://twitter.com/tide_carers" https://twitter.com/tide_carers


4.
Impact on the carers involved in the plenary session. A carer panel member ‘I am loving it and don’t want to go home’. The other carer panel member said: ‘I think the lovely comments and thanks from the audience highlighted the obvious need for further development of this under-resourced and misunderstood area of care’.

What happened next?

1.
Work is afoot in Greater Manchester on developing the End of Life Care offer.

2.
A carer attended a follow up session in London with HEE enabled constructive input to policy and professional practice discussions and further contacts about the use of the film.

Conclusions: The plenary session at the Dementia Congress had three types of impact: on the people involved in production of the films both as individuals and as organisations building alliances; on the audience at the congress and further afield through twitter; and subsequently on the development of End of Life care policy and practice locally, regionally and nationally.  

Case Study 4 - Engagement with a key stakeholder - Dementia United.

Outcome 3 - Development of policies, research, education, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the TIDE network at local, regional and national level.

Context

Greater Manchester is a devolved combined authority with an elected mayor. As such there has been an opportunity to showcase new ways of working across Greater Manchester and for sharing best practice across the 37 different organisations involved in the Health and Social Care partnership, e.g., a Carer Charter based on rights.  

Involvement of Tide

Tide have been talking to those involved in Dementia United for the last 3 years. As a result of the most recent engagements, during September 2017, Tide received notice that they had a seat on the Operations Board and on the Strategic Board. The Chief Executive would initially take on these positions until carers were developed sufficiently to take on the roles.

This is important to the future development of Tide as it:

1.
Offers the space to develop a model of carer involvement that, if successful can be rolled out further.

2.
Engages Tide in local conversations about carer involvement and development.

3.
Presents carers with a variety of opportunities for involvement.

4.
Offers an opportunity to be a formal partner, commissioned to engage carers (although this is subject to a tender).

This is important for the future development for Dementia United as:

1.
The strategy and workplan are influenced by Tide’s knowledge as experts by experience.

2.
Tide gives access to carers beyond those easiest to find.

3.
Tide can support carers to be involved.

4.
They add specific knowledge: ‘we don’t know what we don’t know.’

Tide can contribute to the rolling out of the strategy by:

1.
Working with the Local Authorities to develop their involvement model.

2.
Brokering with Local Authorities on the level of support needed to build up their engagement with carers.

3.
Working with Local Authorities on developing place-based care at the grassroots level of carer need.

4.
Helping Local Authorities engage with all groups affected including the seldom heard, and those from lesser heard types of dementia.

To date Tide have attended group meetings and staff from Dementia United have attended a tide workshop where they focussed on how the organisations can work better together.

In the future Dementia United are looking to formally commission an organisation to carry out work with carers of people with dementia. Tide are working with Dementia Utd to look at the commissioning of this work and how Tide as a the only regional involvement network can be involved. 

Conclusions

Tide have worked hard to engage Dementia United. This has been successful in that Tide are now represented on two boards. This relationship is now at a crucial point. If Tide are successful in winning the commission for carer engagement their relationship with Dementia United will continue and could form the basis for further engagement in each of the organisations in Greater Manchester.

The tendering of the opportunity creates a tension within the system. Whilst the Big Lottery grant has allowed Tide the means and time to develop their relationship with Dementia United the sustainability of that relationship, and thereby the engagement of carers in policy and practice, is under threat if Tide do not receive mainstream continued funding. The current commissioning climate is a barrier to this with its focus on competition rather than collaboration and short term timescales that do not support the types of change that Tide is seeking.  
5. Conclusions 
Tide's Big Lottery Funded activity has generated improved confidence and new skills for carers and former carers. These skills have been deployed directly to generate impacts on local services through the day to day experience of carers. While numbers of CDP course participants were fewer than envisaged in the initial ambitions, for those that participated, Outcome 1 has been delivered.
Outcome 2 has been delivered very effectively. Overall, Tide input generates improvements among carers' and former carers' well being; reduces isolation; and, generates improvements in carers' positivity and sense of control within their environment.
While Outcome 3 has not yet been fully achieved, there have been notable successes with good progress being made. Opportunities have been identified and grasped for carers and former carers to influence at national level and at City Region level. These opportunities have demonstrated the confident and effective use of carers’ new influencing skills. Impact at this level relates to contributions to policy development, especially the End of Life agenda; directly raising awareness of professionals about carers needs, through conferences and presentations to professional groups; input to Advance Care Planning policy development.  
At City Region and Local Authority level opportunities to influence commissioning have taken time to generate as the initial resistance encountered among organisational stakeholders required significant effort to reach past. Focusing work in the Manchester City Region enabled resources to be allocated where they may impact most, within the project's timescale, and the signs are that this has had a positive effect. While resistance persists, there is now a strengthening relationship with the leading dementia programme in the Manchester City Region, Dementia United. This was born from hard work by the Tide leadership alongside effective work by Tide carers during a joint planning session to explore shared goals and to generate an understanding of the way to move forward together. 
Taken alongside the carer led event in the Manchester City Region, and Tide’s increasing capability to provide ‘scaffolding’ level support to carers as their own confidence and capabilities develop, this bodes well for future influencing and social change potential for Tide's work. The work will be dependent upon achieving future funding.
6.Implications  
A. Funding
Tide is a developing third sector organisation. It is using a social movement approach to influence policy and practice in relation to carers of people living with dementia. It currently receives no core funding, however directors and, increasingly, Tide registered carers sit on a number of national, regional and local forums. Their advice and contributions are sought after, even by those who acknowledge that these conversations can be challenging.

If this contribution is to continue how is this to be funded? 

Furthermore, in the context of conversations at the Dementia United level, where funding, is available how should this funding be delivered? 

There is considerable evidence on the negative impact of competitive tendering on smaller more specialised or local charities
.   

Tide’s skills and expertise enable the development of new ways of seeing caring and seeing dementia. Is it fair for this to be delivered either unfunded, or for the funding route to require a competitive commissioning process? Is conventional short term commissioning the right model for those with resources to approach engagement with an organisation like Tide? 

B. Tide
Tide is a growing organisation. As well as the work in the North West it has a large Life Changes Trust project in Scotland and has well developed relationships in Wales, Northern Ireland and Yorkshire and the Humber. As with any organisation developing a wide brief in many locations, staffing and leadership need attention. 
Of the three current Directors only the Chief Executive receives a salary. At least one of the others would like to reduce her involvement in Tide. However, whilst the Directors are the key influencers sitting on boards and attending conferences, making a transition to new Directors presents a risk of losing their place at the table. The Directors are individually recognised as experts in their field. The importance of widening the pool of Directors and securing a successful transition was recognised by The Evaluation Advisory Group and is one of their proposals for near-term consideration.
Staffing has been a difficulty throughout the project with staff changes having an impact on organisational capacity. Examples of this are the appointment of a Communications specialist broadening the project’s reach, whilst the loss of two key staff led to rethinking what was possible within the timeframe of the Big Lottery grant. How can an organisation subject to grant funding maximise its staffing input to get the best outcomes? Are there opportunities for thinking about staffing in new ways such as shared or pooled staff among a range of organisations?   
C. Social movements

Tide has many of the attributes and aspirations of a social movement. It wants to inspire change for a group of people (carers of people living with dementia) in the system in which they find themselves (health and social care). Some of the difficulties that Tide has experienced are also those experienced by social movements namely: 

· Being seen as challenging and having their voices silenced;
· Difficulties in being included in discussions and having expertise by experience appreciated; 

· Having poorer substitutes replace their contribution to debates (e.g., storytelling instead of carer contribution);

· Lack of equity in terms of funding for volunteers;
· The need and reliance on a small group of champions to carry the conversation forward. 

In pulling Tide forward the Directors and the Steering group will need to be mindful of these barriers and develop arguments to counter them. Currently engagement with Tide carers is not seen as sufficiently important to some organisations in the Health and Social care system. They do not feel a need to engage in order to fulfil their own needs or those of their communities. To change this Tide may need to offer something tangible that can be seen and measured, the Carer Development Programme for example. Work with the organisations such as Dementia Utd that are more open to engagement provide opportunities to lead change by example. Opportunities like this serve to demonstrate Tide’s impact in ways that may challenge the views of more resistant or unaware localities. Exploration of suitable methods to continue to describe and to convey these impacts in language that challenges the current perceptions is an important consideration in the future of Tide. 
Appendix A: Carer Measure – results of the hypothesis tests
In order to establish whether to accept or to reject our hypotheses H1 to H5 (see Table 1), we undertook an analysis of the change in Carer Measure scores between Time T1 and Time T2. Scores were grouped according to the hypotheses being addressed. 
It was known that some of the sample were very experienced, skilled and confident prior to their engagement with Tide. Our interest was in the extent to which Tide activity was capable of improving those whose skills were not already at a peak. For this reason we excluded both T1 and T2 scores where an individual’s T1 score was at the maximum level. 
A t-test was conducted to the compare means of the groups of scores across questions associated with each hypothesis.  To avoid the risk of capitalising on chance a Holm-Bonferroni correction was applied.
With the Holm-Bonferroni corrected analysis the target alpha was considered for both p<0.1 and p<0.05. N = 5. The formula is: (target alpha)/ ((N-rank number) +1). 
Table 1: t-tests results; Holm-Bonferroni correction; acceptance/rejection of the Null Hypothesis
	Hypotheses H1-H5
	t-test

p=
	Rank number
	H-B correction
	Reject the Null Hypothesis?



	H1 Well being gains are made from contacts with other carers
	0.003
	1
	Is p< (0.05)/(5-1)+1)

= 0.01?

Yes, p=0.003
	Yes, H-B corrected at sig level of p<0.05

	H2 Isolation is reduced through improved connections with others
	0.008
	2
	Is p< (0.05)/(5-2)+1)

= 0.0125?

Yes, p=0.008
	Yes, H-B corrected at sig level of p<0.05

	H3 Positivity and control are improved
	0.012
	3
	Is p< (0.05)/(5-3)+1)

= 0.0167?

Yes, p= 0.012
	Yes, H-B corrected at sig level of p<0.05

	H4 Confidence to challenge professionals increases
	0.048
	4
	Is p< (0.1)/(5-4)+1)

= 0.05?

Yes, p= 0.048
	Yes, conditionally, H-B corrected at sig level of p<0.1

	H5 Confidence to undertake influencing activity increases
	0.077
	5
	Is p< (0.1)/(5-5)+1)

= 0.1?

Yes, p= 0.077
	Yes, conditionally, H-B corrected at sig level of p<0.1


Hypotheses H1 to H3 are accepted and the Null Hypotheses rejected at significance levels of p<0.05 Hypotheses H4 and H5 have significance levels of p<0.1 and while not formally accepted at the scientific standard level of probability, nevertheless they indicate a high likelihood that these findings are not due to chance effects. This will be reflected in the way that these findings reported. 
This means that the changes to the experience of survey participants seems unlikely to be a result of chance effects. While we are slightly more cautious about hypotheses H4 and H5, than about H1 H2 or H3, we can say that:
1. Well being has improved through contacts with other carers
2. Isolation has reduced through improved connections with others
3. Sense of positivity and control within their environment has improved
4. Confidence to challenge professionals is likely to be increased
5. Confidence to undertake influencing activities is likely to be increased.
Tide’s activity was targeted at generating changes on these dimensions. It seems reasonable to conclude that Tide’s work is contributing to the changes identified. 
Appendix B: Methodology

This section details the methodology deployed by the evaluation. 

Arc were appointed as the evaluator to the Tide roll out in April 2017. The initial intention was to produce a summative evaluation to report in September 2018, 6 months after the end of the 12 months of grant funding. However, organisational and sustainability pressures have led to the need for an earlier summative report. This is against the background of Tide seeking further Big Lottery funding from March 2018. 

Underpinning philosophy

A theory driven approach was used, where the owners of the theory were those that were generating the change. 

A 'theory of change', jointly developed at a broad stakeholder workshop at the beginning of the project, guided both the delivery of the work and the evaluation. The logic model associated with this theory of change is presented for each outcome in Appendix E.

The theory of change and the associated Logic Model enabled the evaluation team to identify topics for investigation that were aligned to the goals of the project as defined in terms understood by the participants.

Evaluation Advisory Group
An Evaluation Advisory Group was formed. It was made up of carers and former carers with one Tide staff team member. The role of the Evaluation Advisory Group was to support the development of the evaluation, to act as a body of expertise to inform the evaluation processes, and to draw out implications from the evaluation report to advise the Tide team.

The group met on three occasions and used their insights to make meaningful contributions to the development of this work.

Choice of methods

It was important to be able to take account of the changing nature of the activities being undertaken, the development of the project as its resources changed over time (e.g. the creation of the CDP; the addition of new team members; changing capability of the carer’s with whom Tide was interacting). Within this context a mixed method evaluation The design needed to be flexible enough to assess graduated changes in delivery capability over time, and at the same time have sufficient rigidity to allow comparisons over time of well-defined elements of the three key BLF outcomes.

For this reason we chose a mixed method approach. A repeated quantitative method enabled over time comparison of defined qualities – specifically carer measures of well-being, isolation and so forth.  

A repeated qualitative interview method enabled comparison over time of qualities that either were not, by their nature, well known, or were not very clearly defined. Perceptions and tangible examples of impact along with examples of personal experience were of particular interest here. The methods were:

1. Measurement at two time periods of carer and former carer Well-being; Isolation; Sense of positively and control within their environment; Confidence to challenge professionals; Confidence to undertake influencing activity. 

Hypotheses were generated and tested using a Carer Measure. See Appendix A for the findings. Please contact the authors if you are interested in the questions used in the Carer Measure.

2. Interviews with organisational stakeholders were conducted at two time points to establish the experience of organisational stakeholders and to identify impacts they recognise. 
3. Interviews with carers and former carers were conducted at two time points to explore their journey and experience with Tide activities and to identify impacts they recognise. 
4. Staff interviews were conducted at two time points to explore their experience. 
5. Carer diaries were undertaken using a repeated telephone method to explore their experience of engaging with Tide to undertake influencing activity.

6. Staff diaries were delivered to understand the development of the project.

7. A network analysis focused on carer and Tide staff connections with organisations in pursuit of BLF Outcomes.

8. Tide internal evaluation data (quantitative and qualitative) was assessed and used.

Please contact the authors if you are interested in the topics used as part of the qualitative interviews.
The findings for this summative final report drew on the following sources of data:

· Repeated stakeholder interviews (12)
· Repeated staff interviews (8)
· Single stakeholder interviews (6)
· Single interviews (2)
· Repeated carer and former carer interviews (15)
· Tide project monitoring data
· A quantitative measure of carer's experienced isolation; wellbeing; positivity; control; confidence to challenge professionals; and confidence to influence others.
· Carer diaries
· Repeated staff diaries
· Network analysis 
· Tide internal evaluation data
Appendix C - Literature Review
The literature review was designed to inform the evaluation, in particular to inform the initial workshop with Tide to develop the Theory of Change for the evaluation. At that time a focus was on living well with dementia and carers’ rights, the readiness of professionals to work as equals, and caring for people living with dementia as a unique experience. The literature review is not intended as an in-depth analysis of the literature, rather a journey through the literatures that were pertinent to this evaluation. 
Introduction

The World Health Organisation (WHO) (2012) describes dementia as a syndrome caused by the disease of the brain, which is of a chronic or progressive nature. It can affect, but is not limited to, the person with dementia’s memory, orientation and language, (WHO, 2012). Dementia symptoms also impact an individual’s identity, purpose and control over their life, (Clarke et al 2010).

Alzheimer’s Disease International (2015) note that between 2015 and 2050 the number of elderly in high income countries are forecasted to increase by 56%. Although not exclusively experienced by older people, rising life expectancy is contributing to the increased prevalence of chronic diseases, like dementia, having an increasing impact on the everyday lives of individuals in the UK. 

In the UK, dementia healthcare amounts to £4.3 billion per year; the diagnosis alone equates to around £85 million of this. A further £10.3 billion is spent on social care; £4.5 billion of this being publicly funded and the other £5.8 billion being privately funded, (Alzheimer’s Society, 2014). It is possible that these figures are just the tip of the iceberg considering that those affected need increased care and attention, with the progression of dementia, which is often provided by family members or close friends (Cherry et al, 2013). 

Why is caring for someone living with dementia different
The caring role has been shown to be difficult, challenging and complex (Leong, et al., 2001), in addition to the need to remain constantly vigilant (Cabote et al, 2015), yet carers have few breaks or time to themselves. Research with carers has demonstrated that caring has an adverse effect on carers’ own physical and emotional health (Hirst, 2003, 2005; Glendinning et al, 2009). 
Carers describe a range of emotions related to being a carer of someone with dementia, including guilt, confusion, resentment, helplessness, grief, sadness and fear (Benbow et al, 2009; Callaby et al 2012). As the condition progresses those affected with dementia need increased care and attention. Carers of people with dementia are likely to have higher than normal levels of stress and report higher levels of depression than carers of other older people (Wills and Soliman, 2001; Moise et al, 2004). 

Research with carers has demonstrated that caring has an adverse effect on carers’ own physical and emotional health (Hirst, 2003, 2005; Glendinning et al, 2009). For example, Leong et al (2001), showed that caring was difficult, challenging and complex. Caring for a someone diagnosed with dementia affected the carers own health and social life. Cherry et al (2013) found that carers are at increased risk of psychological mobility e.g. depression. It has been found that carers of people with dementia are more likely to have higher than normal levels of stress and report higher levels of depression than carers of other older people (Wills and Soliman 2001; Moise et al 2004). 

It was also found that carers are at increased risk of psychological immobility e.g. depression (Cherry et al. 2013). Research such as this suggests that the caring role itself carries with it a negative connotation. 
Positive outcomes are possible within the caring journey. Netto et al (2009) argued that caring develops an opportunity for growth and gains for the carer, including increased self-awareness, problem solving abilities and the carer’s family may become closer as a unit, the carer will develop expertise by experience. 
Caring for people with dementia

According to the Carers Trust report ‘A road less rocky’ (2013) caring for someone with dementia can be different from caring for people affected by other types of illness or disability because of the complex, unpredictable and progressive nature of the illness. 
In addition, sometimes only family and close friends are aware of the initial subtle psychological and behavioural changes, which may occur with dementia (Reppermund, 2013). This suggests that access to support could be an issue from the very beginning of the caring journey. Later, a person living with dementia may struggle, for example, to effectively express who they are to those around them; loved ones may struggle to identify with the person they have known (Killock and Allan, 2001; Kitwood, 1997; Sabat & Harre, 1992). 
This suggests distinct areas of support for those caring for someone living with dementia. 
Care demands
Recent reports have focussed on the experience of a carer of someone with dementia as an individual, with the recognition that everyone's experience is unique; with the recognition that the experiences of some groups such as BAME, LGBT, working class carers, or men are seldom heard (University of Salford 2014; Prior 2014; Skills for Care 2016). 

Carers, especially female carers, who provide long hours of care over extended time periods are more likely to have higher levels of distress (Hirst 2005). Though this finding was not exclusive to carers of people with dementia, reports of the constant vigilance required by dementia carers (Cabote et al 2015) and the adverse effects on their emotional health, previously discussed, add significance to this finding for dementia carers. 
This suggests that care demand and physical and emotional well-being can negatively affect each other and the interaction could possibly inhibit the caring journey.

Multiple roles/demands

It has been suggested that carers who have multiple existing roles, such as parent and employee, may find adopting the caring role more difficult (Parveen et al 2011). 
Those who care for a parent with dementia may also be supporting their other parent, who is the main carer and who may also have significant health and support needs (Carers UK 2014). 
Addressing individual carer circumstances is likely to have a significant impact upon the caring journey. 

Mental health


The differing circumstances between carers are not limited to physical situations. Carers who exhibited more symptoms of anxiety and depression were more likely to report abusive behaviour towards the person with dementia that they were caring for (Cooper et al, 2010b). A limitation of this finding is the self-report method, as it could be that people who exhibited more symptoms of anxiety and depression appraised their actions more negatively than others. However, this still suggests that the individual mental health of carers can have an effect on their journey and the ability to care.
Uncertainty about the future may lead some carers to experience fear which in turn may lead to denial, as a way of coping (O’Shaughnessy et al 2010). This finding is limited to carers in a couple with the person with dementia, but nevertheless demonstrates further individuality in the experience of carers.

Culture

Cultural traits, including fear of stigmatisation, can influence how much carers choose to reveal about their caring situation. This can lead to a reluctance to access services and increasing isolation for carers as the dementia of the person they care for progresses (Mackenzie, 2006). 
Lawrence and colleagues (2008) also found that there were differences in experiences of caring between and within different ethnic groups of carers. Differing ideologies (which crossed ethnic boundaries) appeared to affect the carer’s ability to accommodate change and sustain continuity in their relationship with the person with dementia. Juttla and Moreland’s (2009) qualitative research with Sikh carers highlights the fact that minority ethnic groups are not homogenous and assumptions should not be made about apparent cultural sameness within groups.  
The research related to cultural circumstances cannot be classed as definitive, it is possible that cultural values and ideologies do affect the caring journey, however, how and where to intervene is less clear from the literature.  
Sexuality


Price (2010) argued that the sexuality of gay and lesbian carers can be an added stressor in the caring journey, it was found that carers responded in different ways to service providers in relation to their sexuality. Contact with service providers, as a result of their caring role, can be the first time their sexuality is made public and knowing if and when they should disclose their sexuality to service providers was a source of stress.
More recently the Over the Rainbow (2015) report on LGBTI experiences of dementia noted the fear experienced by many in coming out to services and the heteronormative assumptions in the care sector. These fears can prevent carers and those living with dementia engaging with services (Prior 2013).  
Age

The average age of (unpaid) family carers is between 60 and 65 years and many are much older. The fastest growing group of carers are over retirement age, typically caring for a partner or parent in their 80’s and 90’s. These carers are generally unable to carry on paid and voluntary work and see a significant impact on their own health (Carers UK, 2014). 

The NCB report on young people caring for adults with dementia in England (2016) suggests that the needs of young carers are not catered for. Moreover, young carers may be more likely to be from BAME communities, with less access to services and support. 
Gender differences 

There is evidence that gender can have an effect on how carers cope during their journey; some male carers may find it difficult to adapt to the caring role and so may be reluctant to access services (Baker and Robertson, 2008; Baker et al, 2010), and female carers in particular are less likely to see their GP than would be expected (Arksey and Hirst, 2005). 
There is also the suggestion that caring may affect members of the a family in different ways depending on their relationship with the person living with dementia. An Alcohol Research UK (2015) study suggested that whilst dementia may impact on all types of relationships, that impact may be smaller for those caring for a spouse. However, this was a small case study based piece of research, more research in this area would add insight into where support might be needed, and when, for different types of carers. 
What can be done?
Carers of people living with dementia can find it difficult to get the right support at the right time (Carers Trust 2013), indeed different support may be needed at different stages in the caring journey: 

· When dementia is diagnosed

· When the carer takes on an active caring role

· When the capacity of the person with dementia declines

· When the carer needs emotional support and/or a break from caring

· When the person with dementia loses their mobility 

· When the person with dementia has other health problems

· When the carer has to cope with behaviour problems

· When the carers own circumstances change

· When the person with dementia becomes incontinent

· When discussion about residential care and end of life care have to be made. 

Research with carers of people with dementia living in rural areas suggests supports should be ‘flexible, joined-up services that were responsive to subtle changes in need’ (McDonald and Heath, 2008, p 13).

In Cascioli and colleagues’ (2008) evaluation of the needs and service usage of carers of people with dementia, carers stressed their need for support to deal with the emotional aspects of caring. Carers may sometimes identify that their sense of self becomes subsumed by the role of the carer, finding it difficult to balance their own needs against those of their spouse. Carers in this study expressed a need to develop emotional and practical strategies to give them a sense of control over their situation. 
Work, stigma and carers of people with dementia

In 2014, there were 547,000 dementia carers in England, half of whom worked. Out of those who work 12.1% had reduced or changed work patterns as a result of their caring commitments. This is supported by Carers UK (2014) who found that 1 in 6 carers reduced their hours or actually left work to care. The stigma and lack of understanding that still exists around conditions such as dementia can mean that people feel uncomfortable about mentioning their caring responsibilities at work, even when they clearly need support. 
The experiences from carers and employers show that the current support needs of people caring for loved ones with dementia are not being met, especially by care and support services (Carers UK 2014). Problems of lack of knowledge about how and where to get help, lack of timely and relevant information and support and lack of appropriate, quality and affordable care services are raised consistently. This lack of support is compounded by a perceived stigma around dementia, often reported by carers, which offers an explanation for why it remains such a hidden issue in so many workplaces. 
Technical Appendix D:  The impact of Tide’s presence at meetings and events 

Chart 1: Impact at meetings and events Apr - Sept 2017

[image: image3.png]]|
=y
=

[rfesso. |

e

[T |
[reort

=
(=g = &
e ) = E

S

==n




Observations
Tide’s third objective ‘Development of policies, research, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the ‘tide’ network at a local, regional and national level’ has the most corresponding meeting outcomes. 

Every meeting has at least one outcome which corresponds to Tide’s third objective ‘Development of policies, research, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the ‘tide’ network at a local, regional and national level’.

Tide’s first ‘Current and former carers will gain confidence and new skills that will increase their ability to influence positive changes in policy, commissioning and services’ and second ‘Carers of people with dementia report feeling less isolated and their health and well being improved as a result of peer support through this project’ objectives had more corresponding meeting outcomes when carers were present at the meeting. 

Meetings at which professionals were present produced more outcomes supporting Tide’s third objective ‘Development of policies, research, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the ‘tide’ network at a local, regional and national level’.

Tide’s first objective ‘Current and former carers will gain confidence and new skills that will increase their ability to influence positive changes in policy, commissioning and services’ has the least corresponding meeting outcomes.
Chart 2: The impact of Tide’s presence at meetings and events Jan – Feb 2018
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Observations
Tide’s third objective ‘Development of policies, research, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the ‘Tide’ network at a local, regional and national level’ has the most corresponding meeting outcomes. 

Tide’s first ‘Current and former carers will gain confidence and new skills that will increase their ability to influence positive changes in policy, commissioning and services’ and second ‘Carers of people with dementia report feeling less isolated and their health and well being improved as a result of peer support through this project’ objectives had more corresponding meeting outcomes when carers were present at the meeting. 

Meetings at which professionals were present produced more outcomes supporting Tide’s third objective ‘Development of policies, research, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the ‘Tide’ network at a local, regional and national level’.

Tide’s first objective ‘Current and former carers will gain confidence and new skills that will increase their ability to influence positive changes in policy, commissioning and services’ has the least corresponding meeting outcomes.
Comparison:

Observation from 2017: Every meeting has at least one outcome which corresponds to Tide’s third objective ‘Development of policies, research, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the ‘Tide’ network at a local, regional and national level’ was not observed in the 2018 analysis. 

If the time frame is controlled for in each analysis, more meetings took place between Jan and Feb 2018, than in 2017. There were more attendees in 2018, as well as meetings outcomes corresponding to each objective. 

Key:


Appendix E: Logic model
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� Meeting outcomes which support: Current and former carers will gain confidence and new skills that will increase their ability to influence positive changes in policy, commissioning and services.  


 �Meeting outcomes which support: Carers of people with dementia report feeling less isolated and their health and well being improved as a result of peer support through this project.


 � Meeting outcomes which support: Development of policies, research, commissioning and services will be more responsive to carers’ needs by establishing the voice of carers through the ‘tide’ network at a local, regional and national level.  
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