ESRC Seminar Series 1: Roundtable ‘Research Gaps and Priorities’: KEY ISSUES

· The seminar series participants need to take collective responsibility for developing the carers research agenda and defining what evidence we need and how to capture it effectively and sustainably.
· There is a lot of evidence ‘out there’ but it is not collated or brought together to strengthen the evidence base: evidence is not shared easily or well across sectors, Higher Education Institutions, charities, researchers, local authorities and/or the NHS. Also need to integrate health & social care research. Some research needs to be specialist and focused on a specific group or issue e.g. young carers, dementia carers, but where evidence can be collated it should be especially when it can/does amplify findings or enhance their additive effect. Need to be able to draw findings together to say something substantive and concrete.
· The DH & commissioners need to be able to present relatively hard evidence of effectiveness and cost effectiveness about why it is important for the Treasury or a CCG and/or other health related body to invest in carers services? The research community needs to provide this type of evidence (nationally and locally) if we are ever to be able to argue for investment and sustainable funding of support for carers. In these cash strapped times we need robust evidence including where in the system does it make sense to invest – is it a job for the NHS or the local authority or a third sector organisation? If investment isn’t making any difference to the lives and/or well being of carers and/or those they support why invest public money in it?
· The evidence base is relatively weak around the effectiveness - including cost effectiveness - of support for carers and the person they support: If you give carers more or better support do they care for longer, is their health and/or quality of life better, and/or does it delay or prevent the use of more intensive services for the cared for person? Some evidence from Holland that the better a carer is supported the better the outcomes. Outcomes may include: health, going out to work, enhanced quality of life and may be a mix of issues relating to the carer and the person being cared for.     
· We still do not know enough about key issues such as:
· Mutual caring, multi-generational caring and/or how to effectively conduct a holistic assessment of dyadic care or whole family care. 
· The long term impact of caring on carers health – need longitudinal data: can we use data from large scale studies that already exist e.g. ELSA, Census, Carers Survey via LA’s later this year? Carers research needs to take account of lifecourse and context and to take place over the LT to be meaningful and in terms of assessing longer term effect. 
· The long term impact of caring on a young carers health and educational and work opportunities? What’s been done in terms of interventions with young carers to improve health and life course chances?
· Who gives up caring and why? If someone keeps caring is it the community nurse or day centre that makes the difference or is it the cup of tea and kind words after the church service?
· How do we effectively identify carers who don’t identify as carers? When is the ‘ah ha’ moment – the moment when a relative recognises they have moved from being a daughter or spouse to becoming a ‘carer’. 
· Identifying hidden carers: via GP’s and primary care seems most effective ie whenever a person is diagnosed with a LT condition such as dementia the GP needs to ask about family care and carers: need to be warmed up to the caring role. Early identification of carers and future carers - this is essential to enable the provision of early intervention. 
· Workforce issues: what do paid carers find difficult, why won’t people work in the care sector? What motivates the paid care workforce?
· The extension of life and the effectiveness of medical interventions raise a number of unanticipated care related questions and challenges – if a very ill child is considered to be terminally ill but lives far longer than expected how does the system and the carer manage that?   
· Some concepts and outcomes are really challenging to define and ‘measure’ e.g. social capital for carers, carer recovery. We may need a range/number of measures to capture impact such as maintaining carer health & well being: if a service or support system is reducing a decline in carer health, keeping them in work, or delaying the use of long term care then we need to know about this and be confident about how investing now may prevent costs later on. Preventive policy agenda is an important one to engage with - what can prevent in the future by investing now? It is possible to put a value/cost on health or QoL? What is - & what represents - value for money?
· Key questions for the future include: How can community’s support carers better? How can we use new systems and decision making mechanisms e.g. CCG’s, Health and Well Being Boards, to include carers issues and advance integrated sustainable carers support?
· Research on carers and caring is relatively narrow in terms of the disciplinary focus: we may need to look to other disciplines for effective models and/or approaches and do work across disciplines. Maybe looking at work on social cohesion, social capital, and work from economists may be instructive. Looking to new ‘solutions’ via different non-traditional sources e.g. The Design Council work on designing dementia friendly communities, Arts Council approaches to inclusion. Coming at key carers questions and issues through new lenses. Also make use of evidence that exists via the ESRC, the New Economics Foundation, New Dynamics of Ageing, Timescapes, and other relatively large scale datasets or data sources. Carers research is also relatively under theorised.
· Carers also tend to be narrowly defined as close relatives when friends and sometimes wider networks do provide care. People don’t exist in a vacuum – they are part of a dyad, a family, a community. Maori ancestry model – negotiate ‘the family’ = who you relate to and who relates to you.     
· Also need to draw on research culled from other areas e.g. research on social inequalities suggests that the more unequal a society is the greater the levels of mental ill health. There are considerable inequalities between and amongst carers around gender, age, race, income groups/class; this is an issue we do not tend to explore when it may be useful as a lens through which to analyse caring and who gains access to resources and who does not.
· Every carer is a researcher. Carers are the best source of accrued knowledge and how best to meet needs and prevent poor outcomes. How can we capture their longitudinal focus and knowledge and ensure that their voices are included in research reacted decisions and that their issues are on the research agenda. Huge evidence base that need capturing: daily decisions can inform how carers ‘manage’ but what works and what matters to carers. This could include capturing their life histories and establishing what they see as short and long-term outcomes. There is some strong evidence from the Kings Fund & Alzheimer’s Society that shows that there is a huge reduction in hospital bed days if a family carer is informed and involved in decisions about their relative. What mattered most to carers was being treated with respect by health and social care professionals.
· 25 yrs ago there were very few people working in carers research: now it is a large industry. Carers research is often a snapshot not longer term and fractured. Need to engage carers around subjects we are only now beginning to explore such as end of life research:  carers need to be included in this arena.
· Also carers researchers needs to be up to date with what influences political thinking & decision making e.g. right wing think tanks. The current argument that caring is the business of the family and nothing to do with the state or ‘just employ cheap labour’ to do what you don’t want to do are aspects of the care debates that we need to engage with. Key decision makers will be ambivalent or even antagonistic towards the concept and support of carers. Motivations that underpin a (political) understanding of family care need to be appreciated: social/mutual/ altruistic (e.g. faith based) care. 
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