DEVELOPING IMPROVED SURVEY QUESTIONS ON OLDER PEOPLE’S RECEIPT OF, AND PAYMENT FOR, FORMAL AND INFORMAL CARE
The Department of Health and the Nuffield Fundation have commissioned a study to develop improved questions to be used in surveys and economic evaluations concerning older people’s receipt of formal and informal care, payment for formal care services and provision of informal care.
The study is being conducted by the Personal Social Services Research Unit (PSSRU) at the London School of Economics and University of Kent, the Health Economics Group at the University of East Anglia and the National Centre for Social Research (NatCen). The study commenced in May 2009 and will be completed in June 2010.

The Government has recently announced a number of major initiatives on social care and support. These include the Social Care Transformation Programme, a Green Paper on the future care and support system and the new Carers’ Strategy. Decisions on the delivery of these initiatives clearly need to be informed by research and analysis. Analysis in turn requires robust data on the characteristics of people providing and receiving informal care and on people receiving formal care and support, including details of their financial circumstances and contributions to care costs.

Information currently collected in surveys on receipt and payment for care is patchy. The system of provision and payment for care mean that recipients may not distinguish clearly between who provides their services (e.g. a private company) and who arranges services (e.g. a Local Authority) and whom they pay for what. Moreover, developments such as Direct Payments and Personal Budgets are not yet reflected in survey questions and may blur the boundary between paid and unpaid care.
The overall aim of the research is to produce modules of questions on receipt of care services and related benefits, payment for care services and provision and receipt of informal care, that would be suitable for longitudinal or cross-sectional population surveys that cover community-based care and for use in economic evaluations. These, it is envisaged, would be of value for the new Health and Social Care Survey and the English Longitudinal Survey of Ageing (ELSA, wave 6). 

The modules of questions would cover:

•
Community-based social care services, including respite care

•
Direct Payments and Personal Budgets for care

•
Privately-purchased care

•
Community equipment

•
Community health services

•
Supported housing, such as supporting people funds

•
Disability benefits

•
User contributions/charges for social services

•
Informal care by relatives and friends (receipt and provision)

Specific Objectives of the Study
Objective 1:

· Identify the strengths and weaknesses of; (a) existing survey questions on receipt of formal and informal care, provision of informal care and payment for formal care, including how well they work alongside questions on disability and receipt of disability benefits; and (b) tools for collecting the costs (and who meets them) in economic evaluations of relevant health and care interventions.

Objective 2:

· Detail what is required from an improved set of questions in the light of the review of existing survey questions/economic evaluations and consultation with stakeholders.

Objective 3:

· Investigate what is recorded in relevant administrative data (including care plan records) held by local authorities, central government and other bodies, that if linked with survey data might supplement or substitute for survey questions on care receipt.

Objective 4:

· Review data linkage questions, procedures and which data are matched from existing surveys (e.g. FRS, ELSA, HSE)

· Review how data linkage has been used and what ethical permission has been sought and granted, and from whom, for existing surveys

· Review previous research on this issue such as and harness the knowledge and experience gained by research teams running studies which have, or are in the process of obtaining, permission for linkage to administrative data.

Objective 5:

· Develop a shared understanding of the different types of formal services, the terms used to describe them, methods of service delivery and receipt, and how user charges are determined and collected: to include in depth interviews with service providers and councils as well as two focus groups with service users.

· Prepare a draft questionnaire on the basis of this work.
· Convene an expert panel to involve funders of surveys, users of relevant surveys, those who conduct those surveys and academic experts in the field of social care service use. The focus is on the questionnaire content and drafting rather than on the subject area in general.  

· Conduct first round of cognitive testing, review the questionnaire and conduct second round of cognitive testing. The focus would be on testing new questions, and would also cover questions aimed at gaining consent for data linkage.

· Review questionnaire, make recommendations.

· Share revised questionnaire and cognitive findings with funders and data users

· Discuss with sponsors and those who conduct existing surveys which might adopt the module(s).
