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	This book focuses on home as a site of care, with new technologies and for elderly population. It pulls together findings from research in the social sciences and common knowledge of the actors themselves, especially stakeholders involved in the design, delivery and receipt of ‘care in place’. It offers a wide-ranging discussion of key issues raised in both the academic and grey literature in relation to new technologies and responsibilities for health care at home. Then, it identifies critical issues arising from the development of these new care technologies in relation to their design and implementation. It will provide an essential resource for the EU in helping to avoid expensive and inappropriate development and healthcare systems that do not meet the needs of users and citizens.
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          1MEDUSE was a Specific Support Action, funded by the European Commission Sixth Framework Programme, and coordinated by ARMINES-Ecole des mines (Paris, France)1. MEDUSE was conceived of as a co-operative action, involving social scientists and various stakeholders in the domain of health and medicine. At a more general level, MEDUSE contributed to a series of European actions whose objectives are to enhance collaboration between researchers and civil society organizations.

          2The underpinning rationale for MEDUSE was to open up dialogue between social scientists and non-academic actors, and to conduct collective reflection on issues of high political relevance. Three issues were put on MEDUSE agenda:

          
            	The dynamics of patients’ organizations in Europe.

            	The emergence of new technologies and responsibilities for healthcare at home across diverse European systems and cultures.

            	Cross-national and European perspectives on health safety agencies.

          

          3This book offers an insight into exchanges that took place during a two-day conference on the emergence of new technologies and responsibilities for healhtcare at home across diverse European systems and cultures.

          4The aim of the conference was to discuss actual practices that actors are developing and problems they are confronting, and to draw on exchanges for setting a research agenda on questions that need further consideration. The conference was conceived of as a participative event. This meant that sharing of experiences between participants was priviledged. To prepare the event, the strategy used by the conference organizers included firstly a review of the ‘state of the art’ on the issue, drawing upon selected academic and ‘grey’ literature. However, the conference was not just designed to reflect the current state of knowledge, but also to identify ways in which that knowledge can be examined, exchanged, and transferred across and within different groups for whom the issue is of interest. It further aimed to identify questions which have, to date, received only limited attention. To achieve this, the conference organizers then conducted a series of focus groups gathering ten to fifteen participants around a series of themes drawn from the ‘state of the art’. These focus groups helped to draft a ‘policy paper’, mixing academic knowledge and non-academic concerns, that served as a basis for the conference. This ‘policy paper’ was circulated to participants in advance of the event. Besides, a few speakers were asked to offer introductory statements, by expanding on the ‘policy paper’.

          5The conference was organized around the themes mentioned above. Each theme was introduced by speakers on a plenary session. To render the event as participative as possible, the audience was divided into three randomised discussion groups. The three groups then held discussions on the theme (the three groups run simultaneously). Each group had a facilitator, as well as a respondent whose role was to keep notes on the discussion and, close to the end of the session, to provide a summary of the content of the discussion. The facilitator then allowed a short period of time for participants to comment on the summary.

          6These sessions were extremely successful. The discussions tended to produce interesting examples and counter-examples relating to the themes under discussion. The discussions were always lively and stimulating, and meant that participants eventually met everyone at the event, thus facilitating the best possible sharing of ideas across disciplines, nationalities and backgrounds. The conference ended up with a closing plenary session, in which all participants were given the opportunity to reflect on what they had learned from each other in the groups and from the plenary presentations, and to think about how they might take this learning into their own work. Many participants claimed to have encountered new ideas at the conference, and to feel inspired to take ideas back into their practices.

          7Permission was requested from participants to digitally record the sessions and to use quotations from these recordings in this book, if appropriate. We would like to address our warmest thanks to them all, for their enthusiasm an invaluable inputs.

          8This event was organised by Maggie Mort, Celia Roberts & Christine Milligan, Lancaster University UK, for the European Commission Sixth Framework Programme Specific Support Action, MEDUSE (Governance, Health & Medicine. Opening dialogue between social scientists and users).

          9It was held in cooperation with the Academic Medical Centre, University of Amsterdam and Erasmus Medical Centre, Rotterdam, supported by NWO ‘Ethiek, Onderzoek & Bestuur’. Our particular thanks go the Josephine Baxter and Jeannette Pols for their invaluable assistance.

          10We would also like to note our thanks and acknowledgement of the substantial contribution made to this book by Dr Cathy Baile
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          Chapter 1. Healthcare At Home?

          New Technologies and Responsibilities Across Diverse European Systems And Cultures. The State of the Art

        

      

      
        
          1. INTRODUCTION TO THE STATE OF THE ART

          1The main objective of this presentation is to pull together findings from research in the social sciences and elsewhere, on how healthcare provision is being shaped by shifts in spatial and technological development, and identify the gendered nature of these shifts. By focusing on the home as a site of care, on new technologies and on the elderly population, the presentation aims to add value firstly, to recent EU FP5 sponsored research into care employment practices and workforce issues (the CARING project) and secondly, to our understanding of technology and independent living in dementia care (the ENABLE project). Issues surrounding the impact of new care technologies on care in the home form a major preoccupation for the EU in the following domains:

          
            	the context of the ageing population;

            	the clinical, social and technological needs of Accession countries;

            	the need to listen to the voices of patients, carers and user groups;

            	the need to understand the roles of women as carers and employees.

          

          2Social science insights can add considerable value and legitimacy to EU healthcare policy and can help to create systems that enjoy the support of stakeholders. This presentation, combined with the outcomes of the Utrecht conference, is aimed at increasing dialogue between stakeholders involved in the design, delivery and receipt of ‘care in place’. It will provide an essential resource for the EU in helping to avoid expensive and inappropriate development and healthcare systems that do not meet the needs of users and citizens. It will also facilitate the emergence of new questions where there is a need to generate new knowledge and help to develop those research tools and multidisciplinary partnerships most appropriate for their exploration.

          3This presentation offers a wide-ranging discussion of key issues raised in both the academic and grey literature in relation to new technologies and responsibilities for health care at home. It focuses specifically on these issues as they relate to older people, highlighting key developments within Europe and beyond. It is not a systematic review, rather it focuses on identifying critical issues arising from the development of these new care technologies in relation to their design and implementation and how this may be [re]shaping not only who cares, but where and how.

          4From within Europe, Section 2 (p. 7) sets the scene, by providing a policy overview of pertinent socio-demographic trends such as population ageing and international migration, and considers these in the context of the different care ideologies that prevail throughout Europe. In particular, it questions where care takes place, who takes the greatest responsibility for care and why this should be so. In order to contextualise the policy issues that arise from this discussion, we define both new care technologies and older people.

          5Overall Section 3 (p. 21) considers the spectrum of new care technologies that are spread across Europe, and what this means for the care of older citizens across the continent. Four related themes are raised:

          6Theme 1: Who benefits from the development of new care technologies?

          7Theme 2: How are new care technologies shaping home and work?

          8Theme 3: Material, social and affective design issues

          9Theme 4: How do new care technologies modify care interactions?

          10The conclusion then draws together policy issues and future concerns raised throughout the review, and wich served as a basis for critical discussion between academics, designers, clinicians, carers and end-users about the policy, care and design issues during the Utrecht conference.

          11The review is based on existing academic and grey literature. To date there are nearly 200 entries in the accompanying bibliographic database. There is also footnoted, referenced material within this review that, for example, refers to web based literature and discussion sites of pubic/private/ interest groups. Although the time frame for this material covers the period from 2000-2006, some earlier material has been cited and referenced where it helps to put contemporary trends in context (e.g. the 1990s European Union Research and Technological Development Programmes). Much of the literature was retrieved using on-line search databases such as Medline, Metalib and Science Direct. Search terms included the following, usually in combination:

          12Technology; older people; gender; home; care; health; care work; men and care; women and care; ageing; elderly; dementia; Alzheimer’s; domotics; ethics; health; telecare; telemedicine; smart homes; ageing/ageing in place; assistive technologies; assistive devices; healthcare technologies; remote care technologies.

          13A search of grey literature and web resources was also conducted.

          2. BACKGROUND AND DEFINITIONS

          Population ageing and international migration

          14The population in virtually all European countries is progressively ageing. Whilst reasons for this may vary substantially from one country to another and from region to region, four intersecting demographic trends have been identified: i) the ‘baby boom’ in the early post war period; ii) the fall in fertility rates from the end of the 1960s; iii) increasing life expectancy; and iv) uncertainties related to the long-term repercussions of net migration from non-European countries (Bettio & Plantenga, 2004; COM 2006). In economic terms, while the size of the working-age population (those between 20 to 64 years of age) will fall in most countries, the old-age dependency ratio (i.e. the ratio of individuals aged 65+ to the working-age population) will nearly double between 2000 and midcentury. For those countries making up the EU, it has been estimated that this means that by 2050, the ratio of working age citizens to citizens aged 65+ will shift from the present ratio of 4:1 to 2:1 (COM 2006). Recent population projections for Europe also indicate that the proportion of the population aged over 60 is set to rise from 15.9 % in 2005 to 27.6 % in 2050 (UN World Population Prospects, 20051).

          15Significantly, the European Commission has pointed to the projected rise of the ‘old old’ (those over 80 years of age) where consumption of health services is well above the average. For this age cohort, an increase of 300 % has been forecast for the period 1960-2020 (Banahan 2004). Many older people can, and do, live relatively independent and healthy lives and demographic ageing is also a positive indicator of improved living conditions. However, it must also be recognised that increased life expectancy brings with it a corresponding increase in the risk of developing chronic and debilitating ill-health through, for example, dementia and stroke (Magnusson & al., 2004). In the UK, for example, 14 % of men and 21 % of women in the 75+ age group report problems with self care (National Statistics 2000: 120). There are also concerns about increasing cognitive impairment. Lobo & al., (2000) drew on studies conducted in the 1990s to compare the age- and sex-specific prevalence of dementia, Alzheimer’s Disease (AD), and vascular dementia (VaD) across European population-based studies of persons aged 65 years and older. They found that the prevalence of dementia increased continuously with age, from 0.8 % in the group aged 6569 years, to 28.5 % at age 90 years and older.

          16Demographic ageing is already impacting on public finances and has implications for the organisation of care. For example, macroeconomic debate points to the potential for increasing employment ratios, by encouraging higher female participation rates, which may boost output and partly offset the cost of pension systems taken as a share of GDP8 particularly in countries with currently low female participation rates and/or high unemployment rates, such as Italy and Spain (Bettio & Plantenga, 2004). There are also fiscal arguments for postponing retirement as has already happened in the UK.

          17The increasing growth of the EU and subsequent national and international migration of older people and care workers raises important issues for care provision. These issues have formed the basis of discussion in a special issue of the journal ‘Ageing & Society’ (2004, vol 24). As Warnes & al. (2004) suggest, older migrants can range from the most socially excluded and deprived to some of the most affluent individuals in our society. These include such diverse groups as: labour migrants who from the 1940s moved within or into Europe and have thus ‘aged in place’. From the 1960s for example, Europe has seen substantial flows of migrants from such places as the Indian sub-continent, Southeast Asia and Turkey, many of whom took on low skilled and low paid manual work. More recently we have seen an expanding group of northern Europeans who, in their 50s or 60s, decide to migrate to southern Europe either permanently or seasonally in their retirement (for further discussion, see Casdo-Diaz & al., 2004 and Section 3 p. 21, below).

          18Whilst Warnes & al. (2004) caution that there is huge diversity and complexity within and between these groups of older people who migrate across Europe, research into the implications of this migration re-mains scarce2. Nevertheless, they assert that older migrants live in a ‘foreign’ country, and hence experience a cultural ‘otherness’ that presents a number of challenges for them, such as acquiring the host language and becoming familiar with local customs. Similarly, care providers in the host countries are finding themselves having to meet the care needs of older individuals with different cultural backgrounds and expectations. This is exacerbated within some European states where labour immigration and/or the sale of land and property to affluent retirees from 9 other countries are promoted by government. As Warnes & al. (2004) contend, whilst the needs of many of these groups of older migrants are beginning to be recognised, populist reactionary opinion towards illegal migrants, asylum seekers and refugees can mean that European governments do not always deal adequately with their welfare rights.3 So while some of the more affluent older migrants are enterprising, enjoy leisure pursuits and a stable income, as well as maintaining international family relationships, other older migrants will need to be recognised as European citizens or residents that need both income and as well as material, emotional and social care support. Increasing cultural diversity may also present different cultural and economic expectations of care, particularly for example in terms of state, market and/or ‘family’ responsibility for care. This will be discussed in more detail in later sections of this report.

          Home care in Europe

          19In Europe, home care is usually provided by a combination of the family or the informal sector (including voluntary or non government organisations); the state or public sector; and the private or market sector. A trans-European study of family carers (Eurofamcare)4 has suggested that the balance of care provision within each European country depends on a number of issues including culture and tradition, health and social policy, national budgets, legal responsibilities, national wealth and demographic trends such as fertility levels and life expectancy, that affect the availability of family care-givers. Following Bettio & Plantenga (2004) we define formal and informal care as follows: ‘

          
            ‘Informal care refers to all unregulated, mostly unpaid, activities on behalf of children, elderly relatives, or others. Formal provisions of care can be defined as provisions regulated by law or other contractual arrangement. In principle, these provisions are targeted either to persons who need care (care receivers) or to persons who provide care (care providers or carers).’ (p. 86)

          

          20Who pays for care depends on the degree of formal, state support, either in cash payments and/or in services. Public expenditure on both formal and informal home care of older persons varies across Europe. This includes differences in health care and pensions expenditure, for-mal service provision and instrumental and financial support for family care. Some research also points to within-country variation in older persons’ policies and outcomes. Sweden for example has an established literature that explores variations within and between localities (e.g. Sundstrom & al., 2006). Gori (2000) has discussed regional and within regional variations in Italy, whilst in the UK, devolution in Scotland and Wales and local authorities’ ability to impose user charges for community care services has led to considerable ‘between jurisdiction’ variability in effective access to services (see e.g. Audit Commission 2000; Milligan, 2001).

          21A common element in the care provision for older people in Europe is a shift from care provision within largely institutional settings to the home or domestic care services (OECD 1996). The extent to which this has occurred varies across the European Union, mirroring cultural attitudes towards family responsibilities to care-giving, residential care and parent-child co-residence (Grundy & Henretta, 2006; Tomassini & al., 2003).

          22Long established research into older adults’ use of formal and informal care, particularly social care (e.g. help with household tasks and personal care) has demonstrated that those who have few financial resources, who live alone and are in poor health will have the greatest need for assistance (see for example Arber & Ginn, 1993; Larsson & Silverstein, 2004). Wolf & Ballal (2006) contend that of the different forms of services provided to older people, such as health care, income support and social care, the latter is most open to provision by market as well as non-market means. Whether formally or informally provided, social care often encompasses ‘hands on’ care wherein the identity of the care provider becomes a significant part of the care relationship. Care, however comprises two main components – the physical entity of caring and the affective (or emotional) entity of caring (Graham, 1991; Milligan, 2003, 2006). Himmelweit (1999) and others assert that increased levels of stress associated with family care is likely to derive, at least in part, from the close emotional bonds between the care provider and care recipient (Amirkhanyan & Wolf, 2003). Recipients’ affective responses to care have critical implications for the use of new care technologies as will be discussed in later sections of this review.

          23Researchers examining home care provision for older people across Europe highlight the difficulties of collecting and collating data. Cross national comparisons may be hampered by unavailability of comparable indicators (for example formal and informal help may have different cultural connotations) (Broese van Groenou & al., 2006); conceptual ambiguity; differences in institutional and legal frameworks and a focus on national strategies that tends to obscure the roles played by smaller, but important, care providers such as voluntary organisations, churches, private charities, or companies (Anttonen & Sipilä, 1996; Bettio &Plantenga, 2004; Johansson & Moss, 2004). Moreover many of the analyses encompass both young and old dependent people.

          24That said, several international networks have been formed, some encompassing new data collection (e.g. Survey of Health, Ageing, and Retirement in Europe: ‘SHARE’) and others that are supported by transnational agencies such as the European Union. Glaser (2004) has recently published an inventory of 12 of these projects all of which report on the living conditions of elderly people in Europe. One such network is the ‘Family Support for Older people: Determinants and Consequences’ (FAMSUP), a European and US partnership that is investigating the nature and determinants of support for older people across Europe such as household composition and care provision (Glaser & al., 2006; Wolf & Ballal, 2006).

          25A number of European studies compare different models of community or home care (e.g. Anttonen & Sipilä, 1996; Bettio & Plantenga, 2004; Carpenter & al., 2004). The ‘Aged in Home Care’ (AdHoc) study (Carpenter & al, 2004) was designed to compare outcomes of different models of community care using a structured comparison of services and a comprehensive standardised assessment instrument across 11 European countries. A random sample of 4,500 people aged 65 years and older and already receiving home care services within selected urban areas in each country were included in the study. Key findings suggest that in southern Europe, marital and living status reflect close family relationships, while in Nordic countries, five times as many older people live alone. In France and Italy those receiving home care tended to have very high physical and cognitive impairment compared to those in Northern Europe, who had comparatively little impairment in ‘activities of daily living’ (ADL) and cognitive function. The study concluded that across Europe, formal care for people with similar dependency varies widely with very little formal care in Italy and more than double the average across all levels of dependency in the UK. Other studies support these findings (see for example, Daly & Lewis, 2000; Pacolet & al., 1999; Rostgaard & Fridberg, 1998).

          26However in Esping-Andersen’s (1999) work on the role of families in the provision of welfare, it was argued that the differences between southern Europe and the rest of continental Europe are not large enough to distinguish a separate Mediterranean regime. Lopes (2004) examining trends in living conditions and living arrangements amongst older people in Portugal, contends that younger cohorts of females have increasing levels of participation in the labour market and that national surveys on values suggest that this younger generation is drawn to values of self-fulfilment and individual economic independence. Lopes (2004) thus questions whether this will create tensions between developing a professional life and caring for older family members. Moreover a study by Glaser, Tomassini & Grundy (2004) explored the north-south divide in various dimensions associated with support for...
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