

Exploring the Preferences of Unpaid Carers of Older Adults Towards Support:
[bookmark: _GoBack]Implications for Personalisation 





Nadine Thomas,
Faculty of Social Sciences,
University of Stirling
September 2019



Doctoral Thesis
Word count: 60,420
[bookmark: _Toc12276304]

[bookmark: _Toc27733633]Abstract


Uptake of carers’ services across the UK is relatively low despite evidence of the positive effects of support services. The Carers (Scotland) Act 2016 places duties on local areas to provide personalised support to unpaid carers with eligible needs. However, is it not clear how to best plan local services to meet the diverse support needs, aspirations and preferences of unpaid carers. The preferences of unpaid carers of older people requires particular attention as this group of carers play a vital role enabling many older people to live at home, and are often in need of support themselves. 

This thesis uses a discrete choice experiment (DCE) to investigate carers’ preferences for support in Scotland. Applying a realist, interdisciplinary framework, it draws on a literature review, secondary analysis of interview data (n = 62), three focus groups with carers and practitioners, and a DCE survey (n = 112). It examines what matters to carers when choosing between different types of formal support, and investigates the heterogeneity of preferences for respite among different subgroups of carers. 

This thesis finds a high stated demand for respite and replacement care services amongst carers of older adults in Scotland. It demonstrates carers particularly value choice surrounding the support provider, and are willing to wait 12 months longer for replacement care provided by a familiar professional carer compared to an unfamiliar paid carer worker in order to take a short break. Reasons for not using support services include a perceived administrative and organisational burden, and lengthy waiting times.

[bookmark: _Toc12276305]Together, this informs policy and practice in the design of carer support services, both in Scotland and beyond, and highlights the need for further research to understand the impact of accessibility and responsiveness of adult social services in the take-up of short breaks and other personalised forms of carer support.
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[bookmark: _Toc27733640]Introduction
This chapter outlines the general context and structure of the thesis. It summarises research to date on unpaid care for older adults in order to contextualise the research objectives. This is followed by an outline of research methods and a breakdown of forthcoming chapters. 

[bookmark: _Toc27733641]Background
Unpaid carers (sometimes referred to as ‘informal carers’) are key contributors of long-term care of older adults in Europe (Hoffmann and Rodrigues 2010). The health and wellbeing of unpaid carers requires particular attention, since previous research links the stresses of caring activities to poorer mental health (Savage and Bailey 2004), problematic sleep (Maun et al. 2019), financial hardship, and a reduced capacity to participate in paid work (Bittman et al. 2007). Recent decades have seen growing national and international interest in developing effective support for unpaid carers from an health inequalities perspective (OECD 2011). 

Demographic changes affecting the supply and demand of social care present a strong economic case for systems of support for unpaid carers that are fit for purpose (Glendinning et al. 2009). Between 2001 and 2011 the number of individuals who provided 50 hours or more of unpaid care or support to a disabled or chronically ill individual per week increased by 24%, from 1.1 to 1.4 million in England and Wales (ONS 2013), and by 15%, from 115,200 to 132,800, in Scotland (Scottish Government 2015). The estimated monetary contribution of unpaid carers to adult social care has concomitantly increased, tripling between 1995 and 2010, from £21.5 billion in 1995 to £61.7 billion in 2010 (Foster and Fender 2013). Demand for adult social care in the UK is expected to continue to increase as a result of population ageing, as the rate of change in life expectancy outpaces that of healthy life expectancy (Kingston et al. 2017). 

Social care policy in the UK increasingly emphasises service user choice and control (Lymbery 2014). Such shifts are intended to help people get exactly the support and care they need, rather than fitting into a ‘one size’ set of provision that may not be appropriate (Glendinning et al. 2015). Self-Directed Support (SDS) is the framework for delivering personalised social care for adults in Scotland. The Social Care (Self-Directed Support) (Scotland) Act 2013 entitles service-users to assessment and the choice of four models of receiving Self-Directed support (direct payment, managed budget, local authority organised care, or a mixture of these options). Whilst distinct and specific to Scotland, SDS reflects a pattern of personalisation schemes observed internationally in health and social care (Gadsby 2013).

Personalisation in effect has been extended to unpaid cares in Scotland through the Carers (Scotland) Act 2016, which came fully into force in April 2016. This legislation places an obligation on relevant authorities to assess carers’ needs in specific ways, have regard to their personal preferences, produce adult carer support plans, and consider whether that support might be provided as a short break (Carers (Scotland) Act 2016 2019). There is little research anticipating how carers will respond to changes and engage with SDS. Incorporating the preferences of unpaid carers into the design of carers’ services should be considered a priority for policy implementation, since this could lead to better fit between service availability and uptake. 

[bookmark: _Toc12276312][bookmark: _Toc27733642]Research objective and questions
In the context of population ageing, the significance of unpaid care and policy emphasis on choice and control, this research investigates carers’ preferences towards support services amongst carers of older people living in Scotland. Specifically, it asks:

1. What are the preferences of unpaid carers of older adults in Scotland towards carers support services?
2. Are there differences in preferences for services between unpaid carers? 
3. If so, how might such differences be explained?

This study uses respite care and replacement care as core examples by which to investigate unpaid carers’ preferences for support services. Despite evidence of high levels of satisfaction with respite care reported by carers (Jackson et al. 2011, Neville et al. 2015), research continues to show low uptake (Phillipson et al. 2014, Neville et al. 2015). There is a paucity of research exploring the extent to which low uptake of respite can be explained by poor fit between carer preferences and service availability, or issues of access to services. 

Respite care is a common form of support for unpaid carers offered by European national governments, and offers carers a temporary pause from regular caring activities (Courtin et al. 2014). It relates to replacement care, which refers to paid services for the cared-for person (Pickard et al. 2017). Replacement care is often but not always a factor that enables carers to have respite (Arksey et al. 2004), and Scottish Government guidance (Scottish Government 2018a) on the allocation of funding for replacement care is ambiguous. A central message of this thesis is that many carers consider appropriate replacement care as a pre-requisite to accessing support for themselves.

This research privileges the perspectives of unpaid carers of older people towards support, in order to complement existing literature on choices of older service users (Ryan et al. 2006, Nieboer et al. 2010, Netten et al. 2012), and in line with changes in policy, which views carers as a growing potential service user group. Recognising the equally essential, and often inter-related, perspectives of cared-for individuals in the delivery of support for carers, it is argued that understanding carers’ preferences is a critical research gap which is needed to anticipate and plan for delivering personalisation effectively at local and national government levels. Existing Scottish data sheds light on which formal support services unpaid carers report to receive, but there is little information on carers’ experiences or priorities. This study contributes an understanding of the priorities carers of older adults towards formal support services (in particular, respite) and demonstrates how a similar approach could be applied to eliciting the preferences of carers towards other areas of carers’ support. 

[bookmark: _Toc27733643]Research methods
This study uses a discrete choice experiment (DCE) approach to address the research questions. Figure 1 provides an overview of the multiple steps involved. It outlines the process by which attributes of carers’ support were defined using a literature review and qualitative methods, further, how an experimental design was generated based on these attributes using Sawtooth software. Finally, it summarises how survey responses from carers were quantitatively analysed and interpreted in light of policy.

An epistemological position of scientific realism underpins this thesis as a basis from which to claim knowledge (see Sayer 2000). Following this position, statements of well-established scientific theories are assumed to be satisfactory in a literal sense, “while acknowledging that there can be more than one scientifically correct way of understanding reality in terms of conceptual schemes with different objects and categories of objects” (Lakoff 1987: 265). Such a position welcomes interdisciplinary inquiry, which Beers and Bots (2009) describe, combines conceptional models and findings from different academic disciplines to generate new insights about complex phenomena. Here empirical contributions are critically pulled together from sociology, economics, demography and health sciences to examine the cross-cutting and complex issue of unpaid care.


[bookmark: _Toc18660901]Figure 1: Stages of the research activity

[bookmark: _Toc12276313][bookmark: _Toc27733644]Structure of the thesis
The thesis is divided into four main sections. The first section introduces a rationale for the study by reviewing scientific literature to identify research gaps (Chapter 2). The second describes the research methods, and critically assesses their theoretical and practical suitability (Chapter 3). The third section (Chapters 4 – 6) presents analyses of interview, focus group and DCE survey data collected from carers of older adults in Scotland and the UK. The final section (Chapter 7) synthesises learning from each stage and explores the contribution of this study to literature on unpaid care and its implications for future research.

Chapter 2: Review of literature
This chapter critically summarises findings from peer-reviewed and grey literature on support services for unpaid carers of older adults published between 2014 and 2019. From this, a knowledge gap regarding the preferences of carers towards support is identified. Key policies on long-term care and unpaid care in Scotland are presented to contextualise the research setting.

Chapter 3: Research methods
This chapter introduces a discrete choice experiment (DCE) approach and justifies its selection to meet the research objective. DCE is argued to be an innovative and appropriate way to elicit carers’ preferences. This chapter outlines the methodology and explores its advantages and limitations of DCE as applied to social care research.

Chapter 4: Exploring carers’ concepts of a break from caring
This chapter discusses findings from a secondary qualitative analysis of 62 interviews with carers of older adults about their care routines and time use. A framework of ‘short breaks’ by Laing (2013) is used to identify examples of respite in interview transcripts, and point to factors that may enable carers to have a break from caring. It assesses the applicability of this framework to conceptualising respite support from carers’ perspectives. 


Chapter 5: Identifying features of support service important to carers
This chapter introduces the salient attributes of support services reported by carers of older adults as qualitative groundwork for the DCE. It describes findings from three focus groups with carers attending carers’ centres in Lanarkshire, regarding factors that are encouraging, or off-putting, when engaging with a support service. It subsequently outlines the process of synthesising focus group data, conversations with experts and reviews of policy to finalise the DCE design.

Chapter 6: Investigating the preferences of carers towards replacement care
This chapter explores the relative importance of attributes of respite and replacement care for a sample of 112 carers of older adults in Scotland using the DCE results. It describes and critically analyses survey responses and seeks to explain some of the heterogeneity using socio-demographic information about carers' characteristics. It discusses where further information is needed.

Chapter 7: Conclusion
[bookmark: _Toc487727378][bookmark: _Toc12276315]To finish, this chapter reviews the original objective and summarises the research process. Findings are brought together in the context of what is already known about unpaid carers of older adults and their engagement with support. It demonstrates areas of similarity and difference between this study and others, and critically evaluates the contribution of this DCE to existing literature. Finally, suggestions for improved practice with carers of older people, and areas for further research are highlighted.


[bookmark: _Toc27733645]Chapter Two
[bookmark: _Toc12276317][bookmark: _Toc14190882][bookmark: _Toc27733646]Review of literature


[bookmark: _Toc14190883][bookmark: _Toc27733647]Introduction
This chapter critically reviews knowledge on unpaid carers of older adults and formal systems of support for carers. The first part of this chapter outlines a background of unpaid care emerging as a policy concern, and the various socio-demographic and economic trends which may have contributed to this. It then presents empirical evidence of the nature of unpaid care in Scotland, and knowledge of the use and effectiveness of support services for carers. Finally, theories commonly applied to research in unpaid care are critiqued in order to select an appropriate design for this study. 

[bookmark: _Toc12276318][bookmark: _Toc14190884][bookmark: _Toc27733648]Review process
The following databases were consulted to source relevant literature: SocINDEX, Social Care Online and Web of Science. Peer reviewed articles published between 2014 and 2016 were identified by searches using keywords shown in Table 1. This approach was taken as it was expected to highlight contemporary articles, which would in turn point to key precedent literature. Sources were followed up and read to understand the history of key concepts used in this study. The same review process was later repeated for literature published between 2016 and 2019 to ensure that policy and research used in the interpretation of findings were up-to-date. 

Non-peer reviewed items published by government and third sector sources were also included if they met quality assessment criteria set out in relevant Critical Appraisal Skills Programme (CASP) checklists. For example, for qualitative research, a checklist of 10 questions with which to assess the validity, ethics and impact of a piece of research (CASP 2018) was used, as this was considered an important step to identify rigorous research published outside of academia. Two exceptions of this process include reports by Alzheimer Scotland (2019) and Carers UK (2019a) which were included as the best available sources of information about support pathways for people with living with dementia in Scotland, and support for carers in the workplace in the UK, respectively. 

[bookmark: _Toc18660848]Table 1: Keywords used in literature review search
	OR
	AND

	
	Informal
	Carer
	Choice
	Support
	Old

	
	Unpaid
	Carer
	Option
	Service
	Elder

	
	
	
	Decision
	
	



Increasing longevity raises the question of how health and social care systems can be configured to effectively provide long-term care (Mair et al. 2016). On average men over 65 years old in England now spend 2·4 years and women 3·0 years with complex care needs, most of whom live at home (Kingston et al. 2017). Time series data of households in Scotland show an increase in the percentage of adults living with a long-term conditions, from 27% of adults in 2012 to 30% of adults in 2016 (Scottish Government 2017). A further increase in the percentage of those living with two or more long-term health conditions in Scotland is anticipated, as the number of people living over 85 is expected to rise by 144% between 2015 and 2031 (The Scottish Government 2015). Scottish multimorbidity projections have considerable implications for families or friends of older individuals, who are likely to be called upon to provide care or support at home in the UK (Pickard et al. 2017). 

The provision of care and/or support by family members from their own resources in the UK is not a recent phenomenon. Prior to the introduction of publicly provided support following World War Two, social care was predominantly provided within households, with the first example of publicly funded social care being the Act for the Relief of the Poor in 1601 (Thane 2009); thus marking a distinction between formal and informal support. Grass roots activism by the National Council for the Single Woman and her Dependents (NCSWD) in England, founded by Mary Webster in 1965, instigated the ‘carers’ movement’. The NCSWD is an early example of emotional and practical support services for family members or friends of those needing care, and awareness-raising activities surrounding caregiving (Gant 2018). Despite greater recognition of family members and friends in policy (for example, a tax concession for carers in 1967), the term ‘carers’ does not appear in the Collins English dictionary until 1980 (Yeandle 2016). Care provided by family and friends has therefore shifted from a ‘private’ to ‘public’ issue in the UK within a relatively short period of time (Phillips 2007). 

As a ‘public’ issue, research has for a long time focused primarily on detrimental health effects of providing care (Roth et al. 2015). A number of studies report that providing care is associated with increased risk of poor cardiovascular health, hypertension (Capistrant et al. 2012), diabetes (Vitaliano et al. 2004), poor diet (Pinquart and Sörensen 2003), and even mortality (Schulz and Beach 1999). Substantial evidence exists on providing unpaid care and greater risk of psychological ill-health, such as depression, anxiety and poorer wellbeing, stress and burden (Savage and Bailey, 2004). Poor psychological health is related to stress from providing care (Vitaliano et al. 2003) and carers’ reduced ability to look after their own needs (Arksey and Hirst 2005). An inability to attend to one’s own health needs due to carer responsibilities is a particular concern for Scottish carers, of whom 70% have a long-term illness themselves, more than half of which are life-limiting (Scottish Health Survey 2017).

Emerging research, however, presents a more nuanced picture of the effects of providing unpaid care on health. This literature criticises the bias of existing research based on cross-sectional data, which do not enable the differentiation between correlation and causation, and may attribute the effects of lifestyle and other unobserved factors to the action of providing care (Bom et al. 2018), and often does not take into account variation within carer populations (Roth et al. 2015). New measures have been introduced to capture the positive impacts of caring on psychological wellbeing, such as uplift (Bauer and Sousa-Poza 2015), and there is growing evidence of positive outcomes of providing unpaid care, such as companionship, fulfilment, and enjoyment (Bjørge et al. 2019). Such studies highlight the importance of research that recognised the multi-dimensional consequences of caring on health. 

In addition to health, the economic contribution of carers to the welfare system has been a major policy driver (OECD 2011). Estimates of the financial value of support from family and friends to the UK health and social care system range between £55 - 97 billion (National Audit Office 2014), and £132 billion a year in England (Buckner and Yeandle 2015), and £10.3 billion a year in Scotland (Carers Scotland 2014). Since unpaid carers play a vital role in supporting older adults, the effectiveness of support for carers has implications for the sustainability of adult social care, by enabling carers to continue to care, as well as enhance their health and wellbeing (Pickard 2004). Policy impetus to develop formal support for carers can thus be argued to stem from separate, distinct areas of concern; among others, economic and public health. 

[bookmark: _Toc27733649]Defining unpaid care
As an issue that cuts across policy domains, the language used to discuss unpaid care in research, policy and practice is itself varied. In the Carers (Scotland) Act 2016, “unpaid carer” is taken to mean an individual who provides or intends to provide care for another individual (the “cared-for person”). The definition excludes those providing care or support as part of a contract or voluntary work. Whilst the Act itself does not define “care”, statutory guidance describes care as:

1.1.36. … the provision of what is necessary to the cared-for person in order to support their physical and mental health and wellbeing. This can encompass: 
a) medical or nursing care, such as helping someone to take medication or applying dressings; 
b) personal care, such as helping to wash, dress or eat; 
c) practical support, such as taking a person shopping or to medical appointments, cleaning or accompanying them to social events; and 
d) emotional support.

Since responsibilities largely mirror support from formal sources, differing only in relation to the receipt of payment, the term ‘unpaid carer’ is favoured by carers and literature in the UK (Beesley 2006). In international research, the terms ‘informal carers’ (Rapp 2014, Laditka 2017), ‘family carers’ (Crotty et al. 2015), ‘filial carers’ (Greenberger and Litwin 2003) or ‘kin-carers’ (Lapierre and Keating 2012) have all been used. Whilst recognising there are subtle differences in meaning in the different terms applied in literature, to maintain internal consistency and in recognition of its relevance to the national context this study uses the term ‘unpaid carer’, meaning a person who provides regular care or support for another individual, throughout.

Unpaid care is a common policy concern throughout much of the developed world. Data from the 2nd wave of the Survey of Health and Retirement in Europe (SHARE) suggests that 80% of all long-term care in countries taking part in the survey is provided by unpaid (or informal) carers (Hoffmann and Rodrigues 2010). Zigante (2018) outlines how historical welfare configurations help to inform the current patterning of unpaid care in Europe. In Scandinavia and the Netherlands, responsibility for the long-term care of older people has been primarily assumed by the state. By contrast, in Southern and Eastern Europe, family members were expected to be primary providers of social care for relatives. In Central Europe, such as Belgium, Germany, France, Austria and the UK, there has been a greater tendency towards shared responsibility between state and family for supporting older individuals. Despite important differences in welfare policies and family care networks, population ageing is a trajectory shared across Europe (Verbeek-Oudijk et al. 2014). Therefore, lessons from research on unpaid care may have applications internationally where definitions of unpaid care are shared.  

[bookmark: _Toc27733650]Unpaid carers in Scotland
The Scottish Census (dicenially) and the Scottish Health Survey, SHeS, (annually) provide up-to-date national data sources from which to develop a statistical description of Scottish carers. The 2011 Scottish Census estimates that 171,000 people aged 16+ (11% of the population) provide unpaid care. Collected during a similar time period, the 2012/13 Scottish Health Survey produces a higher estimate, of between 714,000 – 804,000 (17% of the population). Whilst based on the same population, and using the same question, variation in published carer figures may point to differences in survey methodologies. The SHeS is based on a much smaller sample size, but asks each member of the household about caring activity in an interview format, specifically, 

‘Do you look after, or give any help or support to family members, friends, neighbours and others because of long-term physical or mental ill health or disability or problems related to old age?’

The Census is a postal survey, which is answered by one member of the household, and as such there are no opportunities for respondents to ask for clarification. Response options for the number of hours caring per week provided also differ between the two surveys. In the SHeS survey the respondent can indicate they provide care or support for up to 4 hours per week. By contrast, the smallest response category for hours caring per week in the Census is up to 19 hours per week. It may be that the SHeS is more likely to capture low-level support, when the carer question is asked of all members of the household directly. However, a weakness of the SHeS is that it does not include information about the cared-for person, the relationship between the carer and cared-for person, or whether they live in the same household, which are arguably useful variables for anticipating formal service use (McKenzie et al. 2014) and examining carers’ health outcomes (Pinquart and Sörensen 2015). As such, the SHeS does not facilitate a specific focus on carers of older people, rather it provides an overview of the characteristics of unpaid carers in Scotland. 

Other potential data sources of unpaid care in Scotland include the Carers Census and the Healthy Ageing in Scotland (HAGIS) survey. The Carers Census aims to gather information from Health and Social Care partnerships, Local Authorities, NHS Boards, and third sector organisations in Scotland on requests for assessments, and adult carer support plans and young carer statements every 6 months in 2018/19 (Scottish Government 2018c). HAGIS is a longitudinal survey of ageing in Scotland, which provides estimates of unpaid care given and received by those aged over 50, linked with detailed socio-demographic data (Douglas et al. n.d.). Whilst acting as useful points for comparison, the Carers Census is also limited by only including carers known to formal support, and HAGIS by those aged 50+, respectively. For these reasons, the SHeS is predominantly drawn on here. 

Sixty percent of adult unpaid carers (aged 16+) in Scotland are female according to 2017 SHeS figures. Unpaid care is most common amongst individuals aged 45 – 64 age group, irrespective of gender (Table 2), which echoes patterns observed in England and Wales (Evandrou et al. 2015). A smaller proportion of those in the 25 – 34 age group are unpaid carers compared to the 16 – 24 age group, and 35 + age groups, perhaps since individuals aged 25 - 34 are less likely to be caring for parents, parents-in-law, spouses or partners compared to other age groups. The divergence between proportions of males and females in caring roles appears to narrow for people aged 65+, compared to in mid-life, which elsewhere in the UK is thought to be due to care provided by older men for partners in later-life (Evandrou et al. 2015).



[bookmark: _Toc18660849]Table 2: Percentage of Scottish population providing unpaid in the Scottish Health Survey 2017 (n = 3,696)
	Age group
	Male
	Female
	Total

	16-24
	9%
	16%
	13%

	25-34
	8%
	12%
	10%

	35-44
	10%
	17%
	14%

	45-54
	16%
	25%
	21%

	55-64
	16%
	22%
	19%

	65-74
	13%
	15%
	14%

	75+
	10%
	13%
	11%

	Total
	12%
	18%
	15%



Looking at the prevalence of unpaid care captured using the same methodology, there appears to be a slight decrease in the proportion of unpaid carers over time in Scotland (Table 3). A pattern of decline in overall prevalence of unpaid care was also observed in England and Wales between the 2001 and 2011 Census (Evandrou et al. 2015). Available data show little evidence for the substitution between formal and informal care occurring with regard to care for older people in Scotland (Lemmon 2018), and the rest of the UK (Pickard 2012). Scottish Government consider one potential outcome of the introduction of Carers (Scotland) Act 2016 will be an increased demand for carers’ assessments and support (Scottish Government 2019), which may have consequences for the proportion of people reporting to provide unpaid care activities in future surveys. 

[bookmark: _Toc18660850]Table 3: Prevalence of unpaid care by adults from Scottish Health Survey data
	Year
	Percentage of unpaid carers (16+)
	Mid-year population estimates (16+)
	Estimated number of unpaid carers

	2012
	18
	4,398,974
	791,816

	2013
	16
	4,416,121
	706,580

	2017
	15
	4,507,358
	676,104



More significant changes have been observed in the prevalence of unpaid care by intensity of care provision (defined as the number of hours of care provided per week). Between 2001 and 2011 there was an increase in the proportion of unpaid carers providing intense care or support (50+ hours) from 24% to 27% of all unpaid carers in Scotland (Scottish Government 2015), and from 21% to 23% in England and Wales (ONS 2013). This has been explicitly linked to growing numbers of people requiring long-term care, i.e. people who are living longer, often with multiple long-term conditions, and/or frailty (Evandrou et al. 2015). 

Older carers (those aged 65+) are key contributors of intense care (50+ hours per week) in Scotland (Figure 2). An increase in the number of older carers providing intense support is associated with higher numbers of older spousal carers as both men and women live longer (Evandrou et al. 2015) and also of offspring unpaid carers of the oldest-old (85+), who are likely to be older persons themselves (ibid). Pickard (2013) projects different future trajectories for unpaid care provided by these two groups, with a relative increase in spouse/partner, compared to inter-generational unpaid carers in the UK between 2012 and 2032. This may be a concern for public health, since a meta-analysis by Pinquart and Sörensen (2015) demonstrates that caring for a spouse/partner, and caring at high intensity, are independently associated with greater risk of psychological distress. 


[bookmark: _Toc18660902]Figure 2: Care intensity broken down by age group from the SHeS 2017 (n = 3,696)

Unpaid carers from the Scottish Census and SHeS samples therefore represent a range of ages, care responsibilities and socio-economic positions. The above descriptions are limited by their ability to pick up on carers who self-identify, rather than view themselves as part of a relationship (Carduff et al. 2016), and refer to cared-for individuals of all ages, not only those in older age. There is a compelling case for giving specific attention to carers of older people given the expected increase in numbers (National Records of Scotland 2016).

[bookmark: _Toc27733651]Provision of carer support in the UK
Provision of support in the UK is complex and occurs at different levels within the national health and social care system. Support for carers can be defined as, “any service, assistances, education, information and lay or professional provision of benefit to the family carer” (Stoltz et al. 2004: 111). An early model describing formal support for carers was proposed by Twigg and Atkin (1994) who introduce ‘direct’ and ‘indirect’ support for carers. Direct services are small in scale, specifically aimed at carers, and often offered by the voluntary sector. Indirect services, on the other hand, consist of mainstream services, aimed primarily to benefit the cared-for person and organised by the local authority. More recent typologies by Brimblecombe et al. (2018) and Courtin et al. (2014) develop Twigg and Aitkin’s model, breaking ‘direct’ support into various forms and levels, including: counselling, information, respite, and financial support. These papers provide more detailed frameworks with which to evaluate support services for carers, and consequently, this review later uses their category titles.

Before evaluating support services for carers in Scotland, it is important to outline the legislative and policy context in which they have been developed. Two policy documents were instrumental in the focus on institutional support for carers in Scotland. The ‘Care 21: The Future of unpaid care in Scotland’ report, published in 2006, sets out aspirations and recommendations to support unpaid carers in Scotland (Scottish Executive 2006). This was subsequently followed by ‘Caring Together: The Carers Strategy for Scotland 2010-2015’, (Scottish Executive 2010) which specifies a framework and timeline for implementing support for unpaid carers. Four pieces of legislation thereafter put Scottish policy on unpaid care into practice:

First, the Carers (Scotland) Act 2016 introduced in 1st April 2018, mandates local councils to identify and assess the needs of unpaid carers, provide information, and where eligible, meet their support needs. In delivering personalised and preventative support to carers, commissioners and policy-makers need to make choices about which support services for carers should be funded. Despite legislation creating additional duties for social care bodies, data on unpaid carers’ priorities which would assist the implementation of the Carers (Scotland) Act 2016 at a local authority level is lacking. 

Second, the Social Care (Self-Directed Support) (Scotland) Act 2013, introduces a legal obligation for local councils to offer service users choice and control in how social support is provided. Within SDS there are a series of options for greater choice over support, ranging from a cash payment to a notional budget managed by the local authority (see Table 4). Consequently, there is some overlap between policy around unpaid care and policies around social care delivery and service user choice and control. The Carers (Scotland) Act 2016 extends service user choice to unpaid carers where their needs are eligible, and there is currently no data on how this service user group will respond (Scottish Government 2013). One approach to anticipate carers’ potential response is to look at the behaviours of other groups of service users (to which carers could be classified).

[bookmark: _Toc16236681][bookmark: _Toc18660851]Table 4: Options for Self-Directed Support in Scotland taken from Social Care (Self-Directed Support) (Scotland) Act 2013.
	Option
	Description

	1
	Individuals choose to receive a direct payment to purchase support, with advice and information provided by the relevant local authority

	2
	Individuals choose mediums of support, with the budget held and managed by the local authority, or another organisation

	3
	Individuals choose to have support organised and provided by the local authority

	4
	Individuals choose to have a mixture of the above options 



Available data on SDS show a trend toward increasing numbers of service users choosing support in the form of a direct payment since 2010 (Audit Scotland 2017). Indeed the number of people choosing a direct payment doubled between 2010 and 2016 (ibid). Previous literature suggests that older people have distinct attitudes and outcomes associated with personalised social care initiatives, including lower psychological wellbeing amongst those managing their own support and a greater reluctance to take up the direct payment option (Poole 2006, Davey et al. 2007, Glendinning et al. 2008). Yet by 2016, a sizable proportion of older Scottish service users are choosing a direct payment, for example, 38% of those receiving direct payments were older people (aged 65 and over) in 2016 (Audit Scotland 2017). 

Greater uptake of direct payments may reflect changes over time in the familiarity of service users to personalised options, changing availability of private and public sector services or differences between SDS in Scotland and Direct Payments in England and Wales. Nevertheless, services organised and provided by the local authority remain the dominant choice, with 11% of social care service users choosing direct payments, 9% chose option 2, 75% chose option 3 and 5% chose option 4 in 2015/16 (ibid). Understanding carers’ likely engagement with SDS is critical for policy-makers for effective allocation of resources for carers’ support services.

Third, the Public Bodies (Joint Working) (Scotland) Act 2014, which came into force on 1st April 2016, mandates the integration of adult health services with social care services at a local level. It aims to improve the delivery of care, in particular for people living with complex, long-term conditions (Public Bodies (Joint Working) (Scotland) Act 2019). Bodies tasked with delivering joined-up care are referred to as Integration Joint Boards (IJBs). In Scotland there are 32 local authorities (31 IJBs and one NHS-led authority in the Highlands). Tentative benefits of integration are being reported by carers including more timely assessments and responsiveness of services (Cameron et al. 2014), however, integration been criticised for slow implementation, due to problems regarding data sharing between organisations (Audit Scotland 2018). This legislation has major implications for the service delivery to carers of older adults and those they support in Scotland. Further, integration has consequences for research on support for unpaid carers, specifically, it increases the relevance of research sites in the full range of public, voluntary sector or housing organisations, rather than targeting ‘health’ and ‘social’ care services in isolation. 

Fourth, the Social Security (Scotland) Act (2018) introduces a Carer's Allowance Supplement (CAS) consisting of payments twice a year to adult unpaid carers living in Scotland who are receiving Carer’s Allowance on the relevant eligibility dates. For unpaid carers under the age of 18, there is a separate Young Carer grant, which in 2019 is £300 per year. In 2019 the CAS will be two payments of £226.20. Whilst not the specific focus of this study, the CAS and Young Carer Grant are uniquely Scottish policy initiatives, which justifies a need for research on unpaid care at a regional level. 

Reviewing the legislation indicates formal support for unpaid carers sit at an intersection between welfare, health and social care policies in Scotland, and as a consequence, this study takes into account the combined impact of these policies rather than considering them in isolation.

[bookmark: _Toc16240725][bookmark: _Toc27733652]Carers use/ non-use of support services 
Despite considerable policy development to support unpaid carers, a large proportion of carers living in Scotland report receiving no support for themselves. According to the two most recent Scottish Health Surveys, more than two thirds, 68%, of adult carers state they receive no support (Figure 3). 


[bookmark: _Toc18660903]Figure 3: Adult carers reporting support received SHeS 2012/13 & 2017 combined (n = 2,700)

Receiving no support is most frequently reported amongst carers aged 65-74 (71%), those working in managerial professions (71%), in the top quintile of earners (78%), and living without a limiting health condition (71%) (SHeS 2017). This prompts further investigation of carer characteristics which influence both decisions to engage with formal services and support preferences once engaged. Harris et al. (2015) outline that carers may not engage with support services because they feel they do not need the service, it may be unavailable or unaffordable, or they may feel it is not suitable to their needs. In light of this, it is important to recognise that what is framed as a carer’s choice to not engage with support, may actually reflect exclusion, or vice versa. 

Scottish data reported in the Scottish Health Survey are consistent with qualitative data from Northern Ireland, which finds that low uptake of carers’ assessments stems from a lack of awareness about the process, and negative connotations associated with assessment, viewed by participants as a ‘paper exercise’ or a test of their ability to care (COPNI 2014). In that study, two thirds of carers over the age 65 did not take up formal assessments to identify support needs. Studies of carer populations outside of the UK also report that many unpaid carers do not use formal support services. Issues of rural living, independence and privacy have been highlighted to explain this (Morgan et al. 2002, Litwin 2004, Brodaty et al. 2005). Drawing on international data on unpaid care can provide additional and relevant insight base since care is a global issue influenced by population ageing, increased geographical mobility and social change (Yeandle et al. 2017). 

Some subgroups of unpaid carers, such as those from black and ethnic minority, lesbian, gay, bisexual or transgender communities, show disproportionately low engagement with support services (Moriarty et al. 2014), former carers (Watts and Cavaye 2016), and young carers (Day 2015). Moreover, the ‘digital divide’ is expected to exacerbate issues of access to support and information for carers online (Moriarty et al. 2014). Online information can enable timely information to carers, yet Sourbati (2012) shows that ICT-based information provision can also be a medium of social exclusion. It is important to remember issues of self-identification, that is, the unpaid carer role is integrated into, or assumed by, other relational roles, which may compound barriers for carers from existing marginalised groups to engage with formal services (Hoff 2015).

The choice to engage with a service is a complex process, involving judgement and assessment (Beresford and Sloper 2008). Larkin and Mitchell (2015) argue that more information is needed on the decision-making process of carers, including constraints on decision-making experienced by carers, in order to secure ‘true’ choice for carers in practice. This echoes Arksey and Glendinning (2007: 172), which called for recognition that a carer’s choice, “is not an individualised activity, but instead one that takes place in a wider social arena”. 

[bookmark: _Toc16240726][bookmark: _Toc27733653]Investigating carers’ choices
Carers’ choices extend beyond whether or not to engage with a service to, where appropriate, choosing between services. Recognising a shift to personal outcomes and personalisation frameworks, common features of carers’ support services which present carers with a choice of services stand out across the UK and Europe (Courtin et al. 2014, Brimblecombe et al. 2018). Support schemes are explored below with a definition of each type outlined, alongside what is known about its uptake and effectiveness in supporting carers. Applied from Courtin et al. (2014) and Brimblecombe et al. (2018) these types of support are financial support, counselling and training, respite and replacement care, support groups and work conditions. 

[bookmark: _Toc12276332]Financial support
A key form of financial support for carers in the UK is the Carer’s Allowance. As mentioned above, this is a non-means tested allowance for eligible carers with a UK-wide set value. Despite increases in value in the UK over time, carers’ organisations argue that the Carer’s Allowance does not match the replacement costs of unpaid carers’ time use (Carers UK 2015). It has elsewhere been criticised for excluding part-time carers, or people who may care for more than one person, with narrow eligibility criteria (Arksey and Morée 2008). In Scotland, it is estimated that carers would need to be compensated more than three times the current value of the Carer’s Allowance (between £190 and £357 per week rather than £73.19) in order match the time and resources carers give up to care (Lemmon and Bell 2018). 

Financial support to carers can also include cash payments, tax breaks or the waiving of charges (Brimblecombe et al. 2018). Providing cash payments to unpaid carers is intended to expand flexibility and choice for service users to purchase their own support (Davey et al. 2007). The UK is in a small group of countries (which includes Norway, Sweden and New Zealand) who provide financial payments to carers (OECD 2011). Therefore, although not within the scope of this study, there are a few options for cross-national comparison. 

[bookmark: _Toc12276335]Emotional support and counselling
Emotional support refers to interventions helping the unpaid carer to better cope in the caregiving situation by reducing feelings of anxiety, burden and depression (Lopez-Hartmann et al. 2012). Gallagher-Thompson and Coon (2007) break these down into skill-building, counselling, or multi-component support interventions. The use of technology-based psychological support is also increasingly evident in the literature as support for carers, for example, telephone counselling (Lins et al. 2014), email counselling and virtual communities (Boots et al. 2014). 

Regarding effectiveness, emotional support for unpaid carers appears to be associated with improvements in specific aspects of psychological outcomes. Cognitive reframing, for example, has been found to reduce anxiety amongst carers of people with dementia, but has little effect on carer burden or coping (Draskovic et al. 2011). By contrast, a Cochrane review of the effectiveness of telephone counselling for carers of people with dementia found that telephone counselling had little effect on reducing anxiety but did reduce symptoms of depression (Atherton et al. 2012). Mindfulness-based stress reduction (MBSR), a more recent development, shows some capacity to reduce anxiety and depression, but there is insufficient good quality evidence to suggest this has any effect on quality of life, or psychological health of carers of people with dementia (Liu et al. 2018). 

In Scotland unpaid carers can receive psychological support through counselling programmes or courses on wellbeing, delivered primarily through the NHS, third sector, private and non-profit organisations. In 2017, only 3% of unpaid carers in Scotland report receiving emotional support and counselling (SHeS 2017). The highest rates were amongst 45 – 54 years and over 75 years groups. Older men (over the age of 65) reported lower levels of emotional support and counselling than older women, 2 – 3% compared to 3 – 5% (ibid). Differences in access or demand for psychological support may therefore relate to gender, amongst other variables. 

[bookmark: _Toc12276336]Education and training
Education programmes aim to enhance the knowledge of carers, for example, about a health condition or legal landscape. Training programmes tend to focus on the development of skills, for example, coping skills or behavioural management skills (Brimblecombe et al. 2018). Education and training programmes can be carried out by care professionals (Brereton et al. 2007), or peers (Wang et al. 2012), and may be conducted in person or virtually (Jensen et al. 2015). Aspects of education and training programmes favoured by carers include problem-solving in groups, the use of examples and light-hearted analogies, interaction and personalisation (Victor 2009). Contextual factors such as timing also appear to play a role in how the training is received. For example, carers of people who have had a stroke appear satisfied with ‘vocational education’ type prior to discharge (Legg et al. 2011). 

A review of training interventions for unpaid carers finds relatively good quality evidence assessing the effectiveness of education programmes for carers based on findings from randomized control trials and longitudinal data sources (Victor 2009). Considered collectively these point to high satisfaction amongst carers and increases in knowledge from education programmes, but limited evidence on improving coping skills or quality of life for the cared-for person. Early intervention is viewed to be the most beneficial stage, and particular benefits are noted for carers of people with dementia and schizophrenia (Victor 2009). Like peer support, formal education and training for carers in Scotland takes place through carers’ centres. Current reported receipt of education and training services by carers in Scotland is 1% (SHeS 2017). Sparse data with which to explain these trends exist, suggesting it is a relatively neglected area.

[bookmark: _Toc12276333]Respite
Respite can be defined as, “a pause, a temporary cessation, or an interval of rest” (Chappell et al. 2001: 202). Respite is intended to benefit both the unpaid carer and the person they support (Whitmore 2017). It is increasingly being delivered in the community, providing “short-term relief for several hours to enable the carer to complete other neglected tasks” (Harris et al. 2015: 285). The term ‘short breaks’ is often used alongside ‘respite’ to capture this diversity of short periods of relief from caring taking place in the community (Robertson et al. 2011). 

The Scottish Government’s Voluntary-run Short Breaks Fund primarily provides grants to third sector organisations through Shared Care Scotland in order to develop respite services (Scottish Government 2019). Qualitative evidence suggests that there is a high level of satisfaction amongst carers who have received short breaks funding (Laing 2013), however, reported use of short breaks by carers in Scotland is low, 3% (Scottish Government 2015). One explanation is that local authority spending has been reduced since 2013, leading to more limited funding opportunities for unpaid carers (Shared Care Scotland 2016). Another explanation is that levels of respite uptake reflect preference, for instance, van Exel et al. (2008) find a mixture of attitudes towards respite by unpaid carers, with a rough split between three groups: unpaid carers who need respite and ask for it, those who need respite and don’t ask for it, and those who don’t need respite. 

There are methodological challenges in developing a consensus about the effectiveness of respite as a means of supporting carers. Zarit et al. (2017) outline that randomised control trials are not necessarily appropriate study designs for investigating respite, given difficulties randomising respite programmes in the community and selecting specific valid outcome variables. Existing reviews of respite tend to take a narrow scope, focusing on carers of people with specific diseases, for example, dementia (Neville et al. 2015, Vandepitte et al. 2016), rather than frail, older people generally. There is some evidence linking respite with reduced depression and anger in unpaid carers (Lopez-Hartmann et al. 2012), and higher levels of carer employment when used in combination with other services (Pickard et al. 2015). With regard to preferences, comfort and safety have been shown to be particularly important for cared-for individuals with dementia seeking respite (Neville et al. 2015).

[bookmark: _Toc12276334]Replacement care
Replacement care refers to “paid services for the cared-for” and can include “home care, personal assistant, meals, and short-term breaks” (Pickard et al. 2017: 690). It is a term that has been used to describe services that enable carers to have a break from caring (Alzheimer’s Society 2015, Shared Care Scotland 2017), and as such, may be understood as services which ‘replace’ the normal role undertaken by the unpaid carer. Statutory guidance for the Carers (Scotland) Act 2016 includes examples of replacement care of technology enabled care, equipment and adaptation, mental health services and medicine management (Scottish Government 2018a). As such replacement care may be conceived as an indirect form of support to unpaid carers, with unpaid carers benefiting as a ‘by product’ of services aimed at the care-recipient (Courtin et al. 2014). 

In terms of who pays for replacement care, the Scottish Government’s Carers (Scotland) Act 2016 Statutory Guidance notes that it is necessary for local authorities to exercise professional judgment in allocating costs. According to the Carers (Waiving of Charges for Support) (Scotland) 2014 the local authority has a duty to pay for replacement care that meets eligible needs of unpaid carers in order for them to have a break from caring (see Figure 4).

“3.3.25. Where a carer’s needs for support are considered eligible and a break from caring is agreed as an appropriate form of support for the carer to meet those eligible needs, there will be a need to consider the provision of appropriate care for the cared-for person during the carer’s absence. In some cases, this may be provided by friends, family or other community supports; however, in other cases there may be a need for more formal ‘replacement’ care - for example, in circumstances where such alternative resources are not available or the cared-for person has complex care needs and requires specialist care provision”


[bookmark: _Toc16236715][bookmark: _Toc18660904]Figure 4: Text taken from Carers (Scotland) Act 2016 Statutory Guidance about eligibility for replacement care. Part 3 Chapter 3.

There is little evidence to suggest that providing replacement care services reduces levels of unpaid care in the UK, rather it might be better described as ‘complementing’ or ‘supplementing’ work done by unpaid carers (Pickard et al. 2015, Lemmon 2018). Use of replacement care services, however, is positively associated with increased employment amongst unpaid carers internationally (Brimblecombe et al. 2018). Similarly, in the UK, unpaid carers who work are more likely to receive replacement care services than those who do not work (Pickard et al. 2015). 

Support groups
Peer support, sometimes known as ‘lay’ support, constitutes emotional support provided by those who are not professionally qualified but experientially similar (Charlesworth et al. 2016). Support groups are intended to help carers feel understood by, and learn from, those in similar situations (Thoits et al. 2000). Statutory guidance accompanying the Carers (Scotland) Act 2016 identifies carers’ centres as a universal service and a source of peer support. Employers are also encouraged to signpost carers to online peer groups or to have workplace groups of peer support (Care Information Scotland 2019). Availability of, and access to, peer support is currently one of the 5 pillars of support provided by link workers as part of the post-diagnostic dementia care pathway in Scotland (Alzheimer Scotland 2019). 

As an intervention for carers, peer support has been shown to directly reduce feelings of isolation and expand multiple sources of information (Dennis 2003). For those caring for someone with Alzheimer’s disease peer support is associated with a buffering effect, which lessens depressive effects for carers in stressful situations (Suitor 2002). Burnell et al. (2012) also suggest that peer support is effective at improving coping strategies with carers of adults with chronic conditions. Qualitative data from two small-scale projects investigating unpaid care by spouses in the UK and Ireland suggest that peers support groups enhance feelings of acceptance amongst carers (O’Shaughnessy et al. 2010, McHugh et al. 2012). However, few large-scale studies have explored peer groups as a source of support for carers (Charlesworth et al. 2011, Orpin et al. 2012). Therefore, evidence of effectiveness of peer support as support for carers is strongest qualitatively, but weakest quantitatively. 

[bookmark: _Toc12276338]Work conditions
Work conditions can be defined as specific measures targeting carers and other legislation that can be used by unpaid carers in the conciliation of providing care and employment, such as paid and unpaid leave (Courtin et al. 2014), part-time work or working remotely (Brimblecombe et al. 2018). As in the rest of the UK, unpaid carers in Scotland have the statutory right to request flexible working from their employers, after having worked a minimum of 26 weeks. Carers further have the right to unpaid leave for unplanned emergencies, for example in the event of illness or death of a person they provide care for (Carers UK 2019a). According to Pickard et al. (2017) over 80% of unpaid carers in employment make use of work policies for carers such as unpaid leave. 

Flexible work arrangements for carers can theoretically reduce stress and conflict between responsibilities for carers (Hoff et al. 2014). There is also some evidence that flexible working leads to a reduced risk of carers leaving formal work (Pickard et al. 2017). However, some carers report being fearful of disclosing their carer status in case this leads to disadvantage in the workplace (Singleton and Fry 2011). Equally important alongside flexibility in work conditions, Hoff (2015), argues is flexibility in services for the cared-for person, such as day-care centre and respite, as an effective form of support for unpaid carers in employment. 

Overview of types of support
To summarise, where they exist and carers have knowledge of them, carers can choose between a variety of different types of support schemes, such as financial support, counselling and training, respite and replacement care, support groups and work conditions. Evaluations of support interventions for carers are often defined in scope by the illness of the cared-for individual. In comparison with other European settings, Scotland appears to have a relatively more detailed formal system of support for carers. Yet there is little consensus in international literature on what the ‘most effective’ and ‘least effective’ forms of support for carers are, perhaps mostly due to the effects of context on individual carers outcomes. 

Summary statistics demonstrate a similar pattern of low service use across European settings, despite often strong qualitative evidence of benefits of formal support to carers. The extent to which existing types of support are unavailable, difficult to access or undesirable is therefore unknown. Having a better understanding of the degree of choice available to unpaid carers about engaging with support, and how carers respond to decisions over support service use, is critical in implementing a choice-based policy framework, such as the Carers (Scotland) Act 2016.

Commissioners and policy-makers also make choices about which support services for carers should be funded. A limiting factor in the provision of personalised support is that commissioning processes take place at a much slower pace than individual care planning processes (Rummery et al. 2012). Pearson (2010) also argues that Scotland has been somewhat slower to drive legislation in personalisation due to skepticism of the potential consequences of the marketisation of care. Nevertheless, data on carers’ priorities are lacking, which would assist at the implementation of the Carers (Scotland) Act 2016 at a local authority level. 
	 
[bookmark: _Toc27733654]Theoretical framework
From examining national and international research, it is clear that unpaid care as a topic area falls under different disciplinary domains. As such various theories have been applied to the issue of care and choice over time. These include role theory, process utility theory and models of carers.

[bookmark: _Toc12276324]Role Theory (Sociology)
Role theory is a conceptual framework which considers individuals identity to be socially constructed based on roles (what one does), which can overlap as individuals’ have more than one role (Stets and Burke 2019). Individuals can play multiple roles with identities that reinforce one another or come into conflict (Hughes et al. 2013). That is, an individual can for example simultaneously identify as a ‘carer’, ‘friend’ and ‘son’ or ‘spouse’ of the cared-for person. This theory is supported by evidence of role strain of individuals juggling to handle competing roles amongst unpaid carers (Burke et al. 2014). It is further effective at describing relationships between groups and explaining boundary-making processes (O’Connor 2007, Molyneaux et al. 2019). 

However, role theory lacks explanatory power of how the content of beliefs are generated (Turner and Reynolds 2003), for example, how the term ‘unpaid carer’ is conceived. Further, application of the theory to caregiving alone can place the onus on carers to manage their roles as carer(s) as well as other roles, for example in employment, where other social structures are important factors (Bernard et al. 2007). 

From role theory, this study adopts a position of fluidity regarding inclusion criteria for primary data collection. That is, rather than asking participants to self-identify as an ‘unpaid carer’ to participate, instead asking individuals whether they whether ‘provide help or support’ to another individual. Following Hughes et al. (2013) this wording recognises that many individuals who carry out caring activity may not embrace the role of a ‘carer’. 

[bookmark: _Toc12276326]Process Utility Theory (Economics) 
Recognising that caring is a multi-dimensional experience, process utility conceptualises the benefits and drawbacks of the process of providing care. Process utility has been defined as,

 “the difference in a carer's happiness between caring for the patient her-/himself and the situation in which someone else (whom the informal carer and the patient can choose themselves) takes over all care tasks for free and carries them out just as well and under the same conditions (e.g., place, time) she/he now does” (Brouwer et al. 2005: 86)

Utility is an economics concept which is used to quantify overall satisfaction (Araña et al. 2008). Process utility conceives that the process of providing care is accompanied by positive emotions (positive utility) and stress (negativity utility) (Brouwer et al. 2005). Empirical evidence suggests that individual unpaid carers do differ in the utility gained from providing unpaid care (van Exel et al. 2008). For example, Brouwer et al. (2005) demonstrate process utility from caring is particularly high amongst older carers, house wives and husbands and retired carers, and explain this by time availability and the opportunity to be involved with meaningful activity. There are some conceptual links between process utility and identity theory since one of the uplifts from caring is a validation of identity through the process of proving care. 

However, process utility does not adequately explain why carers continue to provide care against their own preferences (Cheung and Hocking 2004). Kahneman (2003) recognises that humans often do not make consistent choices, so rationality criteria, such as transitivity (relationships that hold when introducing new elements), can be violated. Moreover, since carer and cared-for individuals’ have affinities with one another, integrating the utility of the carer and cared-for is a persistent theoretical challenge (Brouwer et al. 1999).

Within these limitations, process utility is applied to this research in order to better understand, and quantify, the diversity of preferences that may exists amongst carers towards different types of support (see Chapter 6 “Investigating the preferences of carers towards replacement care”). 

[bookmark: _Toc12276327]Models of Carers (Social Work)
Models of Carers by Twigg (1989) is a well-known example of a practice-based theory applied to study unpaid care. This typology conceives carers to have an ambiguous position of ‘resources’ (an independent, unpredictable provider of support for the cared-for individual), ‘co-workers’ (an instrumental, directable provider of support for the cared-for individual) and of ‘co-clients’ (being entitled to the support that they needed to have a life alongside caring). Policy seems at different points to be based on each model, and as a result the policy landscape around unpaid carers has inherent contradictions. Carers’ rights legislation arguably strengthens the position of carers as ‘co-clients’, yet the level of choice and control carers have by comparison to care-recipients is small (Glendinning et al. 2015). 

Since practice-based theory is ever-evolving and self-renewing, as means to develop and advance practice, one disadvantage of this perspective alone is it can become quickly out-dated. For example, in contemporary social work an arguably over-looked partner in Twigg’s theory is professional care workers, who play an important role in care homes or the community. Nonetheless, this research makes use of models of carers lens to more closely examine the underlying assumptions about unpaid carers in policy, and interpret the implications of research findings. 

Conceptual framework for the thesis
The conceptual framework for this project is one of interdisciplinarity, as it draws on the contribution of these three theories, which stem from different academic disciplines, to better understand the decision-making of carers. It presents a hybridisation, rather than simultaneous use, of distinct theory in the design and implementation of research (Rowe 2003). Ageing research increasingly requires an interdisciplinary approach despite common challenges of adequate funding and research skills (Hennessy and Walker 2011; Arai et al. 2012, Bülow and Söderqvist 2014). 

In this study, in accordance with role theory, unpaid carers are viewed as inhabiting a social role or position that individuals act out. Role theory subsequently informs the sampling strategy of a discrete choice experiment, which is based of self-identification with the role. The DCE itself operates on the assumption of utility theory, which generates data to measure the welfare benefit of different support options for carers. Results from the DCE, which are based on utility models, are interpreted using Twigg’s Model of Carers as a lens to assess the policy implications of the results. As such theories are blended; their assumptions used to inform subsequent research stages, rather than used in parallel as with multi-disciplinary research.

Bringing these above perspectives together, an over-arching epistemological assumption of scientific realism is adopted, whereby it is assumed that there can be more than one valid way of understanding reality in terms of conceptual schemes with different objects and categories of objects, but that substantial relationships can be grasped from studying social phenomena in context (Sayer 2000). Subscribing to the assumption of scientific realism, various methods can be used as potential routes to investigating carers’ choices. These possibilities are explored in detail in Chapter 3 (“Research Methods”).

[bookmark: _Toc12276342][bookmark: _Toc14190890][bookmark: _Toc27733655]Research needs
Overall, this literature review highlights that caregiving research to date predominantly focuses on outcomes for carers, specifically mental health. Considerable attention has also been given to the use and evaluation of effectiveness of support in previous research, in some cases, revealing a divergence between the level of service-use and effectiveness. Yet few considerations have been given to developing support services for carers based on carers’ perspectives or priorities. Moreover, reviews and meta-analyses of support for carers often take a disease-specific lens, rather than considering cross-cutting issues for those in the position of providing unpaid care or support. 

There is a compelling case for giving specific attention to how carers of older people engage with support services. Demographic projections predict rapid population growth of individuals aged 75+, with a percentage increase of 27% in this age group between 2016 and 2026 in Scotland (National Records of Scotland 2017). Since longitudinal data show that health needs become more complex at older ages (Kingston et al. 2017), the demand for social care (and concomitantly unpaid care might be expected to concomitantly increase over time. 

Whilst the literature provides some insight on service use and evaluations of effectiveness of support services, there is scant information on support services that carers’ value. Therefore, this study seeks to build a better understanding of the support priorities of carers, specifically by answering the following questions:

1. What are the preferences of unpaid carers of older adults in Scotland towards support services?
2. Are there differences in preferences for services between unpaid carers? 
3. If so, what factors can be used to explain such differences?

[bookmark: _Toc12276343][bookmark: _Toc14190891][bookmark: _Toc27733656]Conclusion
‘Unpaid carers’ as a term to categorise individuals is one that is historically and culturally located. As a policy issue, unpaid care came to the fore as a result of overlapping socio-cultural shifts and economic forces in the UK and elsewhere. In Scotland unpaid carers are defined in policy as individuals who provide or intend to provide care for another individual. Unpaid carers in Scotland, who constitute approximately 17% of the population, represent individuals of different ages, living situations, care tasks and, (increasingly higher over time) care intensities. Formal support for carers includes a range of financial support, respite and replacement care, education and training, advocacy, emotional support and counselling, work conditions and peer support, which national data indicate are not widely used by carers.

As Scottish policy increasingly attempts to promote and support choice, few reliable data on the priorities and preferences of Scottish unpaid carers exists. This chapter evidences the need for better understanding the attitudes and decision-making processes of unpaid carers when engaging with support, since this is a key pre-requisite for delivering personalisation in social care. Given the public health implications of increasing longevity, it is particularly important to anticipate the needs and preferences of unpaid carers of older people, since they constitute a growing and potentially vulnerable group. The remainder of this thesis is dedicated to filling this research gap.

[bookmark: _Toc12276400][bookmark: _Toc12276414]

[bookmark: _Toc27733657]Chapter Three
[bookmark: _Toc12276345][bookmark: _Toc27733658]Research Methods

[bookmark: _Toc27733659]Introduction
This chapter provides a detailed description and justification of the research design. The first part explains why a discrete choice experiment (DCE) approach was adopted, in particular contrast with several alternative, feasible approaches. The second part outlines the assumptions of, and specific strategies taken when implementing, the DCE. The chapter concludes with a discussion of practical and ethical issues that arose during the research process, and reflections on what could be learned for future DCE with unpaid carers. 

[bookmark: _Toc12276346][bookmark: _Toc27733660]Research questions 
To recap this research seeks to answer the following questions:

1. What are the preferences of unpaid carers of older adults in Scotland towards support services?
2. Are there differences in preferences for services between unpaid carers? 
3. If so, what factors can be used to explain such differences?

It is expected that findings will be of interest to carer leads of IJBs in Scotland, national and local carers’ organisations, private or not-for-profit organisations providing respite care for unpaid carers, researchers in caregiving and respite, and the Scottish Government in priority-setting and allocating resources for carer support services.
[bookmark: _Toc12276347]
[bookmark: _Toc27733661]Research approach
Approaching research questions in the social sciences requires taking a stance on the nature of evidence and how it can be acquired (Yates 2004). A positivist methodology typically deduces a hypothesis from theory and designs a study to test relationships (Sayer 2000). A realist methodology acknowledges that positivism offers a useful perspective but recognises the limitation of separating facts from values (ibid). This study takes a realist stance in which analysts can claim limited and fallible authority in the production of knowledge (Hammersley 1995). As such it seeks to state and explain where value-laden positions are taken and considers the building and assessment of theory as outcomes of the research. 

Within a realist and interdisciplinary framework, a series of qualitative and mixed methods approaches were considered to gather information on the preferences of unpaid carers towards respite and replacement care. These included a case study, synthesis review, deliberative approach, survey analysis and DCE. The next section outlines the key characteristics of these methods, with their methodological advantages and limitations as applied to this study in order to provide a background to the final decision to use a DCE approach. 

[bookmark: _Toc12276348]Case study: In this approach a single subject is studied generally in as close to its natural setting as possible within particular boundaries (Flyvbjerg 2011). Applied to this research a case study might involve observing, conducting interviews or gathering survey responses from a subset of carers living in a particular place, engaging with a particular respite service or at a particular point in time. Case study methods offer benefits by allowing close proximity to participants and the opportunity to make in-depth observations, which often contributes to the development of theory (ibid). Further, they have been shown to be effective research methods with carers of older adults to better understand decision-making (Smebye et al. 2012). However Evers and Wu (2006: 524) point out that, “being able to generalise reasonably from a single case is a complex and difficult matter”. Therefore, alternative methods which draw on a larger sample or observation size were considered in order to investigate more generalisable patterns of preference amongst unpaid carers in Scotland. 

[bookmark: _Toc12276349]Synthesis review: In this approach high quality available evidence in literature is summarised to provide a comprehensive overview of an issue (Dixon-Woods et al. 2005). Applied to this area it might involve, for example, a meta-analysis that combines findings from independent studies on carers’ preferences. Other examples might be a meta-ethnography that brings together case study or other qualitative findings on the issue, or a thematic synthesis which identifies recurrent themes in literature on carers’ preferences. A synthesis review approach helps to generate evidence-informed recommendations that could be easily updated if replicated. Moreover, synthesis reviews have been shown to deliver insights into the preferences of unpaid carers supporting individuals undergoing stroke rehabilitation (Luker et al. 2017). However, for synthesis reviews it is good practice for multiple independent reviewers to assess the quality of extracted data (Russo and Carolina 2007), making it less suitable for a single-author PhD project. There is also a risk that a combination of existing findings may not result in an original contribution to knowledge. Consequently, syntheses methods are a good fit for the project but pragmatically did not form the whole approach. 

[bookmark: _Toc12276350]Deliberative methods: These are methods in which the researcher observes individuals in dialogue and deliberation with the aim of representing decision-making processes (Denzin and Lincoln 2005). Research participants are provided with relevant information about the study topic and asked to interact with each other and deliberate before data on their views are collected. Applied to this project it could involve listening to discussions between representative groups of unpaid carers on the topic of respite support. Indeed consensus conferences have been shown to be effective with unpaid carers of people with dementia, specifically, by providing a platform to raise unexpected concerns and improving the acceptability of the intervention (Burnell, Selwood, et al. 2012). Whilst useful for gathering opinions from a range of people on a single topic, the highly structured, face-to-face design of deliberative methods may bring about disproportionate sample bias, particularly in hard-to-reach groups (Bonevski et al. 2014), such as unpaid carers. Deliberative methods can be time and resource intensive (Burchardt 2014). As such, face-to-face discussion formed part of the qualitative stage of this study, but not the whole approach, so as to place fewer time demands on carer participants.

[bookmark: _Toc12276351]Secondary survey: This is an approach in which existing data (generated through questionnaires conducted by public and/or private sector organisations, or other researchers) are interrogated to answer a specific research question (Lewis-Beck et al. 2004). Secondary data can provide a quick and cost-effective way with which to access a large sample size for reliable statistical analysis of service use by carers. A relevant and emerging source of survey data for this research question would be the Carers Census, which provides specific demographic data on carers using social care services and their use of Self-Directed Support. However, secondary administrative data and national data sets are often restricted by issues of access, and specific time-scales of data collection which may not be optimal. Here a pilot of the Carers Census was underway during the data collection stage of this study. Therefore existing publicly available secondary survey data were drawn on in this study (principally secondary data from the Scottish Census and Scottish Health Survey data) in order to provide a contextual background and to assess the representativeness of the carers in Scotland according to demographic characteristics.

[bookmark: _Toc12276352]Primary survey: In this approach new data can be generated from purpose-made questionnaires assessing the prevalence of particular attitudes, characteristics or behaviours in the population (De Vaus 2013). Applied to this research a primary survey could be designed for carers to describe their preferences regarding respite and replacement care. Primary surveys have the advantage of control over the sampling procedure. Further, online surveys in particular have an additional advantage of being environmentally friendly, low cost and time efficient for gathering data (ibid). However, one weakness of a primary survey approach, particularly with regard to attitudinal surveys, is the expectation that respondents will answer candidly and have the motivation to complete them, particularly if they are self-administered (Bowling 2005). In this study, a primary (DCE) survey formed part of the research approach, but was using alongside secondary analysis of qualitative interviews and focus groups, since within a realist framework, repeated observations are sought to generate reliable knowledge. 

[bookmark: _Toc12276353]Experimental methods: An experimental approach seeks to identify correlates between predictor variables with outcome variables in an objective way. A range of experimental methods can be used to investigate decision-making and quantify the influence of various factors on choice. Factorial survey analysis (FSA) employs vignettes or hypothetical scenarios based on factors (or dimensions) that are combined to experimentally test the contribution of factors to overall choice (Ausper and Hinz 2015). This approach has been applied to social care research for the purposes of estimating the impact of contextual factors on the decision-making of social care professionals (Taylor 2003). For example, Hennessy (1993) illustrates how staff-related variables, such as length of training and work tenure, and client related variables, such as medical conditions and informal support, can influence practitioners’ judgement regarding long-term care plans in a multidisciplinary team.

The discrete choice experiment (DCE) is another in a family of techniques used to experimentally analyse factors influencing choice. It represents an “attribute-based measure of benefit”, in that it describes goods, services or interventions in terms of attributes, and assigns comparative values to these (De Bekker-Grob et al. 2012: 145). In a DCE survey respondents are presented with a series of hypothetical choices, in which they are asked to choose between two or more alternatives, described by their attributes (De Bekker-Grob et al. 2012). Choice responses allow the analyst to measure the influence of each attribute on decision-making, by estimating the change in probability of selecting an alternative when attributes are changed. This approach enables an estimation of the utility of each included attribute. DCEs are increasingly applied in health care research to investigate individual health behaviours and gauge the acceptability of services (Ryan et al. 2006, Clark et al. 2014). 


Both FSA and DCE manipulate the combination of factors experimentally to present respondents with a range of alternatives. Resultant choice data are statistically modelled to estimate the effect size of factors on observed choices. Where approaches differ is in their underlying theory and associated methodological language. DCE models are built on the assumption of random utility (see pages 52 - 53). By including a random component and assumptions of how error is distributed, the DCE offers much versatility in model specifications of decision-making (Louviere 2010).

Another difference between DCE and FSA is the use of a constraint on decision-making in DCE. Central to the DCE method are assumptions of scarcity and utility maximisation from classic economic theory. This implied that, whilst the preferences elicited from FSA and DCE may be similar, choice probabilities derived from a DCE can be used to more readily applied to a market scenario, and robustly used to predict market shares, or willingness of pay measurements. Indeed DCE can be used to investigate stated preferences and can be used to produce nuanced forecasts for consumer demand (Kjær 2005). Thus, despite commonalities in the motivation to use, and practical implementation of, FSA and DCE, the theoretical assumptions on which they are based have important implications for the interpretation and applications of statistical outputs. 

Q methodology is another potential route to experimentally explore correlates between individuals or characteristics of individuals and preferences or choices. This technique is based on the activity of sorting a representative set of statements (Q-sort) by respondents, often followed by a short qualitative interview to assist with interpretation. Factor analysis is used to identify underlying characteristics in clusters of opinion or preference. Q methodology is commonly used to describe patterns in subjectivities and similarity of opinion (Watts and Stenner 2008). For example, van Exel et al (2008) use Q-methodology to explore diversity in preference of unpaid carers towards respite. Since choice is a central theme of the personalisation in adult social care, a ranking-based Q methodology approach is less relevant to investigating the factors influencing unpaid carers’ choices about respite support than experimental methods than a choice-based method.  

The DCE approach demonstrates some similarities with aspects of the alternative methods considered, for instance, by focusing on replacement care as a form of carers support (case study), reviewing existing literature (synthesis review), observing discussion in focus groups (deliberative methods), describing trends in national data (secondary survey) and generating new survey data (primary survey). Yet it was viewed as the most suitable approach to systematically and efficiently elicit robust preference data on balance. Applications of DCEs in research are wide-ranging, and methods language can vary depending on the disciplinary convention, for example, when used in transport, marketing, ecological sciences or health. For ongoing reference, a glossary of key terms used in this thesis are found in Appendix I (“Glossary of Terms”). 

Strengths of DCE
There are five main reasons why a DCE approach fits well with understanding the decision-making processes of carers choosing between respite and replacement care options. The first is that the decision-maker (service user) theoretically has choice in the current social care system over how to spend eligible, nonetheless constrained, resource. This resonates more closely with the DCE approach which assumes that individuals choose between a set of finite (and mutually exclusive) alternatives than other CV methods, such as willingness to pay (Amaya-Amaya et al. 2008). DCE choice scenarios can further include a ‘none’ option; that is, an opt out or status quo option. This is important in order to mirror the type of decisions that carers can make in the real world and so learn more about carers who might decide not to engage with support or services. 

The second reason is that DCEs offer an opportunity to isolate and examine aspects of choice processes that are normally difficult to observe. Researchers can examine individuals’ decision-making processes in a controlled way through the use of hypothetical scenarios with carefully constrained sets of alternative choices. This is particularly relevant for social care research, since, as in healthcare in the UK, many social services are not directly purchased by the public. Indeed Faria et al. (2012) argue that valuation of unpaid care is challenging since no market prices exist. DCEs can overcome this by assigning relative value, or an exchange rate, to non-economic attributes, such as companionship or stress. Such has been utilised by the Investigating Choice Experiments for Preferences of Older People (ICEPOP) programme (Flynn et al. 2008), which demonstrates how aspects of quality of life can be isolated and valued by older people, and how this information can be used to create social care evaluation tools. 

Third, DCEs allow researchers to examine goods, services or interventions that do not exist yet. Revealed preference techniques, for example, the analysis of service use or purchase data, is constrained by the availability of resources and other structural restrictions to decision-making. By contrast, DCEs do not restrict respondents to choosing between pre-existing services. Specifically, for this study, a DCE enables unpaid carers to direct the content of the hypothetical choice scenario by inputting ideas for support that are not currently available on the market or through social services. This has implications for improving practice from the ground up.

Fourth, depending on the resources and time available, a DCE can be a comparatively low-cost way to gather preferences on specific subjects. By asking a series of choice questions a DCE gathers multiple observations points per respondent, which increases the efficiency of the survey. This is a particular strength for data collection with unpaid carers of older adults, who are a relatively small population in Scotland, can be difficult to reach, and are time-restricted (Bowes et al. 2019). Each respondent provides multiple data points thus creating a more expansive dataset from which to interrogate potentially statistically significant differences in preferences. 

Finally, DCEs can explore the relationship between choice observations and explanatory variables such as socio-demographic or attitudinal explanatory variables. In this research a DCE allowed the analyst to observe aspects of the caring context (including age, care relationship and residential status) alongside preference data, and assess their ability to explain patterns in preferences. This capacity of DCEs is advantageous for providing insights into whether (and how) resources at a planning level may be best targeted to different sub-populations of carers, for example, carers who are adult children, or carers aged 85+. 

[bookmark: _Toc12276355][bookmark: _Toc27733662]Theoretical framework of DCE
The DCE has a theoretical basis in Lancaster’s economic theory of value and Random Utility Theory (RUT) (Manski 2001, Busemeyer and Rieskamp 2014). To introduce both, the economic concept of utility is critical. Utility is a latent measure by which analysts scale ‘alternative uses’, typically under the neoclassical economic assumption that individuals behave as if to maximise their utility, “utility maximisation” (Wooldridge 2009). 

Lancaster’s theory of value assumes that utility is derived from latent attributes of a good or service being consumed i.e. the composite of characteristics of an alternative, or, where the total utility of alternative j is made up of the constituent utilities u of attributes x, for person t:

Ut (j) = u(xj, ut)

RUT has origins in Thurstone’s Law of Comparative Judgement, which associates a random component with a stimulus to estimate the outcome of choice processes (Lancsar and Louviere 2008). It introduces the notion of randomness in choice behaviour. Simply put, tastes can vary randomly. Developing this, McFadden (1974) theorized that utility is constituted of a systemic and a random component, which can be summarised in the following equation:

U = V + ε.

That is, one component of utility, V, may be explained, whilst the other is always ‘unexplained’, stemming from extraneous sources. The ‘unexplained’ component is represented by an error figure, which is dependent on the choice context. The decision-maker is assumed to have perfect information available and perfect powers of discrimination, from which they choose outcomes associated with the highest level of utility (Kjær 2005). However, the analyst has limited information and must make assumptions about the error figure. Therefore, whilst U cannot be observed directly by the analyst (it is latent), it can be estimated through specifying utility functions in a probablistic model. Utility functions form the basis of Random Utility Models (RUM), which represent the application of RUT to choice behaviour. 

The most well-known and widely used RUM in multiple alternative choice scenarios is the multinomial logit model (MNL) (McFadden 1974). MNL has the property of Independence of Irrelevant Alternatives, meaning the error term is assumed to be identical and independent across alternatives. Changing the choice set does not affect the probability of choosing an alternative with MNL. It is a closed form model, compared to other models that are open, or partially open. A review of the strengths and weaknesses of MNL is summarised in Chapter 6 (“Investigating the preferences of carers towards replacement care”). 

In the model, the maximising likelihood function estimates coefficients relate to each attribute. A ratio between coefficients may be used to generate a willingness to pay marker; an indirect measure of utility, similar to the outputs of contingent valuation tasks. Depending on the sophistication of the analytical techniques employed, interactions between variables, or person-specific variables, may also be taken into account. As mentioned, this would allow explanatory variables (such as socio-demographic data) to be included in predicting choice behaviour of respondents. In this study interactions between carers’ choices about replacement care and person-specific variables including age, residential status and in/formal support available were explored.

[bookmark: _Toc12276357]Limitations of DCE
A growing body of empirical evidence from experimental settings challenges the assumptions of utility maximisation (Araña et al. 2008). This is a potential threat to the accuracy of DCE results in this study, as through simplifying the task (decision heuristics), respondents do not reveal their true preferences in choice observations, biasing preference estimates (Hess et al. 2018). To reduce the effects of frugal decision-making, comprehensive piloting was undertaken to ensure the choice scenario was not overly complex.

Another shortcoming of the DCE is hypothetical response bias, which means the disparity between stated preferences and actual behaviour (Hausman 2012). As with other stated preference techniques there is no incentive for DCE respondents to behave in a way that they would in real life. Choice experiments based on hypothetical scenarios have been shown to elicit responses that are different from market scenarios (Gracia et al. 2011); mostly upward biased in willingness to pay (Hausman 2012). For this study an implication is that carers might over-state a demand for a particular support service, which has consequences for the validity of the findings. To mitigate hypothetical response bias, written and video instructions and a worked example were given at the beginning of the survey in this study to emphasise the importance of answering as-if in real life. 

Finally, the approach is limited by influence of status quo bias, in which individuals choose according to their own current situation or according to relative familiarity (Masatlioglu 2004). Salkeld et al. (2000: 276) argue that in healthcare scenarios, DCE respondents are likely to make choices under the ‘veil of experience’. An implication of this here is that observations are likely to mimic respondents’ own existing configurations of support. To mitigate some of the effects of status quo bias, background questions were asked about carers’ existing use of support services, for example, access to social work or funding for a short break. These circumstances were considered when interpreting estimate results, see Chapter 6 (“Investigating the preferences of carers towards replacement care”).

Other potential limitations applying to DCE to be generally mindful also are:

· Anchoring preferences in which decision-makers responses are biased towards initial values (Tversky and Kahneman 1974, Frykblom and Shogren 2000)
· Decoy and framing effects in which framing a context can affect an individual’s decision making (Louviere et al. 2000)
· Choice task content in which respondents are influenced by question wording and other factors surrounding the survey (Veldwijk et al. 2015). 

To minimise the effects of these biases, a randomised setting (described later in this chapter) was applied to the experimental design, and a pilot conducted to assess the interpretation of choice content with carer. 


[bookmark: _Toc12276359]DCE in social care and new developments
DCEs are increasingly applied to healthcare to investigate individual health behaviours or gauge the acceptability of new services (Ryan et al. 2006). A growing body of literature utilises DCEs to evaluate social care services; for example, for older people (Dixon et al. 2015), people living with Alzheimer’s disease in the community (Negrin et al. 2008) and to develop new social outcome measures (Burge et al. 2010, Potoglous et al. 2011, Netten et al. 2012).

Regarding personalisation, previous research by McCaffrey et al. (2015) employs a DCE approach to explore Consumer-Directed Care in Australia. McCaffrey et al. (2015) find that older participants hold preferences for flexibility, specifically for a support worker to be able to adapt care plans. The ability to choose from multiple providers, rather than a single provider, was also found to be desirable amongst those who received support, as well as amongst informal carers (n = 30). Moreover, regular, scheduled appointments with a care coordinator was a highly valued aspect of support packages according to both groups. McCaffrey et al. (2015) highlight the potential of DCEs to evaluate policy initiatives in adult social care and to better understand the priorities of service users. 

Kampanellou et al. (2017) have also captured the preferences of unpaid carers of people living with dementia in England. They evidence a high demand for respite care for carers of people living with late-stage dementia (n = 100). Parallel research in Scotland, would arguably complement the evidence-base, provide an opportunity for regional comparison, and investigate whether this is generalisable to carers of adults generally. This study takes a broader approach to investigating unpaid carers preferences by including carers of people living with a range of health conditions. 

[bookmark: _Toc487727395]At the inception of this project, three studies had been published applying DCE with unpaid carers, namely by Mentzakis et al. (2011), Hall et al. (2014), Hoefman et al. (2014). Two out of these used DCE methods to estimate economic values of informal carer support, chiming with the focus of other contingent valuation studies and economic evaluations of informal care. Only Hall et al. (2014) applied DCE with the aim of improving interventions to support carers, in particular, towards support in providing end-of-life care. During the research process, three additional studies exploring carers’ preferences were published (Chester et al. 2017, Kaambwa et al. 2017, Kampanellou et al. 2017). This study therefore marks an early contribution to literature on carers’ preferences to institutional support that employs a DCE approach. 

[bookmark: _Toc12276360][bookmark: _Toc27733663]Stages of research activity
[bookmark: _Toc12276361]Developing attributes
Stage 1. Conduct a literature review
The first step was to produce a synthesis of literature to identify factors known to influence carers’ decision-making surrounding support. Whilst recognising that some articles may be missed due to the focused process of identifying key literature through keywords, specific attention was given to research involving unpaid carers of older people in the UK. The literature review was a critical stage of the DCE design in order to identify all the relevant attributes known to influence decision-making, since omitted attributes are known to introduce unobservable bias (Louviere et al. 2000). The process of selecting articles for review is outlined in full in Chapter 2 (“Review of Literature”).

[bookmark: _Toc487727396]Publications were screened for relevance and quality using inclusion/exclusion criteria and Critical Appraisal Skills Programme checklists respectively (CASP 2018), given the range of research designs covered in the CASP toolkit. Inclusion criteria were that articles (i) had a focus on care and support of older people (ii) were written in English and (iii) were methodologically robust. Individual papers were examined to synthesise information on the research objective, carer sample and sampling strategy, methods, results and implications. Conducting the literature review in a systematic way was undertaken in order to reduce the number of a priori assumptions about the key characteristics of support services perceived by carers held by the researcher, and to formulate the basis of questioning used in the qualitative stage of research. 

Stage 2. Appraise attributes using interview data
For qualitative groundwork, data from interviews with carers of older adults living in the UK were analysed. The purpose of this stage was to guide attribute selection. The secondary analysis consisted of examining 62 semi-structured qualitative interviews with primary unpaid carers of older adults in the England, Scotland and Wales. Data were collected as part of an over-arching ESRC Centre for Population Change project on carers’ time use (Bowes et al. 2019). Whilst respite and replacement care were not directly addressed in the interview topic guide, a number of interview questions prompted discussion of this topic, including, “Do you feel you have enough time to do other things?”, and “If not, what do you cut back on?” (see Appendix II for a full interview schedule). Therefore, interviews provided relevant information on caring activities and realistic examples of how carers balance caring activities alongside other aspects of their life. 

Despite the capacity of systematic approaches to inform DCE design, in the main Lancsar and Louviere (2008) note that qualitative methods remain underused. Where they are used in health-related research, there is little evidence of consistent reporting (Grewal et al. 2006, Coast et al. 2012, Vass et al. 2017). Most discrete choice studies use a combination of reviews of literature and qualitative studies to focus the attributes and prepare the survey instrument (Clark et al. 2014). Primary qualitative research such as focus groups or semi-structured interviews are conventionally conducted as a first stage of research and only very occasionally, ethnographic methods are used (Vass et al. 2017). Respondents’ views can point to what constitute plausible levels of an attribute, potential interaction effects and the best way of introducing or framing a response task (Kjær 2005). 

For this qualitative analysis, interviews took place between February and June 2015 using a stratified sampling strategy to include carers with a range of different caring circumstances. Interviewees provided written informed consent for the archiving of anonymised transcripts and use in research for other purposes. Ethical approval was obtained for the secondary analysis of interview data from the University of Stirling Research Ethics Committees (Appendix III). 

There was a three stage approach to secondary analysis. Firstly, transcripts were read and re-read in full for contextual understanding. Secondly, text relevant to the research question was identified using a technique of directed content analysis (Shannon and Hshieh 2005). Special attention was given to revealed and stated preferences in the transcripts by searching for keywords ‘support’, ‘break’, ‘prefer’ and ‘want’. Thirdly, codes were attached to demographic information in responses using Microsoft Excel, specifically an ‘a priori’ coding structure was used based on Laing (2013)’s typology of breaks for carers to build on existing regional data on breaks for carers of older people and for policy relevance. The process of identifying coding moments was iterative to include disconfirming instances and reduce bias in the direction of reasoning (Miles et al. 2013). 

As a secondary piece of analysis, the investigation applied a new research question to an existing data set. Whilst the investigation falls under the same broad research agenda on carers’ time use and support, interview questions focused on the care context, time spent caring and having a life outside of a caring role. Such details are relevant but not exhaustive of what might have been asked in a specific data collection exercise on a break from caring, such as to the frequency and nature of breaks from caring. Despite shortcomings, the interviews were conducted to a high standard and the data contain a wide range of perspectives of carers from different parts of Great Britain. Conducting the same number of interviews to inform the DCE in this study would not have been feasible given the time and resource constraints of doctoral research. 

It is important to acknowledge that due to the secondary nature of qualitative analysis some contextual detail was lost, such as non-verbal cues in a face-to-face setting. In addition, there was an inability to follow-up on questions, which would have been beneficial for gathering further information on links between identity and breaks from caring. Likewise, there were fewer opportunities to probe response bias (that is, situations in which interviewees provide less honest, more socially appropriate, answers). Yet an advantage of having distance between data subjects in analysis was that there are no prior expectations about the individual based on an interview encounter. 

Further, it is possible that the sample may be biased towards the views of those already linked with support services due to the interview recruitment procedure (invitations to participate and snow-ball sampling). It is evident in transcript text that many carers were well informed of support systems, such as power of attorney and service availability. Furthermore, there was a greater representation of extra-resident and female carers in the sample set than might be expected from the Scottish national population of carers (Scottish Government 2015). However, given considerable participant numbers, recruitment procedures were considered appropriate and effective since carers constitute a hard-to-reach group. By utilising snow-ball sampling, interviewees showed motivation to participate in research, and a willingness to discuss their experiences, thus providing rich data. 

Finally, applying an interpretive frame of short breaks conceived by Laing (2013) had benefits and shortcomings. Using the a priori coding approach allowed the experiences of carers in interviews to be easily compared with experiences of carers of individuals of different ages. Further, it meant data could be organised and made manageable in a cohesive framework. The typology proved useful in its ability to create broad categories for how funds can be used to enable carers to have breaks in practice. However, this approach to coding influenced the narrative of carers’ support presented. As such there may have been missed opportunities to re-word the over-arching themes. However, steps were taken to enhance rigour by iteratively reading the transcripts, continually checking for disconfirming evidence and, through doing so, creating an additional coding category of receiving flexibility. 

Qualitative analysis of interviews with carers was a critical stage of the DCE approach in order to select an appropriate ‘problem’ scenario for the choice exercise, and to become familiar with the language used in practice.

Stage 3. Appraise attributes and choice scenario with focus groups 
Three focus groups were conducted with unpaid carers of older adults living in Scotland. The purpose of the focus groups was to gather information about the key features of carers support services, and current perceptions and patterns of use of support service use amongst carers of older adults, by eliciting information on their:

· Current use of support services
· Perceptions and views of support services
· Factors believed to influence their use of support services

Focus groups have the advantage over secondary qualitative analysis of generating new, in-depth attitudinal data (Ritchie and Lewis 2003). There are similarities between focus groups and interviews, in the elicitation of values and opinions, however, in focus groups the researcher plays a peripheral rather than central role in discussion (Johnson 1996). Focus groups were selected as a pragmatic source of information that would help develop a contextual understanding of caregiving for older adults in Scotland. 

Bloor et al. (2001) state that focus groups are a useful and economical means to gather information on group meanings, processes of generating group meanings and group norms. Walker et al. (2016) show how focus groups effectively complement other research methods, such as a survey, or secondary quantitative analysis in health research and social care research. Pitchforth et al. (2007) further highlight that focus groups can be particularly valuable by suggesting potential subgroups to inform future analytical strategies. Focus groups therefore formed part of a broader DCE approach by increasing awareness of potential relationships between carer characteristics and preferences, and as a means of checking the appropriateness of language and choices used in the DCE questionnaire. 

Three focus groups were undertaken in carers’ centres, with 30 carers and 4 carers’ centre workers in total. There are 116 independent carers’ centres in Scotland, which form part of a wider network in the national charity, the Carers Trust. Carers’ centres operate to provide information and advice to carers, and support them through a wide range of local initiatives. One common initiative of carers’ centres in the UK is the support group; “led by carers, for carers, bringing them together to meet, share information, talk openly about issues, relax and enjoy the company of others.” (Lanarkshire Carers' Centre 2019). 

Support groups were considered to be an appropriate setting for focus groups, since carers theoretically would be familiar with one another. Kitzinger (1994) describes such relationships as allowing for ‘naturally occurring data’ to occur. Following a presentation with several IJB leads for carers in Scotland about the study at a Think Tank meeting regarding the implantation of the Carers (Scotland) 2016 Act; a local government health and social care planner expressed interest in learning more about preferences for support and respite in the area. The policy-maker subsequently contacted the heads of two carers’ centres in central Scotland to request access to the focus groups. 

There were additional reasons for locating the focus groups in central Scotland beyond local stakeholder motivation. The area spanned two local councils, with have distinct IJBs. This meant that accessing social support services, whilst based on general eligibility criteria guidance from Scottish Government, was likely to vary between geographic areas. Differences were also likely to arise between the two localities in access to service availability. A decision was therefore taken to carry out focus groups in this geographic area for methodological reasons (relevant demographic profile and variation in the provision of support to carers) and for practical reasons (point of access).

Carers’ centres were pragmatically advantageous since they facilitated carers to convene at their usual time and place, therefore reduced research expenses and enhancing participation numbers. Yet locating conversations in the carers’ centre may have directed discussion towards the interests of the carers’ centre. As Bloor et al. (2001: 39) note, “there is no such thing as a neutral venue for a focus group.” In addition, carrying out focus groups with pre-existing groups may lead to discussion reflecting ongoing power dynamics (Fern 2001). The carers’ centre setting may have biased engagement from carers who are more informed about caregiving than the general population of carers in Scotland, or have a greater preference for social activities. To capture a broader range of views of carers, a purposive sample may have been a viable alternative means by which to better include carers that are most in need of support, or least coping, or those who might not be engaged or aware of carer support services.


[bookmark: _Toc18660852]Table 5: Eligibility criteria for participating in focus groups
	Inclusion criteria
	Exclusion criteria

	· Has a family member or friend who is old, ill or disabled
· Provides regular support or assistance to that person
· Resides in Scotland
	· Unable to provide informed consent
· Has a critical health condition
· Unable to speak English




Participants in the focus groups were recruited via third sector links in the Scottish central belt, as this provided access to a variety of unpaid carers of older people living close by. Inclusion and exclusion criteria for participating in the focus group were shared with the organisations (Table 5). Two existing carers’ support groups were used as a basis for the focus groups which took place at a time and place when the groups of carers met. By contrast, participants of the third focus group did not know one another prior to the meeting. The carers’ centre hosting this group intended this to be the first meeting of a series, in which carers and volunteers would be involved in the development of research that could be used in other ways in the carers’ centre. 

In all three focus groups, employees of the carers’ centres helped to negotiate access with participants by distributing information about the project to carers prior to the sessions. Information was sent in advance in order to give time for participants to understand the research objectives and scope, and to indicate their informed consent and it also provided the details of the site in which the focus group would take place.

One of the main advantages of conducting focus groups with existing groups is reduced effort needed to assemble a group of participants (Bloor et al. 2001). Going through an intermediary (carers’ centres) minimised administration time as the carers’ centre co-ordinators were able to relay information to participants in advance, without having to manage participants’ personal data. As Ryen (2011) highlights, it is always critical to consider power differentials when judging consent in order to conduct ethical research. As such participants were reminded that they were able to withdraw if they wished at the beginning and end of focus groups. 

Focus groups were conducted between March and April 2018. Overall, 34 people participated in the focus groups in total: 14 cared for a partner, 6 for a parent, 4 for a child, 1 for a sibling, 5 were former carers, 4 were employed carers’ centre workers. While the sampling procedure was opportunistic, the third group included carers of older adults in different family roles, of different genders and BME carers for a cross-section of views. Their regular group meeting purpose was to consult on tenders, centre resources, and upcoming evaluations of the centre. Group discussions lasted between 60 – 80 minutes. 

The focus groups began with an introduction that consisted of an ice-breaker, discussion of consent and explaining the research project and its aims. The first part of the focus group explored carers’ experiences of support. In pairs participants were asked to list what support they had received in the last week, month or year and who provided this. The aim of this exercise was to investigate the levels of attributes that were important in a carer’s decision to engage with support in their lived experience. As a whole group, carers discussed the elements they liked about the support and other elements that put them off. 

The second part of the focus group asked the participants to explore their priorities in spending for carers’ services using a ‘budget pie’ (Costa-Font et al. 2015). The aim of this exercise was give an indication of dominant’ preferences; that is, any preferences that would be continually favoured in a DCE (Ratcliffe and Longworth 2002). In groups of four participants were given the scenario of, ‘Imagine you are in charge of the £19.1 million budget for the implementation of the Carers Act in Scottish Government: how would you allocate public resources?’ along with cards with policy-relevant areas on them including practical support, emotional support and counselling, information and advice and others, which were taken from the Carers Census for policy applicability. Small groups were asked to feedback and compare budgets, and discuss factors they believe to influence their or other carers’ prioritisation of support. 

Audio-recordings were made where permission was granted and recordings transcribed verbatim for analysis, which was possible for the first two focus groups. Personal data were held securely on the university server, and on an encrypted storage device to protect their details and identity from being used for anything beyond the focus group. The viewpoints of individuals were anonymised during transcription by assigning a code number to individual participants and modifying any other identifying information, e.g. place names. Audio and transcript data were treated as confidential, and deleted from the recording device once uploaded onto the university’s server. From text copies, transcript data were thematically analysed (see Joffe and Yardley 2004) to identify what features might influence individuals to choose between different models of support.

Overall focus groups helped to generate characteristics (attributes) of support services that carers valued based on their experiences of using support services. Whilst focus groups were not used to test the survey instrument, they provided further sensitivity for creating plausible choice alternatives in the DCE. 

Stage 4: Reducing attributes
The exact value and wording of levels were piloted with two experts with a professional role in supporting carers to have breaks from caring in Scotland. They reviewed the attributes to ensure that they were suitably varied (presenting extreme, but realistic ranges of values), conveyed in language that could be easily understood and presented within a realistic choice scenario. Working with people who had specialist knowledge in supporting carers was critical in providing more information on how attributes might be interpreted by carers and so to minimize ambiguity, in this case particularly so since the scenario contained mostly ordinal and nominal attributes. Unworkable combinations of levels were removed in the questionnaire design. In addition the balance between exhaustive attributes and potential cost of respondent cognitive burden due to survey complexity was evaluated. 

There is little consensus in DCE literature on the development of attributes, however, transparent reporting is considered critical (Coast et al. 2012). In keeping with general advice by van der Pol and Ryan (1996), the aim of this stage was to reduce attributes and levels to the most salient features that were:

· Plausible
· Actionable
· Able to facilitate trade-offs

The majority of DCEs applied to healthcare use between 3 and 7 attributes (Marshall et al. 2010). Milte et al. (2014) recommend presenting scenarios one at a time, rather than all at once, using visual props, and having a maximum of six attributes when working with older respondents. Caution was paid to prevent overlapping attributes and in some cases excluded, to prevent less efficient DCE design (for example, by excluding a break from caring with the cared-for individual). 

One technique for treating mutually dependent variables is to introduce one variable into the introductory text (Kjær 2005). In this case a budget was introduced into the introductory text in order to act as a constraint on the decision-making process. Carers were informed that they had a budget of £200, which they could put towards purchasing replacement care in the DCE. Conversations were held with practitioners in order to choose this monetary value as a realistic budget that would be able to secure replacement care for a short break of one day (12 hours). This is consistent with the unit cost of replacement care, which in 2015 was £17.20/hour (Buckner and Yeandle 2015).

Including a monetary value in the choice task avoided including a willingness-to-pay question, which has been shown to be incongruous with how carers perceive their activity (Mentzakis et al. 2011). Yet it is recognised that it is important to bear financial situation in mind when interpreting other factors influencing the choice behaviour of respondents.

[bookmark: _Toc487727399]The wording of DCE attributes and levels are shown in Table 6 and compared to those previously used in literature for context in Appendix IV. A narrative description of the conciliation of attributes is found in Chapter 5 (“Identifying features of support service important to carers”)


[bookmark: _Toc18660853]Table 6: Chosen attributes and levels for the DCE
	Attributes
	Levels

	Provider[footnoteRef:1] [1:  Coded as a dummy variable] 

	Family member
	Friend
	Paid worker- familiar

	Paid worker- unfamiliar

	Help with co-ordination1
	By yourself

	With some help

	On your behalf


	

	Waiting time[footnoteRef:2] [2:  Coded as a numeric variable] 



	4 weeks
	3 months

	6 months
	

	Social and leisure activities1

	Provided
	Not provided
	
	


[bookmark: _Toc12276363]
Design Experiment
Stage 5. Experimental design 
A DCE approach can be described as an “integrated process with feedback” since the statistical properties of a choice experiment design are dependent on the number and nature of attributes or levels identified in the qualitative phase of research and sampling strategy (Ryan 2008: 16). A complete set of all possible combinations of attributes and full factorial design in this study would have resulted in 48 profiles (4 X X 2). Presented in pairs, this would have meant 1,128 choices for respondents. To make the research process less tedious for the respondent and less costly overall, the principle of presenting respondents with as few choice sets as possible was adhered to. 

The number of choice sets respondents can reliably answer is contentious (Street et al. 2008). As the number of choice sets increase, random error due to fatigue is also like to increase (Johnson et al. 2013). Streamlining the number of attributes in the DCE questionnaire is recommended to reduce respondent fatigue (Bateman 2002). Another route to reducing fatigue is to ‘block’ choice questions into separate questionnaires. For example, Milte et al. (2014) simplify their survey design to three versions of a questionnaire involving 4 attributes with 3 levels. In this study, a randomisation technique was used to create an efficient design of 10 choices within one online questionnaire. 

Sawtooth, a commercial software package, was used to create the experimental design. This package was selected to generate a near-orthogonal, ‘randomised’ design, meaning that each respondent was given a unique subset of questions drawn from a full-factorial array. Orthogonal designs mitigate covariance of attribute levels i.e. every level of one attribute will appear with every level of another attribute. Moreover, each attribute level will appear in the questionnaire an equal number of times (level balance). Whilst orthogonal designs are efficient at providing unbiased parameter estimates they require lengthy questionnaires (if using one fixed questionnaire version), or large sample sizes (if using a blocked design). Sawtooth uses an algorithm to generate a ‘near orthogonal’ design by generating multiple versions of the questionnaire in which not all levels appear in one questionnaire version, yet correlation between levels is minimised. Sawtooth creates ‘near orthogonal’ designs by adhering to strategies to allow some overlap between levels but prohibit duplicate alternatives in a task, given information from the researcher on the number of choice tasks and alternatives (Chrzan and Orme 2000).

The advantage of a ‘near orthogonal’ design type is that the researcher can specify using Sawtooth Software how many choices the respondent would view, and thus have more control over other aspects of questionnaire construction. Whilst there is some loss of statistical efficiency, there are gains in response efficiency as individuals can be given a shorter DCE questionnaire that is more conducive to compensatory decision-making. Both statistical and response efficiency are important aspects of experimental design for precise estimates in DCE research, and the preferred balance varies by the research objective (Johnson et al 2013). Sawtooth was seen as the most practical route to generate a design that was both response and statistically efficient. The design was tested using simulated data with different response rates and prohibition conditions to gain an idea of desirable sample size (see Appendix V). In this study 10 choice tasks were identified as an appropriate number of questions for response efficiency, with 4 alternatives (see Milte et al 2014). With simulated data on Sawtooth 10 ‘near orthogonal’ versions emerged as a design strategy that would provide robust estimates. Thus, respondents were randomly assigned 1 of the 10 near-orthogonal versions of the questionnaire after clicking on the survey URL. A further advantage of randomisation is that it reduces order or anchoring or framing bias as each respondent views a different subset. 



[bookmark: _Toc18660854]Table 7: Key principles in experimental design of DCE, adapted from Huber and Zwerina (2006)
	Term
	Definition

	Orthogonality
	Commonly interpreted as the condition of when two effects are uncorrelated (Ryan et al. 2008). In an orthogonal design, the effect of each attribute on utility can be measured independently of all other effects.

	Level balance
	Each level of an attribute is shown an equal number of times in the choice set.

	Overlap
	When attribute levels appear in two alternatives in one choice task. Minimal overlap means the attribute level is shown as few times as possible. Balanced overlap means that some levels will appear in two alternatives in one task. This can increase efficiency but may lead to non-compensatory decision-making. 


 
An ‘opt out’ option was included to gain an understanding of the strength of preference towards not choosing any alternative. Choosing no respite and replacement care package is a realistic alternative in practice, and omitting this may have over-estimated the effects of other attributes. This study draws on Hall et al. (2014) who include an opt out alternative to compare carer attitudes towards hypothetical services at the end of life versus current services. Other ‘opt out’ strategies used in social care DCE are being ‘not sure’ (Burge et al. 2010), or ‘no care provided’ (Mentzakis et al. 2011). Determann et al. (2019) recommends careful wording of an opt out in order not to introduce bias into DCE estimates. The wording of the opt out in this study stated, ‘I wouldn’t choose any of these’. 

Final design
Each version contained 10 choices with 3 alternatives per choice task. The choice tasks were unlabelled, meaning there were no labels for alternatives that might convey meaning to respondents, for example, brand names, of forms of respite, for example, day-care, sitter service, etc. The design type was balanced overlap, to maintain a relatively high efficiency for mains-effect only. Initially, a survey design was tested that included the attribute of respite with the cared-for person, however, this design was found to be inefficient even with a large sample size since it introduced too many prohibitions. Nevertheless, it was acknowledged that characteristics of the cared-for individual would likely be an important consideration for unpaid carers when making choices in the DCE. 

There is little consensus surrounding the minimum respondent sample sizes recommended for DCEs. Some argue that it depends on the number of attributes and levels involved (Louviere et al. 2000), others disagree (Rose and Bliemer 2014). Several ‘rules of thumb’ for respondent numbers appear in DCE literature. Orme (1998) recommends dividing the largest number of levels by the product of the number of choice tasks and attributes, multiplied by 500. Based on this calculation the minimum sample size here would be 50. Louviere et al. (2000) propose calculating the sample size based on the number of choice sets that are generated. Bennett and Blamey (2001), on the other hand, state that the minimum number of respondents per subsample should be 50. Despite these differences, many authors are in agreement that the greater the number of observations, the lower the statistical error. Using data simulated using Sawtooth for 250 respondents, of which 15% select the ‘none’, the standard errors for the utility of each level were relatively small (see Appendix V). Taking lessons literature and Sawtooth simulated data, the minimum sample size was taken as 50, with a desired target of 250 respondents.

Previous DCEs in social care research have been based on relatively small population numbers. Kampanellou et al. (2017) explore the preferences of carers supporting individuals with dementia towards specialist services through the analysis of DCE with 28 respondents. Similarly, Chester et al. (2017) involve 28 carers to analyse the preferences for home care services of carers supporting an individual with dementia. Burton et al. (2014) use the responses of 34 carers for those recovering from a stroke to evaluate preferences for community services. Mentzakis et al. (2011) sent out an electronic DCE questionnaire through Carers Scotland, with a response rate of 20% (270 questionnaires returned). With this in mind, the recruitment strategy aimed to invite >1,000 carers in anticipation of a similar response rate. 

Stage 6: Questionnaire design
The full survey can be found in Appendix VI and STORRE. The survey was constructed in four parts:

A. Introductory information and a check of eligibility

B. Stated preference questions 

C. Socio-demographic questions

D. Signpost to further support and future involvement

For ethical reasons and to ensure informed consent, the objectives, scope and data management strategy were communicated in a straightforward manner at the beginning of the survey, and respondents advised that they could drop out at any stage. Socio-demographic questions at the end were parsimonious, harmonious with other conventional national surveys to enable cross-comparison.

At the beginning of the survey, eligibility was assessed using the following closed question, “Do you support or provide unpaid care for someone over the age of 55?” This wording was intentionally simple and allowed respondents to create their own interpretation of ‘support’ and ‘care’, based on the assumption that the respondent sample would reflect varying degrees of care intensities. 

Given the hypothetical and potentially cognitively complex nature of choice tasks, considerable time was spent devising an introduction that was fit for purpose, particularly to communicate the attributes and survey instructions in an understandable way. Bennett and Blamey (2001) demonstrate that an instructional preamble can help produce meaningful choices in a DCE choice set, by framing the choice as a real-life choice. Cummings and Taylor (1999) also advise drawing attention to ‘cheap talk’ in order to prevent this bias. Therefore, at the beginning of this survey, respondents were provided with video and written instructions that emphasised that their choices were hypothetical, but that they should treat choice tasks as if making decisions in real life. 

Worked examples have been shown to reduce inconsistency in responses (San Miguel et al. 2005). In addition, warm-up interactive or audio-visual instructions are also increasingly used in DCE to improve, or in some cases test, a respondents comprehension of the task and so elicit responses more accurately (Johnson et al. 2000). In light of this, an animated video[footnoteRef:3] was created to introduce the choice scenario, and illustrate an example of the choice task, to reduce ambiguity. Figure 6 shows the layout of one choice task, including the scenario, three alternatives and the opt out.  [3:  https://www.youtube.com/watch?v=okkDnSSaxzI
] 
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[bookmark: _Toc18660906]Figure 6: Example of choice task in the DCE used in this study


In the second part of the survey, respondents were asked six questions ‘best-worst' questions to indicate their most preferred and their least preferred type of support. Respondents viewed 3 ‘randomised’ of 7 possible types of support, taken from Scotland’s Carers Census, which included,

· Training or learning
· Advocacy i.e. someone representing your views to social work or NHS staff
· A carer’s payment including Self-Directed Support
· Counselling or emotional support (e.g. peer groups)
· Practical support (e.g. equipment, transport)
·  Help applying for Carer’s Allowance or other financial assistance
· A short break or respite including replacement care

These types of support were chosen to compare stated and revealed preferences to existing Scottish data on receipt of support (see Chapter 2 “Review of Literature”). Following Phillips et al. (2002) a ‘best-worst’ format of questioning was chosen, since conjoint comparison is known to provide information on individuals’ valuation of attributes, in a way that is considered to reflect preferences and model real-life decision-making compared to a ranking exercise. In the best-worst format, information from trade-offs between three types of support at a time were used to discriminate relative important scores for each. 

DCE data can be collected over the phone, in the post, face-to-face, online, or a combination of these (Kampanellou et al. 2017). In this study, the survey was distributed online so that carers could complete the questionnaire on their own, in their own time. As outlined by Amaya-Amaya et al. (2008) self-administration is the most cost-effective and environmentally friendly form of data collection but is affected typically by low response rates. Further, flexibility of survey tools has been highlighted as desirable by unpaid carers of older people in the UK (Bowes et al. 2019). In order to accommodate for differential access to the internet in Scotland, and particularly amongst older people (Sourbati 2009), the option of a paper version of the survey was available; with an acknowledgement of the differing effects these formats might have on data quality.

Distributing surveys online brings some unique opportunities as well as challenges. Online DCE surveys are advantageous given their capacity for quick widespread dissemination and the ease of data coding (Champ and Welsh 2006). Moreover, online distribution removes the barrier of gatekeepers and can create geographic diversity (Hamilton and Bowers 2006). To counter this, it is likely that online data collection alone can skew responses to more educated and higher income individuals and there is the possibility of respondent fraud (Savage and Waldman 2018). Without face to face contact, analysts cannot be confident that respondents have understood the task. The amount of time respondents spent on the online survey was used as an indicator of comprehension of the concept, with more time suggesting that trade-offs were considered, however, given the modest sample size, all respondents who completed the survey were included in the analysis. 

[bookmark: _Toc487727400]Stage 7. Pilot
A draft survey was sent to two unpaid carers, two experts in DCE and two researchers working with older people. 10 members of the Dementia and Ageing Research group were also sent the survey to test its comprehensibility and usability. Feedback from this pilot was largely positive with respondents confirming that the scenarios made sense and the alternatives were comprehensible. The purpose of the pilot was to ensure the choice sets closely resemble everyday life, clarify descriptions of the attributes, and check the layout of the survey for comprehensiveness and acceptability amongst the respondent population (Ryan et al. 2008). From the pilot, several recommendations were made and the following aspects modified:

[bookmark: _Toc12276364]Background information 
· Changed introductory text to more explicitly state what respondents were expected to do (“tick the option that you would most prefer”).
· Clarified that carers who receive a Carer’s Allowance are still eligible to take part as they constitute ‘unpaid’ carers.
· Stated when the findings would be available online and where to find it.

[bookmark: _Toc12276365]Scenarios
· Emphasised that the options were being paid for from a social care budget (rather than personal finances).
· Clarified that this was a planned, rather than spontaneous break from caring.
· Included a visual scale of the level of involvement in co-ordination, rather than ‘a little’ and ‘a lot’ to reduce issues of interpretation.
· Kept the full names of attributes throughout rather than short hand in case someone skipped the instructions. For example, “Paid carer who is unfamiliar to you”, instead of “Paid Carer- unfamiliar”.

[bookmark: _Toc12276366]Socio-demographic questions
· Provided an indicator of equivalent working days for the number of hours spent providing care or support, as this was seen to be more comprehensible.
· Placed the socio-demographic questions at the end, rather than the beginning as respondents wanted to get started on the choice question.

Piloting also enabled a rehearsal of data storage and analysis, as recommended by Bell (2014).

[bookmark: _Toc12276367]Collect data
Stage 8. Source partners
In advance of the survey going live, a range of national and local carers’ organisations, Carer Positive employers (employers that meet a range of practice criteria specified by Carers Scotland in a scheme funded by the Scottish Government), and for-profit and not-for-profit social care organisations were contacted to promote the online survey (Figure 7). In most cases, consenting organisations shared the survey through newsletters, social media channels or blog posts. In one case the access organisation invited the researcher to visit in order to explain the project and take questions. Personal contact with respondents is thought to enhance recruitment by demonstrating commitment to the research process and building positive relationships (Miller et al. 2003). However, it is unknown whether this was the case, since each access organisation used the same survey URL link. 


[bookmark: _Toc18660907]Figure 7: Pathways to recruiting DCE respondents

Carers are often described as a ‘hard to reach’ group, implying particular methodological issues in recruiting carers for participation in primary data collection (Whittingham et al. 2016). The literature suggests that carers may not identify as carers, viewing themselves as family members, for example, son, daughter, husband or wife, rather than taking on a carer role (Carduff et al. 2014). In a systematic review of strategies to improve access to hard to reach populations in health and social care research Bonevski et al. (2014) advocate methods of recruitment using an organisation with high access to the target population. 

In this case convenience sampling through carers’ organisations was a pragmatic approach, accepting its limitations for generalisability. 

An alternative sampling approach that might have been used in this study is quota based sampling. This approach may have provided greater control over the specific socio-demographic characteristics of respondents and consequently a more representative sample overall, however, it would also require more resource to implement, and challenges of data sharing between a gatekeeper organisation and prospective respondents. 

A further alternative is random sampling strategy. For this study links to existing national household surveys in Scotland, such as the Healthy Ageing in Scotland or Scottish Household Survey, could have been established to distribute invites to participate. A benefit of this approach is that it would minimise bias in the sample and provide direct access to a large number of respondents familiar with participating in research. However, a minority of households would be eligible to participate. For more efficient targeting, prior to contact, household addresses in the sampling frame could be screened to indicate those which include an unpaid carer. This approach would similarly optimise representativeness at the expense potentially lengthy periods of seeking and obtaining consent for data linkage with existing national surveys. 

Therefore convenience over quota sample was used as a balance of time and resources with robustness. Heterogeneity in the sample was sought, for example, in care relationships, gender, and care intensities by contacting a range of organisations. Caution should be taken in interpreting the results beyond the included sample to those who are not connected to services or employment, caring for someone under the age of 55 and non-English speaking carers, since the final sample was limited to those connected to a carers organisation or employer, connected to the internet and the vast majority participants described themselves as white. However, the socio-demographic profile of resultant participant sample was broadly reflective of population of carers estimated through national surveys (see  pages 149 – 156).


Stage 9. Recruit respondents
The survey remained live between 31st August and 30th October 2018. During this period the researcher checked for correct uploading of data, sent reminders to access organisations and responded to email feedback from respondents. 

The age threshold for this study was taken to be carers of those over 55 years old in concordance with the ESRC-CPC Carers Time Use project, of which this study was part. It is understood that the delineation of older age is socially constructed and that issues affecting carers supporting individuals with the same health condition may overlap significantly irrespective of age. The use of the term ‘carers of older adults’ in promotional materials for the survey may have skewed the sample uptake to carers individuals of much older ages, and excluded some unpaid carers of those using adult social care services (or future users) from sharing their views. However, a threshold was adopted to provide consistency across specific parts of the research and the wider CTU project in ageing research.

[bookmark: _Toc12276368]A total of 409 people opened the survey, and one hundred and twenty six individuals completed it (27% completion rate). 14 of respondents were not eligible, so the final sample size was 112. Given each person provided 10 choice responses, this gave a total number of choice observations of 1,120. A summary of respondent characteristics is found in Chapter 6 (“Investigating the preferences of carers towards replacement care”). 

Stage 10. Analyse quantitative data
Drawing on the ESTIMATE checklist for good research practice in DCE developed by Hauber et al. (2017) important stages in data handling and processing were:

Variable coding
The attributes of provider, involvement in co-ordination and activities were dummy-coded in order to compare the marginal utility of attribute levels to a base category (Table 8). Based on estimates from Sawtooth Logit, which when plotted on a scatter graph showed a negative, linear trend line, an assumption was made to treat waiting time as a numeric variable. 


[bookmark: _Toc18660855]Table 8: Format for coding attribute levels
 “Provider”
	Levels
	PR1
	PR2
	PR3

	Family member
	1
	0
	0

	Friend
	0
	1
	0

	Paid Care Worker - Familiar
	0
	0
	1

	Paid Care Worker - Unfamiliar
	0
	0
	0



 “Coordination”
	Levels
	CO1
	CO2

	By yourself
	1
	0

	With some help
	0
	1

	On your behalf
	0
	0



Waiting time”
	Levels
	WA

	3 weeks
	3

	12 weeks
	12

	26 weeks
	26



 “Activities”
	Levels
	AC

	Provided
	1

	Not provided
	0


 





Data input
Survey data were input in long format in R, with four rows of data per choice task per respondent linked to the respondent ID number. The number 1 was used to indicate the levels present in the selected choice, with all other levels set to 0.

Modelling
[bookmark: _Toc12276393]A multinomial logit (MNL) model was chosen as the primary analytical strategy for robustness given the size of the survey and sample. MNL has a closed function solving and the property of IAA, meaning independence of irrelevant alternatives. This means, if another attribute is added, the relative ratio between alternatives stays the same. One of the drawbacks of an MNL model is that it does not allow for individual preferences, since it assumes identically distributed error. To overcome this, an alternative specific constant was included to test the significance of the influence of the ‘none’ option as most variation was observed towards this alternative. 

Choice observations were counted as decisions made by a respondent to select one form of replacement care (three alternatives and the option to have ‘none of these’). Choice data were taken from those who completed the questionnaire and were eligible (n = 112). Assuming all attributes had an independent effect on the decision to select a replacement care package, the following model was estimated in R using the ‘mlogit’ package (Appendix VII), according to the utility function:

V =  pr1 + pr2 +  pr3 +  co1 +  co2 +  wt +  ac4 + e

MNL parameter estimates have little meaning on their own and only in relative values (Ryan et al. 2008). The mean estimates signify how, on average, a change to include the specific level changes the utility of the alternative when the level is present, compared to a base level. 95% confidence intervals surrounding the estimates were calculated using non-parametric bootstrapping with 10 repeats. Willingness to wait (WTW) statistics, and consequent confidence intervals, were also calculated by dividing each coefficient by the coefficient of waiting time (-0.031). These show a change in utility of waiting for an additional week to have a break. Estimates were further computed to show willingness to wait in months, by dividing the WTW by 4.345, shown with ~ to signify ‘at least’.  

Choice observations were split into groups based on socio-demographic information to test whether responses significantly differed between groups. Separate models were ran for each subgroup and heterogeneity was also explored by including these variables as dummy-coded interaction terms. In this case, six socio-demographic questions were used as a basis to assess the extent to which preference heterogeneity could be attributed to differences in age, gender, hours caring per week and the availability of friends or family for replacement care. Log-likelihood ratio tests were used to evaluate goodness of fit and compare the strength of the model to explain choice data. Socio-demographic characteristics were also included as interaction terms on at a time in the MNL model to observe their effect. 

To analyse the best-worst question data, a counts analysis was first conducted in Sawtooth. In this, if the type of support was available in the subset and selected, it was coded at +1, and if the type of support was available but not chosen it was coded as 0. The proportion of times that the feature was chosen when it was available was calculated for each type of support, for best and for worst. An average across all respondents and choices was taken for each type of support, which ranged from 0 to 1. Since the design was balanced and almost-orthogonal, this counts analysis arguably provides robust estimates of average preference across respondents. 

To assess the quality of the counts estimates, further multivariate analyses were carried out in Sawtooth, specifically MNL and Hierarchical Bayesian techniques. In the MNL model, the types of support in the design matrix were dummy-coded, with the last type of support coded as 0. Best and worst responses were coded separately, and each item within the Worst subset was multiplied by -1. The MNL model gives preference weights for each type of support, which Sawtooth converts to ratio-scaled probabilities which sum to 100 and standard errors around the mean. The transformation for each preference weight for each type of support is according to the following formula: 

eUi / (eUi + a - 1)

Where: Ui = zero-centred raw logit weight for item i and eUi is equivalent to taking the antilog of Ui. In Excel, use the formula =EXP(Ui) a = Number of items shown per se (see Sawtooth Software 2008).

Finally, a hierarchical Bayesian approach was employed to estimate preference weights for each type of support at an individual level. In Sawtooth the parameters were centred to 0 in order to allow direct comparison between preferences for each of the types of support. In order to contextualise interpretation of results from the DCE and best-worst analysis, statistical tests of association (Chi squared and Fisher’s exact test) were also carried out between carer socio-demographic variables. Limits of this analytical strategy are explored in Chapter 6 (“Investigating the preferences of carers towards replacement care”). 

[bookmark: _Toc12276394][bookmark: _Toc27733664]Research ethics
In order to select specific data collection strategies, potential risks, harms and benefits were assessed in light of principles of ethical research as outlined by the Economics and Social Research Council (ESRC 2018).

	Six core principles for ethical research (ESRC 2018)

1. “Research should aim to maximise benefit for individuals and society and minimise risk and harm
2. The rights and dignity of individuals and groups should be respected
3. Wherever possible, participation should be voluntary and appropriately informed
4. Research should be conducted with integrity and transparency
5. Lines of responsibility and accountability should be clearly defined
6. Independence of research should be maintained and where conflicts of interest cannot be avoided they should be made explicit.”


The ESRC stipulates six principles for ethical social science research (Figure 8). In summary the principles recommend researchers act responsibly, communicate clearly and maintain accountability for their actions, with informed, voluntary consent a core practice for involving others in research. It is expected that the six principles inform the complete lifecycle of research, from planning, to implementation, to post-publication. Moreover, as far as possible, that all groups involved in research, such as participants, collaborators, and stakeholders including other organisations, have their needs and interests considered and reflected in research planning.
[bookmark: _Toc18660908]Figure 8: Principles of ethical research outlined by ESRC

Here risk was conceptualised as the potential for an (usually negative) outcome, that could be emotional, physical or institutional (Dickson-Swift et al. 2008). The level of risk in some cases could be viewed as higher due to working with older and potentially more vulnerable individuals (Lundsgaard 2005). As in other social science research, harm was conceptualised as often invisible subjective evaluations, which could include distress, embarrassment, anxiety, inconvenience, time lost, intrusion, and boredom or discomfort (ESRC 2019). 

Yet risk can also be framed positively in research and practice, as a basis of innovation, pushing the frontier of knowledge and creating benefit (Taylor and McKeown 2013). The management of risk and benefit was therefore somewhat in tension in this project, creating trade-offs, as well as in inter-dependence. For example, in taking risks to discuss potentially sensitive issues such as family relationships with carers in focus groups, balanced with the benefit of the insight gained from this on representing real life experiences of providing unpaid care.  

An overview of an assessment or risk and harm, and steps taken to mitigate risk are presented in Table 9 below. This summarises a two-stage application for ethical approval made to the University General Ethical Panel (GUEP) at the University of Stirling. 
 
[bookmark: _Toc18660856]Table 9: Risks identified in conducting the research by DCE stage, and mitigating actions
	Stage of research design
	Potential harm
	Risk
	Actions to mitigate risk

	Secondary data analysis
	Lack of consent to participate (interviewees)
	Low
	- Only use scripts archived with written consent for further use in research 

	
	Misinterpretation or misappropriation of interview data (interviewees)
	Low
	- Keep an auditable trail of decision-making, so that stages in the analysis can be easily traced and replicated

	
	Breach of confidentiality (interviewees)
	Low
	- Unique, anonymised identifier codes assigned to participants and care partners.

	Focus groups
	Lack of consent to participate (participants)
	High
	- Information about scope and aims of the research communicated simply
- Give the opportunity to ask questions
- Require written voluntary consent and ongoing verbal consent
- Emphasise opportunity to withdraw consent 
- Make aware of limited withdrawal afterwards

	
	Distress (participants, researcher)
	Low
	- Sensitive focus group schedule, with regard to topic and group dynamics
- Activities and focus group site to cater for all abilities 
- Respect time constraints of participants
- Provide token of thanks in lieu of time (refreshments)

	
	Breach of confidentiality (participants)
	Low
	- Establish ground rules and expectations of in-group confidentiality
- Store audio and text data responsibly 
- Anonymise responses

	DCE survey
(online)
	Lack of consent to participate (access organisation, respondents)
	High
	- Clear information on the purpose and intended use of data 
- Require an indication of consent
- Allow withdrawal at any point of the survey
- Make aware of limited withdrawal afterwards

	
	Distress (respondents)
	Low
	- Respect the time constraints of respondents
- Designed to make as easy as possible
- Design for a range of abilities

	
	Breach of confidentiality (respondents)
	Low
	- Collect minimal about the respondent (no IP addresses)
- Data is anonymous and aggregated
- Be aware of policy of data storage with commercial software. In this case, Sawtooth uses Rackspace Hosting inc. which is Privacy Shield Certified i.e. it is legally certified to host personal data outside of the EU/EEA
- Only the analyst has access to the data through password protected account



It is important to note that new and significant legislation regarding personal data was introduced during data collection for this project, which impacted upon the design of participant materials and analytical processes. General Data Protection Regulation 2016/679 (GDPR) was introduced in April 2016 and came into force on 27 May 2018, mandating those within the EU to adhere to a specific definitions and requirements for creating, gathering, storing and processing data. New regulations altered the data collection processes by introducing new definitions of personal data for the survey data collection stage. 

GDPR defines ‘personal data’ as any information relating to an identifiable living person, which can include names, opinions, photographs, or any other information that might identify a person. ‘Special category data’ refers to more sensitive personal data, for example, religious beliefs, ethnicity, biometric data, health status, sexual orientation, which consequently require greater protection. GDPR introduces a legal responsibility to adopt a risk-based approach to safeguarding data and data subject rights must be safeguarded with the appropriate level of data security, storage and minimisation.

A number of elements of the research would have been different if GDPR legislation had been introduced earlier, during the focus group stage of data collection. A privacy note would have been sent to focus group participants with information on the lawful purpose of data processing (or more than one if this is the case). This step would have been particularly pertinent since information was collected on their health status and other special category data, thus necessitating both a lawful basis, and a special category condition, for processing in compliance with Article 9. In addition, the identity and contact details of the University’s Data Protection Officer would have been included for data subjects to raise concerns or questions about the data protection strategy of the research. These requirements were adhered to during the survey stage of the research, once the legislation came into force. 

[bookmark: _Toc12276395][bookmark: _Toc27733665]Reflections on the research process
Several limitations were encountered throughout the research process. Key limitations are outlined below in relation to the stage of the research and their impact on the quality of data gathered. 

[bookmark: _Toc12276396]Developing attributes
As mentioned, a literature review was conducted as the initial method by which to gain information about the salient features influencing the decision of carers of older adults when choosing replacement care associated with a short break. Interviews and focus groups were subsequently undertaken as way to gain deeper, and in some cases, more practice-based understandings of potentially important attributes.

Both qualitative phases, however, were limited in some ways. As previously mentioned, within the interview transcript analyses there was little opportunity to probe relationships since the researcher was not involved in the situated conversation. It would have been beneficial to ask interviewees follow-up questions on why they did not choose to engage with respite in particular situations, and gathering additional characteristics, such as the interviewee’s social support network. Analysis was further limited by the snow-ball sampling procedure. Volunteer individuals who self-identify as carers are likely to be more aware of support than the general caring population, and the transcripts demonstrate a level of awareness of support systems, such as power of attorney and service availability, that might not be representative of the general population of unpaid carers.

Focus groups were also met with a number of practical and ethical challenges, including co-ordinating schedules, facilitating discussion in an equitable manner, and avoiding distraction. The initial aim was to recruit 8 carers of older people, as Adams et al. (2015) demonstrates this group number to be sufficient for stimulating discussion about attributes in DCE design. In practice the group size exceeded this since carers were invited as part of an existing carers support group. However, seeking individual carer participants through public channels would likely have been expensive and slow, since it is a widely known phenomenon that carers are unlikely to self-identify (Carduff et al. 2014). Moreover, it was considered that personal views and experiences might be more readily available in a group who can share similar or contrasting experience and quickly feel at ease discussing details of their personal life, for example, their care partnership, in an existing group.

Whilst the focus groups provided insights into the types of trade-offs that carers make and characteristics of respite care that were most valued by carers, it was also notable that not all data elicited from the focus group were relevant to the research question. To mitigate this the focus groups were structured using a series the discussion schedule and a series of ground rules stated at the beginning of the session. Personally transcribing the data reduced the need for contracts of confidentiality and better allowed the identification of relevant sections of the focus groups. 

[bookmark: _Toc12276397]Design questionnaire
As described, the design stage of the questionnaire was iterative and thus lengthy. Balancing cognitive complexity in the number of attributes selected whilst also producing an exhaustive list was a particular challenge. Much attention was paid to communicating the aims of the survey. However, few checks were made to assess respondents’ familiarity of the concepts involved. An increasingly popular route for DCEs in health economics is to use short quizzes to ‘warm up’ the respondent and check comprehension (Özdemir et al. 2010). A quiz about attributes at the initial stages of the questionnaire may have provided additional data with which to interpret the effect estimates. 

Another specific weakness of questionnaire design was not including questions about the survey process or follow up interviews to further evaluate validity. Some DCEs check attribute non-attendance at the end of the survey i.e. ask which attribute did you not look at (Erdem et al. 2015, Heidenreich 2018). It was originally intended that the survey would conclude with an open ended question asking respondents to reflect on what appealed to them about the ‘opt out’ scenario’, thus collect additional data on decision-making processes. However, this was decided against, since the purpose of the survey was subject-specific rather than methodological contribution.

The validity of the survey was also affected by the choice scenario wording. Participants of the focus group had the option of joining an advisory group so that they could continue to provide feedback on the DCE design. The intention was to meet again, potentially virtually, to evaluate the range of levels for acceptability and comprehensiveness, and to co-create images to accompany attributes, since using symbols is one way of making attributes meaningful to respondents. Despite interest, members were unwell and time-pressured and so unable to follow up this voluntary commitment. A ‘thinking aloud’ pilot would have further enhanced the validity of the questionnaire.

In addition, no questions were asked about the respondent’s income, type of caring activities, health status or employment since these are considered ‘special categories of data’ under GDPR and so required additional ethical permissions. Given the timescale of the research, this was not feasible. However, including such questions would have arguably enabled a more detailed comparison of how preferences might relate to characteristics of an unpaid carer and their resources.

Collect data
A challenge of this investigation was how to develop a sampling strategy that would ensure the survey reached carers of older people, whilst not placing additional demands on individuals who are time limited and often the subject of research. A predominantly online format was used in order to obtain the widest reach across carers in Scotland from different geographical area, acknowledging the bias this may introduce regarding IT literacy. In addition, no information was collected about the route of invitation, for example, by providing different access organisations with unique URL links. The generalisability of findings is therefore affected by a relatively small, and convenience sampled set of respondents. 

A potentially more effective alternative approach to recruit survey respondents would have been a random or stratified sampling approach, based in one or two specific organisations with minimum response numbers set for each organisation. For this, a closer partnership and greater collaboration would be needed from the design stage of the research, so that local practitioners could be bought into the research process. Whilst this could limit geographical spread, it might have resulted in a larger and representative sample of carers willing to participate.

Analysis
DCE specialists from the University of Southern Denmark provided expert advice on input and analysis of DCE data. MNL models were selected as part of a robust and appropriate analytical strategy given the size of the survey and sample. Subgroup analysis was viewed as a straight-forward method to achieve the same objective as mixed modelling. However, several factors regarding DCE design were pointed out that may have created endogeneity in the choice responses. These constraints for analysis included:

· The forced design of ‘you are looking for a break’, directing the respondents.
· The varied experiences of carers regarding available family member or friend, which may have led some respondents to focus less or more on these the ‘provider’ attributes.

One issue in the analysis of ‘opt out’ behaviour was whether this could be viewed as reluctance, or not, without follow-up qualitative data collection. It is acknowledged that carers and cared-for individuals may have related, but different priorities and perspectives on respite. Consequently for a repeat study, surveys could be sent to cared-for individuals to investigate any differences between the preferences of the carer and the cared-for individual. Further, the extent to which socio-demographic variables could explain reluctance, given correlation between some characteristics, was noted to be unclear. If the survey were to be carried out again, it is suggested this also include additional questions, such as the health status of the cared-for person and carer, and measures of ‘burden’ to uncover the explanatory value of other aspects of the care context. 

A potential benefit of using caregiver burden as a variable in this study would be to investigate any correlation between self-reported burden and caregiver choice regarding respite. By capturing this multi-dimensional concept in a numeric value, for example, by including a validated instrument such as the Zarit Burden Interview (Schreiner et al. 2006) or the Experience of Caregiving Inventory (Szmukler et al. 1996), this additional variable could robustly shed light on the independent effect of burden on carers’ overall decision-making. Further, commonly used variable in research, caregiver burden could be used as an indicator to compare the study sample with other samples in unpaid care research cross-nationally. 

In this study, information on caregiving burden was not collected for two reasons. First-hand experience of using the tool with caregivers raised questions for the researcher about how sensitive the interview items were to the emotional state of respondents. In addition, the primary purpose of the study was to investigate the diversity of factors which affect carers’ choices rather than carer burden specifically. Whilst efforts have been made to reduce the length of the Zarit Burden interview to 12 and 6 item questionnaires (Higginson et al. 2010), the ethical duty of researchers is to balance the time and emotional demands of survey questions for respondents with the benefits of additional data for analysis. It was therefore decided for this study that time spent caring per week was a proportionate starting point as a variable for assessing the influence of subjective feelings of burden on respite decisions (see page 161). 

[bookmark: _Toc12276399][bookmark: _Toc27733666]Conclusion
A DCE was considered a theoretically sound research method approach to provide information on the preferences of carers towards respite and provides a route to systematically investigate the perceived value of a non-traded goods or services, whilst recognising its limitations of cognitive burden and hypothetical bias. This chapter has described the DCE research approach adopted in this study. It has explained decisions taken during the planning and implementation stages and assessed the suitability of the research approach.

Qualitative research plays an important part in identifying and explaining salient characteristics of choice (including acceptability). This chapter outlines how data were analysed from 62 interviews with carers and three focus groups to identify the main drivers in decision-making of carers when considering respite. It explains how software was used to generate a near-orthogonal experimental design, which adhered to DCE principles of minimal overlap, orthogonality and level balance. 10 choice tasks were incorporated into an online questionnaire containing relevant socio-demographic questions, and a pilot was carried out with carers and colleagues to test comprehensibility and respondent fatigue.

Since carers are a ‘hard to reach population’, respondents were recruited using convenience sampling through national and local carers’ organisations and employers over two months. A total of 126 completed the survey (completion rate of 27%); of these responses, 112 were eligible. A multinomial logit model and mixed logit model were applied to the data to uncover patterns of preference amongst, and between groups of, carers. From this, statistical outputs were compared to literature on caregiving and support to further assess their validity and for transferability of findings. 

Research findings are presented in forthcoming chapters. Chapters 4 and 5 explore the results of qualitative data analyses to define attributes. Chapter 6 examines DCE survey responses.



[bookmark: _Toc27733667]Chapter Four
[bookmark: _Toc12276401][bookmark: _Toc27733668]Exploring carers’ concepts of a break from caring

[bookmark: _Toc12276402][bookmark: _Toc27733669]Introduction
This analysis was undertaken as the qualitative groundwork of a discrete choice experiment (DCE) on carers’ preferences for support. This chapter explores the concept of taking a break from caring from the perspectives of carers of older adults, based on secondary analysis of interview data with 62 British carers. The first part of this chapter describes the setting for data collection and provides an overview of the analytical approach. The views of carers are then presented using a typology of breaks from caring developed by Laing (2013) which, it is argued, should be expanded to include a category of ‘receiving flexibility’ to better capture the priorities of carers in full or part-time employment. To conclude, implications of this analysis for the DCE scenario are discussed. 

[bookmark: _Toc12276403][bookmark: _Toc27733670]Background
62 unpaid carers were interviewed as part of a broader piece of research on carers’ time use funded by the ESRC via the Centre for Population Change (ESRC reference ES/K007394/1). Interviewees were eligible if they provided support or care to an older person, and lived in Scotland, England or Wales. Table 10 shows the characteristics of unpaid carers included in the sample, including gender and employment status. Whilst not the core focus of the interview, interviewees described their caring routines and provided details on their existing and desired use of support services. Names of people and places were changed for the purposes of anonymity in quotations. Following Bowes et al. (2019), participant identifiers employed here signify the country (England, Scotland, Wales), interview number, gender (female, male), residency (co-resident, not co-resident) and employment status (working, retired) of the participant.

[bookmark: _Toc18660857]Table 10: Demographic characteristics of interviewees in the CPC Time Use study sample (n = 62)
	Female
	Male

	50
	12

	Co-resident
	Not co-resident
	Co-resident
	Not co-resident

	16
	34 (5D)
	6
	6

	Employed
	Not employed
	Employed
	Not employed
	Employed
	Not employed
	Employed
	Not employed

	6
	10 (9R)
	16
	18 (16R)
	2
	4 (3R)
	1
	5 (5R)



As discussed in Chapter 3, Laing’s (2013) typology of short breaks from caring was applied: namely, ‘traditional holidays’, ‘receiving space’, ‘receiving services’ and ‘receiving time’ was chosen as an analytical strategy. This specific typology was adopted as an a priori coding structure as it is one of the few pieces of research available on short breaks for carers of older people in Scotland, therefore conferring relevance to policy and practice regionally. Laing’s evaluation builds a classification of short breaks based on examples of how unpaid carers have previously used funding they have been allocated. Laing acknowledges substantial diversity within categories, yet uses examples to delineate between categories, such as

· Traditional holidays: e.g. weeks away or staying with relatives.
· Receiving space: e.g. a garden or greenhouse.
· Receiving equipment: e.g. a guitar, baking equipment, or a computer.
· Receiving services: e.g. massages, alternative therapies or music lessons.
· Receiving time: e.g. driving lessons to minimise travel time. 

[bookmark: _Toc12276404]Each example above, whilst different, has the shared characteristic of giving a carer more opportunity to have regular breaks from caring. Below, direct quotes from carers are presented under these themes to consider various conceptualisations of breaks from caring. 

[bookmark: _Toc27733671]Themes
[bookmark: _Toc12276405]Traditional holidays
Thirty out of sixty two interviewees drew on the notion of a traditional holiday when discussing balancing caring with other commitments. For the majority, going on holiday for a week or longer was perceived as incompatible with their caring responsibilities. Some carers had given up going on holidays, whilst others had adapted their holidays to accommodate for the person they cared for:

“A big sacrifice is holidays; we cannot go on holiday now and years ago we used to go abroad in the sunshine regularly once or twice a year.” [W(DK)11MCR]

“Even when I have a holiday because even if my husband and I wanted to go to East Anglia for a week and I will end up not going for the whole week. Sometimes I come back and then return.” [W(MCA)4FNW]

Instead, interviewees expressed preferences for staying locally and/or shorter holidays, for example, two or three days:

“It is funny, we were away for three nights and I will not go far. It was Oban. Where else have I been? Dumfries. Nowhere that I cannot come home in a couple of hours.” [S(SM)2FNR]

“You do think of things that would be nice - go to Mallorca for the weekend - that kind of thing.” [W(MCA)6FNR]

It was evident that considerable preparation was necessary in order to ensure that caring routines continued as usual, particularly for interviewees holidaying alone. Interviewees described preparatory tasks, such as organising respite, house cleaning, leaving phone numbers, briefing replacement carers about what should happen in an emergency, and, in one case, sewing name tags onto the cared-for person’s clothing before their stay in a care home for respite. 

Following McConkey et al. (2004), there appeared to be demand from carers for breaks that are homely and local. Interviewees viewed a traditional holiday and respite as an important form of support, but were more interested in taking a break with their care partner, and going somewhere that enabled them to maintain ties to home. Traditional notions of respite care are associated with separation between the carer and cared-for person and involving an institutional over-night stay (Scharlach and Frenzel 1989); however, these are increasingly viewed as out-dated and narrow (Jackson et al. 2011). Indeed the concept of respite care is one that is continually being re-defined in research and practice (Whitmore 2017). 

Organising respite care was highlighted by interviewees as a slow and unpredictable process, sometimes with the consequence of carers delaying taking breaks from caring:

“I am trying to get some respite from Social Work, but so far nothing has happened. They are very slow.” [E9_FNR]

“I have given the social worker dates and I am waiting for him to get back to me to see if he can get them. If he cannot, I cannot do it - it is as simple as that. I cannot really book anything.” [W(DK)5FCR]

These drawbacks presented a trade-off to carers with the stress of waiting and organising versus the benefits of respite. 

“You have to balance the cost, the psychological stress of trying to get someone organised against the benefit of doing it. Very often, just the thought of all the things you have to go through in order to get that time, you think [it is not worth it].” [W(JK)9MCN]

One interviewee explained that they had decided to pay for respite themselves, as co-ordinating this with the IJB was ‘such a hassle’. Another carer voiced low expectations that her preferences would be met due to high demand on resources:

“… it is not earth shattering - I am not bleeding from the arm or anything…I am also conscious of the fact that there is a limited amount of hours that they can give me and I think they have been quite lenient - they have added the three hours on a Sunday to enable Claire to go to church, and I am conscious that other people need the support as well. I do not want to appear unnecessarily greedy in that respect. I do quite well out of the support I get.” [W(DK)6MCR]

Whilst care provided by other family or friends was not necessarily easy to secure, or perceived as ideal, in many cases interviewees viewed it positively. This was explained in terms of greater familiarity between family and friends, and the cared-for person, their needs and routines:

“…my niece and her husband came and stayed overnight on one occasion and some friends in the next bungalow down in West Wittering the other time, so it was only the twice and on both days were feeding me information anyway. They are also up with the fact that Samuel has to use eye drops last thing at night and then take his tablets first thing in the morning.” [W(MCA)8FCR]

“Thing is, even though my brother is there and he is a liability, at least he is there. I do not have to worry about my father being there on his own.” [W(MCA)7FNW]

Organising replacement care can involve the re-organisation and re-working of responsibilities. In a case study of three older couples’ strategies of togetherness, Riekkola et al. (2019) illustrate well-established care routines between individuals with care needs in a couple that save time and energy. One implication of this is the additional time and energy needed to involve others or extend care routines. Sharing care responsibilities with other family members, and the relative stability or disruptiveness of this, is discussed frequently with regard to childcare (Betrick and Barth 1994) but to a lesser extent with regard to adult care. However, with increased family mobility (Kilkey and Palenga-Mollenbeck 2016) and the central role of geography on shaping care networks (Bell and Rutherford 2013), how friends and neighbours will feature in informal care networks in the future is an important knowledge gap. 

Mobile phones were seen as both a facilitator and barrier to having a break whilst on holiday. In some cases, being on the receiving end of calls while away prevented carers from fully switching off:

“…she agreed to go into temporary respite care which meant that we could go away knowing that she was looked after, although I kept ringing her up and she kept asking when I was coming home, which made me feel bad.” [E7_FNW]

“The amount of times you get a phone call in the middle of the night or he would phone to say his bag was burst or this or that has happened, or the carer that was going in first thing in the morning would phone you and say, "I am sorry to disturb you, but your dad's bag is black again.” [S(SM)4FNW]

In other cases, carers described setting up alternative phone systems, whereby family members or friends providing replacement care could co-ordinate replacement care or be the first point of contact in emergencies. This was believed to have allowed carers to better relax while away:

“…there was a particular phone number that we left for a close friend who would be able to make decisions on our behalf, and for my mother in law, there were arrangements put in place - for a start everyone knew we were away so there were various phone numbers for various things.” [W(DK)4FNW]

“My eldest daughter lives in Manchester so, for example, I would always sort out with her if both of us are going to be away or going away together that she is going to be on the end of a phone and that she has all the carers’ numbers.” [W(DK)7FNN]

Being contactable by mobile phone is a recommendation for employers by carers’ advocacy groups (NIPSA 2018). The use of technology to keep in touch everyday has been reported to promote independence amongst people living with dementia and their unpaid carers, albeit used intermittently (Robinson et al. 2009). Here, interviewees highlighted how being contactable by mobile phone whilst having a break from caring was simultaneously a mode of reassurance and a means by which anxiety was exacerbated. This implies mobile phones, like other uses of technology, do not have straightforward advantages or outcomes for carers.

[bookmark: _Toc12276406]Receiving space
Not all references to breaks from caring by interviewees involved going away from home. Indeed, a number of co-resident interviewees stated preferences for using their homes for activities other than caring, such as time alone or socialising:

“If somebody said they would come and look after Samuel and I could go to the cinema, I would not want to do that. What I sometimes miss and it sounds so silly, I miss being at home on my own - never being on my own.” [W(MCA)8FCR]

“Not being able to entertain at home, for me, is a really big thing.” [S(SM)1FCW]

For two interviewees, a recent move by the cared-for person into a care home was seen to have allowed them to gain personal space and was perceived to have improved their relationship with the cared-for person.

Some co-resident carers mentioned that it was currently a challenge to be able to host friends and family, despite this being important to them:

“A lot of my family have not visited because they would have to stay in a hotel.” [S(SM)1FCW]

Others remarked that the location of social activities was now limited to the home:

“My social life is being restricted to the home or the close vicinity of mum’s home.” [W(DK)9FCR]

In the present study interviewees placed a high value on the home. This aligns with Ashworth and Baker (2000), who conclude from interviews with 23 carers that respite is conceived by carers as a service that offers ‘normality’ and ‘freedom’. McConkey et al. (2004) discuss the importance of taking a person-centred, flexible view of breaks from caring that focus on outcomes, rather than a range of available formal services, such as day care or residential care. In the abovementioned examples carers sought different outcomes, for example, having space to oneself and having space entertain or socialise. For such contrasting outcomes, being able to make space in or near the home for a purpose other than caring was a shared feature. This study supports a personal outcomes framework (National Audit Office 2014), and indicates that gaining domestic space might be a particular priority for co-resident carers in achieving a break.

[bookmark: _Toc12276407]Receiving equipment
Few interviewees mentioned purchasing or using equipment as means of achieving a break from caring. In the two instances in which equipment was identified, interviewees spoke of technology. One participant described using a computer while the person they cared for was asleep. Another described keeping a phone charger in her bag at all times to give peace of mind. One carer had been made aware of the need for a fully charged phone after she was unable to borrow a charger in the hospital on an emergency trip. 

Despite few examples of carers receiving equipment emerged from the interviews, there were numerous examples in which equipment received by the cared-for person was perceived as helpful to the carer. These included, for example, pill boxes, call buttons, adapted chairs, equipment from a Falls Co-ordinator, slow cookers, and others. The importance of equipment for the cared-for, in helping give peace of mind to the carer, highlights the degree of inter-relatedness of support for the cared-for and the unpaid carer (Fine and Glendinning 2005).

Elsewhere in research and practice the creative use of everyday items is reported to support carers of older people. Gibson et al. (2018), for example, outline how assistive technologies in caring for someone with dementia may not be high-tech but reinvented by carers acting as ‘bricoleurs’. In addition, on-line tracking devices are frequently discussed as likely prompts for change in the landscape for unpaid carers, in particular for carers of people with dementia (Bossen et al. 2015, Laplante et al. 2017). Therefore it is feasible that interviewees in this study may be using laptops, smartphones, webcams or tablets adapted to their own caring situation as support, which were less evident given the focus of the interview schedule. 

[bookmark: _Toc12276408]Receiving services
A range of activity groups and services were identified by interviewees as enabling carers to have a break from caring. These included the Woman’s Institute (WI), church, music, voluntary, history, walking, and sports groups. One interviewee expressed that they felt less guilty leaving the person they cared for to attend a carers’ support group than to go a general social or leisure group. Three interviewees mentioned gaining helpful practical and emotional advice from professionals at carers’ centre services:

“I go for help and support and advice. Some of the things they suggest you would not have thought of yourself. They are so helpful to have - to pull out of the bag when you are getting desperate.” [W(DK)7FNN]

“[Carers’ centres] have taught me not to beat myself up about that and that everything I am feeling is quite normal in the context of caring for somebody with dementia.” [W(DK)7FNN]

Interviewees had novel ideas of services that might to help support them and meet low level needs of the person they provided care for, for example,

“[Postmen] should have that role so that they can go around and say the milk is filling up on that doorstep and they should have a contact number that they can phone social services or whomever to say there should be a check up on that person. They are doing that role anyway.  They are walking round every house in the street, but instead of changing from route to route - they should allow them to build up a relationship within that community.” [S(CGA)2MNR]

The following accounts illustrate carers who would benefit from this form of companionship-based or light-touch model of care:

“When she came out of hospital (recently) I wanted somebody to come in and give her a drink at lunchtime and they said no, they would not provide that service, it would only be meals and wheels, which would not be very appropriate. They only provide the meals, they do not provide drinks.” [S(CGA)3FNR]

One thing that would be really useful (and there is a charity, but they are waiting for money) is companionship - there is a charity that runs and arranges for someone to come in and have a chat.” [S(CGA)2MNR]

Since the mid-1990s UK government policy has endorsed community care as a social care model that enables old, frail or disabled individuals to live at home (Renwick 1996). One aspect of community care is help from home care workers (“home help”) to assist with household tasks, laundry, shopping, and collecting prescriptions or pensions. Yet Bowes et al. (2019) find that a significant proportion of time spent caring for an older person consists of social support and conversation. To fill this gap, voluntary organisations appear to be playing a considerable role in delivering befriending services and companionship models of social support.

Interviewees spoke positively about voluntary sector involvement and befriending initiatives, implying a contrast with their descriptions of task-orientated and time-restricted home-care services. However, there is little systematic evidence to date linking befriending services to improved outcomes for carers (Jones et al. 2012).

Several interviewees indicated that having assistance with household chores had a tangible impact on their quality of life:

“We got a cleaner in because we could not face having to clean dad's house on top of our own houses. You still went in and cleaned, but you knew that the main things, the kitchen and the bathroom were getting done.” [S(SM)4FNW]

Despite being of support to the carer, one interviewee noted that assistance with household chores is not accounted for in the Carer’s Allowance: 

“I would have liked somebody to do the ironing. The carer's assessment will not pay for that - it will not cover it at all.” [W(MCA)1FNW]

This was considered especially frustrating by one interviewee who explained the changing role she felt in relation to her mother, highlighting the fluidity of personal identity and carer identity over time:

“I missed having fun time - everything was quite functional; it was around washing, dressing, cleaning, ironing, cooking meals - everything was very functional and the sorts of conversations you have with your mother then changed. That was difficult.” [W(MCA)1FNW]

Online shopping services were perceived as helpful by some interviewees, freeing up time that would otherwise have been spent shopping. For example, one interviewee who may have benefited from this service described tiring visits to the shops: 

“To be honest, [food shopping] was extremely time consuming because I took her to a large supermarket and I do not think she was used to a supermarket of that size from her own background. I remember the cheeses - she wanted mature cheddar, for example, and there were about twenty different kinds of mature cheddar. I think the whole visit took hours and I thought I cannot do this.” [E7_FNW]

As such, examples of receipt of services were closely conceptually related to receipt of time. Social support services, such as befriending, reduced the time carers spent worrying about the cared-for person. Practical support services, such as cleaning, shopping, laundry or transport, provided more time for the carer to maintain a relationship with the cared-for person and take part in work or hobbies. 

[bookmark: _Toc12276409]Receiving time 
Interviewees described various ways in which they spent time when having a break from caring. These included swimming, aqua sports, volunteering, yoga, singing, musical groups, walking, spending time in the garden, napping, computer games, watching sports matches, dancing, eating and drinking out, horse riding, and seeing friends. Despite manifesting in different ways, a common theme was the benefit of being absorbed by an activity besides caregiving:

“I get four hours on a Thursday and I go to town with my friend and I forget everything. That is really my escape.” [W(DK)5FCR]

“What I am told by my long term friends is that they have seen a big change in me, which is sad. I am hoping that some of the old me will come back, but there is no question it takes its toll in so many ways. At the moment, I am fortunate, if I want to (I love cricket) and I can afford to go to cricket matches, which are not cheap. I love it, it is so absorbing, but it is like anything, it is just escapism.” [W(MCA)2FDW]

For a few interviewees, spending time with people going through similar caring experiences was important:

“That is why I like going to Crafternoon; I have an hour to be me and we giggle - we are supposed to be doing crafts, but most of the time we just talk when the other two ladies are there who are in the same position.” [W(DK)3FCR]

“On a Wednesday, there is a group that I go to where I go and have coffee and a blether [chat] because I find the need to speak to adults, women of my own age or just women and talk about a load of nonsense.” [S(CGA)4FCR]

However, almost every participant commented on cutting back on things they felt they needed or wanted to do in order to care:

“I clean my teeth and all the necessary physical things. Apart from that, I do not do anything for myself.” [W(DK)3FCR]

“I feel as though my world has shrunk completely.” [W(DK)5FCR]

Many interviewees spoke of feeling as if they could not leave the person they cared for, and some mentioned previous activities undertaken with the person they care for becoming more demanding with increasing impairment:

 “I cannot go to choir practice because I cannot leave him.” [W(DK)3FCR]

“It is always on your time you have to restrict yourself because of your duties.” [W(MCA)6FNR]

Interviewees related time to do other activities to their sense of identity and perceived quality of life. Carers described foregoing exercise (walking, swimming, golfing), keeping up with housework or gardening, spending time with other family members (partners, children or grandchildren), watching the TV, volunteering, and doing paid work because of their caring role. A number of interviewees explained that removing these activities has, or would have, a significant negative impact for them:

“I still need to be me. If I cannot be me, we do not work, and that is the key.” [W(JK)7FCR]

Hughes et al. (2013) describe how the process of identifying as an unpaid carer of adults with multiple sclerosis is nuanced and variable, with identity embraced, enforced, absorbed or rejected. Likewise, in this study, some carers placed more emphasis than others in the importance of taking part in activities outside of those related to caregiving in shaping a sense of self. 

[bookmark: _Toc12276410]Receiving flexibility
Laing (2013) focuses on how carers use funding to enable a break from caring. As such, the short breaks typology misses some of the non-monetary ways in which carers can be supported to take a break from caring. A number of employed interviewees described how their employer’s attitudes and behaviours helped them to use their time more effectively. Examples of flexibility at work included the ability to purchase annual leave days and working part-time. One carer explained how the ability to leave work at short notice was helpful:

“The manager (who has now retired) said they would try to accommodate whatever I needed. I was not getting sent to single staffing branches so that if I did need to go, I could, rather than having to wait until someone turned up to take over from me. It is a huge help when your employer gets what is going on.” [S(SM)4FNW]

Carers described flexible strategies at work as allowing them to maintain contact with the person they care for and preventing burnout. 

Whilst some carers made use of flexible working policies, others voiced that they made use of holiday and unpaid leave to balance for care-related activities:

“I worry that I do not all want all my holiday to go on caring for my mother - that is the difficulty. If I feel as if I need to spend more time with her then maybe I should look at doing it as unpaid leave. You are not supposed to build up toil take as flexi, but it is handy if you have a day or two in case you have to take three hours to take her to the doctor or for blood tests, but I do not want my holidays to get eaten when she is ill.” [W(MCA)4FNW]

In the UK, working carers have the right to request flexible working arrangements (Working Families 2019). However, Burr and Colley (2017) argue that UK workplace policies have been designed with childcare in mind, and that specific policies should be devised to meet the needs of working carers of older adults. Several interviewees, who evidently balanced roles of employee and carer amongst others, highlighted the importance of workplace and managerial understanding or carers’ needs, and sufficient leave to accommodate carers’ responsibilities without sacrificing holiday to stay in work. Therefore, it is argued that there are important non-monetary factors that enable carers to have a break from caring, specifically flexibility offered by employers evidenced here. 

[bookmark: _Toc12276412][bookmark: _Toc27733672]Discussion
The purpose of this secondary analysis was to investigate carers’ concepts of taking a break from caring. This marks a critical preliminary stage of the DCE in order to become familiar with the context in which carers make choices in practice, and the everyday language used by carers in referring to support. Whilst not the direct subject of the interview, when discussing their time use interviewees shared their experiences of time spent outside of caring activities. 

Three main learning points arose from this analysis. First, there is a breadth of carers’ perspectives regarding how breaks from caring are conceived. In their primary analysis of the same interview data, Bowes et al. (2019: 19) refer to this as ‘managing life time’, remarking, 

“Some participants seemed to resent the time that caring took away from other activities, seeing it as time lost, with others preferring to provide support over other demands which might be adjudged more pressing”

Breaks from caring here are shown to be diverse in character. Given such diversity, the broad categories offered by Laing (2013) provide a workable framework to categorise and scrutinise types of breaks from caring. Applying this framework reveals that there is some overlap between categories in practice, for example, in particular for receiving time and receiving services. Further, in some cases factors enabling carers to have a break from caring are not directly purchasable. For instance, a small number of interviewees identified that the attitudes and accommodating policies of their employers assisted them to balance paid work roles with unpaid care roles, and so have a life outside of caring. Because of this, here it is argued that receiving flexibility should be an additional category to the typology defined by Laing (2013), as, whilst not purchasable, receiving flexibility captures another route by which carers explain how in their own experiences they have been able to take a break from caring. 

Second, traditional holidays were considered by many carers an important aspect of their time use. Although several carers remarked on the changing nature of their trips, for example, taking shorter or more local trips, many interviewees described holidays as breaks from caring. Holidays, and how these are tailored to individual circumstances (with replacement care where needed), are therefore considered a relevant aspect of support identified by carers. Jackson et al. (2015) demonstrate that in order to take a break from caring together, some carers may need specialist nursing care, for example, assistance with enteral feeding, tracheostomy/ventilator support, or behavioural management to support the cared-for individual. Traditional holidays are therefore an important break from caring for carers so long as they are appropriately tailored to the needs of the cared-for individual and carer.

Third, many interviewees described a shared problem of not having sufficient replacement care in order to do other things beyond unpaid care. They noted the potential benefits of having someone provide a similar type of care they provide regularly, and suggested ideas of who this might be, such as postmen, befrienders, cleaners, professional carers or other relatives. The bureaucratic cost of organising replacement care was often voiced by interviewees, and was considered the penalty offsetting the benefit of such support. Chiming with process utility theory (Brouwer et al. 2005), carers expressed a mixture of opinions surrounding the amount of enjoyment derived from care activities. For some, but not all, replacement care presents a preferred choice in order to achieve a break from caring. For others, spending time not engaged in care tasks with the cared-for individual was considered a break.

[bookmark: _Toc12276413][bookmark: _Toc27733673]Conclusion
This secondary analysis of interviews about time use with 62 carers of older adults formed the qualitative groundwork for a DCE on carers’ preferences for support. It sought to develop insights into how carers conceived and spent time taking a break from caring. Laing’s (2013) typology of short breaks from caring was chosen as a practical framework for qualitative analysis, which acted as a vehicle to draw attention to the variability of breaks from caring chosen and experienced by carers in Scotland. Given the typology was applied to an existing data set, some codes were more evident in the data than others. For example, receiving equipment may have been discussed in greater depth interviewees if they were asked explicitly about practical support. Nevertheless, it is argued that Laing’s typology is fit for purpose for investigating choices of short breaks, but could be strengthened by an additional category of receiving flexibility, which better captures the experiences of employed carers, and the factors needed for them to access a break from caring. 

Analysis of interviews with carers finds that notions of breaks from caring viewed by carers were linked, but not defined by, notions of respite. Respite has traditionally been tied to institutions and specific time frames. In interviews, carers defined a break from caring as something that could take place on a regular basis as opposed to a ‘one-off’, for example, meeting friends. Carers’ had idiosyncratic strategies to balance care activities and manage competing demands. A common scenario evident in interviews was that carers were often put off by the organisational task of finding replacement care in order to take a break from caring, with family and friends frequently stepping in to provide this. 

Given its recurrence in carers’ descriptions of their time use and strategies of balancing care responsibilities with other responsibilities, this stage helped to narrow down the focus of the DCE from one of support for carers in general terms, to support specifically in the form of replacement care. The next chapter outlines how data collected from focus groups with carers were used to prioritise and reduce attributes of replacement care experienced by carers to inform the DCE design. 

[bookmark: _Toc27733674]Chapter Five

[bookmark: _Toc27733675]Identifying features of support service important to carers

[bookmark: _Toc12276415][bookmark: _Toc27733676]Introduction
Qualitative research was conducted with carers of older adults living in Scotland to generate plausible and meaningful attributes of support services based on carers’ experiences. This chapter outlines findings from primary data collection with three focus groups, which aimed to capture local experiences of support for carers and explore the features of support services that matter to carers when deciding to engage with support. The first part of this chapter considers the main focus group themes and how they relate to existing literature on carers’ preferences towards support. The second part discusses how the themes were accounted for, and distilled, into attributes to be used in the DCE questionnaire.  

[bookmark: _Toc12276416][bookmark: _Toc27733677]Background
The focus group settings, number of participants and focus group format are summarised in Table 11. Full details of the focus group aims, recruitment strategy and ethics protocol can be found in Chapter 3 (“Research Methods”). Participant materials including promotional leaflets, information sheets, consent forms and a resource pack are available on STORRE (http://hdl.handle.net/11667/134)
 


[bookmark: _Toc18660858]Table 11: Characteristics and format of the three focus groups
	Focus group
	Location

	Regular meeting purpose
	Participants
(facilitators)
	Activities undertaken

	1
	Carers’ Centre 

	Peer support group
	20 carers (researcher, carers’ centre worker)
	List and discuss types of support

Ranking of types of support as a ‘Budget pie’ exercise – in groups of 4, then whole group


	2
	Carers’ Centre 

	Newly-formed research group
	4 carers
(researcher, carers’ centre worker)
	Free-form discussion of issues in accessing carers support and language used in this field

	3
	Carers’ Centre 
	Consultative committee 
	6 carers (researcher, 2 carers’ centre workers)
	List and discuss types of support

Ranking of types of support as a ‘Budget pie’ – in pairs then whole group




The recruitment strategy for the focus groups aimed to gain in-depth insights from a small number of carers rather than a representative sample of the total population. Details on the relationship between carer and cared-for were recorded since carer relationships likely co-vary with other characteristics of carers, such as age. 

Focus group samples reflect some general patterns observed at a national level, for example, that more females than males take on caring roles (n = 23 and n = 7 respectively). Scottish Census data indicate that around 78% of unpaid carers in Scotland are in a couple relationship (Scottish Government 2015). Whilst this does not mean these carers provide care for a partner, spousal carers were the largest category of relationship represented in these focus groups. It should be noted that former carers and carers’ centre workers, despite falling outside of the eligibility criteria for inclusion in this study, played a valuable role in focus group discussion. This is reflected upon further in Chapter 7 (“Conclusion”). 

Participants included 14 spousal/partner carers (4 male, 10 female), 6 adult children carers (2 male, 4 female), 4 parents (all female), 5 former carers (1 male, 4 female), 1 carer caring for more than one individual, and 4 carer’s centre employees (all female). To protect the anonymity of the 34 focus group participants, in the text below participants are described by the relationship to the cared-for individual, the focus group (FG) number, and a letter identifier in brackets.

[bookmark: _Toc27733678]Choice scenario
As in the secondary interview analysis presented in Chapter 4, a common experience voiced by carers in focus groups was insufficient or inadequate replacement care in order to access other forms of support for themselves:

“They [carers’ centre] do training services but no everybody can go to it because they don’t have somebody there to care for the person.” [Female, caring for spouse/partner, FG1D]
 
“Same with the pampering, they don’t always have someone to watch whoever they care for to go and get the pampering.” [Female, caring for spouse/partner, FG1B]

With regard to a short break, one member described benefiting from short breaks funding for respite in order to go:

“I’ve got one a few years ago and my husband and I went on a break. And I got into respite with Margret and showed us where to go. And we really enjoyed it. And we did switch off. We booked a concert in Brighton it was actually, and it was just lovely to go. Do what you wanted and not having to worry about anything.” [Female, caring for parent, FG2B]

However, a short break was viewed by some participants as relatively less important form of support, and perceived as unsustainable, criteria-driven or too complicated to organise. One participant described short breaks as a ‘sticking plaster’ that did little to provide them with support in the long-term. Another pointed out challenges to practically preparing for respite and replacement care in order to take a short break:

“…the short breaks we thought is a really good idea but when you are looking after someone it’s hard because you need to get respite for that person. It’s no easy, cos a few times I’ve phoned up to see if we’ve got an overnights stay or such and such but my husband still works so he canneh [can’t] take time off, so I’d be going myself and that’s not much fun if you’re on your own. And then I need someone to look after my mum. Plus I’ve got a dog, so it’s no easy. It would be great idea. Fantastic. I would love to go. Love to take part in that but it’s just no practical.” [Female, caring for parent, FG1A]

Given carers’ diversity of opinion, choosing replacement care in order to take a short break was considered a realistic and appropriately familiar focus through which to investigate how carers’ evaluate support. Choosing replacement care in order to have a short break was selected as an interesting ‘grey area’ for DCE choice vignette. Since only one focus group member had experienced funding for a short break, it was decided to include an ‘opt out’ in the choice scenario in order reflect experiences of support in real life. 

[bookmark: _Toc27733679]Focus group themes
Helter and Boehler (2016) describe a four stage process in developing attributes for a DCE: raw data collection, data reduction, removing inappropriate attributes and wording. As part of the data reduction phase, first, key features of support were identified from focus groups through thematic analysis.

In the reduction of data, six themes emerged from focus groups, which summarise the priorities for support expressed by participants. Table 12 shows the initial codes developed in the analysis and how codes contributed to themes, namely, familiarity, help with organisation, flexibility, empathy, involving others, and proactivity. Themes are explained and evidenced below with extracts from participants, who have been given a focus to clarify meaning. These themes are then used to inform the selection of relevant attributes considered in carers’ decision-making about support to be included in the DCE.  



[bookmark: _Toc18660859]Table 12: Coding structure used in the analysis focus group data
	Group 1 initial codes
	Group 2 initial codes
	Reading and coding

	Carers’ centre
	Family and friends
	Familiarity

	Family
	Volunteers
	

	Care workers
	Carers’ Centre
	

	Regular
	Charities
	

	Not guaranteed
	Befriending
	

	
	Groups
	

	
	Comfort zone
	

	Pension
	No time
	Help with organisation

	Practical support
	Time out
	

	Break
	Hassle
	

	Holiday
	Planning
	

	Stress
	Transport
	

	Age
	Transitions
	Flexibility

	Time to self
	Criteria-based
	

	Work hours
	Planning ahead
	

	
	
	

	Information and advice
	Empathy
	Empathy

	Personal care
	Health professionals
	

	Friends
	Understanding
	

	Non-bias
	Knowledge
	

	Peer support
	Isolating
	Involving others

	Loneliness
	Socialising
	

	Emotional support
	
	

	Listening
	
	

	Respite
	Switch off
	Proactivity

	Planning ahead
	Advance
	

	Shifts
	
	




Familiarity
Of people
When asked to list their sources of support, many carers identified regular and familiar supportive relationships, such as friends, family or other relations. These individuals assisted with a range of activities, including housework, transport, providing information and replacement care. Carers expressed a preference for consistency, for example, a preference for consistent professional carers providing home-care:

“And the girls are, two of the girls are really, really… they bend over backwards for you. They are fantastic but that’s not guaranteed that they will actually be on.” [Female, caring for parent, FG1]

“If you’ve got carers coming in, especially at the beginning with my mum it was different carers all the time and that really confused her. Really upset her.” [Female, caring for parent, FG1]

Participants described how familiarity was often linked with trust, which played a role in their engagement with services. The example below shows how trustworthiness is often taken-for-granted between family members, and can be gained from professional vetting:

“…so that’s why [carers] like a family member as well [to provide replacement care]. That can be a major, major factor. Again, I know that I’ve worked with carers for a long, long time in that company. I know they go above and beyond but I’m sure it’s because they were coming in and they were properly vetted.” [Female, caring for parent, FG2]

Trustworthiness and safety are elsewhere highlighted as important concerns for carers of older adults seeking replacement care. Karlsson et al. (2015) find that a trusting relationship between carer and cared-for individual living with dementia is an indicator of best practice of support. In a systematic review of literature, Stoltz et al. (2004) go further to show perceived trustworthiness and safety to be a more important consideration than cost, for carers of an older person seeking respite. In terms of home-based support services for older people, McCaffrey et al. (2015) single out continuity as a desirable feature identified by carers, which allays stress and anxiety felt by carers. Indeed, in primary healthcare more broadly, continuity in personnel is viewed as a pre-requisite of high quality care based on mutual understandings and shared knowledge (Jabaaij et al. 2008). Here participants indicated that in many cases familiarity was an important attribute of replacement care, and fed into feelings of trustworthiness and peace of mind for the carer. 

Of place
Familiarity also emerged as being important with regard to location and type of support. For example, knowing the type of service was important in carers’ evaluations:

“Advocacy - we didn’t really know what we were talking about for that one” [Female, caring for spouse/partner, FG1E]

In the two examples below, carers show a preference for respite support in the home, since the familiarity of surroundings helped put the cared-for person’s mind at ease: 

“It made a big difference to her. Because she’s agitated when she’s outside of her own environment. So it was really good.” [Female, caring for parent, FG1B]

“Treating him in the home, rather than taking him to hospital. That was very good.”[Male, caring for parent, FG1A]

However, there were occasions in which participants appeared to desire a lack of familiarity (anonymity) in the provision of support. This was particularly notable in relation to emotional support, for example, 

“It’s easier to talk to a stranger than it is to a family member… With your families you don’t want to tell.” [Female, caring for a parent, FG1A]

Similarly, one carer centre worker indicated that carers valued the one-to-one emotional support they could have from the centre because employees could keep their thoughts and feelings confidential:

“And when that conversations finished. The person usually says, you know what, I feel so much better already. So sometimes, making a call to somebody or speaking to somebody that listens that understands, that knows if you say, aw I could have strangled her last night, that you don’t literally, that somebody’s not going to go and phone the public protection and saying you’re a threat. You know, that you are allowed to say things.” [Female, carers’ centre worker, FG2] 

The above accounts illustrate that some carers found it embarrassing at times to be honest with those they are closest to about their everyday struggles with providing support. Maintaining anonymity when sharing personal difficulties was in some cases preferable, enabling carers to speak honestly and freely. 

Familiarity therefore emerged as a common feature of support experienced by carers, closely connected to the concept of trust. Carers explained this could be perceived from continuity and/or regulation in professional support settings or familiarity built over time. A preference for familiarity was complicated, however, by the fact that it was considered more desirable when seeking practical support and respite, than when seeking emotional support and counselling. 

Help with organisation
Help with organisation was taken as a key theme of the focus groups, playing a pivotal role in carers’ appraisals of support. Several participants described how they and other carers felt worried about the responsibility they held in co-ordinating support from different providers, for example, when planning for a short break, or linking with health and social care practitioners:

“But the stress of, linking in with social work, and different providers. That can put people off. It stops them from accessing…You are getting yourself all worked out, worked up, trying to de-stress before you even start to organise [a break].” [Male, caring for parent, FG1A]

The responsibility of organising replacement care was identified as a particular barrier to taking a break from caring, such as a break to attend a carers’ support group:

 “I meet folk all the time and I tell them how wonderful you lot are at this group. And they canneh [can’t] come to the group because they’ve not got anybody to sit with the person that they are looking after.” [Female, carers’ centre employee, FG1]

Some of the stress experienced by carers appeared to be due to logistics, scarce resources, or lack of communication between departments:

“And again, that’s why a lot of carers don’t access replacement care. It’s not worth the hassle, they will say it’s not worth the hassle.” [Female, carers’ centre employee, FG2]

“Some of the issues that carers will tell us about support is they just want to, be able to plan ahead, and they are not really able to do that. They can’t commit to something for the next week because they don’t know. I don’t know if my son’s working or not because he’ll be able to work out. I don’t know if my sister. I’m not sure. So they can’t plan ahead.” [Female, carers’ centre employee, FG2]

The above statements highlight a narrative that, for many carers, organising replacement care is viewed as a ‘hassle’. ‘Hassles’ are defined in caregiving literature as minor events appraised as threatening to a person’s well-being (Lazarus et al. 1985). Whilst small, annoying or troublesome concerns may have little influence individually, the combined effect of these for carers are more detrimental for health (Hunt 2003). Schubert et al. (2009) show how daily ‘hassles’ can contribute to psychological stress in the long-term. Indeed the carer hassle scale can be employed for research purposes as a validated tool to quantify the relationship between hassles and carer wellbeing (Kinney and Stephens 1989, Brodaty et al. 2003). Many carers in this study evaluated the process of organising respite and replacement care as a hassle, often requiring numerous telephone calls between agencies, with the added unpredictability of their care responsibilities in the background. Thus ‘help with organisation’ was taken as a theme of carers’ experiences of support services. 

Flexibility
A ‘good’ support service was perceived by carers in the focus groups as one that is flexible. Receiving support from professional carers early in the morning or late at night, was often viewed as desirable but not always achievable: 

“…they [carers] came and fitted my dad in. And a couple of times they phoned and she says ‘as soon as a time comes’ and eventually a time did come up. And it was 8 o’clock. But they were really flexible. And they were excellent.” [Female, caring for parent, FG1B]

“…but I will have to speak to the girls [carers] to see if they will be able to come in early. I mean, that’s the worry in my mind. It’s stressing me because there is no guarantee.” [Female, caring for parent, FG1A]

Flexibility was particularly emphasised as important due to the unpredictability of care situations experienced by carers:

“You can’t really plan anything when you are caring for somebody. When I’ve got my family going on holiday, I put in for respite away in advance.” [Female, caring for parent, FG1B]

Conversely, some participants described their experience of feeling excluded from support based on inflexible eligibility criteria:

“Carers of a certain age can sometimes feel left out. And it’s isolation you feel like it is in certain groups…They have the younger carers, which are the 18 to 30. But I’m too old for that now. And it was a group for 50s. I’m too young for that. And then the 65s and you go ‘what about me?’” [Female, caring for parent, FG2A]

“So it is a certain age group, or a certain condition, or do you know? So, even going back to, everyone’s heard of the men shed, the revolution! Do you know. It is absolutely fantastic, no limits as to who can go, and em, but can women go? Do you know.” [Female, caring for parent, FG2B]

Flexibility is often cited as a desirable characteristic of a service to accommodate for a wide variety of social care needs in research (Patmore and McNulty 2005, Brimblecombe et al. 2018) and policy (Bennett et al. 2018). Focus groups highlighted that rigid hours of availability of support at home or eligibility criteria for carers’ services based on age or health condition are off-putting to carers. This resonates with other findings that show carers often can have support needs that do not fit neatly within 9 – 5 hours schedule (Calvo-Perxas et al. 2018). Flexibility was therefore considered an important attribute of support service according to focus group participants, in particular, regarding age, health condition or time schedule. 

Empathy
Feeling understood, in particular by those with experience of caring, emerged as a key theme. A number of participants noted that the carers’ centre support group they attended provided them with emotional support, enabling them to listen to others, and feel listened to:

“And coming to groups like this, you get a lot of emotional support. People who understand what you are going through and how you feel…And you think you’re bad and with listening to everyone there’s people worse than you and it makes you feel better.” [Female, caring for spouse/partner, FG1C]

“You come here and you listen to other people and you get a lot of emotional support”. [Female, caring for spouse/partner, FG1D]

According to participants, part of their motivation for regularly attending the support group was to achieve a sense of feeling understood. For many carers, being able to relate to other carers who understood the challenges they faced, or ‘speaking with carers worse off than yourself’, provided relief. Participants described coming to support groups as a chance to laugh, help others and avoid loneliness; and helped overcome feelings of isolation linked with caring:

“[I like it because] you get to meet people.” [Female, caring for spouse/partner, FG1E]

“Although I’ve got the kids and things I still get lonely. I’ve still got the boys and I still get lonely.” [Female, caring for spouse/partner, FG1B]

“[Coming to] the social carers network and the dementia group and speaking to people. That helps me switch off.” [Male, caring for spouse/partner, FG2A]

Much research on caregiving focuses on carer burden; its drivers and implications (Denno et al. 2013, Bonin-Guillaume et al. 2015, Lim et al. 2016). Burden is defined as having emotional, physical and social dimensions (Jarrott et al. 2005). According to analysis of the Survey of Health and Retirement in Europe by (Litwin et al. 2014), co-resident spouses and children are at particular risk of depressive symptoms compared to other relationship co-resident caregiving dyads. In focus groups, participants described an ‘un-burdening’ as a result of conversations taking place at the support group. This was succinctly summarised by one carers’ centre worker:

“But that’s the beauty of the group. Because once it’s left here it’s out there it’s here, you’re not carrying it about with you. You’ve said whatever it is.” [Female, carers’ centre employee, FG1]

Examples of empathetic health and social care practitioners contrasted with several participant accounts of un-empathetic practitioners, which were off-putting to seeking support. Empathy was therefore a characteristic that was desirable but not guaranteed, in many carers’ experiences of support.

Involving others
There are clear overlaps between empathy and involving others, however, these themes are explored separately, since the latter was interpreted as going beyond listening and understanding, to include the importance of receiving and sharing information with carers. Exchanges of information were frequently noted by participants to be both supportive and upskilling:

 “If you are speaking to somebody that has the same problems as you have, they may have solved a problem that you have and you think I’ll try that. And if you try it and it works, great. And if you try it and it doesn’t work, well you can try something else. And you know it’s finding what other people have done.” [Female, former carer for parent, FG2A]

 “…that’s why I go to the Alzheimer’s groups and that is to see what there is out there.” [Female, caring for parent, FG2B]

Involving others was considered an important aspect for the cared-for, as well as for carers, in a replacement care situation:

“The issues that come along with that, some people say it is my life saver for my wife, my husband to have a befriender.” [Female, carers’ centre employee, FG2]

“Eh, but, aye my respite is actually finding out what I can to help my mother, and to find out how I can help other people.” [Female, caring for parent, FG2B]

Involving others and feeling part of a larger network was observed as a common characteristic of carers’ experiences of support. This evidences that support for carers is more multi-dimensional that the ‘provision’ of support, rather it often involves receiving and giving support in a reciprocal manner. In examples of support described by carers, their experience of support rarely was experienced in isolation from others. Carers in the focus groups demonstrated that they too are often actively involved in providing information and advice to other carers. Like Glendinning et al. (2015) there are examples of tensions between carers acting as co-clients and co-workers as described by Twigg (1989). In particular, here carers illustrated their role as co-workers delivering support information and advice to other carers as well as practical and emotional support to the cared-for person.

Proactivity
Proactivity was a common thread linking carers’ positive experiences of support. For example, one participant praised the carers’ centre employee, who gave suggestions of breaks from caring that she might enjoy:

 “Janet said, ‘you need to get out Margaret, you need to start going to things’ so I came here.” [Female, caring for spouse/partner, FG1A]

Another participant indicated that she was grateful to her husband for preventing her from neglecting her own health and well-being:

 “I was very lucky and had a very supportive husband, who was very good with my mum. He would say, eh, you know, enough!” [Female, former carer for parent, FG2A]

In a more unusual example, one participant described being supported by other family members to write a manual for looking after her mother before taking a short break. Her family encouraged her to use Skype whilst away to show her mother who she cared for, where she was. According to her, the most helpful aspect in her experience of replacement care was using technology, and her family saying, “just go!”

Focus groups evidenced that even carers who self-identify as ‘carers’ may need proactive help in engaging with support, or prompting a break from caring. In particular, having conversations that reinforce permission for the carer to get involved in other aspects of life beyond caregiving were valued by participants. One notable aspect of the conversations is that they involved listening and understanding the carer’s situation. In all three focus groups there was discussion about the reluctance of carers to put their own needs first, or alongside, the needs of the person they cared for. As shown by the examples of people who had been proactive described above, pre-empting or preventative support from a range of sources (family, health and social care workers) was one way to overcome this in practice.

Whilst there is some research on early-intervention support for carers of people with dementia (Brooker et al. 2017) and some emerging web-based early interventions for carers (Guay et al. 2017), proactive support models for carers are not widely touched on in academic research on unpaid care. An evaluation of 22 programmes offering short breaks funding in Scotland also finds that carers most in need of a break need support and encouragement to apply, “they need support and guidance to accept that they are ‘deserving’ of the break or that it won’t be detrimental to the person they looked after.” (Greater Pollock Carers: EoG Q2.10, p. 9, in Laing 2013: 32). 

[bookmark: _Toc27733680]Developing attributes of replacement care
Data reduction
In order to develop attributes of carers’ support, conceptual links were first drawn between focus group data and categories of carers’ support which appear in Scottish policy, namely the Carers Census (Figure 9). Mapping was the first step in reducing focus group data to attributes of replacement care that would both meaningful to participants and policy-relevant. This mapping exercise revealed few examples of SDS and advocacy in practice but numerous links with other forms of support. Preferences towards a Carer’s Allowance were highly variable and therefore help applying for financial assistance was excluded at this stage. 
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[image: ][bookmark: _Toc18660909]Figure 9: Mapping focus group themes against the Carers Census typology of support for carers in Scotland 

Four attributes were generated at the intersections between focus group themes and policy categories (Figure 10). These were:

· Provider (who provides the replacement care)
· Co-ordination (how involved the carer is in co-ordinating replacement care)
· Activities included (replacement care does/does not include social and leisure activities for the cared-for individual)
· Waiting time (amount of time the carer would be willing to wait until replacement care is received)

[image: ]
[bookmark: _Toc18660910]Figure 10: Generating attributes from focus group themes and categories of support from the Carers Census

Kjær (2005) underscores the importance of gaining as much information as possible from many different sources to ensure the attributes in a DCE are understandable, reflective of real life, and meaningful and important to respondents, researchers and policy-makers. In light of this, conversations with policy-makers and analysts in health and social care division in Scottish Government were also held regarding the design of the DCE preceding data collection, since this co-occurred with the researcher completing an internship in the Health and Social Care analysis division, to check the comprehension and feasibility of the provisional list of attributes.

Removing inappropriate attributes 
A critical step in finalising attributes for the DCE was removing those that would not be plausible or independent. Some issues raised by participants regarding decision-making were either highly dependent on the carer’s personal circumstances, could be considered dominant preferences. In addition, some variables required specific ethical permission in order to be included in the survey. Principally these issues were the care needs/ disposition of the person receiving care, the location of support provided, the financial resources of the carer, and travel time. In the final DCE, the former two were excluded, and the latter two were incorporated into the choice scenario rather than excluded altogether. A more detailed explanation of how these attributes were treated in the DCE questionnaire is explored next.

Care needs/ disposition of the person receiving care
Focus group participants described how their attitude towards, and engagement with, support services were influenced by the care needs or disposition of the person they support. In many cases, care needs varied vastly between individuals, and sometimes on a day to day basis. As the participant below highlights, her decision not to engage with a respite support service was based on the reaction of the person she cared for, even though she had motivation and access to it, 

“I’m in a different situation to that because, we canneh [can’t] really go away now because we can get Tom respite but he just wouldn’t go to it.” [Female, carer for child, FG1A]

Street et al. (2008) argue attributes in a DCE should be both meaningful and measurable. Here, the needs and disposition of the person being cared for were not included as an attribute for the DCE scenario, since defining attitudes of the cared-for person in levels would be complex and highly open to differences in interpretation. Including the care needs of the person receiving support in a DCE would have provided extra variables with which to explain choice heterogeneity. However, health data are classified as a special category of data according to GDPR, and as such requires additional ethical approval. Therefore, this question was not included in the socio-demographic question section, whilst recognising the influence that the needs of the cared-for individual can be central to carers’ decision-making about respite in practice. 

Financial status
It was evident in focus groups that carers’ financial status played a role in differing attitudes towards financial support. Most carers acknowledged that they had incurred financial costs due to their caring role. Participants described a confusing landscape of benefits that some had only recently become aware of and the difficulty of transitioning between them. Most felt that the Carer’s Allowance did not compensate for the number of hours they provided care for, in particular, to provide financial security. Several noted the ad hoc way in which they had experienced receiving information on financial assistance, and their position as relatively informed carers compared to the majority of carers. However, one carer identified that their current personal financial status meant that financial support was less relevant for them when seeking support:

“Least important? Well I think the financial support. For a lot of folk, finance is in it. But I think it depends on the person’s circumstances. Some people are in need of financial support- that is a priority for them. Others that are fortunate, don’t need the same, so they have other priorities.” [Female, carer for spouse/partner, FG1C].

To acknowledge the important role of finances in shaping carers’ attitudes towards engaging with support services, whilst avoiding asking specific income-related questions, a monetary value was integrated in the choice scenario (see Chapter 3).

Location
Participants mentioned support and replacement care being provided in a range of settings inside and outside of the home. Social care in the UK can be delivered in communities, homes or in institutional settings (Tinelli 2016). However amongst participants there was a clear, dominant preference for support provided in the home. This preference resonates with policy goals for older people to live at home for as long as possible, maintaining socially active lives in Scotland. The preference for home-based support by carers is clear amongst older people requiring social care with a range of health conditions (Jackson et al. 2011, Walker et al. 2015, Toye et al. 2016). Since home-based support was considered a dominant preference, and so may introduce bias to the estimates, an attribute about location for support was excluded in this choice scenario.  

Travel time
Participants highlighted that travel time was somewhat important in choosing what support services to engage with. Choice appeared to be influenced by a balance between journey time and the time taken to receive a support:

“A lot of people don’t like travelling, and I’m not that keen on travelling. It depends on how far you have to go.” [Female, carer for spouse/partner, FG1A].

“Well, if the travel time exceeds the length of time you’re going to be there. So for instance, if you were an hour and a half on the bus. That’s 3 hours to go to a 2 hour group.” [Male, carer for parent, FG1B].

In a few cases the availability of public transport was a component of choice over whether or not to use a support service. The experience of travel was too variable to act as a uniform cost attribute. As such waiting time instead was selected as this appeared as a more common concern for carers from qualitative work (see page 96). 

[bookmark: _Toc27733681]Selected attributes 
Wording
Previous social care DCEs were consulted to assess the theoretical validity of the wording of attributes and view where original contributions could be made by this DCE (Appendix IV). From this it was evident that ‘provider’ was a commonly applied attribute, differentiated often by funder (NGO, private or government agencies). No previous study, however, included family or friends as source of support. A continuum of agency regarding how support is co-ordinated was a common attribute for carers in practice and so levels, ranging from completely autonomous and organised for others were chosen. Social activities for the cared-for individual also appeared in carers’ experiences of respite support, at times characterised by their duration. Both waiting time and travel time appeared as costs in the literature, and are argued to be more realistic means of capturing trade-offs as opposed to monetary cost. Therefore attributes and levels were narrowed down and refined to those described in Table 13 to include in the DCE choice.


[bookmark: _Toc18660860]Table 13: Attributes and levels selected for the DCE, and expected relationships
	Attribute
	Levels
	Hypothesis

	Who provides the replacement care
	Family member 
 
Friend 
 
Paid care worker- familiar
 
Paid care worker- not familiar 

	+

	Involvement in co-ordination
	On your behalf
 
With some help
 
By yourself (0)

	+ / -

	Waiting time
	4
 
12
 
24 weeks
 
	-

	Activities
	Included 
 
Not included 
	+



A priori hypotheses for relationships between attributes and choice based on literature included an expected preference for familiarity (Ryan and McKenna 2013). This is indicated with a + sign in Table 13. It was unknown whether a positive or negative relationship would emerge for greater control in co-ordination support, since some literature shows control can lead to better outcomes (Jones et al. 2012) but can also cause anxiety and stress (Arksey and Glendinning 2007). Further, a negative relationship with waiting time was expected, with longer waits associated with less likelihood of an alternative being chosen, since waiting time is elsewhere shown to be perceived as off-putting by carers (Neville et al. 2015). Finally, following Burton et al. (2014) a positive association between social and leisure activities for the cared-for individual and choice was anticipated.  

[bookmark: _Toc27733682]Conclusion
In the previous chapter, and in this analysis, replacement care was stipulated by carers as a common concern, and a barrier to accessing other forms of support, such as a short break from caring. In order to gain a better understanding of which features are considered important by unpaid carers of older adults when choosing to engage with support, three focus groups with carers of adults and carers’ centre workers in two local authorities in the central belt of Scotland. Several characteristics were identified by focus group participants as attracting them and putting them off engaging support through thematic analysis, namely: familiarity, help with organisation, flexibility, empathy, involves others and proactivity. 

Themes were mapped against policy areas of support for carers in Scotland and from this four attributes of support emerged at the intersections, which were considered policy-relevant and meaningful to participants with regard to choosing replacement care. These attributes were: who provides it, how involved the carer is in co-ordinating it, social and leisure activities for the cared-for individual, and waiting time. Attributes (which included both process and ‘product’ aspects of replacement care) were cross-referenced with existing discrete choice literature on caregiving for theoretical validity and to highlight where advancements in knowledge could be made. 

The relative importance of these four attributes in carers’ decision-making about replacement care is quantitatively explored in the next chapter, which analyses carers’ responses to the DCE survey. 


[bookmark: _Toc12276419][bookmark: _Toc27733683][bookmark: _Toc12276448]Chapter Six
[bookmark: _Toc12276420][bookmark: _Toc27733684]Investigating the preferences of carers towards replacement care

[bookmark: _Toc12276421][bookmark: _Toc27733685]Introduction
[bookmark: _Toc12276422]The DCE online survey, developed through the stages of research already discussed, was conducted in September and October 2018. The purpose of this chapter is to describe the findings from the online survey which was distributed to carers of older adults through networks of carers’ organisations and employers in Scotland. The first part of the chapter outlines the response to the survey, including completion rate and the demographic profile of respondents. The second part presents the findings from an analysis of discrete choice experiment data (DCE) on the preferences of unpaid carers of older adults towards respite and replacement care. The chapter finally points to possible explanations and remaining questions from the analysis.

[bookmark: _Toc12276423][bookmark: _Toc27733686]Background
[bookmark: _Toc12276424]Number of responses
[bookmark: _Toc12276425]A total of 112 unpaid carers completed online DCE and were eligible. 409 people opened the online questionnaire, of whom 126 completed the survey, giving a completion rate of 27%. Of those that completed the survey, 14 self-identified as ‘not eligible’. The response numbers provided sufficient data to obtain statistically significant results in the choice model. 

[bookmark: _Toc12276426]In Scotland an accurate estimate of the number of people who provide care or support for an adult over the age 55 is unknown. There are estimates for the number of people caring for someone else in the household (for example, in the Census or Scottish Health Survey), but insufficient data to link their care activity to the person they care for (see Chapter 2 “Review of Literature”)

It might be assumed that a substantial proportion of those caring for someone over the age of 55 are intra-generational carers, for example, in partner or sibling relationships. Under this assumption, the survey has a coverage of 0.04%, from a total population of 271,030 carers over the age of 55 living in Scotland (National Records of Scotland 2019). However, as shown in the Healthy Ageing in Scotland (HAGIS) survey, around 10% of 50+ adults provide regular care for both adults and children (Phillips and Bu 2017). This assumption also excludes carers under the age of 55 providing care or support for an older adult. Greater data linkage would provide a more accurate indication of the representativeness of the sample to the general population of carers of those over 55.

[bookmark: _Toc12276427]Time taken 
[bookmark: _Toc12276428]Completion time ranged between 2m 47s and 47m 52s. A small number of respondents took over 1 hour (n = 3), with one taking over a day. Removing these anomalies, the average completion time was 13m 44s. This can be compared to Kampanellou et al. (2017) whose questionnaire containing 18 choice sets took an average of 15m. Completion time can signal the degree of consideration of attributes, with a long completion time suggesting high cognitive demand and a low completion time suggesting limited evaluation of attributes taking place (Özdemir et al. 2010). In this study all eligible complete responses were kept in the data set in order to maximise the choice data. 

[bookmark: _Toc12276429]Incompletes
Of those who did not finish the questionnaire (n = 283), the majority stopped during the introductory slides or first choice task (Figure 11). Dropping out reduced over the course of the DCE exercise. Since drop out was more common in the introductory, rather than choice question slides, one explanation is that respondents were motivated to open the survey out of curiosity. To better understand drop out, voluntary feedback from respondents who completed the survey is found at the end of this chapter. 
 
[image: ]
[bookmark: _Toc18660911]Figure 11: Number of respondents choosing to leave the survey at different stages of the online questionnaire
[bookmark: _Toc12276430]
Not eligible
[bookmark: _Toc12276431]14 respondents who completed the questionnaire selected that they were ‘not eligible’. Their socio-demographic characteristics are compared to the eligible sample in Table 14, and tests of sensitivity were carried out, both including and excluding their preferences from the general sample. Following discussion with one focus group, it is hypothesised that these ineligible respondents are likely to be former carers, who were no longer currently in a caring role but still felt engaged with carers’ issues and research. Chester et al. (2017) also find enthusiastic unpaid carers taking part in their DCE exploring preferences towards home care provision. Nevertheless they were excluded from the analysis due to this uncertainty.

[bookmark: _Toc12276432][bookmark: _Toc27733687]Characteristics of the sample
Table 14 below shows the characteristics of the DCE respondent sample. Raw survey data can be accessed in STORRE (http://hdl.handle.net/11667/134)



[bookmark: _Toc18660861]Table 14: DCE survey respondent characteristics 
	Characteristics
	Level
	Eligible
N= 112 (%)
	Ineligible
N = 14 (%)

	Gender
	Male 
	18 (16)
	

	
	Female
	94 (84)
	14 (100)

	
	Other
	
	

	Ethnicity
	White
	108 (96)
	14 (100)

	
	Mixed or multiple ethnic groups
	
	

	
	Asian, Asian Scottish or Asian British
	1 (1)
	

	
	African, Caribbean or Black
	
	

	
	Other
	
	

	
	Prefer not to disclose
	3 (2)
	

	Age
	> 18
	
	

	
	18 – 24
	
	

	
	25 – 34
	4 (4)
	2 (14)

	
	35 – 44
	8 (7)
	3 (21)

	
	45 – 54
	27 (24)
	1 (1)

	
	55 – 64
	31 (28)
	4 (29)

	
	65 – 74
	30 (27)
	4 (29)

	
	75 – 84
	9 (8)
	

	
	85 – 94
	3 (3)
	

	
	> 95
	
	

	Relationship to the cared-for individual
	Neighbour
	0
	1 (1)

	
	Friend
	3 (3)
	

	
	Child
	25 (22)
	5 (36)

	
	Spouse
	44 (40)
	2 (14)

	
	Other relative
	40 (36)
	6 (43)




	No. of hours providing care per week
	1 – 19 hours
	31 (28)
	5 (36)

	
	20 – 34 hours
	14 (13)
	3 (21)

	
	More than 35 hours
	67 (60)
	6 (43)

	Co-resident
	Yes
	62 (55)
	7 (50)

	
	No
	50 (45)
	7 (50)

	Has support from a social worker 
	Yes
	45 (40)
	5 (36)

	
	No
	67 (60)
	9 (64)

	Previously received short breaks funding
	Yes
	29 (26)
	5 (36)

	
	No
	83 (74)
	9 (64)

	Last had a break from caring
	Last Month
	33 (29)
	2 (14)

	
	Last year
	37 (33)
	5 (36)

	
	In 5 years
	24 (21)
	4 (29)

	
	Over 5 years
	18 (16)
	3 (21)

	Replacement Carer available (Friend)
	Yes
	41 (37)
	9 (64)

	
	No
	71 (63)
	5 (36)

	Replacement Carer available (Family)
	Yes
	71 (63)
	11 (79)

	
	No
	41 (37)
	3 (21)






The majority of respondents were female (Figure 12), as might be expected from the balance of gender across the caring population of Scotland, in which estimates from the 2011 Scottish Census show 59% of carers are female and 41% male (Scottish Government 2015) Over the age of 75 the number of male carers begins to exceed female carers (ibid). Here this pattern is less marked and as such better reflects the gender balance observed in HAGIS with regard to age (Phillips and Bu 2017). An over-representation of female respondents in this study may have arisen because females are more likely to provide care to older adults, or due to sampling bias. 

Most survey respondents were aged 55 – 59 years old, sometimes known as the ‘sandwich generation’ i.e. those who provide unpaid care for an older person whilst simultaneously looking after one or more dependent children. Sandwich caring is prevalent in Scotland, with 10% of carers over the age of 50 reporting providing both care or support to adults and children (Phillips and Bu 2017). This is a potentially vulnerable group, that is increasing in size in the UK (Evandrou et al. 2015).
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[bookmark: _Toc18660912]Figure 12: DCE respondents age and gender


The majority of respondents, 96%, identified as white, including Irish and Polish. This reflects the 2011 Scottish Census estimates of the population of carers living in Scotland, in which 96% identify as white and 4% identify as Other Ethnicity or Mixed race (Scottish Government 2015). In this study 3 respondents preferred not to disclose their ethnicity and 1 identified as Asian, Asian Scottish or Asian British. In order to collect the views of black and ethnic minority carers towards respite in Scotland, a proactive approach is recommended by Netto (1998).

Most carers participating in this study provide support or care for over 35 hours per week (Figure 13). This pattern is in contrast to figures from the 2001 and 2011 Census, which finds that the majority of carers provide fewer than 19 hours of care or support per week. According to the 2011 Scottish Census, 56% of people provide 1 – 19 hours, 18% provide 20 – 49, and 27% provide more than 50 hours per week. The over-representation of high numbers of hours caring per week in this study is likely due to the channels of recruitment, whereby carers’ centres likely support those caring full-time, as is reported by Mentzakis et al. (2011) in a DCE involving unpaid carers. 


[image: ]
[bookmark: _Toc18660913]Figure 13: DCE respondents’ time spent caring per week

As Rutherford and Bu (2018) highlight, the wording of care responsibilities can influence mental accounting of number of care hours provided per week by individuals. For example, alternative wordings such as “help”, “support”, or “care” can change perceptions of time spent in a caring role. In this questionnaire the definition of care activity was narrower than outlined in the Carers (Scotland) Act 2016, which includes those who “intend” to provide care. As such the wording of eligibility criteria here may have introduced a bias in response to those with a higher time commitment to caring per week. 

Elsewhere it has been noted that time spent caring per week is reported more commonly as higher at the extremes in Scotland. That is, more unpaid carers of adults fall into the ‘fewer than 5 hours’ and ‘more than 50 hours’ categories than the intermediaries (Phillips and Bu 2017). In this study, it is likely a sizable proportion of DCE respondents may care more than 50 hours per week, since 11% of carers over the age of 50 in Scotland report doing so in HAGIS (ibid).

There were slightly more co-residents (n = 62) than extra-residents (n = 50) in the sample. Those caring more than 35 hours per week were significantly more likely to be co-residents (Chi-squared = 33.751, p = 0.00). 78% of respondents providing care over 35 hours per week were co-residents, in comparison with 19% of respondents providing fewer than 19 hours per week being co-residents. This echoes other earlier research finding that living arrangements in the UK often relate to care intensity (Grundy 2000). 

It is difficult to assess the representativeness of co/extra-resident caring in Scotland since the Census provides limited information on the living situation of carers. The Census reports whether a dependent child is in the household, or if the carer is in a relationship, but not whether the person receiving care is in the same household, or living elsewhere. 45% of respondents in this study were extra-resident carers. This aligns with Pickard's (2013) expectation that, between 2013 and 2023, the supply of unpaid care for older people will increase amongst adult children who are extra-resident carers.

[image: ]
[bookmark: _Toc18660914]Figure 14: DCE respondents living arrangements and relationship to cared-for individual
A range of care partnerships were represented in the sample, with ‘spouse’ and ‘other relative’ the most common relationships. Around one in five respondents were adult children, and a small proportion (3%) providing care or support for a friend (Figure 14). The proportion of respondents choosing ‘other relative’ may indicate a high level of older adult care provision by children-in-law as observed by Gruneir et al. (2013), or the increasing number of partnerships (excluding marriage) occurring between older adults explored by De Jong Gierveld (2015). Older carers in Scotland frequently care for more than one person, and carers may themselves also receive care and support (Phillips and Bu 2017). Survey responses here only captured primary caregiving roles but it is important to acknowledge that respondents may also have additional caring roles, or receive care themselves. 

In this study, a minority of respondents, 40%, stated that they had current or previous support from a social worker, and even fewer, 26%, stated they had ever received funding for a short break from caring. According to the charity Carers UK’s ‘State of Caring 2019’ report, around 79%, buy or receive support to help with their caring role, and a lower proportion, 15%, report having received or purchased a break from caring (Carers UK 2019b). These Carers UK figures concern unpaid carers of people of all ages, and living in all four nations of the UK. As such survey figures are not directly comparable to this study sample. Moreover the classification of support bought or received is likely to include many other categories of support beyond support from a social worker. However, similar to Carers UK data, the DCE data suggest that it is not uncommon for carers to be without receipt of support from health and social care services. 

In this study, having, or previously having experienced, support from a social worker was the strongest predictor of receiving funding for a break. Carers who had received, or were receiving, support from a social worker were five times more likely to have received short breaks funding, over those who had no support from a social worker (b = 1.780, SE = 0.572, p = 0.002). DCE data therefore provide some support for research on short breaks for children with autism by Preece and Jordan (2007), which illustrate that social workers play an important role enhancing opportunities for families to take a break from caring. A small but significant, negative relationship was found between short breaks funding and co-residential caring (b = -2.331, SE = 0.803, p = 0.004). That is, extra-care residents were slightly more likely to receive funding for a short break than co-residents in the sample.

Being under the age of 55, female, and caring for over 35 hours were related to a higher probability of receiving short breaks funding in this study, but the effects were not statistically significant with the modest sample size. This is unlike the State of Caring 2018 survey, which shows age to be a major factor in whether an unpaid carer has experienced a short break, noting that older carers (carers over the age of 65) are most likely to receive or buy a break from caring compared to other age groups (Carers UK 2018). 

Approximately one quarter of DCE respondents reported having received funding for a short break. However, a much higher proportion of carers, 62%, reported having had a break from caring in the last year, implying that funding for a short break is a sufficient but not necessary condition for carers to experience a recent break. Receiving short breaks funding, being over the age of 55, living with the cared-for person and having family or friends to provide replacement was positively related to the likelihood of having had a break in the last year, although these effects were not statistically significant. Receiving support from a social worker was the only characteristic with a statistically significant effect of having a break in the last year (b = 1.059, SE = 0.501, p = 0.035). Controlling for other observed respondent characteristics, access to a social worker increased the likelihood that carers also experienced a break in the last year than those who had not. 

Elsewhere social workers in Scotland are acknowledged to play an active role linking carers to services. Social workers in Scotland offer support by assessing, care planning and providing emotional support for unpaid carers (Scottish Government 2018e). In light of reduced council spending, many local authorities have raised the needs threshold for access to social work services (Audit Scotland 2016). Salisbury (2010) describes a range of professionals from voluntary or statutory organisations, such as physiotherapy and day care centre staff, involved in delivering support to carers supporting someone with a stroke in Scotland. Indeed other health and social care professionals besides social work often develop a therapeutic, supportive relationship with carers and provide information and advice (Gamiz and Tsegai 2013). It may be that respondents in this survey were thinking about support received from other health and social care professionals, in addition to social workers, when answering this question. 

Respondents’ postcodes show a concentration of responses from the central belt, as is representative of Scotland’s population density (National Records of Scotland 2016; Figure 15). There is an over-representation of carers living in Highlands and Island in the sample, as 21 respondents (18% of the sample) provided postcodes from the Highlands and Islands, which can be contrasted with the proportion of Scottish people who live in the Highlands and Islands (4%; (National Records of Scotland 2019).

[image: ]
[bookmark: _Toc18660915]Figure 15: Map showing respondent postcodes


[bookmark: _Toc12276433][bookmark: _Toc27733688]DCE analysis
The objective of statistical analysis was to investigate factors influencing the choices made by carers regarding respite and replacement care. Factors influencing choice were split into two categories:

· Attributes of replacement care
· Provider
· Level of help with co-ordination
· Waiting time
· Activities provided

· Characteristics of carers
· Relationship
· Gender
· Co-resident
· Time since last break

Looking at the frequency of different alternatives, across all eligible observations (n =1,120) the most frequently picked was the ‘none’ option (“I wouldn’t choose any of these”). This was chosen 34% of the time (Table 15). 

[bookmark: _Toc18660862]Table 15: Frequencies of chosen alternatives
	Alternatives
	1
	2
	3
	Opt out

	 No. of times chosen 
	269
	214
	258
	
    379


	% of times chosen
	24
	19
	23
	34



Consequently, an alternative specific constant was included for the ‘opt out’ alternative, to estimate its effect and establish an understanding of heterogeneity towards it (page 163). 

Standard MNL 
Carers showed significant negative utility associated with waiting for a short break with replacement care (Table 16). Every additional week of waiting was associated with a reduction in utility of 0.031 on average. Given the fairly narrow standard error around the mean of 0.005, the negative perception of waiting time can be viewed as fairly uniform across respondents. 

[bookmark: _Toc18660863]Table 16: Coefficient estimates from Model 1- standard MNL model
	Attribute level
	Label
	Estimate mean (SE)
	WTW weeks (months)
	WTW 95% CI in weeks (months)

	Provider
	
	
	
	

	Family member
	pr1
	1.258*** (0.135)
	41 (~ 10)
	31 – 50 (~ 7 – 11)

	Friend
	pr2
	0.513*** (0.150)
	17 (~ 4)
	4 – 28 (~ 1 – 6)

	Paid worker- familiar
	pr3
	1.506*** (0.134)
	41 (~ 12)
	38 – 58 (~ 8 – 13)

	Reference: Paid worker - unfamiliar
	
	

	Co-ordination
	
	
	
	

	By yourself
	co1
	0.271** (0.100)
	9 (~ 2)
	3 – 14 (~ 0 – 3)

	With some help
	co2
	0.336*** (0.100)
	11 (~ 3)
	6 – 15 (~ 1 – 3)

	Reference: On your behalf
	
	

	Waiting time
	wa
	-0.031*** (0.005)
	
	

	Activities
	
	
	
	

	Provided
	ac1
	0.465*** (0.082)
	14 (~ 3)
	5 – 24 (~ 1 – 5)

	Reference: Not Provided
	
	

	No break ‘opt out’
	ac4
	1.480 *** (0.000)
	
	

	Model fit

	Degrees of freedom
	8

	Prob > chi squared
	0.000

	LL
	-1387.7

	n observations
	4480

	N respondents
	112


* denotes explanatory power at a 0.05 significance level, ** at the 0.01 level and *** at the 0.001 level.

On average, replacement care provider type had the largest influence of all the attributes on respondents’ choice of replacement care. Carers preferred replacement care that was provided by a paid, professional worker compared to all other provider types. Family members emerged as being more preferred replacement care providers than friends. Across respondents there was a significant aversion to paid care workers who were unfamiliar, with carers being willing to wait 12 months longer for a break with familiar professional replacement carers, over unfamiliar replacement carers. 

Carers indicated a moderate preference for some involvement in organising the replacement care for a short break, over having it organised on the carers behalf. Carers on average placed a higher value on “with some help” from a social care worker, rather than “all” or “none” regarding help with co-ordinating replacement care. Carers were willing to wait 3 months longer for a break to have some help in co-ordinating replacement care, compared to having it organised on their behalf. 

As expected from findings by Burton et al. (2014) carers had a strong and significant preference for replacement care including social and leisure activities for the cared-for individual, rather than replacement care that only includes free time. To benefit from social and leisure activities, carers demonstrated a willingness to wait of 4 months for a short break with replacement care. Unlike Burton and colleagues (2014), there is limited capacity to investigate whether this preference is related to a stage of diagnosis of the cared-for person, as this information (as previously described) was not collected. 

Figure 16 shows confidence intervals surrounding marginal rates of substitution of attribute levels, calculated using a bootstrapping method. It implies that carers have a significantly higher willingness to wait for familiar paid workers as replacement carers over replacement care provided by a friend. It further indicates a higher willingness to wait for family members or paid professional workers as providers over other aspects of replacement care, for example, organised social and leisure activities. Overlapping confidence intervals suggest little difference in carers’ willingness to wait for greater control over organising replacement care.


[image: ]
[bookmark: _Toc18660916]Figure 16: Marginal rates of substitution of attribute levels from MNL model (with 95% confidence intervals)

[bookmark: _Toc12276435][bookmark: _Toc27733689]Discussion
It is perhaps not surprising that familiar paid care workers are significantly preferred over unfamiliar professional paid care workers as providers of replacement care. Unpaid carers in Midlothian, Scotland, express a preference for continuity in health and social care staff, explaining this prevents time being wasted transferring information about care tasks and wider background (Gamiz and Tsegai 2013). A preference for family over unfamiliar paid care workers suggests a high value placed on the family setting and existing relationships, where they are present.

 A lower utility associated with friends, compared to family, as a source of replacement care may be indicative of the type of care being provided. Previous research finds that social norms and filial obligations are influential in determining which tasks a carer is involved with, such as personal (washing or feeding) or instrumental (meal preparation, home maintenance or transportation) care activities (Lapierre and Keating 2012). The hypothetical scenario in the present research did not specify the type of care activity, which may have led carers to assume their own care context of personal care or instrumental care. Specifying the type of care activity in the scenario would have provided greater detail on perceived differences between friends and family as sources of replacement care. 

A stronger preference for the intermediate option in organising the short break here, compared to complete control and no control, reveals an appetite for some control and some assistance. Carers in Scotland are often co-ordinators of the health and social care landscape, negotiating between services (Jarvis and Worth 2005). One explanation for some assistance with co-ordinating a break, is to minimise organisational load. Differences in the perceived value of control may be enhanced with a more expansive data set. 

Provision of activities for the cared-for person in replacement care has a significantly higher utility than the utility associated with no activities. This supports Jackson et al. (2011), that providing stimulating activities for cared-for individuals in respite according to carers.

A sensitivity check was conducted to identify any potential differences in preferences between those identifying as ‘eligible’ and ‘not eligible’ to participate in the research. The only difference observed was that co-ordination ‘with some help’ level became more significant preference for those ‘not eligible’ compared to those who identified as ‘eligible’ (at the 99.9% rather than 99% level). No other differences in the sign and significance of parameters were observed, suggesting similar priorities.

The model estimation results of the MNL showed significantly better fit than a null model, which contained only the constant (Chi squared = 286.19, p = 0.000), therefore the idea of preference homogeneity, meaning equal preferences for each attribute level, was rejected

[bookmark: _Toc12276436]Subset of ‘Low’ and ‘High’ Care 
Separate models were run for those who care for fewer than 35 hours per week (‘Low Care’, n = 31) and those caring for more than 35 hours per week (‘High Care’, n = 67), since Hall et al. (2014) shows that task/time intensity of caring can influence carers’ preferences towards support services.

[bookmark: _Toc18660864]Table 17: Coefficient estimates from model 2 – MNL by subset 'Low' and 'High' care
	Attribute level
	Low Care 
Estimate (SE)
	WTW weeks (months)
	High Care 
Estimate (SE)
	WTW weeks (months)

	Provider
	
	
	
	

	Family member
	1.169*** (0.220)
	46 (~10)
	1.197*** (0.189) 
	36 (~ 8)

	Friend
	0.529* (0.234)
	21 (~ 4)
	0.372 (0.216)
	11 (~ 2)

	Paid worker- familiar
	1.230*** (0.223)
	49 (~ 11)
	1.674*** (0.184)
	50 (~ 11)

	Reference: Paid worker – unfamiliar
	
	

	Co-ordination
	
	
	
	

	By yourself
	0.240 (0.168)
	8 (~ 1)
	0.329* (0.138)
	9 (~ 2)

	With some help
	0.408* (0.164)
	16 (~ 3)
	0.360** (0.139)
	10 (~ 2)

	Reference: On your behalf
	
	

	Waiting time
	-0.025*** (0.008)
	
	-0.033*** (0.006)
	

	Activities
	
	
	
	

	Provided
	0.526**
(0.118)
	21 (~ 4)
	0.349**
 (0.111)
	10 (~ 2)

	Reference: Not Provided
	
	

	No break ‘opt out’
	0.373 (0.287)
	
	1.792*** (0.221)
	

	Model fit
	
	
	

	LL
	-385.54
	
	-791.8

	n observations
	1240
	
	2680

	N respondents
	45
	
	67



The number of hours spent caring per week is considered a primary stressor on caregiving and an indication of the intensity of caregiving (Sorensen et al. 2006). However, the number of hours per week a carer provides care or support should not be conflated with the construct of ‘burden’ since burden is a subjective assessment of well-being, as opposed to time commitment (Knight et al. 2000). 

Overall separate models for ‘high’ and ‘low’ care show few differences between the two subgroups of carers towards attributes of replacement care (Table 17). Carers who provide a high number of hours per week place slightly higher value on having complete control in co-ordinating a break, compared to carers providing a lower number of hours per week. Furthermore, they are slightly more averse to waiting longer for a break. However, these effects become insignificant when hours caring per week was included as an interaction term. 

The principal difference between subgroups was the tendency to ‘opt out’, which was significant for those who provide a high number of hours care per week (given the magnitude and standard error of alternative-specific constant values). When included as an interaction effect with hours caring variable, the alternative specific constant remained highly significant.

There are several possible explanations why respondents reporting a high number of care hours per week had a higher tendency to choose none of the replacement care options. These are:

1. A break with replacement care is unfeasible. In this case, utility is associated with not taking a break since the carer perceives no viable alternative for replacement care i.e. their skills or knowledge cannot be replaced. 
2. A break is undesirable. This links with Brouwer et al. (2005)’s conception of process utility in caregiving. Carers’ experience a ‘warm glow’ with caring and would rather provide care than take a break.
3. A break from caring is unimportant. In this instance carers have a higher appreciation of ‘no break’ given the specific scenario of taking a short break. Such individuals might prefer replacement care, for example, in the scenario of being able to participate in work or education.
4. Carers are unwilling to trade in the choice scenario. For this, respondents are showing a form of protest or strategic behaviour (Erdem et al. 2015). Perhaps more time-restricted carers find participating in the DCE exercise frustrating and show this through opting out.

Findings from Schneider and Kleindienst (2016) suggest that the positive net utility gained from caring reverses when providing more than 30 hours per week. This provides little confidence in explanation 2 above. Integrating best–worst rankings of support data from this subgroup informs an interpretation of why those caring more than 35 hours are more likely to opt out (see page 170).

[bookmark: _Toc12276437]Subset of Male and Female 
Only moderate differences were observed between male and female subgroups of respondents in their preferences towards replacement care (Table 18). Female carers showed a stronger aversion to waiting time for replacement care compared to male carers. Male carers demonstrated a higher propensity to choose replacement care that includes social and leisure activities over that without, compared to female carers. In addition, males showed a greater willingness to wait for friends to provide replacement care than female carers. 

[bookmark: _Toc18660865]Table 18: Coefficient estimates from model 3 – MNL by subset 'Male' and 'Female'
	Attribute level
	Male
Estimate (SE)
	WTW weeks (months)
	Female
Estimate (SE)
	WTW weeks (months)

	Provider
	
	
	
	

	Family member
	0.800* (0.344)
	50 (~ 11)
	1.340*** (0.148)
	39 (~ 9)

	Friend
	0.847* (0.344)
	52 (~ 12)
	0.435** (0.148)
	12 (~ 2)

	Paid worker- familiar
	1.248*** (0.329)
	78 (~ 17)
	1.512*** (0.150)
	44 (~ 10)

	Reference: Paid worker – unfamiliar
	
	

	Co-ordination
	
	
	
	

	By yourself
	0.333 (0.251)
	20 (~ 4)
	0.261* (0.108)
	7 (~ 1)

	With some help
	0.281 (0.256)
	17 (~ 4)
	0.340** (0.108)
	10 (~ 2)

	Reference: On your behalf
	
	

	Waiting time
	-0.016 (0.012)
	
	-0.034*** (0.005)
	

	Activities
	
	
	
	

	Provided
	0.986*** (0.221)
	61 (~ 14)
	0.378*** (0.089)
	11 (~ 2)

	Reference: Not Provided
	
	

	No break ‘opt out’
	2.012*** (0.406)
	
	1.385*** (0.175)
	

	Model fit
	
	
	

	LL
	-221.09
	
	-1155.4

	n observations
	720
	
	3760

	N respondents
	18
	
	94



When gender was included as an interaction term, only social and leisure activities had a significant effect moderating decision-making at the 95% confidence level. Consequently, this study suggests that gender alone matters little in shaping decision-making regarding preferences for replacement care. 

[bookmark: _Toc12276438]Subset of ‘Younger adult’ and ‘Older adult’ Carers

[bookmark: _Toc18660866]Table 19: Coefficient estimates from model 4 – MNL by subset 'Young' and 'Older' adult
	Attribute level
	Carers < 55 years 
Estimate (SE)
	WTW weeks (months)
	Carers > 55 years
Estimate (SE)
	WTW weeks (months)

	Provider
	
	
	
	

	Family member
	1.403*** (0.211)
	43 (~ 10)
	1.158*** (0.165)
	38 (~ 8)

	Friend
	0.526* (0.234)
	16 (~ 3)
	0.573** (0.180)
	19 (~ 4)

	Paid worker- familiar
	1.500*** (0.212)
	46 (~ 10)
	1.512*** (0.162)
	50 (~ 11)

	Reference: Paid worker – unfamiliar
	
	

	Co-ordination
	
	
	
	

	By yourself
	0.341* (0.158)
	10 (~ 2)
	0.201 (0.100)
	6 (~ 1)

	With some help
	0.529*** (0.154)
	16 (~ 3)
	0.205 (0.100)
	6 (~ 1)

	Reference: On your behalf
	
	

	Waiting time
	-0.032*** (0.010)
	
	-0.030*** (0.005)
	

	Activities
	
	
	
	

	Provided
	0.190 (0.126)
	5 (~ 1)
	0.627*** (0.101)
	20 (~ 4)

	Reference: Not Provided
	
	

	No break ‘opt out’
	1.120** (0.254)
	
	1.619*** (0.193)
	

	Model fit
	
	
	

	LL
	-533.41
	
	-960.79

	n observations
	1720
	
	3120

	N respondents
	39
	
	73



A slight difference was observed between younger and older carers’ preferences with regard to the level of help in co-ordinating replacement care, with younger carers showing a higher willingness to wait for help from a paid professional care worker, than older carers (Table 19). When included as an interaction term, only age and a preference for social and leisure activities persisted as a significant influence on decision-making at the 95% level. There was a slight differentiation in the perceived value of time, with older carers appearing less sensitive to waiting compared to younger carers.

Age has been shown to be a key predictor of preferences of patients towards primary care (Jung et al. 2003). It is somewhat surprising therefore that age has little influence in carers’ preferences here. However, this may also be explained by differences in classification boundaries of ‘young’ and ‘old’ (ibid).

[bookmark: _Toc12276439][bookmark: _Toc27733690]Associations with ‘opt out’ behaviour
It is important to note that choice data across respondents indicated positive utility associated with the ‘opt out’. To explore this further, respondents were split into two groups depending on the frequency of opt out behaviour. Those who chose ‘none’ 8 or more times out of 10 (upper quartile of opt out frequency), were treated as a subgroup called ‘reluctant breakers’. Reluctant breakers (n= 21) were spouses, children, or other relatives of the cared-for person. Two thirds lived with the person they provided care for, and one third of the reluctant breakers were extra-resident carers. 

In a binary logit model analysis of socio-demographic characteristics and reluctance, having a friend to provide replacement care (b = 3.750, SE = 1.332, p = 0.005), providing 19 – 34 hours of care (b = 4.715, SE = 2.304, p = 0.041) and providing more than 35 hours of care per week (b = 3.619, SE = 1.704, p = 0.034) had significant effects on reluctance. Removing variables that were not significant, only caring more than 35 hours per week remained as having an effect on reluctance significant at the 99% level (b = 2.251, SE = 1.067, p = 0.035). The odds of showing reluctance was 3.48 times higher for those caring 35 or more hour per week than the odds of carers who cared fewer than 35 hours per week, with a Pearson’s Chi-squared test statistic of 4.802, and p-value of 0.028. 

These findings resonate with respondent choices observed in other DCE research. For example, Hall et al. (2014) describe that carers classified as ‘High Care’, (who provide on average 11+ hours a day of care per day) show a preference for the status quo over an hypothetical intervention. In this case the opt out was also similar to a status quo, as it involved not taking the break offered. It may be that these carers were so pressurised they could not contemplate change or disruption that could be associated with a short break. More research is need with those providing a high number of hours of care to better understand what attributes were missing, which meant the opt out was of higher perceived value, or what alternative forms of support would be preferred by these carers. 

[bookmark: _Toc12276440]Interactions with provider availability
To test whether decision-making in the DCE was constrained by the ability of respondents to imagine different replacement care providers, separate models were run with an interaction term, taking into account access to a family member or friend (informal support). When the availability of a friend was included as an interaction, the coefficient for ‘Friend’ was -1.095 (SE = 0.294), which was significant at the 99% level. That is, the group was significantly more likely to choose an alternative that did not include friend replacement carers. Those without friends available to provide replacement care were also more likely to opt out, with the estimate of an interaction term for ‘opt out’ and no friend availability of 0.919 (SE = 0.314), significant at the 99% level. Similarly, those without a family member available to provide replacement care had interaction effect estimates of -1.783 (SE = 0.281), and -1.100 (SE = 0.300) for ‘Family’ and ‘Friend’ provider levels respectively, significant at the 99.9% level. 

This suggests that some heterogeneity in the MNL results might be explained by hypothetical bias. In other words, the fact that family and friends are chosen by individuals who see these as viable options in their personal circumstances implies that when this is feasible, these options are preferred. Specifically, availability of family and friends as feasible replacement care providers in practice may have impacted the provider attribute level, given the relatively large standard error of the mean surrounding the ‘Friend’ attribute level estimate. It suggests face validity of the choice scenario, as carers were able to relate and find meaning in their own personal circumstances when considering the choice question. 

[bookmark: _Toc12276441]Heterogeneity in the ‘opt out’ constant
A random parameter was introduced for the ‘opt out’ alternative in order to capture some of the variability surrounding its choice (Table 20). For this it was assumed that variation around the additional parameter was normally distributed. Table 20 shows that in this error-component model (ECM) which relaxes the IIA assumption of the opt out, the fixed effects of the attribute levels do not change in sign and significance. Neither the opt out, or standard deviation of the opt out, are significant. This suggests that the error component model is not a significant improvement on the MNL (Chi-squared = 3.419, p = 0.064). 

[bookmark: _Toc18660867]Table 20: Coefficients from the error-component model
	Attribute level
	MNL estimate (SE)
	ECM estimates (SE)
	ECM estimates with panel (SE)

	Provider
	
	
	

	Family member
	1.258 (0.135) *** 
	1.289 (0.140) ***
	1.305 (0.139) ***

	Friend
	0.513 (0.150) ***
	0.518 (0.154) ***
	0.506 (0.154) ***

	Paid worker- familiar
	1.506 (0.134) *** 
	1.559 (0.140) ***
	1.581 (0.138) ***

	Reference: Paid worker - unfamiliar

	Co-ordination
	
	
	

	By yourself
	0.271 (0.100)**
	0.279 (0.140) **
	0.278 (0.102) **

	With some help
	0.336 (0.099)***
	0.342 (0.103) ***
	0.348 (0.102) ***

	Reference: On your behalf

	Waiting time
	-0.031 (0.005) ***
	-0.033 (0.005) ***
	-0.033 (0.005) ***

	Activities 
	
	
	

	Provided
	0.458 (0.082)***
	0.491 (0.083) ***
	0.512 (0.082) ***

	Reference: Not Provided

	Opt out – no break
	0.222 (0.130)
	0.972 (0.555)
	0.796 (0.199) ***

	SD of opt out – no break
	
	2.342 (1.552)
	3.193 (0.290) ***

	Model fit
	
	
	

	Degrees of freedom
	8
	9
	9

	Prob > Chi squared
	0.000
	0.000
	0.000

	LL
	-1387.7
	-1386
	-1156.9

	n observations
	4480
	4480
	4480

	N respondents
	112
	112
	112



However, when individual-specific effects are included in the error-component model, (in the panel ECM), estimates of the opt out and random parameter accounting for variance in the error-term become significant, implying considerable variation towards the opt out between individuals.

As noted above, some heterogeneity in responses to the opt out may be explained by the number of hours caring variable. Additional data points including health status, income and tasks would permit more in-depth knowledge of whether these factors might also play some role in explaining preferences. 

[bookmark: _Toc12276442][bookmark: _Toc27733691]Explained and unexplained heterogeneity
In summary, replacement care provider, waiting time and the provision of activities emerge as significant effects that help explain decision-making about replacement care. Heterogeneity towards choosing no break with replacement care might be partly explained by care intensity (number of hours caring per week). Age and gender may also appear to play a small role in shaping a preference for the inclusion of social and leisure activities (with males and older carers driving positive utility). Carers without informal support place appear to place less value on ‘friend’ replacement care providers. By contrast, lacking formal support has little effect on preferences. 


[bookmark: _Toc18660868]Table 21: Models tested and evaluation of goodness of fit
	[bookmark: _Toc12276370]Model
	[bookmark: _Toc12276371]Degrees of freedom
	[bookmark: _Toc12276372]Log Likelihood
	[bookmark: _Toc12276373]Chi squared
	[bookmark: _Toc12276374]P value

	[bookmark: _Toc12276375]MNL model
	[bookmark: _Toc12276376]8
	[bookmark: _Toc12276377]-1387.7 
	[bookmark: _Toc12276378]286.19
	[bookmark: _Toc12276379]0.000***

	[bookmark: _Toc12276380]ECM
	[bookmark: _Toc12276381]9
	[bookmark: _Toc12276382]-1386
	[bookmark: _Toc12276383]289.6
	[bookmark: _Toc12276384]0.000***

	[bookmark: _Toc12276385]ECM (panel)
	[bookmark: _Toc12276386]9
	[bookmark: _Toc12276387]-1156.9
	[bookmark: _Toc12276388]747.83
	[bookmark: _Toc12276389]0.000***

	[bookmark: _Toc12276390]Null
	[bookmark: _Toc12276391]1
	[bookmark: _Toc12276392]-1530.8
	
	



There remains a considerable degree of unexplained variation, as indicated by the LL values in Table 21. Additional socio-demographic data, such as the health status of the carer, the cared-for person and the duration of caring, may help account for this unexplained heterogeneity, in particular, the accounting for variation towards the opt out. 

[bookmark: _Toc12276443]It is also important to understand how replacement care fits into broader preferences for support according to carers. In a series of best–worst ranking questions, carers in this survey compared different types of support. In the next section, results from this prioritisation exercise are presented with an explanation as to how replacement care is valued in relation to other types of support by carers of older adults.


[bookmark: _Toc27733692]Best-Worst analysis

[bookmark: _Toc12276444]Counts analysis
Table 22 shows the average rank order for types of support selected by respondents as ‘best’, according to the sum of the times chosen as ‘best’ over the sum of times shown.

[bookmark: _Toc18660869]Table 22: Average rank order of type of support rated 'Best'
	Most ‘best’
	A short break or respite including replacement care

	
	A carer’s payment including Self-Directed Support

	
	Practical support (e.g. equipment, transport)

	
	Counselling or emotional support (e.g. peer groups)

	
	Advocacy 

	
	Help applying for Carer’s Allowance or other financial assistance

	Least ‘best’
	Training or learning



The rank order for ‘worst’, according to the sum of the times chosen as ‘worst’ over the sum of times shown is shown in Table 23. 

[bookmark: _Toc18660870]Table 23: Average rank order of type of support rated 'Worst'
	Most ‘worst’
	Help applying for Carer’s Allowance or other financial assistance

	
	Training or learning

	
	Advocacy 

	
	A carer’s payment including Self-Directed Support

	
	Counselling or emotional support (e.g. peer groups)

	
	A short break or respite including replacement care

	Least ‘worst’
	Practical support (e.g. equipment, transport)



Merging best and worst choices, a Hierarchical Bayesian approach to modelling in Sawtooth generated preference scores for each type of support shown in Figure 17.


[image: ]
[bookmark: _Toc18660917]Figure 17: Sawtooth HB results showing preference scores for different types of support

Across all observations a short break with replacement care emerged as a highly valued type of support. Practical support also received a high ranking position on average. Types of support that were considered relatively less important overall were training and learning, and advocacy. This chimes with other research suggesting respite and replacement care as common stated preferences of carers (van Exel et al. 2008, Jackson et al. 2011, Kampanellou et al. 2017). Yet these findings contrast with revealed preferences of carers in Scotland, which show a lower use of short break services compared to other forms of support, for example, from family members (Scottish Government 2015). Perhaps the difference arises due differences in preferences between carers of people of all ages, and carers of older adults particularly. Training for carers is known to improve the confidence and self-efficacy of carers (Yeandle et al. 2002). In this study, however, carers evaluate training and learning as less important when directly compared with other types of support. 

Demographic subgroups were used to investigate any differences in carers’ evaluations that might be related to personal characteristics, which revealed a broadly similar patterning of preferences amongst subgroups. There was a slight tendency for females to place a higher valuation on practical support compared to males (Table 24).

[bookmark: _Toc18660871]Table 24: Rank order of preferences towards support, split by gender
	Males (n = 18)
	‘Best’ rank order
	Females (n = 94)

	A short break or respite including replacement care
	1
	A short break or respite including replacement care

	A carer’s payment including Self-Directed Support
	2
	Practical support (e.g. equipment, transport)

	Help applying for Carer’s Allowance or other financial assistance
	3
	A carer’s payment including Self-Directed Support

	Advocacy
	4
	Counselling or emotional support (e.g. peer groups)

	Training or learning
	5
	Help applying for Carer’s Allowance or other financial assistance

	Counselling or emotional support (e.g. peer groups)
	6
	Advocacy

	Practical support (e.g. equipment, transport)
	7
	Training or learning



Younger carers place less emphasis on short breaks and replacement care compared to older carers (Table 25). Differences in employment status or family relationship between the two subgroups may play a part in explaining this.

[bookmark: _Toc18660872]
Table 25: Rank order of preferences towards support, by age
	Younger, < 55 years old (n = 39)
	‘Best’ rank order
	Older, > 55 years old (n = 73)

	Practical support (e.g. equipment, transport)
	1
	A short break or respite including replacement care

	A carer’s payment including Self-Directed Support
	2
	A carer’s payment including Self-Directed Support

	A short break or respite including replacement care
	3
	Practical support (e.g. equipment, transport)

	Counselling or emotional support (e.g. peer groups)
	4
	Help applying for Carer’s Allowance or other financial assistance

	Training or learning
	5
	Counselling or emotional support (e.g. peer groups)

	Help applying for Carer’s Allowance or other financial assistance
	6
	Training or learning

	Advocacy
	7
	Advocacy







Those caring fewer than 35 hours per week place more importance on training or learning, compared to those caring above 35 hours per week (Table 26). Perhaps this subgroup includes individuals new to the caring role, or with greater capacity for the time demands of training. Patel et al. (2004) argue that there is a strong economic case for training as a form of support for carers of stroke survivors, particularly amongst carers involved with nursing tasks. This study likewise implies training and learning could also be effectively targeted at those currently with a low caring commitment to meet their preferences. 

[bookmark: _Toc18660873]Table 26: Rank order of preferences towards support, by care provided per week
	Low care  < 35 hours per week (n = 45)
	Best’ rank order
	High care > 35 hours per week (n = 67)

	A short break or respite including replacement care
	1
	A short break or respite including replacement care

	Practical support (e.g. equipment, transport)
	2
	A carer’s payment including Self-Directed Support

	A carer’s payment including Self-Directed Support
	3
	Practical support (e.g. equipment, transport)

	Training or learning
	4
	Counselling or emotional support (e.g. peer groups)

	Counselling or emotional support (e.g. peer groups)
	5
	Help applying for Carer’s Allowance or other financial assistance

	Help applying for Carer’s Allowance or other financial assistance
	6
	Advocacy

	Advocacy
	7
	Training or learning





[bookmark: _Toc18660874]Table 27: Rank order of preferences towards support, by relationship
	Children (n = 25)
	‘Best’ rank order
	Spouses (n = 44)

	Practical support (e.g. equipment, transport)
	1
	A short break or respite including replacement care

	A carer’s payment including Self-Directed Support
	2
	Counselling or emotional support (e.g. peer groups)

	A short break or respite including replacement care
	3
	Practical support (e.g. equipment, transport)

	Help applying for Carer’s Allowance or other financial assistance
	4
	A carer’s payment including Self-Directed Support

	Counselling or emotional support (e.g. peer groups)
	5
	Help applying for Carer’s Allowance or other financial assistance

	Advocacy
	6
	Advocacy

	Training or learning
	7
	Training or learning



Table 27 and 28 show similar results, since age largely varies with type of relationship with the cared-for person. Yet emotional support is likely to take on greater importance for spouses if they are the sole provider of care, as O’Shaughnessy et al. (2010) illustrate how spousal carers of people living with dementia care can experience particular grief and loss, and thus may benefit from emotional support.

It might be expected that reluctant breakers from the DCE exercise place little value on a short break. However, Table 28 shows that this is the second highest preference for support in this subgroup. Amongst those choosing to ‘opt out’ frequently in the DCE (‘reluctant breakers’), short breaks were still shown to be considered an important, although not the most important, type of support. Reluctant breakers also appear to prioritise a Carer’s Allowance and financial assistance.


[bookmark: _Toc18660875]Table 28: Rank order of preferences towards support, by DCE response
	Reluctant breakers (n = 21)
	‘Best’ rank order
	Non-reluctant breakers (n = 91)

	Help applying for Carer’s Allowance or other financial assistance
	1
	A short break or respite including replacement care

	A short break or respite including replacement care
	2
	A carer’s payment including Self-Directed Support

	Practical support (e.g. equipment, transport)
	3
	Practical support (e.g. equipment, transport)

	Training or learning
	4
	Counselling or emotional support (e.g. peer groups)

	Counselling or emotional support (e.g. peer groups)
	5
	Help applying for Carer’s Allowance or other financial assistance

	A carer’s payment including Self-Directed Support
	6
	Advocacy

	Advocacy
	7
	Training or learning












Availability of a friend to provide replacement care helps to explain some variability in DCE choices (see page 162), yet the B-W responses show friend availability is unrelated to ranked preferences for types of support (Table 29). The availability of friends as replacement carers may therefore play a larger role in explaining responses to the hypothetical experimental task rather than point to differences priorities in seeking support more generally. Carers that have no family members available to provide replacement care show a higher prioritisation of emotional support than carers who have (Table 30).

[bookmark: _Toc18660876]Table 29: Rank order of preferences towards support, by friend availability
	Friend available (n = 41)
	‘Best’ rank order
	No friend available (n = 71)

	A short break or respite including replacement care
	1
	A short break or respite including replacement care

	A carer’s payment including Self-Directed Support
	2
	Practical support (e.g. equipment, transport)

	Practical support (e.g. equipment, transport)
	3
	A carer’s payment including Self-Directed Support

	Help applying for Carer’s Allowance or other financial assistance
	4
	Counselling or emotional support (e.g. peer groups)

	Counselling or emotional support (e.g. peer groups)
	5
	Help applying for Carer’s Allowance or other financial assistance

	Advocacy
	6
	Training or learning

	Training or learning
	7
	Advocacy







[bookmark: _Toc18660877]Table 30: Rank order of preferences towards support, by family availability
	Family member available (n = 71)
	‘Best’ rank order
	No family member available (n = 41)

	A short break or respite including replacement care
	1
	A short break or respite including replacement care

	A carer’s payment including Self-Directed Support
	2
	Counselling or emotional support (e.g. peer groups)

	Practical support (e.g. equipment, transport)
	3
	Practical support (e.g. equipment, transport)

	Help applying for Carer’s Allowance or other financial assistance
	4
	A carer’s payment including Self-Directed Support

	Counselling or emotional support (e.g. peer groups)
	5
	Help applying for Carer’s Allowance or other financial assistance

	Training or learning
	6
	Advocacy

	Advocacy
	7
	Training or learning



Therefore, some tentative distinctions in rank order of preference according to subgroups include:

· A higher valuation of practical support by females compared to males
· A higher valuation of training and learning for carers providing fewer than 35 hours per week, compared to those providing more than 35 hours.
· A higher valuation of emotional support and counselling for those without family members to provide replacement care, compared to those who do.

Heterogeneity is likely to be underlying average ranking positions, part of which can be explained by the characteristics of the carers recorded. 

[bookmark: _Toc12276445][bookmark: _Toc27733693]Respondents’ feedback on the survey instrument
Some respondents found the highly structured nature of the stated preference techniques frustrating, and provided the following feedback voluntarily:

“I wanted to give the information but I gave up in frustration. Repeated choices on the same question with slight changes are patronising and confusing.”

“I felt it unfortunate that when selecting favoured options in part one there was no opportunity to explain my choices and when selecting least / most important responses in section two that there was no space for comments to explain what I selected.”

Others have found similar negative reactions to DCE instruments (Terris-Prestholt et al. 2013). Boxall et al. (2009) recommend that respondent frustration should be taken into consideration in the interpretation of stated choice experiment results, since it can lead to heuristic tendencies. How to incorporate open-text responses which provide additional information on the respondents’ choice process is an area for further consideration. Powe et al. (2005) advocate post-questionnaire qualitative research, such as focus groups, to enhance an understanding of respondents thought process in discrete choice experiments. The benefits of robustness in applying utility theory in this study design therefore had constraints on respondents’ feelings of being listened to. 

[bookmark: _Toc12276446][bookmark: _Toc27733694]Avenues for further analysis
The MNL is a simple and robust model that adheres to RUM. As such, the independence of irrelevant alternatives is only justified if all correlation in alternatives can be explained in utility. Other models can be used to overcome this, such as Generalised Extreme Value models (GEV) which allow some explicit forms of correlation and differential degrees of independence of alternatives. That is, GEV models allow for some alternatives to be considered closer substitutes than others. One example is the nested logit, which within a nest the IIA assumption is permitted, but not across nests (Amaya-Amaya et al. 2008). Whilst nested logit is a valid and potentially applicable strategy, the limited sample size in this study did not justify this approach. Instead an error-component model was adopted to allow the estimate for the opt out to vary between individuals. By relaxing the IIA assumption towards the opt out, it is believed the ECM provides more robust standard errors of the estimates than the standard MNL. 

Comparing the rank order of support types between subgroups helps to identify heterogeneity. In this case the small subgroup sizes inhibits further inferential testing for significant differences in preference scores between subgroups. The placement of the best–worst exercise at the end of the survey may also have influenced the high rating of short breaks by carers by directing respondents to pay more attention to this form of support. 

Despite the relatively small sample size, estimates from the MNL and binary logistic regression models demonstrate some effects with statistical significance. Where effects are not significant, they may nonetheless point to tendencies that cannot be rejected as arising due to random variation due to the small sample size. The cross-sectional nature of the data means that relationships discussed demonstrate correlation rather than causation. Nevertheless, a more expansive data set, with a larger sample and additional variables, such as health status, employment or length of time caring, would provide further evidence of important carer characteristics to consider when investigating support services for carers.

[bookmark: _Toc12276447][bookmark: _Toc27733695]Conclusion
Regarding replacement care, estimated coefficients from the MNL model and subgroup analyses from the DCE show that waiting time is consistently negatively perceived by carers. Across all subgroups, carers are most willing to wait for replacement care that is delivered by a paid professional who is familiar. There is variability in preference towards family members and friend replacement care providers that might be explained by the experimental design of the DCE, and an overall aversion to paid care workers who are unfamiliar. Carers have a moderate preference for some control in organising replacement care, which might be partly driven by younger carers and those caring 35 or more hours per week. Furthermore, males and older carers are shown to have a higher willingness to wait for replacement care that includes activities. 

Full time carers, i.e. those providing over 35 hours per week, were significantly more likely to continually ‘opt out’ in the DCE. Whether this indicates positive utility associated with caring, or cognitive burden engaging with the hypothetical task, is a challenge to clarify given the scope of the data. One explanation for this behaviour might be that, compared to other carers, full time carers gain more utility from caring rather than taking a break. A series of possible explanations have been suggested based on literature, such as process utility from caring than having a break from caring, a lack of perceived replacement care alternatives, perceiving a break as unimportant or being unwilling to participate in the hypothetical task. 

Fewer than half of respondents, 40%, had no previous experience of support from a social worker. Controlling for other observable carer characteristics, carers who had received, or are receiving help from a social worker were significantly more likely to have had a break from caring in the last year, and were more than 5 times more likely to have received funding for a short break, compared to those without support from a social worker. Whilst this does not equate with causation, on average access to a social worker appears as an important indicator of receiving funding for, and access to, a recent break from caring.

Acknowledging limitations, results from the ranking exercise show that carers of older people consider a short break including replacement care as a key form of support. Along with practical support, a short break and replacement care is assessed as more important than advocacy and training on average. Subgroups of carers based on socio-demographic characteristics appear to follow a general pattern of rank order of types of support, however, there is likely some underlying variation, by informal support available, gender and intensity of care. Implications of these findings for policy and practice, and areas for future research are suggested in the next chapter.

[bookmark: _Toc12276450][bookmark: _Toc27733696]Chapter Seven
[bookmark: _Toc12276451][bookmark: _Toc27733697]Conclusion

[bookmark: _Toc12276452][bookmark: _Toc27733698]Introduction
The purpose of this chapter is to synthesise the findings of this thesis, which investigates the support-related preferences of unpaid carers of older adults in Scotland, and to highlight the unique contribution of this study to literature. It begins with a review of the study objectives, and describes learning from each stage of the DCE. It then explores the implications of findings for practice and policy related to unpaid carers, and makes specific recommendations for future research, including the future applications of DCEs to other questions in social care. 

[bookmark: _Toc12276453][bookmark: _Toc27733699]Review of research objective
This study explores the preferences of unpaid carers of older adults towards support in Scotland. Unpaid carers have a right to choice and control over support for which they are eligible, in accordance with the Carers (Scotland) Act 2016. Reliable information about how carers choose to engage with support from local authorities, other agencies and informal sources, was found lacking in previous literature. However, such information would assist local and national governments to deliver personalised support (which emphasises user choice) to unpaid carers. Given the projected increase in demand for social care due to population ageing, planning for the appropriate level and type of resources to meet the needs and preferences of unpaid carers of older adults is particularly important for a sustainable health and social care system. 

The study aimed to collect reliable information about carers’ preferences for support, and so provide data to help local and national government anticipate future trends in support service use, and to explore issues relating to service non-use. In particular, it sought to answer the following research questions:

1. What are the preferences of unpaid carers of older adults in Scotland towards support services?
2. Are there differences in preferences for services between unpaid carers? 
3. If so, what factors can be used to explain such differences?

Research questions were informed by three main themes emerged from a review of literature. First, that family members and friends (unpaid carers) play a critical role in supporting older people with long-term conditions across Europe (Hoffmann and Rodrigues 2010).. The UK has formalised the unpaid carer role through devolved legal frameworks emphasising personalisation. For example, the Carers (Scotland) Act 2016 further aligns carers and service user status by outlining the rights of carers to assessment and choice over how they receive support from Integration Joint Boards. 

Second, the nature of unpaid care is changing in response to socio-demographic shifts. For example, the number of older people (especially over 75 year olds), who both provide and supply unpaid care, is rapidly increasing (Vlachantoni et al. 2011). Over time, unpaid carers in Scotland are committing to increased levels of regular provision of care and support per week on average (Scottish Government 2015). Longitudinal survey data suggest adverse effects of providing care on carers’ mental and physical health (Pinquart and Sörensen 2003), which, in light of the above trend, is a particular concern for public health (Hirst 2004).

Third, caregiving literature strongly focuses on the effectiveness of formal interventions to support carers, which demonstrates some small, yet significant beneficial effects (Courtin et al. 2014, Brimblecombe et al. 2018). However, evidence indicates low levels of service use by carers of older adults in the UK (Neville et al. 2015), which could be partly informed by issues of self-identification (Carduff et al. 2014). As such, the priorities and preferences of carers regarding support was considered a key evidence gap, and could be useful in explaining low support service use. 

This study applied a discrete choice experiment (DCE) approach to investigate the priorities and preferences of carers of older adults in Scotland when choosing between support services, specifically replacement care. This involved a desk-based literature review as a scoping exercise, secondary analysis of 62 interviews with carers of older adults and 3 focus groups as qualitative groundwork, and an online discrete choice experiment questionnaire from the choices of 112 carers were quantitatively analysed.

[bookmark: _Toc27733700]Summary of findings
Qualitative approaches have explained the benefits and drawbacks of respite care according to carers (Ashworth and Baker 2000). According to my knowledge, no previous attempts have been made to quantify preferences towards respite and replacement care for unpaid carers. DCEs have been applied in social care research but primarily with groups receiving rather than providing social care (Tinelli 2016). Given the enhanced legal recognition of unpaid carers, specific attention to the preferences of unpaid carers alone is arguably a much needed perspective. 

This study uses an interdisciplinary perspective to contribute an improved understanding of the relative importance of support for carers and factors likely to influence decisions about service use. Chiming with role theory, unpaid carers were illustrated in qualitative interviews to act out the social category, with costs and satisfaction associated with performing the role. This differing level of satisfaction with role performance resonated with utility theory, which assisted to quantify carers’ variable satisfaction towards a range of respite options. By employing Twigg’s model of carers, alternatives for respite care were defined both by carers and policy in the DCE, since the social position of carers in Scotland is one simultaneously of a resource and co-client.

A central message of this thesis is that unpaid carers evaluate short breaks and replacement care as a key support need, but are often unwilling in practice to trade-off the benefits with issues of negotiating and waiting for, it. Following Brimblecombe et al. (2018), the benefits of a short break for unpaid carers’ health and wellbeing are not fully understood. However, these findings help to explain low levels of service use, and points to practices that may improve access for carers to short breaks. 

A DCE approach assists the advancement of knowledge beyond descriptions of service use to help anticipate future trends in service use. Specifically, it highlights a subgroup of carers for whom replacement care may not be a preferred route for taking a break from caring (in this study, termed the reluctant breaker group), and for those whom control over, rather than having it organised on their behalf, is a preference for co-ordinating breaks from caring. By increasing an understanding of carers’ priorities and needs, this DCE assists in foreseeing particular advantages and limitations of SDS being extended to unpaid carers. This approach should in the future be complemented by in-depth qualitative analysis of the process of accessing a short break from caring, to validate and further explain these DCE results. 

[bookmark: _Toc27733701]Discussion
Immediacy
Previous research shows a lack of reliable and convenient respite for carers of older adults in the United States (Connell et al. 1996), Australia (Tang et al. 2011) and Japan (Arai et al. 2004). This study points to similar concerns for carers of older adults living in Scotland. Many carers described long waiting lists for replacement care in order to have respite, and being unable to organise replacement care last minute. Waiting time was also a key consideration for survey respondents in the DCE. Increased waiting time was negatively related to choice of replacement care in a near-linear function (b = -0.031, SE = 0.005). This implies that, with every additional week of waiting, there is an associated increased aversion by carers to select replacement a care support package in order to take a short break from caring. Further, combining quantitative with qualitative data, here this study suggests that carers’ of older adults have a strong preference for immediacy in replacement care support that is currently not being met. However, the charity Age Scotland indicate that long waiting times are a contemporary concern for the whole of adult social care in Scotland (Age Scotland 2019), therefore, this issue cannot be seen as limited to carers’ support services. 

A preference for immediacy shown in the DCE is consistent with priorities for services identified amongst other service user groups (Porteous et al. 2006, Arendts 2018). This study goes further to suggest that perceptions of waiting vary by characteristics of the decision-maker. Respondents most sensitive to waiting in this study were under the age of 55, those who care for fewer than 35 hours per week, and those who do not have family members or friends who can provide replacement care. Understanding heterogeneity towards cost attributes is important if policy-makers are to identify service users who are at particular risk of being discouraged from engaging with new forms of support and/or interventions (Kaambwa et al. 2017). 

Marcum and Treas (2013) posit that in the context of population ageing and increasing numbers of carers in the ‘sandwich generation’, younger and middle aged adults are more likely to seek state support to alleviate pressure. Following this study’s example, in order to plan, local and national governments could use regular demographic data with DCE data to better spot trends in social care, such as inter-generational differences in preferences for receiving social care.

Mixture of informal and formal support
The DCE highlights that the provider of replacement care has the largest influence on carers’ decision-making about replacement care options overall. Carers here showed a significant preference for familiar, professional care workers compared to unfamiliar professional care workers in choosing between replacement options, and were willing to wait approximately one year in order to secure a familiar paid care worker over an unfamiliar paid care worker. 

In contrast with research indicating that cared-for individuals tend to prefer hiring relatives if they have choice (Simon-Rusinowitz et al. 2005), this study shows carers are open to including professional paid carers in their support network for the purposes of providing replacement care. Perhaps such individuals could provide similar levels of reliability, trustworthy and knowledge about their needs. However, as with McCaffrey et al. (2015), continuity is shown to be highly valued by service users. This finding is relevant for policy-makers as it provides quantitative evidence around the high value carers place on continuity as a basic feature of replacement care services. 

Yet carers’ exact preferred balance between formal and informal support remains unclear. Scottish national data demonstrate a relatively high involvement of family members and friends (Scottish Government 2015). Carers here explained that this involvement may be due to need rather than preference, which resonates with Suitor and Pillemer (1996), who argue that the involvement of family members and friends for carers’ support can be associated with intra-personal conflict, such as interference and criticism, and differences in expectations. Where family and friends replacement carers were available in the DCE, these were more often chosen by respondents, suggesting that family and friends are actively valued sources of support to carers. As families increasingly live further apart geographically in the UK (Hirst 2001), a preference for informal support raises questions about who in the future will be able to meet this, for example, neighbours, and others in the community, since this study shows variable appetite to seeking assistance from friends.

Control over organising respite
In line with a policy direction towards personalisation (increasing choice and control over services), carers in this study showed a general preference towards some degree of control over the co-ordination of replacement care. Help with the organisational and bureaucratic processes involved with co-ordinating respite was evidenced as desirable by carers in interviews and focus groups; the lack of it, a key barrier to carers to taking break from caring in practice. These results echo Jackson et al. (2011), and demonstrate that help with navigating respite is an issue affecting carers of adults more broadly. 

In the DCE carers generally favoured partial control in organising replacement care more strongly than having it organised on their behalf, or having complete control. This provides evidence of the benefits of Option 2 in SDS (whereby the service user chooses support, but the budget is managed by the IJB). Whilst this option is chosen less often by service users in Scotland (Audit Scotland 2017) this study highlights the theoretical advantages to extending SDS to carers to meet their preferences and offering multiple levels of choice and control.

It should be noted that carers in this study did not have uniform preferences towards help with the co-ordination of respite and replacement care. For example, a preference for greater control was most pronounced amongst carers who are under the age of 55 and female. Following Gill et al. (2017), this study indicates a diversity of carer needs and preferences, with decision-making and control over the organisation of social care a higher priority for some carers than others. 

Factors influencing carers decision-making
Research question 3 sought to investigate factors that might help explain differences in preferences between carers of older adults regarding respite. As noted, certain demographic characteristics (male/female, age, in/formal support available and hours caring per week) helped to explain choices made in the DCE. As described in Chapter 6 (“Investigating the preferences of carers towards replacement care”), others may expected to play a role in explaining patterns of preference, such as health status, health status of the carer, the cared-for person and the duration of caring, and income, which were not included due to the limited length and scope of the survey instrument.

Knowledge, and availability of, services are also believed to have influenced carers’ decision-making. Advocacy was consistently rated as less important than other forms of support across focus groups and survey responses by carers. It was evident that few carers currently engaged with this type of support, and some carers were not aware of the meaning of the term. Fewer than 1% of unpaid carers report to receive advocacy services in Scotland (SHeS 2017). Further research is recommended in this area to better understand carers’ knowledge, and use of, advocacy services in Scotland, and assess the extent to which familiarity influenced carers’ low ranking advocacy here.

Finally, the number of hours a carer provides support or care emerges as a key distinguishing factor in decision-making. One remaining question from this study is why respondents who care more than 35 hours per week tended to opt out of the choice exercise. Reluctance to select a replacement care option in the DCE was positively associated with caring over 35 hours per week (Pearson’s chi-square = 3.619, p = 0.034). This could be due to a lack of confidence in others to carry out the caring role, a ‘warm glow’ effect of providing care and support for reluctant carers, or reluctance to engage with the choice exercise. 

Findings here suggest that carers providing full-time care have additional considerations when choosing replacement care, which were not included in this DCE choice scenario. Exploring the priorities in replacement care for those caring 35 hours or more per week in Scotland is therefore a recommended future action. This is particularly important in light of the evidence elsewhere linking high intense caregiving to negative health and wellbeing outcomes (Pinquart and Sörensen 2003).

[bookmark: _Toc12276457][bookmark: _Toc27733702]Implications for further research
Defining unpaid carers
An ongoing methodological challenge highlighted in this study is how to define an unpaid carer. 14 respondents in the DCE survey identified themselves as ‘not eligible’ yet responded to the questionnaire. Feedback from the focus groups suggested that one possible reason for this is that they identify as a former carer. Former carers in focus groups appeared to retain the identity of a ‘carer’ but had time and motivation to attend support groups and participate in research. In doing so, the study provides support for role theory, by demonstrating that unpaid caring is not inherent in care activities but as a fluid identity that can continue following bereavement. Friedemann-Sánchez and Griffin (2011) argue for as narrow a definition of informal carer as possible. In contrast, here it is argued that greater breadth is needed in definition in order to understand the support needs of carers, including former carers. 

Methodological implications
DCEs have only more recently been applied to social care, with the first application reported in 2006, and over half of all applications appearing since 2012 (Tinelli 2016). Six DCEs to date have included the preferences of carers, which have concentrated on home-based services and community services (Burton et al. 2014, McCaffrey et al. 2015, Chester et al. 2017, Kampanellou et al. 2017), personal budgets (Kaambwa et al. 2015), and telehealth (Kaambwa et al. 2017). This study therefore forms a relatively early contribution to the use of DCE with unpaid carers to assess social care policy. It is important that lessons are learned from the processes of conducting research for application with carers or to other areas of social care policy. 

There are ongoing advances in survey design to optimise the validity of DCE responses not used here. Alternative methods, such as test-retest, testing for dominance, combining attitudinal data with stated preference data in a hybrid model, or combining revealed preference and stated preference data are all options to improve the validity of findings from a DCE approach (Ryan et al. 2008). Survey advancements, such as, tracking response time, or including quizzes in the DCE instrument are further checks of response validity (Hensher 2006, Sandorf et al. 2014).

As in other fields of social sciences there is a knowledge gap surrounding how best to use social media for the purposes of data collection. In this investigation social media was useful for inviting carers living in remote locations to participate in the survey. Whilst the ESRC produce best practice guidance for using social media in research dissemination (ESRC 2019), less information is available for researchers on how to effectively and responsibly use social media for data collection. Such guidance would be useful for researchers aiming to sensitively and effectively recruit carers online in the future. 

[bookmark: _Toc27733703]Implications for practice
This study identifies preferences regarding replacement care and short breaks from caring for unpaid carers of older people in Scotland. Acknowledging diversity in opinion, respite and replacement care were ranked the overall most important forms of support relative to others by carers in the online DCE survey. As with Yeandle et al. (2007), this study illuminates a gap between a strong stated preference for respite but low service use. Bureaucratic challenges are shown to be a key barrier for carers accessing respite and replacement care. Jackson et al (2011) estimate that if barriers to access to respite could be surmounted the proportion of carers of people with neurological conditions would increase. Similarly, this study implies that issues of access and awareness exceed issues of taste in explaining service non-use. 

The qualitative and quantitative information elicited in this study point to a strong aversion by carers to a lack of familiarity with paid care workers, compared to other care providers providing replacement care. In addition, those providing care and support over 35 hours per week may have greater reluctance to use respite and replacement care. One implication for care provider organisations is the importance of continuity, and building trusted relationships over time in order to gain familiarity, especially for older people with complex conditions with unpaid carer. Following Phillipson et al. (2014) it is argued if trust and familiarity between paid and unpaid carers is not built over time, this could contribute a higher cost to society as those most in need of a break may be more reluctant, or feel less able, to take one. 

The role of social work and carers centre workers in bridging gaps and knowledge and access to breaks from caring is particularly evident throughout this study. While the relationship between access to a social worker and access to short breaks funding in the survey responses shows correlation, rather than causation, it does imply a relationship between the two. There is insufficient evidence from the DCE to infer whether this relationship between social work agencies with regard to short breaks is one of carers as resources, co-clients or co-workers. It could be that available and responsive social workers are providing awareness-raising and linking carers of older people in Scotland to funding and support opportunities. If this is the case, cuts to social care budgets, as highlighted by Needham (2011), could potentially render social workers less able to negotiate support for unpaid carers. 

[bookmark: _Toc27733704]Implications for policy
The DCE highlights that having the right person to provide replacement care is a key concern for carers, relative to other aspects of replacement care. In survey responses and some interviews, unpaid carers with family members available to provide replacement care demonstrate a preference for family members as replacement care, relative to professional care from an unfamiliar individual. The Direct Payment 2014 Regulations, which accompany the Social Care (Self-Directed Support) (Scotland) Act 2013, currently inform the level of choice carers in Scotland currently have regarding replacement care provision in order to take a break from caring. Scottish Government (2014b) guidance stipulates that close relatives may be employed by the cared-for person to provide support on a case-by-case basis. As such, SDS has the potential to generate flexibility in sourcing replacement care, for example, by enabling carers to pay relatives, or individuals who are trusted and familiar, to provide replacement care that would better suit their preferences. 

However, in November 2018, the Coalition of Carers in Scotland conducted an online survey with 1,034 carers in Scotland to gauge their level of awareness of the Carers (Scotland) Act 2016, in which 51% of carers had not heard of the legislation, and 61% were not aware that they had the right to access support if their needs were eligible (Coalition of Carers in Scotland 2019). This implies that, whilst flexibility to employ relatives for replacement care may be a preferred and legally viable option, a sizable proportion of unpaid carers in Scotland may not be able to achieve their preferences due to lack of awareness of their social care rights. 

In addition, the DCE approach used to investigate priorities of service users (unpaid carers) could be used in local service priority-setting for other aspects of social care. The econometrics knowledge underpinning DCE is complex and evolving, and the approach requires skill building and interpreting regression models. Furthermore, the time taken to conduct qualitative research for robust attribute selection is substantial. Nevertheless, software programmes and training exist that can enable researchers and analysts in various research capacities (local and national government, small or large third sector organisations, and other agencies), to gather information to quantify preferences, and so model predicted demand or uptake of a service or good. DCE could thus be applied to exploring preferences in other aspects of social care and ageing, such as demand for technologies, housing types or design, physical activity programmes, or community activities. 

[bookmark: _Toc12276458][bookmark: _Toc27733705]Concluding remarks
As the number of older people with complex social care needs increases in Scotland, provision of support to unpaid carers as key contributors to the social care landscape is a critical policy issue. This thesis fills a research gap on the preferences of unpaid carers of older people living in Scotland towards support services. The DCE offers a powerful lens through which to study carers’ preferences towards support to meet their own needs. Results from this DCE identify that carers of older adults see respite and replacement care services as a support priority. This study demonstrates estimates of the value attached to attributes of replacement care preferences by carers, specifically to immediacy, provider and control over co-ordination. Findings indicate a preliminary relationship between hours caring per week and decision-making regarding respite and replacement care support, and more qualitative research is recommended to unpick the reasons underpinning this. Such insights into the decision-making of carers are critical, since it is upon carers' everyday decisions to provide (and receive) support, that adult social care in the UK predominantly, and delicately, rests.
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Alternatives: a set of finite (and mutually exclusive) options in a choice scenario.
Attributes: Characteristics of a specific alternative.
Choice set: a series of choices presented in a DCE to respondents.
Level: Values that an attribute can take, which may be quantitative or qualitative.
Level balance: Condition by which each level of an attribute is shown an equal number of times in the choice set.
Multinomial logit models: Extensions of logistic regression for more than two choice outcomes.
Orthogonality: Condition in experimental design in which there is no correlation between variables, including attributes.
Revealed preference: Valuations shown through actual behaviour (e.g. consumption).
Stated preference: Valuations shown in experimental settings.
Utility: Measurement of total satisfaction from the consumption of a good, service or process.
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Care Activities
· Tell me a bit about the person you care for or support?
· Activities done in the last week to support this person (s)
· Is this a normal week? 
· Other activities undertaken to support the person
· Are there other activities or things you do less frequently to support this person (e.g. financial support, help arranging annual insurance covers etc.)?
· How often would you do these?

· Length of time being doing these things (check for each of activities)
· Have you always done these things with the person? When did you start doing them? Why did you start doing them?

· Continue to do these things (check for each activity)
· Can you see you needing to do these things for the person in the future?

· Activities will take on in future (when, why)
Balance of Care/Other Commitments, Hobbies, Activities
· Which of the activities takes up most of your time?
· Which takes the most effort?

· Balance of care with other responsibilities, activities, or hobbies
· Do you feel you have enough time to do these activities and all the other things you want or need to do for yourself? Challenges in providing that support?
· If not what do you cut back on: leisure time, family time, own housework, employment?
· Management of competing demands
· Do you have any strategies for managing competing demands?
· Do you manage to combine supporting the person with doing tasks you like to enjoy e.g. doing shopping together, going to entertainment together?
· Sacrifices made/ opportunities created
· Has providing support for this person allowed you to do things that you wouldn’t normally do but that you want to?
· Sacrifices?
Others involved in Care
· Other people providing support
· Family? Friends? Professional?
· Who organises that support?
· Things other people doing
· What types of things are these people doing to support the individual?
· Any other comments
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	Attribute
	Sources
	Previous use in DCE
	Findings
	Definition of chosen attribute

	Choice of provider
	Mccaffrey et al. 2015;

Burton et al. 2014;

Nieboer, Koolman, & Stolk, 2010
	McCaffrey et al. define levels in the quantity of providers involved (single provider, multiple providers, and multiple providers plus others).

Burton et al. focus on place-based or funder-specific definitions (hospital, community health team or voluntary).

Nieboer et al. look at the consistency of who is providing care (regular care providers, or varying care providers).
	Previous carer respondents have not demonstrated a preference regarding choice of provider between government, NGO or private providers.

Few studies have included other informal sources of support.
	Who provides the replacement care

Family member
Friend
Paid worker – familiar
Paid worker - unfamiliar

	Help with co-ordination
	Nieboer, Koolman, & Stolk, 2010

McCaffrey et al. 2015.

	Nieboer et al. describe levels of involvement in arranging support (‘have to arrange a little’ and ‘have to arrange a lot’).


McCaffrey et al conceptualise assistance/independence across three attributes (managing a budget, contact with service co-ordinator and the ability to spend unspent funds).
	Previous research indicates that carers’ views varied on the continuum of desired help with co-ordination. Some seeking autonomy and others managed.
	Amount of support provided to co-ordinate replacement care

Co-ordinate all
Co-ordinate some
Co-ordinate none


	Activities offered
	Burton et al. 2014; 


McCaffrey et al. 2015; 

Nieboer, Koolman, & Stolk, 2010

	Burton et al. define this as social and leisure activities in addition to those that you attend on your own (provided, or not provided). 

McCaffrey et al. take the flexibility of activities offered as the key feature (ability to change all, some or none of the activities included in a support plan).  

Nieboer et al. are interested in the time dedicated to social activities (none, 1, 2 and 3 days per week).

	Preference for participation in organised social activities shown in cared-for and carer populations.
	Whether organised social and leisure activities are included in the replacement care for the cared-for individuals

Included
Not included

	Cost
	Nieboer, Koolman, & Stolk, 2010

McCaffrey et al. 2015;

Burton et al. 2014; 

Gallego et al. 2018
	Nieboer et al. draw on 3 cost attributes: punctuality (15 mins, and 1, 2 and 3 hours waiting time), waiting list (directly available, 4 months, 8 months and 12 months) and co-payment (non-co-payment, 50 Euro, 100 Euro and 150 Euro). 

McCaffrey et al. incorporate cost in the extent of control carers have over retaining unspent funds; thereby of relative loss of finances (all, half or none). 

Burton et al. use journey time as a cost proxy (1, 2 and 4 hours). 

Gallego et al. employ waiting time as a cost attribute (0-3 months, 4-6 months, more than 6 months).
	A range of different approaches have been taken. More indirect approaches tend to better mimic real-life choices for unpaid carers in Gallego et al (2018) and Burton et al (2014) e.g. waiting time, travel time.
	Amount of time willing to wait until the replacement care is put in place

One week
3 months
6 months
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Planning
CBC Design: Preliminary Counting Test
Copyright Sawtooth Software

Based on 10 version(s).
Includes 100 total choice tasks (10 per version).
Each choice task includes 3 concepts and 4 attributes.

	Attribute
	Level
	Frequency
	

	1
	1
	75
	Family member

	1
	2
	75
	Friend

	1
	3
	75
	Paid care worker - familiar

	1
	4
	75
	Paid care worker - unfamiliar

	2
	1
	100
	Co-ordinate all

	2
	2
	100
	Co-ordinate some

	2
	3
	100
	Co-ordinate none

	3
	1
	100
	3 weeks

	3
	2
	100
	3 months

	3
	3
	100
	6 months

	4
	1
	150
	Provided

	4
	2
	150
	Not provided



This counting test reports how balanced the design is in terms of frequencies.  To assess how precisely this design can estimate utilities given your expected sample size, we recommend you refer to the Test Design report (the Logit Efficiency Test Using Simulated Data).

Logit Efficiency Test Using Simulated Data

Main Effects: 1 2 3 4
Build includes 200 respondents.

Total number of choices in each response category:

	Category
	Number
	Percent

	1
	588
	29.40%

	2
	598
	29.90%

	3
	540
	27.00%

	4
	274
	13.70%



There are 2000 expanded tasks in total, or an average of 10.0 tasks per respondent.

	Iteration
	Log-liklihood
	Chi Sq
	RLH

	1
	-2701.20667  
	142.76410  
	0.25908

	2
	-2693.34819  
	158.48106  
	0.26010

	3
	-2692.80366  
	159.57013  
	0.26017

	4
	-2692.77763  
	159.62218  
	0.26018

	5
	-2692.77655  
	159.62435  
	0.26018

	6
	-2692.77650  
	159.62444  
	0.26018

	7 *Converged
	-2692.77650  
	159.62444  
	0.26018



	Attribute
	Std Err
	Level
	

	1
	0.04414    
	1
	Family member

	2
	0.04316    
	2
	Friend

	3
	0.04403    
	3
	Paid care worker - familiar

	4
	0.04430    
	4
	Paid care worker - unfamiliar

	5
	0.03402    
	1
	Co-ordinate all

	6
	0.03422    
	2
	Co-ordinate some

	7
	0.03398    
	3
	Co-ordinate none

	8
	0.03386    
	1
	3 weeks

	9
	0.03444    
	2
	3 months

	10
	0.03394    
	3
	6 months

	11
	0.02537    
	1
	Provided

	12
	0.02537    
	2
	Not provided

	13
	0.06504    
	
	NONE



A general guideline is to achieve standard errors of 0.05 or smaller for main effect utilities and 0.10 or smaller for interaction effects or alternative-specific effects.

The strength of design for this model is 879.95499
(The ratio of strengths of design for two designs reflects the D-Efficiency of one design relative to the other.)

Actual

CBC Design: Preliminary Counting Test
Copyright Sawtooth Software

Based on 10 version(s).
Includes 100 total choice tasks (10 per version).
Each choice task includes 3 concepts and 4 attributes.

	Attribute
	Level
	Frequency
	

	1
	1
	75
	Family member

	1
	2
	75
	Friend

	1
	3
	75
	Paid care worker - familiar

	1
	4
	75
	Paid care worker - unfamiliar

	2
	1
	100
	Co-ordinate all

	2
	2
	100
	Co-ordinate some

	2
	3
	100
	Co-ordinate none

	3
	1
	100
	3 weeks

	3
	2
	100
	3 months

	3
	3
	100
	6 months

	4
	1
	150
	Provided

	4
	2
	150
	Not provided



This counting test reports how balanced the design is in terms of frequencies.  To assess how precisely this design can estimate utilities given your expected sample size, we recommend you refer to the Test Design report (the Logit Efficiency Test Using Simulated Data).

Logit Efficiency Test Using Simulated Data
Main Effects: 1 2 3 4
Build includes 112 respondents.

Total number of choices in each response category:

	Category
	Number
	Percent

	1
	227
	20.27%

	2
	262
	23.39%

	3
	237
	21.16%

	4
	394
	35.18%



There are 1120 expanded tasks in total, or an average of 10.0 tasks per respondent.


	Iteration
	Log-liklihood
	Chi Sq
	RLH

	1
	-1522.24714  
	60.80509  
	0.25688

	2
	-1521.66717  
	61.96503  
	0.25701

	3
	-1521.64256  
	62.01424  
	0.25702

	4
	-1521.64156  
	62.01624  
	0.25702

	5
	-1521.64152  
	62.01632  
	0.25702

	6 *Converged
	-1521.64152  
	62.01633  
	0.25702



	Attribute
	Std Err
	Level
	

	1
	0.06554    
	1
	Family member

	2
	0.06605    
	2
	Friend

	3
	0.06912    
	3
	Paid care worker - familiar

	4
	0.06691    
	4
	Paid care worker - unfamiliar

	5
	0.05289    
	1
	Co-ordinate all

	6
	0.05213    
	2
	Co-ordinate some

	7
	0.05265    
	3
	Co-ordinate none

	8
	0.05244    
	1
	3 weeks

	9
	0.05270    
	2
	3 months

	10
	0.05250    
	3
	6 months

	11
	0.03862    
	1
	Provided

	12
	0.03862    
	2
	Not provided

	13
	0.06264    
	
	NONE




A general guideline is to achieve standard errors of 0.05 or smaller for main effect utilities and 0.10 or smaller for interaction effects or alternative-specific effects.

The strength of design for this model is 374.56662
(The ratio of strengths of design for two designs reflects the D-Efficiency of one design relative to the other.)

Types of support

Number of Items (Attributes): 7
Number of Items per Set: 3
Number of Sets per Respondent: 6
Number of Versions: 300


One Way Frequencies:

	Item
	Times used

	1
	772

	2
	772

	3
	771

	4
	771

	5
	772

	6
	771

	7
	771



Mean = 771.42857
Std Dev. = 0.49487

Two-way Frequencies
Off Diagonal Elements (not adjusted for prohibitions)
Mean = 257.14286
Std Dev. = 0.34993


Positional Frequencies:

	Item
	Pos 1
	2
	3

	1
	257
	257
	258

	2
	257
	258
	257

	3
	257
	257
	257

	4
	257
	257
	257

	5
	258
	257
	257

	6
	257
	257
	257

	7
	257
	257
	257




Mean = 257.14286
Std Dev. = 0.34993



Note: Test design tests the current design on file.  It does not reflect changes made to the MaxDiff settings dialog since the design was generated or imported.


[bookmark: _Toc27733713]Appendix VI: DCE survey instrument
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[bookmark: _Toc27733714]Appendix VII: mlogit code in R

##Using Mlogit
library("mlogit")

##Create an object of the data
setwd("/Users/nadinegilmour/Desktop/PhD_Data")
Carers <- read.csv("Sorted_data.csv")

##Select only relavent data frame
Carers <- subset(Carers, Carers$sys_RespStatus==5 & Carers$Eligibility==1)


##Number of observations
nrow(Carers)

##Set up 
CD <- mlogit.data(Carers, id.var = "Respondent", choice = "choice",
                  alt.var = "Alt", drop.index = TRUE)

ml.CD1 <- mlogit(choice ~ pr1 + pr2 + pr3 + co1 + co2 + wa + ac1, CD)

##Get results
summary(ml.CD1)









2. Interviews


Design experiment


5. Experimental design


Collect data


Ran multi-nomial logistic regression models to calculate preference coefficients of attributes amongst the sample (n=112) and subgroups.


Thematically analysed 62 interview transcripts with carers of older adults in the UK discussing their time use and current experience of support.


7. Pilot


3. Focus groups


Evaluated the salience of attributes of support with three groups of carers of older adults (n= 34).


Reviewed literature sources as a basis for identifying factors known to influence carers' decision-making about using carers support services.


6. Questionnaire design


8. Source partners


9. Recruit respondents


Developed choice set that is statistically and response efficient using Sawtooth software.


Created an online questionnaire to include an explanatory introduction and socio-demographic questions.


Tested questionnaire with carers (n=2), DCE experts (n=2) and stakeholders (n=2) to validate and make appropriate ammendments.


Publicised online questionnaire through three national carers' organisations, in addition to several local carers' organisations and employers in Scotland.


Collected responses online from unpaid carers in Scotland who provide support or care for an older person (>55 years old) on a regular basis.


1. Literature review


Analyse


Combined literature review, DCE and qualitative data to synthesise findings.


10. Analyse quantitative data


11. Interpret quantitative data


4. Reduced attributes


Assessed the salience of attributes (n=4) and checked policy and user-relevance.


Develop attributes



28 organisations responded to share the survey


4 National carers organisations


20 Local carers organisations


15 Employers linked with the Carer Positive scheme


8 Local community groups related to supporting older adults


7 National charities related to supporting older adults


Intensity of care provided per week by adult carers by age

Up to 4 hours a week	16-24	25-34	35-44	45-54	55-64	65-74	75+	43.717854279786827	31.706919725072876	35.567386980290905	34.22833082355605	27.26134782106211	27.821015823814498	27.082039811489061	5 - 19 hours a week	16-24	25-34	35-44	45-54	55-64	65-74	75+	31.901839624016137	37.640701903617447	31.881254244668678	33.470125497901883	38.080311730855769	29.898775485047864	20.509381520091345	20 - 34 hours a week	16-24	25-34	35-44	45-54	55-64	65-74	75+	6.200493787774529	8.2812288381196346	7.0223787402670155	8.7895483971466888	10.196446166057182	9.9528784119324136	7.7250647850675165	35 - 49 hours a week	16-24	25-34	35-44	45-54	55-64	65-74	75+	5.3910836968670512	5.5956072925754965	5.2089687771979785	4.7896820642635047	3.7913201170037207	3.1528428092375167	4.158530933314962	50 or more hours a week	
16-24	25-34	35-44	45-54	55-64	65-74	75+	4.6339308233949765	11.364063659282417	15.019649285023743	13.701012367548545	14.225793956649181	20.724287695299669	26.868278508419102	Varies (spontaneous )	16-24	25-34	35-44	45-54	55-64	65-74	75+	8.1547977881605025	5.4114785813321307	5.3003619725516922	5.0213008495833771	6.4447802083720722	8.4501997746680182	13.656704441617929	Age group


Percentage of carers




Support received by adult carers in Scotland (males and females combined)
Short break	Advice and information	Practical support (e.g. transport, equipment)	Counselling / emotional support	Training 	&	 learning	Advocacy services	PA/support worker/comm nurse/home help	Help from family / friends	Carer's allowance	Other	None	3	6	4	3	2	0	5	20	7	0	68	Types of support

% of carers
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Thank you for your willingness to participate in this study!
This survey aims to build a picture of how to best support unpaid carers of older adults.

Earlier this year we asked groups of carers in Scotland to share their experiences of support as
carers of older people living in Scotland. Their views helped to design this survey.

Together your responses will be used to investigate how carers across Scotland prefer to look
after their health and wellbeing.

Please note before beginning that this survey is for those caring unpaid for an older relative or
friend.










 

 

 

 

 

 

St a r t  

 

Th a n k   y o u   f o r   y o u r   w i l l i n g n e s s   t o   p a r t i c i p a t e   i n   t h i s   s t u d y !  

 

Th is   s u r v e y   a i m s   t o   b u ild   a   p ic t u r e   o f   h o w   t o   b e s t   s u p p o r t   u n p a id   c a r e r s   o f   o ld e r   a d u lt s .  

 

Ea r l i e r   t h i s   y e a r   w e   a s k e d   g r o u p s   o f   c a r e r s   i n   S c o t l a n d   t o   s h a r e   t h e i r   ex p e r i en c e s   o f   s u p p o r t   a s  

ca r e r s  o f   o l d e r   p e o p l e   l i v i n g   i n   S co t l a n d .   T h e i r   v i e w s  h e l p e d   t o   d e si g n   t h i s  su r v e y .  

 

To g e t h e r   y o u r   r e s p o n s e s   w ill  b e   u s e d   t o   in v e s t ig a t e   h o w   c a r e r s   a c r o s s   S c o t la n d   p r e f e r   t o   lo o k  

af t e r   t h e i r   h e al t h   an d   w e l l b e i n g .  

 

Pl e a s e   n o t e   b e f or e   b e g i nni n g   t h a t   t hi s   s ur v e y   i s   f or   t h os e   c a r i n g   un p a i d   f or   a n  ol d e r   r e l a t i v e   or  

fr i e n d .  

Ne x t  


