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Abstract

Background: Most individuals with dementia live in the community, receiving care from family or lay carers. Carers’ wellbeing, and the quality of the care they provide, depends in part on their ability to derive meaning in the face of the challenges associated with caring for someone with dementia. Previous research suggests that both the carers’ previous relationship with their relative and the caregiving process itself contribute to this sense of meaning. However, it remains unclear why some carers derive meaning from these sources, whereas others do not.

Objective: To further explore the processes by which carers derive a sense of meaning from caring.

Methods: Representative case sampling was used to recruit a purposive sample of 20 primary carers for individuals living with dementia and under the care of the UK National Health Service. In-depth semi-structured interviews were audio-recorded and transcribed, and analysed using pluralist qualitative methodology. 

Results: A framework of three sources from which carers derived meaning from caring was identified, encompassing: carers’ perceptions of how ‘right’ or ‘symmetrical’ caring felt to them in light of their current and previous relationship with the person with dementia; maintenance of a ‘protected’ sense of self within the care relationship; and carers’ perceptions of their ‘social connectedness’ outside the relationships.
Conclusion: Holistic assessment based on this framework could help to tailor individualised provision of support, foster resilience and safeguard carers’ well-being. 

Introduction 

Over 670,000 people in the UK provide unpaid care to a family member or close friend living with dementia (Alzheimer's Society, 2017). Caring for someone with dementia can be emotionally taxing, and increases carers’ risk of psychological distress, particularly anxiety and depression 


(Albanese et al., 2007; Orgeta & Sterzo, 2013; Ory, Yee, Tennestedt, & Schulz, 2000; Vitaliano, Zhang, & Scanlan, 2003) ADDIN EN.CITE . Nevertheless, carers’ subjective experiences of caregiving vary, with many experiencing positive psychological consequences, including gaining a sense of meaning from caring 


(Carbonneau, Caron, & Desrosiers, 2010; Lloyd, Patterson, & Muers, 2014; Shim, Barroso, Gilliss, & Davis, 2013) ADDIN EN.CITE  (Noonan, Tennstedt, & Rebelsky, 1996). 
It is generally accepted that finding a sense of meaning and purpose is central to living with, and caring for someone with an incurable condition (Kalus et al., 2008). Although definitions vary, meaning can be broadly defined as “making sense, order, or coherence out of one’s existence” (Reker, Peacock, & Wong, 1987). In addition to a positive outcome of caring (Noonan et al., 1996), deriving meaning from caring for someone with dementia has been conceptualised as a coping strategy (Pearlin, Mullan, Semple, & Skaff, 1990) that can foster carers’ resilience, protect their well-being and promote care sustainability 


(Farran, Miller, Kaufman, & Davis, 1997; Gallagher, Wagenfeld, Baro, & Haepers, 1994; Hirschfeld, 1983; Quinn, Clare, & Woods, 2013) ADDIN EN.CITE .
Qualitative studies can illuminate carers’ subjective experiences, and specifically the processes by which carers derive a sense of meaning from caring for someone with dementia (Smith, 1995). Most such studies have described the sense of meaning that can emerge during the course of caring 


(Butcher & Buckwalter, 2002; Davies, 2011; Farran, Keane-Hagerty, Salloway, Kupferer, & Wilken, 1991; Shim, Barroso, & Davies, 2012; Shim et al., 2013) ADDIN EN.CITE ; fewer have examined the influence meaning may have on people’s experiences of caring (Farran & Keane-Hagerty, 1991; Quinn et al., 2013). Quinn et al. (2013) identified two sources of meaning which they suggest motivate carers to continue caring: a sense of continuation of the care recipient–carer relationship; and the process of caring itself. However, it remains unclear why some carers derive meaning from these sources, whereas others do not. Although the relationship between well-being and meaning is complex (Quinn, Clare, & Woods, 2010), further exploration of the similarities and differences in carers’ subjective experiences, and of the processes by which some are able to derive meaning from caring, could inform psychological interventions to support carers, thus reducing – and potentially preventing – carer distress 
 ADDIN EN.CITE 
(Department of Health, 2014; Gaugler, Kane, & Newcomer, 2007; Wolfs et al., 2012)
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. The aim of this study, therefore, is to further explore the processes by which carers derive a sense of meaning from caring
.
Method

Design 

An exploratory interview-based study, using pluralist qualitative methodology, was conducted. 
Ethical Considerations

NHS ethical approval (reference number 12/NW/0566) was gained.

Sampling and Participants

A purposive sample of carers of people with dementia (N=20) was recruited through two specialist older peoples’ teams within a UK National Health Service (NHS) community mental health trust in the North-West of England which serves a socioeconomically diverse population. Representative case sampling with elements of maximum variation sampling was used to identify and recruit participants. The aim of this approach was to detect recurrent themes across a diverse sample, provide detailed descriptions of individual experiences and identify important recurrent patterns (and, importantly, divergent accounts). To achieve maximum variation, a matrix of domains likely to be associated with variability in findings was created, including: socio-demographic variables (age, gender, relationship with the person living with dementia, length of care provision, profession, and occupational status) and extent of contact with clinical teams. Recruitment was monitored and modified to ensure each domain of variability was represented as fully as possible.

Relatives of people diagnosed with dementia for at least 12 months were eligible to participate if they a) self-identified as the person’s informal or unpaid carer; b) had been the person’s main carer for ≥6 months; and c) spoke English sufficiently to consent and be interviewed. Severity of dementia (mild, moderate, or severe) was determined by the care teams, with reference to Mini Mental State Examination (MMSE) scores where available or clinical judgement where these were lacking. Carers were excluded if they were under 18 years old, if they were unaware of their relative’s diagnosis, or if the diagnosis was of young onset dementia (onset before 65 years old). In line with previous studies, at least six months of care provision was an inclusion criterion to ensure that carers had had sufficient time to adjust to caring, and to develop an established caregiving role (Wassman, 2012).
The first author (MGC) provided each care team with information about the study. Healthcare practitioners within each care team were then asked to identify potentially relevant carers from case records and approach them with brief information about the study. Interested carers gave consent for their details to be passed on to MGC, who then contacted them by letter or telephone to provide them with additional information, including the Participant Information Sheet and a form to return if they wished to participate. Upon receipt of the form, a mutually convenient time for interview was arranged. Carers were made aware that participation was voluntary and that they were free to withdraw at any time. Each carer gave informed written consent before interview. 

Interviews

Carers were interviewed in their homes or at NHS community service premises, as they chose. Interviews were conversational using minimal prompts, reflective questioning and open questions to facilitate dialogue. They were semi-structured to allow the researcher (MGC) to address domains relevant to the research question whilst also allowing for exploration of relevant topics introduced by the participants. Domains covered in the interviews encompassed: carers’ experiences and perceptions of caring; specific experiences of difficult or positive instances of care and the contextual and personal factors that made these difficult or positive; and exploration of the meaning which carers assigned to the caregiving process. Sequencing of topics was adjusted depending on the course of the conversation. Mean interview length was 49 minutes (range 28-77 minutes). Interviews were audio-recorded and transcribed verbatim; these transcripts were then anonymised. 

Data Analysis

As qualitative research is inevitably influenced by the researchers’ personal idiosyncrasies, biases and experiences, we first reflected on the perspective that we, as researchers with personal and professional experience of dementia, psychological and psychiatric services, and an interest in psychological theory, brought (Elliott, Fischer and Rennie, 1999). Data were then analysed using a pluralistic methodological approach (Donnellan, Bennett, & Soulsby, 2015a; 2015b; Salmon, Mendick, & Young, 2011). Although it is important to remain mindful of the epistemological approaches underpinning differing qualitative methodologies, this approach enabled the researchers to flexibly, creatively and critically engage with the data in a way that ‘brand-name’ qualitative analysis approaches can preclude (Salmon, et al., 2011; Polkinghorne, 2005). For instance, following exclusively an approach that focuses on content of participants’ accounts can be misleading, particularly where accounts concern emotive or contested subjects, unless the researchers consider also the social context in which the accounts are given. For example, an interview can elicit participants’ justifications as well as descriptions 


(Butcher & Buckwalter, 2002; Shim et al., 2012; Shim et al., 2013) ADDIN EN.CITE . 
Analysis progressed in parallel with recruitment, which ended when further data did not change analysis, i.e. ‘theoretical saturation’. Interview transcripts were initially read and coded using a constant comparative approach drawn from grounded theory (Strauss, & Corbin, 1997), thus allowing for data-led induction. MGC read each transcript line-by-line and developed focused descriptive codes, based on the content of participants’ responses. In discussion with other members of the team, who also read transcripts, these were shaped into broad descriptive categories, or ‘themes’. As analysis continued, we took a more interpretative approach, whereby transcripts were read and coded in the context of what was said elsewhere in that interview and other interviews and the developing analysis. We particularly attended to divergences between accounts and to accounts that seemed discrepant with the analysis. Regular discussion amongst the study team ensured that the analysis reflected the range of perspectives in the team.
 Findings were further tested and developed through feedback from presentations to clinical staff in the participating service. We continually assessed the emerging analysis according to its catalytic validity (that is, findings should have implications for practice) (Guba & Lincoln, 1989) and theoretical validity (that is, findings should connect with wider theory) (Stiles, 1993). 
Results 

Sample Characteristics

Twenty carers participated. Eleven were from spousal carer dyads (six husbands caring for wives and five wives caring for husbands), with the remaining nine from parent-child dyads (three sons caring for mothers and six daughters caring for mothers). All but one identified as White British. Their relatives were all categorised by their clinicians as being either moderately or severely cognitively impaired; all but one were also classified as being either moderately or severely physically impaired. Table 1 displays carers’ and relatives’ demographic characteristics. 

[INSERT TABLE 1 HERE]

Sources of Meaning in Caring 
We identified three processes whereby carers could find positive meaning in caring: their perceptions of relationship ‘symmetry’; maintenance of ‘boundaries’ within the care relationship; and carers’ perceptions of their ‘social connectedness’ outside of the relationship. Evidence for these arose across the sample; we saw no systematic relationship to participants’ demographic characteristics. Carers could derive meaning from one or more of these sources, as illustrated in Figure 1. Findings are outlined below, illustrated by brief quotations for which we indicate the participant number and the relationship between carer and person living with dementia. The ellipsis (...) signifies omitted speech, and square brackets indicate explanatory text. 

[INSERT FIGURE 1 HERE]

Carers’ Perception of Relationship ‘Symmetry’: ‘Does Caring Feel ‘Right’ and ‘Fair’?’

This process refers to how carers experienced the care relationship: does it feel ‘right’, or does it feel intrusive? We use the term ‘symmetry’ to describe a caring experience that feels right within the context of the cycles of their own life and of their relationship with the person with dementia. In ‘symmetrical’ care relationships, whilst caring may not have been actively chosen, it was viewed as something ‘right’ and ‘fair’. Some carers in ‘symmetrical’ relationships acknowledged the objective unfairness of dementia or of having to care for someone living with dementia, but derived positive meaning by acknowledging that, had things been different, the person living with dementia would have cared for them. 

I’d never have thought it was possible that I could’ve done what I have done. I’d have just gone, ‘Oh, no, that’d be my worst nightmare.’ It is my worst nightmare this illness (...) It’s not fair. It isn’t fair. But that’s life isn’t it? [I care for him] because I’m his wife and I love him. I would’ve cared for him anyway. He’d have cared for me...I couldn’t do anything differently. 11 (wife)
Other carers viewed caring as reciprocating previous care received from the person with dementia, thus allowing for ‘symmetry’. In the following example, a son caring for his mother reconceptualised her identity in light of her condition, by viewing her as similar to a child. This role reversal allowed for symmetry in that he viewed caring for a child as ‘natural’ and ‘reciprocal’.

We had a fairly strong sense of family I suppose and we were, we’ve always been close and so therefore I feel, um, in a way it’s almost the child you never had. The role’s reversed and so you just take care of somebody. 1 (son)

Perceiving the care relationship as symmetrical in these ways enabled relationships to flourish and continue, rather than end abruptly upon diagnosis or progression of dementia, and enabled positive meaning to be derived from caring. By contrast, in ‘asymmetrical’ relationships, caring was viewed as intrusive, and did not feel ‘right’ within the context of the relationship, being characterised by feelings of intrusion, resentfulness or unfairness. For example, some carers could not perceive symmetry because they regarded caring as continuing a one-sided care relationship: 

She [mother] has had mental health problems all her life, so I’ve had to probably deal with those. There’s bipolar and schizophrenia runs in the family and she’s certainly suffered badly with depression, particularly during the menopause or whenever there was a crisis of some kind but she has had definite mental health problems. So it’s not as if I’ve gone from a very sweet tempered, mild [laughs] lady to some sort of person with dreadful behavioural problems because yeah, I’ve had to cope with that as well, for years. 3 (daughter)

Others could not perceive symmetry because of their sense that the personhood of the person with dementia had been lost: 

You’re just trapped and you do get angry. I would argue with people who will say ‘Oh I love him’ and all the rest of it, but sometimes you don’t, because it’s not the person that... I mean I’ve been married since I was 17, that’s how long we’ve been married. You do go about and you see older couples. I mean I know people say, oh you made your vows, but it’s very hard, because in the beginning I was really thinking of leaving. 14 (wife) 

Carers’ Perceptions of their Sense of Self within the Caring Relationship: ‘Does Caring Fit with Who I Am?’
The second way in which participants could find meaning in caring was where it fitted with a carer’s sense of self. For example, whilst relatively uncommon, four carers viewed themselves as carers first and foremost, and were content with this self-image. 

Because of my job, doing a caring role, when my dad got ill, I just thought I can’t go out looking after other people’s mums and dads when my own dad needs me.  So I started off caring for my dad (…) and then once my mum got the Alzheimer’s I thought, no, I’ve just looked after my dad, I can’t just let strangers look after my mum or abandon my mum. 18 (daughter)
By contrast, for others, care threatened perceived sense of self. This is illustrated by the following quote, in which a daughter discusses how she left an enjoyable career to care for her mother: 

Even though I had virtually no education, I was lucky enough to find these quite good jobs, quite fulfilling jobs, quite interesting jobs. [participant discusses leaving job and is asked if she feels resentful towards mother] I did (…) I mean there was a certain amount of emotional blackmail at one point. 3 (daughter)
Most carers who maintained their sense of self acknowledged the degree to which they desired the care relationship to be boundaried in order for it to ‘fit’ their own sense of self. That is, they used temporal, spatial, behavioural or cognitive strategies to compartmentalise the care relationship and stop it from overwhelming their sense of self. The importance of boundaries (in this case, going shopping without his wife) is illustrated in the following quote: 
I have to make myself get out. Not only are you going to get depressed yourself, you’re going to put weight on and all this. So you’ve got to have an outlet. That’s the only thing I can think of as an outlet. You get bored, you’d get depressed, you do the same thing, and then you’d end up arguing with your wife. Especially when you can’t say ‘We’ll go here or did you see that yesterday or that was a good programme last night’. You can’t say anything like that because she doesn’t know. 10 (husband)
Some compartmentalised the care relationship in the present, not allowing it to impinge on other life areas such as social life:

I have noticed I have been talking about it [caring] a lot recently to my friends in the road. And I want to try and stop that, because one of my other friends, her mum and dad are housebound, and that’s all she talks about, and I don’t want to be that person. I want to retain me, my social life, and that’s just something that’s a part of what I do, I don’t want it to become me, or overtake me. Or me to become a bore about it, because I could scream at my friends sometimes, and go ‘oh for God's sake, shut up’. So, no, I am quite conscious that I don’t talk too much about it, although I am conscious that I have been lately. 4 (daughter)
Others envisaged a temporal boundary to caring, albeit in the future, by accepting the inevitable death of their loved one. In this way, they regarded care as being a time-limited process and accepted the temporary and reversible shifts in self-identity and normative expectations that accompanied caregiving. This is illustrated in this quote: 
I’m just on the backburner for now I think ... I’m not looking out for anything for me, it’s always about her really. Like Mothers’ Day, it’s more about her with the flowers and trying and make a big thing about it. 7 (daughter)
In contrast, other carers found it difficult to boundary the care relationship in order to protect other aspects of their lives from care. They therefore viewed care as intrusive, which limited the personal meaning they could derive from caring, or they struggled to see caring as a temporary role, experiencing feelings of isolation, powerlessness and solitude attributed to the ‘never ending’ care process. 
I had my guilt ... I don’t know if the others have told you but we all wear the guilty cloak. And erm, I could not go [out socially] without not knowing what was going on. I’d be thinking ‘Agh she [mother] might be doing this and might be doing that’.12 (daughter)
You don’t like to think about the future actually because you can’t see any breakaway from it. It’s not going to get any better, it’s just going to get worse. You’ve just got to live day by day and hope that you get through it all. 16 (husband)

Carers' Perception of ‘Social Connectedness’: ‘Does Caring feel ‘Right’ within my Social Context?’
Caring for others is an inherently social process. The third and final process identified was carers’ ‘social connectedness’: that is, contact with others that is perceived as mutually supportive and characterised by shared values, ideas, social expectancies and experiences. ‘Social connectedness’, rather than being objective and measurable, also includes carers’ perceptions of a sense of belonging at a societal level. 

Some carers felt ‘socially connected’; that is, they felt a ‘fit’ as a carer within their broader social world and experienced mutually supportive and satisfying interactions with others around their identity as a carer. These interactions included familial support and relationships arising specifically from caring such as those developed by engagement with carer support groups or carer internet forums. Carers described two distinct benefits of social connectedness. First, it enabled carers to seek information, help, reassurance, advice or support when needed: 

It [the carer support group] was quite cathartic on the basis that there are other people who are as miserable as yourself, and we can all laugh about it together, and go ‘Urgh’, like shark stories isn't it, with the wounds? 4 (daughter)
Second, social connectedness allowed for normalisation of caring which, in turn, empowered carers to challenge instances of stigma from others and derive meaning from caring: 

Well, most of my friends, they hear what I’ve got to say [about caring] and there’s always somebody... there’s that many people now, they know there’s always somebody else that is [caring]... and it’s becoming more understanding and open. People are more open... But, right away I have to say, you’ll have to excuse him, he’s just being nice, he has Alzheimer’s. 14 (wife)
In contrast, some carers were socially isolated by caring because the demands of caring made social connectedness very difficult. Such carers strongly desired social connectedness, but felt ‘cut off’ from such a social role by the care commitments, resulting in feelings of not ‘belonging’ as a carer within society:
And another thing I’ve noticed when you’re caring is you lose touch with a lot of friends, because whereas people might ring you and ask you to go to things of a night and that I’ve always had to say, ‘Oh, I can’t, I’ve got no one to mind my mum,’ or ‘I can’t, I’ve got my mum.’ And then you find that eventually you just get stopped getting asked to go to things because people must just think, oh, she’s not going to come because she’s got her mum. So it is very isolating. 18 (daughter)
Carers who were socially isolated felt unable to connect to others about their relative’s diagnosis of dementia and that nobody fully understood:

Until you’ve been with someone with Alzheimer’s or dementia you don’t know what it’s about. Unless you’ve had a relation or you’ve worked with them you might know all the theory of it but when it comes to the practice it’s a different ball game. ...People listen and be sympathetic verbally and all this but when it comes to crossing a line, people come up to the line. Most people will sympathise up the line and then stop cos past that line it means doing a bit more. It’s not just acting sympathy, it’s doing it and that’s it. Most people will stop. 5 (husband)
Discussion 
The aim of this study was to further explore the processes by which carers of people with dementia derive a sense of meaning from caring. Three sources were identified. Perceiving ‘symmetry’ referred to whether caring felt ‘right’ and ‘natural’; protecting one’s sense of self referred to whether carers viewed caring as congruent with their sense of self; and maintaining ‘social connectedness’ referred to whether caring felt ‘right’ within the carer’s social context. Most participants derived meaning from one of more of these sources. However, for some participants, these sources of meaning were evident only in their absence. The three sources do not, therefore, indicate a unitary concept of meaning, but rather provide a framework for practitioners to think about individual carers by resolving their need for a sense of meaning in caring into three components. Each source of meaning will now be discussed in turn.
First, consider the concept of relationship ‘symmetry’. Dementia has been argued to be an illness affecting relationships rather than individuals (McGovern, 2011), yet relationships in dementia care remain under researched, with few studies exploring the influence of pre-morbid and current care recipient-carer relationships on caregiving (Smebye & Kirkevold, 2013). The limited qualitative data available suggest that both the carers’ previous relationship with their relative, and finding a sense of meaning in caring, contribute to the development and maintenance of effective care relationships (Carbonneau, et al., 2010; Quinn et al., 2013). Quinn et al. (2013) found that carers derived meaning from a belief that it was their responsibility to provide care and that they were reciprocating past help from their relative, whereas carers who felt that they had little choice but to provide care found it difficult to find meaning in caregiving. Their findings are similar to those of Hirschfield (1983), who discussed the importance of mutuality between carers and individuals living with dementia for the caring relationship. However, the notion of symmetry encompasses more than reciprocity and fit; it also pertains to whether caring feels ‘fair’ and ‘natural’ within the context of the current caring relationship and within the historical context of the entire relationship with the person living with dementia. Rather than solely reciprocating past care, participants in ‘symmetrical’ relationships described providing care that they thought ‘fair’ and ‘right’, because, for example, they felt that the care recipient would have done the same for them if they themselves had received a diagnosis of dementia. In contrast, we identified two reasons why carers failed to derive meaning from a sense of relationship symmetry: i) they viewed caring as continuing relationships that previously felt negative or that they previously experienced as one-sided care relationships; and ii) they were no longer able to see their relative as the same person as the one who had loved or cared for them.  

These findings can be partially understood in terms of the early work of Kitwood (1997), who argued that maintaining the personhood of the individual living with dementia is crucial to person-centred care. Smebye and Kirkevold (2013) use the concept of personhood to interpret the ‘fit’ of caring relationships, describing those sustaining the personhood of the individual living with dementia as characterised by close emotional bonds between lay carer and individual, whereas those diminishing personhood as ‘reluctant helping’ relationships. By considering the importance of relationship ‘symmetry’, in which the personhood of the individual living with dementia is preserved and caring activities as seen as logical, reasonable and right extensions of family relationships, the findings add to the existing literature base and provide clues as to why some carers are able to derive meaning from this source whereas others are not. 
Next, consider the notion of protecting one’s sense of self. Protection of sense of self, and carers’ perception of caring as congruent with their sense of self, was also a source of meaning in caring for our participants. Preservation of a clear sense of self, not threatened by the caring role, was aided by ‘boundarying’ the care relationship. In contrast, two factors made it difficult for carers to preserve a sense of self and thus derive meaning from this source: i) having to give up irrevocably roles that defined their sense of self, such as employment; and ii) being unable to boundary caring due to the time-consuming demands of the caring role.   
Maintenance and loss of sense of self during caring has been partially explored through previous research. However, most such research looking at sense of self as an influence on meaning-making in the care relationship has focused on the changing personhood and sense of self of the person living with dementia (Cohen-Mansfield, Golander, & Arnheim, 2000; Donnellan, et al., 2015a; Langdon, Eagle, & Warner, 2007); less research has focused on how carers maintain a sense of self, and how this process may facilitate development of sense of meaning in providing care. Preliminary data from Donnellan and colleagues (2015a) suggest that carers maintain self-identity, in part, by actively engaging in prior interests, activities and lifestyle choices. When interpreted in conjunction with the findings of the current study, these data lend support for the hypothesis that ‘boundarying’ may maintain self-identity by enabling carers to take committed action in line with their values and sense of self (Donnellan, et al., 2015a). The nature of participants’ boundaries, however, varied between individuals; some boundaried the care relationship temporally by focusing on the inevitable end-point of caring, whereas others relied on spatial, behaviour or cognitive boundaries (for example, by continuing to engage in meaningful activities without their relative present). 
Finally consider the third source of meaning, ‘social connectedness’. Perceiving a degree of ‘social connectedness’ helped to minimise feelings of isolation and helped carers normalise caring as a role, whereas becoming socially isolated and feelings of not ‘belonging’ as a carer limited the meaning that carers derived from their role. Extensive literature suggests the importance of carers’ social relationships, namely familial and social support, in promoting continuation of caring (Cherry et al., 2013; Clay, Roth, Wadley, & Haley, 2008; Rutter & Rutter, 1993; Wilks & Croom, 2008). Social support acts as a buffer against the negative psychological effects of caring (Dunkin & Anderson-Hanley, 1998). However, the concept of ‘social connectedness’ goes beyond social support, as it also takes into account feelings of connectedness and acceptance at a societal level. The importance of ‘social connectedness’ in influencing meaning-making can be understood in terms of social role valorisation (Wolfensberger, 1972), the goal of which is to create or support socially valued roles for individuals in society. Support for this notion comes from examination of the discourse of carers who did not experience personal gains through caring; these individuals predominantly provided care in isolation, had limited opportunities for social interaction, and reported limited opportunity to support both themselves and the person living with dementia to maintain a valued role within society. Furthermore, they reported experiencing dementia-related stigma, which compounded feelings of social isolation (Benbow & Jolley, 2012). These findings are consistent with the work of Donnellan et al. (2015b), and suggest that social support is insufficient to facilitate meaning-making in the absence of social role valorisation (Clay et al., 2008; Higginson, 2000; Rutter & Rutter, 1993; Wilks & Croom, 2008). 
Limitations 

As a qualitative study of a small and somewhat self-selected sample from services in one UK city, the findings cannot necessarily be generalized. In particular, our recruitment strategy meant that we could not recruit carers who did not use formal care services. Whereas we wanted to identify commonalities among carers with different family relationships to the person with dementia, we might have identified more nuanced findings in a more homogenous sample, for example of spousal carers. We might also have been able to identify more clues as to why some carers could not derive meaning from the three sources. Qualitative research findings inevitably reflect the specific analytic team. Nevertheless, our team encompassed both clinical and academic perspectives with the aim of producing findings that were potentially practically and theoretically relevant. Although multiple steps were taken to ensure the trustworthiness and fidelity of the analysis, we did not attempt any inter-rater reliability when coding themes, nor did we ask participants to comment on the ongoing analysis to check that the identified themes fitted with their experiences. However, we did feed back the findings of the study to participants, and received no complaints about the interpretation of their accounts. 

Conclusions and Further Research 
It was beyond the scope of this study to ascertain the relative importance of the sources of meaning that we identified to individual carers’ resilience and care sustainability. Developing an instrument to measure these sources of meaning would allow quantitative researchers to test whether each is related to resilience across a large and representative sample, whether one is more important than the others, and whether the different sources have a cumulative contribution. This would also allow exploration of factors that militate against derivation of meaning – for example, prior one-sided or negative relationship with the person with dementia. Nevertheless, our findings already provide a framework that practitioners might use when assessing, formulating and supporting individual carers who may be vulnerable to emotional distress associated with their caring role. To this end, services may examine to what extent individual carers can be helped to find meaning within each of the three areas. Whereas considerations of symmetry may point to help for carers to reappraise their caring within the context of both the their relationship with the person with dementia and their broader roles and relationships, maintaining both boundaries and social connectedness point also to more practical ways of helping people to find meaning. These may include engagement with local community support networks (for example, carers’ charities) and maximising opportunities for respite care, where available. Rather than waiting for distress to manifest in routine clinical contact, framing clinical practice in this way could enable practitioners to identify carers at risk of distress and to identify which of the three areas can be targeted to enhance at least one source of meaning making. 
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