
 

 

Troubling meanings of family and competing moral imperatives in the 1 

family lives of young people with a parent who is at the end of life 2 

This article draws on a narrative study of young people with a parent who 3 

is at the end of life to examine how family lives are troubled by life-limiting 4 

parental illness. Young people struggled to reconcile the physical and 5 

emotional absence of family members with meanings of ‘family’; the extent 6 

to which young people could rely on family to ‘be there’ in these troubling 7 

circumstances was of practical, emotional and moral significance.  Our 8 

discussion is situated in the context of an English end of life care policy 9 

predicated on the ideal of a good death as one that takes place at home 10 

accompanied by family members.  We explore how the shift away from 11 

family as a site for nurturing children towards family as a space to care for 12 

the dying is experienced by young people, and consider how these 13 

competing moral imperatives are negotiated through relational practices of 14 

care. 15 
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Introduction 17 

The anticipated death of a parent due to a life-limiting illness is generally perceived as 18 

an extraordinary change in the life of a young person, and one that is understood as 19 

profoundly troubling. However, little is known about young people’s everyday 20 

experiences of living with dying. Research studies of young people with a parent who is 21 

at the end of life have tended to focus on the negative outcomes of advanced parental 22 

illness for young people (Huizinga et al. 2011; Rainville et al. 2012) and on strategies 23 

for ‘coping’ (Maynard et al. 2013; Thastum et al. 2008). A limitation of this research is 24 

that it considers the young person in isolation, often drawing on models of risk and 25 

resilience to conceptualise young people’s  experiences and responses to family 26 

‘troubles’ (Ribbens McCarthy, Hooper and Gillies 2013) as dependent on attributes 27 
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located within the individual. Less attention has been paid to relational aspects of young 28 

people’s everyday lives, or to the broader social and spatial context in which their 29 

experiences of living with dying are situated. 30 

Yet the concept of ‘family’ as both a physical and a psychosocial locus of care 31 

forms a cornerstone of policy and practice in end of life care in England. Research 32 

indicates that family relationships matter to people who are approaching the end of life 33 

(Gott et al. 2004; Solomon and Hansen 2015). The familiarity, reassurance and comfort 34 

that can be found in the presence of family members are often cited as factors in 35 

achieving a ‘good death’ (Clark 2002). Furthermore, the support provided by family and 36 

friends is an integral part of health and social care provision. Research produced by 37 

Carers UK in 2015 calculated that the economic value of care provided by family 38 

members is £132 billion per year; close to the total annual cost of health spending 39 

(Buckner and Yeandle 2015).  Families, and the care provided by family members 40 

throughout the illness trajectory, are therefore regarded as important in optimising 41 

individual experiences of dying and death. However, there has been little interrogation 42 

of what is meant by ‘family’ in this context, or of the ways in which proximity to death 43 

impacts on all those who are living alongside someone who is approaching the end of 44 

life. 45 

In this paper, we report on an exploratory study of young people’s experiences 46 

of living with a parent who is at the end of life. We begin by considering how notions of 47 

home, family and care converge and are conflated in the social narrative of a good 48 

death, and we discuss how the good death discourse influences everyday debates and 49 

decisions about the ‘proper’ thing to do in families when someone is dying. We then 50 

provide an outline of our study, in which we set out to investigate the routines and 51 



practices that constitute everyday family life for young people when a parent is dying 52 

and their experiences of both giving and receiving care in this context.  53 

In our discussion of the study findings, we argue that young people’s 54 

experiences of family life are both informed and challenged by the moral tale of a good 55 

death as one that takes place in the home accompanied by family members. We explore 56 

how the presence/absence of significant others from the material and emotional space of 57 

‘home’ affects the experience of life-limiting parental illness for young people, and we 58 

examine how young people respond to the inherent moral expectations of others and 59 

themselves to be present and to support their parent on their approach to death. In doing 60 

so, we aim to elaborate on how the experience of advanced parental illness ‘troubles’ 61 

everyday family life for young people, and to illuminate how young people encounter 62 

and ameliorate troubling ‘changes and challenges’ (Ribbens McCarthy, Hooper and 63 

Gillies 2013)  to ‘family’ through relational practices of care.   64 

Family, care and the ‘good death’ 65 

Research suggesting that most people would prefer to die at home (e.g. Higginson and 66 

Sen-Gupta 2000) has been used to underpin a policy approach to end of life care in 67 

England in which the family is central to enabling people to die ‘in the place of their 68 

choice’ (Department of Health 2008, 107). The importance of achieving a ‘good death’ 69 

has therefore become influential in defining ‘home’ as a space for the delivery of end of 70 

life care and in determining how family relationships are viewed and understood when 71 

someone is dying. However, a closer scrutiny of the research indicates that preference 72 

with regard to place of death is more nuanced than earlier studies suggest, and may vary 73 

according to factors such as illness progression (Gomes et al. 2013), ethnic background 74 

(Seymour et al. 2007) and the availability and attitudes of family members towards 75 

providing care at home (Gott et al. 2004).  76 



Pollock (2015) raises a number of concerns with the survey methodology often 77 

used to establish preferred place of death; notably that public surveys mostly capture the 78 

views of people who are healthy, many of whom have little prior knowledge or 79 

experience of life-limiting illness and death, and may have limited awareness of what 80 

dying at home might entail. Furthermore, public surveys rarely report on the number of 81 

people who do not express a preference, or who do not have a preferred pace of death 82 

(Hoare et al., 2015). The overall picture with regard to home as a preferred place of 83 

death is therefore difficult to ascertain. Nevertheless, eight years on from the 84 

publication of the End of Life Care Strategy (Department of Health 2008), Deaths in 85 

Usual Place of Residence (DiUPR) remains a key proxy measure of quality in end of 86 

life care. 87 

Home as defined by the DiUPR measure represents a physical space distinct 88 

from a hospital or other health care setting. However, ‘home’ can also be understood as 89 

a psychosocial space; idealised as the locus of our most intimate relationships, closely 90 

bound up with notions of family, belonging and sense of self (Blunt and Varley 2004; 91 

Mallett 2004). The notion of home as a psychosocial space is inherent in the emphasis 92 

on accompaniment within the good death discourse. Deaths that take place at home 93 

unaccompanied by family or friends are generally characterised as ‘bad’ and as 94 

indicative of troubling changes in family and wider social relationships (Caswell and 95 

O’Connor 2015). The conflation of dying at home and the presence of family with the 96 

moral ideal of a good death risks promoting ‘a sense of guilt and failure if death occurs 97 

elsewhere’ (Pollock 2015, 3). Such negative consequences are the potential legacy of 98 

family members (including young people) who have not been present to enable a home 99 

death to take place. The moral stakes for family members who are unwilling or unable 100 



to offer their support are therefore raised by the importance of family presence to the 101 

provision of ‘good’ end of life care. 102 

The good death discourse that informs individual decisions about end of life care 103 

may therefore privilege the option to remain at home, potentially transforming the 104 

notion of choice with regard to place of death into a ‘de facto obligation’ (Pollock 2015, 105 

3). Achieving a home death inevitably impacts on family members, especially those 106 

who are co-resident with the person at the end of life. Research suggests that individuals 107 

often take into account the presence of family members in making decisions about end 108 

of life care (Gomes and Higginson 2006), although this process is far from 109 

unambiguous or straightforward. For some, the reassurance that family members are 110 

close at hand may support a decision to remain at home, whilst others may be more 111 

influenced by concerns about being a burden on their family (Cox et al. 2013; Gott et al. 112 

2004). These findings suggest that the conflation of spatial and psychosocial meanings 113 

of home and family in the good death discourse may be a potential source of tension 114 

between family members. Further research could help to explore how this tension is 115 

manifested and resolved in and through everyday family life when someone is dying. 116 

So far, we have suggested that end of life policy discourse, with its emphasis on 117 

promoting home as a place of death, is predicated on an enduring ideal of a good death 118 

which confers an obligation on family members to be present and provide care for the 119 

dying. Next, we introduce a qualitative study in which we aimed to explore the family 120 

lives of young people with a parent who is at the end of life, and to investigate young 121 

people’s involvement in family care in this context. 122 

Caring to the End: Exploring the family lives of young people with a parent 123 

who is at the end of life 124 

The importance of family care to end of life care provision has been reflected by a 125 



growing body of research examining the roles, responsibilities and experiences of 126 

family members in delivering care at home to people approaching the end of life. 127 

Researchers have considered the process of becoming a carer (Smith 2009), the support 128 

needs of carers (Morris 2015), and the efficacy of interventions to support carers 129 

(Harding et al. 2011). However, a significant part of this research adopts an approach 130 

that assumes a dyadic relationship between a ‘carer’ and a ‘cared for’ (Molyneaux et al. 131 

2011). There has been less emphasis on the study of care at the level of ‘family’, and on 132 

the everyday routines and practices that constitute family life in the context of providing 133 

end of life care for a family member (Broom and Kirby 2013; Ellis 2013). 134 

Furthermore, the majority of this research has focussed on the experiences of 135 

adult carers, often the partners or adult children of the person approaching the end of 136 

life. This is not surprising given the demographic profile of people who die. Figures 137 

produced by the National End of Life Care Programme (2010) indicate that 58.4% of all 138 

male deaths and 74.4% of all female deaths occurred in people aged over 75. 139 

Nevertheless, it is estimated that 5% of young people experience the death of a parent 140 

by the age of 16 (Parsons 2011), and 24% of all adults with cancer have children under 141 

the age of 18 (Semple and McCance 2010). The experience of living with a parent who 142 

has a life-limiting illness is therefore not wholly uncommon for young people in the 143 

England, and merits further investigation. 144 

The Caring to the End study was based on individual, semi-structured interviews with 145 

ten young people (age 13-21) and five significant others who were nominated by a 146 

young person (four parents and one partner of a young person). Five of the young 147 

people took part in the study along with a sibling, therefore the study participants were 148 

drawn from six families in total. Not all of the young people nominated a significant 149 

other; some reported that they were reluctant to approach their parent because the parent 150 



was too ill to take part. Others struggled to identify anyone whom they felt comfortable 151 

to approach. Characteristics of the study participants are outlined in Table 1. We have 152 

chosen to present information about study participants in a way that does not explicitly 153 

reveal the relationships between the young people and their significant others. This 154 

decision has been taken to better protect the identities of participants. One issue with 155 

studies involving multiple family members is that individuals and families may be 156 

recognisable in research reports, even after any identifying characteristics have been 157 

removed (Forbat and Henderson, 2003). By not providing more detailed information 158 

about family composition, the aim is to reduce this risk. 159 

Table 1: Characteristics of the young people included in the study (n = 10) 160 

 161 

[Table 1 near here] 162 

 163 

All of the young people had a parent who had been identified as being at the end 164 

of life; this is commonly defined as being ‘likely to die in the next twelve months’ 165 

(NCPC 2011, 4). All were aware that their parent’s prognosis was limited, albeit we 166 

acknowledged that research indicates it is not uncommon for individuals receiving end 167 

of life care and their family members to move in and out of awareness, or to have 168 

fluctuating degrees of awareness of prognosis (Richards et al. 2013). Prior approval for 169 

the study was granted by an NHS Research Ethics Committee.  170 

Young people were recruited as participants via practitioners working at one of eight 171 

research sites comprising three young carers’ projects, two NHS end of life care service 172 

providers and three hospices. The study sites were selected because they were likely to 173 

be in contact with young people who met the study criteria. The use of multiple sites 174 

increased the prospect of identifying eligible young people within the study time frame. 175 



The decision to approach young people via a practitioner who was already in contact 176 

with them and/or their family was introduced as a measure to mitigate the potential for 177 

distress. In line with Notko et al. (2013), we viewed practitioners as professionals who 178 

could act as ‘safety nets’, and who would better enable a sensitive introduction to the 179 

research context. The sample size of ten young people is in line with other qualitative 180 

studies of young people’s experiences of advanced parental illness (Melcher, 2015; 181 

Phillips, 2015), and reflects the difficulties of recruiting young people to exploratory 182 

research on death and dying. Further discussion of the ethical and practical issues we 183 

encountered during study recruitment can be found elsewhere (Author Ref, 2016). 184 

The research interviews explored the everyday processes and practices that constitute 185 

family life for young people, their experiences of caring and being cared for, and their 186 

thoughts about their own lives both now and in the future. Young people’s accounts 187 

were transcribed and analysed using the voice-centred relational method (Gilligan et al. 188 

2003), a narrative approach involving multiple readings of a transcript to illuminate 189 

different aspects of the young person’s account. The narratives of family members were 190 

used to support a multiple perspectives analysis of how young people understood and 191 

experienced the relational constructs of family and care (Ribbens McCarthy, Holland 192 

and Gillies 2003). The multiple perspectives analysis involved reading the accounts of 193 

young people alongside those of their significant others in order to identify similarities 194 

and differences in how the concepts of family and care were manifested and described, 195 

and how family life was constructed by young people in relation to those who are 196 

important to them. 197 

The presence or absence of significant others from the physical and psychosocial 198 

space of home emerged as significant in young people’s accounts of living with a parent 199 

who is at the end of life. This was most frequently expressed through references to 200 



closeness and care. In the following discussion of the research findings, particular 201 

attention is paid to how the presence/absence of others from the home space impacted 202 

on the meaning and practice of family for young people, and how young people 203 

responded to the moral imperative to ‘be there’ to accompany their parent as they 204 

approached the end of life. All names attributed to young people are pseudonyms. 205 

Closeness, care and ‘being there’ 206 

The use of ‘closeness’ as both a spatial and an emotional variable to describe family 207 

relationships was a recurring feature of young people’s accounts. The geographical 208 

proximity of a relative was a factor in enabling them to have a regular presence in the 209 

young person’s home and family life: 210 

My aunty lives down the street...she phones up, she rings up and like, just pops 211 

in and then, popping in and out really.    (James, 17) 212 

The only other relative that lives near is my Mum’s mother who has been very 213 

helpful. Grandma is cooking up meals for him every so often, putting them in 214 

little Tupperware boxes to freeze.     (Elliot, 18) 215 

Davies (2012) writes about the importance of ‘seeing’ family members as a relational 216 

practice that enables children to gain knowledge of and feel connected to others, but 217 

here it appears there is a more pragmatic value attached to proximity in that it enables 218 

others to provide emotional and practical support to the young person and to family 219 

members in the home. Closeness as a spatial variable is therefore important in 220 

understanding how young people assess family relationships when a parent is at the end 221 

of life in that it influences the extent to which individuals are physically available to ‘do 222 

family’ (Morgan 1996) through the practice of care.  223 

However, as Milligan and Wiles (2010) point out, proximity equates to more 224 

than geographical closeness in that those who are physically distant can be socially and 225 



emotionally proximate. The young people in our study also applied the notion of 226 

closeness to describe the emotional bonds between family members; in particular, bonds 227 

that had been tested but proved resilient in the face of parental illness. For example, 228 

Luke described his family as ‘pretty strong’, but went on to explain how relationships 229 

between family members had been strained: 230 

Obviously with everything with my Mum we’ve been through a lot which, I 231 

suppose in certain senses has brought us closer as a family but then in others, 232 

sort of a bit further away...I suppose, if you thought of it like a string, all the 233 

time it’s a lot thinner than it normally would be. It’s like, normally it’s 234 

probably say that thick and you can take a lot more, but cos of everything 235 

that’s going on in our lives it’s - it takes a lot less.   (Luke, 18) 236 

The association of family with both physical and relational proximity is particularly 237 

pertinent for this group of young people as it evokes the wider social expectation that 238 

family members will rally round to provide care and support for a person who is dying. 239 

As we have discussed, spatial and emotional interpretations of closeness are conflated 240 

by the moral narrative of a ‘proper’ way to do family at the end of life, and this was 241 

often reflected in young people’s accounts. Family members who were physically 242 

present in young people’s everyday lives tended to be presented as emotionally close, 243 

whilst those who were physically absent from the home were sometimes described as 244 

emotionally distant; in particular as not caring. In the following extracts, Luke and Dan 245 

are talking about extended family members who do not live nearby: 246 

I get the impression that they don’t care that much. They’ve never been overly 247 

close...Before the whole bone cancer thing she had breast cancer so there was 248 

always that, which you thought would bring them a bit more in and get them 249 

a bit more involved, but it never really did.    (Luke, 18) 250 



You just get the opinion that they don’t really care. Her sister just, hardly 251 

rings and never comes. Came for the first time in about three years yesterday.252 

         (Dan, 16) 253 

For Luke and Dan, the physical absence of family members whom they expected to 254 

rally round was indicative of their emotional distance. Conversely, the willingness of 255 

others to travel in order to be present in the home to offer support was presented by 256 

Lauren as an indicator of what she described as her ‘close extended family’: 257 

They’ve all got hearts of gold and they will be there for you if you need them... 258 

I know that if I have a problem I can text my cousin and she’d, if she needed to 259 

be here, she’d be here, however long it takes.   (Lauren, 21) 260 

Closeness and care were therefore inter-related concepts applied by young people to 261 

describe family and captured by the over-arching concept of ‘being there’. The 262 

emphasis on family members being there (or not being there) encapsulated both the 263 

physical and emotional proximity associated with the meaning of family for young 264 

people with a parent who is at the end of life, and engendered a sense of family closing 265 

ranks to consolidate its resources in the face of the existential challenge posed by 266 

parental illness.  267 

Young people’s allusions to family members being there echoed the sense of 268 

togetherness and belonging frequently cited and often taken for granted in everyday 269 

understandings of family life (Ribbens McCarthy 2012). The importance of being there 270 

has also been discussed in relation to conceptualising familial roles and responsibilities 271 

such as grandparenting (Mason, May and Clarke 2007) and working parenthood 272 

(Harden et al. 2013).  The significance of physical and emotional presence in defining 273 

what it means to be part of a family is therefore well documented in the research 274 

literature (Williams, 2004). However, the accounts of young people in our study suggest 275 



that the notion of being there may be imbued with particular significance by young 276 

people during troubling times.  277 

As the previous quotes from Luke and Dan illustrate, the inability or refusal of 278 

relatives to be there was keenly felt by young people and was not only interpreted as a 279 

lack of care, but was also depicted as a moral breach of what might reasonably be 280 

expected from people defined as family. The lack of contact from friends was referred 281 

to less frequently, and in terms that suggested it was a legitimate response to the young 282 

person’s difficult circumstances: 283 

I think one of my mates really struggles. He just, he sometimes comes round 284 

and he just, he’s a bit stuck really, what he says. He doesn’t know whether to 285 

say anything or not, or whether it would upset my Mum and stuff like that.286 

         (Dan, 16) 287 

Dan’s quote implies an understanding that friends may not always feel comfortable to 288 

be there for young people. However, the meaning of family appeared to include a 289 

necessary sense of presence and a willingness to make oneself available to another who 290 

is in need. Young people recognised the limitations imposed by geographical distance 291 

on the ability of some family members to be physically present, but they expected them 292 

to at least retain a virtual presence, keeping in touch by regular telephone calls or on 293 

social media. In the following extracts, Elliot and Lauren are talking about relatives who 294 

have moved away: 295 

She’s never really, despite the fact that she’s been so far away; she’s never 296 

been an absent presence in the immediate family. It always kind of feels like 297 

she’s there still, because she’s always calling us every other day. (Elliot, 18) 298 

We’re friends on Facebook and we chat and that. It’s just I see pictures of him, 299 

and he sees pictures of me, and it’s just nice to know that he’s there. 300 

         (Lauren, 21) 301 



These extracts illustrate how the practice of caring for another does not depend on 302 

geographical proximity since care can be given and received across physical space 303 

(Milligan and Wiles 2010). What appears to be important to young people in difficult 304 

circumstances is the experience of family members as relationally aligned; or ‘on their 305 

side’ (Gottzén and Sandberg forthcoming). 306 

As well as alluding to the support given by others, some young people acknowledged 307 

the implicit reciprocity of being there in relation to family by describing how they 308 

wanted to be there for other family members: 309 

I kind of feel like I want - it’s not necessarily I want to be, I feel like I need to be 310 

there for both of them, my Mum and my Dad.   (Elliot, 18) 311 

I suppose I’ve been there for my brothers where my Mum and Dad couldn’t 312 

have been.        (Matt, 20) 313 

In constructing the meaning of family through notions of presence, support and 314 

solidarity, young people with a parent who is at the end of life reflected Finch & 315 

Mason’s (1993) observation; ‘The least you can do for your relatives is to rally round in 316 

a crisis – this seems to be the touchstone of whether a family can really be said to 317 

‘exist’’ (1993, 33). This expectation appeared to underpin the accounts of young people 318 

living with a parent who is at the end of life, and took on a particular, moral significance 319 

when there was limited evidence of this happening in their everyday lives. 320 

Whilst it is likely that the absence of extended family would not have been as 321 

keenly felt by young people in less difficult circumstances, the physical and emotional 322 

absence of family members in this study was something young people struggled to 323 

reconcile with the meaning of family. The heightened awareness of what family 324 

members should be doing in terms of being there is augmented by a social narrative of 325 

accompanied dying at home as essential to the fulfilment of a good death. Home is 326 



therefore reimagined as a moral space in which the significance of home and family as 327 

interconnected sites for the formation and enactment of moral identities is reinforced 328 

(Hall 2016). In their accounts of everyday family life, young people were often engaged 329 

in the telling of a moral tale, in which they explored the legitimacy of their family’s 330 

claim on being a proper family by assessing the extent to which family members 331 

(including themselves) met the responsibility to be there.  332 

Moral tales of being there 333 

The idea that family members should rally round to offer support and comfort, whilst 334 

strongly endorsed, was not always realised in young people’s everyday lives. Most 335 

young people made reference to family members who had failed to be there: 336 

My Dad, he’s not like usually around, but my Gran helps my Mum a lot. 337 

         (Ellie, 16) 338 

They would never come down to visit us. I think until now they only actually 339 

came down about three times, and we’ve gone up, in my life time, probably 340 

around twenty, which is funny cos they have more money than us. 341 

         (Elliot, 18) 342 

Elliot’s quote implies a moral judgement that family members were doing the wrong 343 

thing by not visiting, even though they had the resources to act in the proper manner. 344 

The absence of ‘legitimate excuses’ (Finch and Mason 1993) sometimes led young 345 

people to reject their relative’s claim on a moral identity. For example, Jay described 346 

how his uncle had been reluctant to offer any support, and had only made himself 347 

available when he felt bound by a sense of obligation to his nephew: 348 

That was my uncle’s attitude, where my friends’ attitude; even though he’s a 349 

friend we have to help him. They don’t have to help me but they still helped 350 

me...I’d say having bad family members, like people from my Mum’s side like 351 

my uncle, people like that [has been difficult].   (Jay, 17) 352 



Jay’s account led him to the conclusion that his uncle was a ‘bad family member’, thus 353 

demonstrating the struggle some young people experienced in stitching together a 354 

narrative of a proper family. Ellie constructed a moral tale of family by emphasising 355 

that her Gran was available to do the right thing even though her Dad was not. These 356 

extracts resonate with the findings of a study by Wilson et al. (2012) of young people 357 

affected by parental substance use, who often worked hard through their accounts of 358 

everyday family life to stake a claim on a functional family narrative of closeness and 359 

care. The authors attribute young people’s efforts to sustain a moral tale of family to 360 

‘the sense of loss and threat posed to their ontological security by serious problems in 361 

their family of origin (2012, 124). The threatened loss of ontological security may have 362 

particular significance for young people who are facing the death of a parent. In this 363 

context, it appears that the construction of a morally sustainable narrative of family 364 

involves the framing of young people’s everyday experiences in a moral discourse of 365 

achieving a good death through being there for family at the end of life. 366 

The dilemma of creating a moral tale of family may be further exacerbated by 367 

the increased vulnerability of a parent as they approach death. The contemporary 368 

tendency for death to be constructed as an extraordinary crisis (Ellis 2013) affords the 369 

dying a particular status, in which they are regarded as reprieved of the responsibilities 370 

attached to other social roles (Seale 1998). Even though dying people themselves may 371 

continue to try and meet the obligations associated with their existing relational 372 

identities, being near the end of life is generally perceived as warranting a focus on the 373 

practical, relational and personal tasks relevant to the individual process of dying 374 

(Emanuel, Bennett and Richardson 2007). 375 

In a study of families facing change, Ribbens McCarthy, Edwards and Gillies 376 

(2000) suggest that in responding to family troubles there is a discursively apparent 377 



moral imperative to put the needs of children first. They report that this ‘unquestioned 378 

and unquestionable imperative’ (2000, 789) was subscribed to by all of the parents 379 

interviewed for their study, at least to some degree. However, when a parent is at the 380 

end of life, the actions of young people and family members appear to be shaped by a 381 

competing moral imperative to attend to the needs of the dying person. This shift away 382 

from family as a site for nurturing children towards family as a space to care for the 383 

dying may begin many years before the point of death; for example, when a life-limiting 384 

illness is first diagnosed. 385 

Young people in the current study appeared to recognise that the moral compass 386 

of family life had shifted as a consequence of their parent’s deteriorating health, and 387 

that the everyday doing of family had been troubled by a change in family priorities. 388 

For example, although parents interviewed for the study often spoke of being there for 389 

their children, young people did not wholly endorse their parents’ accounts of being 390 

there for them: 391 

My Dad has two things on his mind. There’s thinking about Mum and there’s 392 

thinking about his mum, so it’s, yeah, his mind is in two places and then - and 393 

then he realises he’s got kids and then he realises, ‘Oh I haven’t got time for 394 

them. What do I do?’       (Dan, 16) 395 

We’re all doing our separate things during the day really. I could be sitting 396 

here and listening to music all day. It doesn’t bother me not talking to anyone. 397 

Dad is always like washing up or messing around trying to do the stuff that he 398 

should be doing, like helping my Mum and that.   (Joe, 13) 399 

When talking about parental absence, young people often alluded to changes in family 400 

practices and actively engaged in working out new ways of doing family that took into 401 

consideration their parent’s need for care. For example, Lauren’s narrative provided a 402 

particularly striking example of the shift in moral obligations in her relationship with 403 



her Mum: 404 

When we were growing up, there was always a safety net. Mum was always 405 

the safety net, you know. Whenever I had a problem or I didn’t know what to 406 

do or how to do it, she always did, or if she didn’t she soon would. Whereas 407 

now I feel like - up until she was really ill, I still felt, not like a child, but like I 408 

could be a child. But now it feels like a change. It feels like I’m not a child any 409 

more. Not that I’ve got to fend for myself, but like I don’t have that safety net 410 

any more.        (Lauren, 21) 411 

Lauren’s account illustrates how she had responded to the growing awareness that her 412 

Mum was no longer able to meet her needs by ‘turning the tables’ and being there for 413 

her Mum: 414 

Well I go to all of her appointments with her...and with the chemos and all 415 

that I was always there... I’d go with her every single time cos I wanted to. Just 416 

cos I know if the tables were turned she’d be there for me.  (Lauren, 21) 417 

For some young people, sustaining a moral narrative of family as a parent approached 418 

death therefore entailed caring for their parent until the end, and thereby fulfilling the 419 

expectations associated with the good death discourse. In this way, young people were 420 

able to demonstrate that their family was responding in the proper manner to the 421 

approaching death of a parent, albeit they were no longer able to meet the moral 422 

imperative for family to put the needs of children first. 423 

Wilson’s (2013) account of the absence of expected family practices for some young 424 

people affected by parental substance misuse illustrates how a young person’s 425 

experience of loss may be compounded by a sense of having breached their own moral 426 

obligation to family by not being there for their parent. This suggests that a young 427 

person’s moral self may be at stake if they are unable to sustain a moral tale of 428 

closeness and care between family members. Stepping in to provide care for a parent 429 



whose ability to care for them had become compromised by their illness therefore 430 

served the dual purpose of maintaining the family’s moral reputation and preserving the 431 

young person’s own moral identity. 432 

The inter-weaving of moral narratives in the everyday family lives of young 433 

people with a parent who is at the end of life was therefore complex and sometimes 434 

challenging. As an example of the unpicking of this moral tapestry, we have discussed 435 

how the moral obligation of family members to be there when a parent is at the end of 436 

life is experienced as troubling for some young people, in that the absence of family 437 

members transgressed the narrative of a good death. Conversely, being able to cite 438 

instances when family members had been there, or where young people had been there 439 

for others, enabled young people to bolster their sense of belonging to a proper family 440 

and to demonstrate a moral tale of family doing the right thing in the difficult 441 

circumstances engendered by parental illness. 442 

For young people who are living with a parent who is at the end of life, the 443 

weaving of a moral tale appeared to involve balancing the moral imperative for parents 444 

to prioritise the needs of their children with an alternative moral imperative for family 445 

members to care for the dying. We suggest that it is the offsetting of these moral 446 

obligations in and through the routines and practices of everyday life that underpins 447 

family and shapes the experiences of young people in these changing and challenging 448 

circumstances. 449 

Conclusion 450 

In this paper, we have drawn on an empirical study of young people’s accounts of living 451 

with a parent who is at the end of life to describe how the construction of ‘family’ is 452 

characterised by notions of presence, closeness and care; meanings that were informed 453 

by everyday experiences of absence, change and loss. For young people in our study, 454 



home represented a physical and a psychosocial space where they were doubly troubled 455 

by, on the one hand living with dying, and on the other by belonging to a family that 456 

had fallen short of expectations of family members being there. We have described how 457 

home as a place of care by and for family members is underpinned by the social 458 

narrative of a good death, and we have explored how the good death discourse interprets 459 

and promotes home as a moral space through the construction of a proper way for 460 

family members to respond to the presence of dying. 461 

Recent research on the dynamics of family troubles across a diverse range of 462 

contexts has raised important questions about how ‘troubles’ are defined, by whom, and 463 

when it may be necessary to intervene to prevent or minimise the impact of family 464 

troubles on those who may be adversely affected by their experiences of disruption and 465 

change (Ribbens McCarthy, Hooper and Gillies 2013). Central to this debate is the 466 

recognition that all families experience troubles; even the event of a death is (at least 467 

statistically) a ‘normal’ part of family life (Ribbens McCarthy 2007). What this paper 468 

adds to the debate concerns the extent to which the life-limiting illness of a parent 469 

represents ‘a disruption of a different kind’ (2007, 288) for young people. 470 

We have argued that the shift away from family as a site for nurturing children 471 

towards family as a space to care for the dying is particularly significant for young 472 

people when a parent is approaching the end of life. Although they may continue to care 473 

for their children, parents with advanced illness require more care from family members 474 

as their health deteriorates. The discourse of a good death ensures that family members 475 

are oriented towards meeting the needs of the ill parent in order to avoid the sense of 476 

having failed to fulfil a moral duty. Some young people appeared to recognise that the 477 

capacity for family to meet their needs was undermined as a consequence, and many 478 

responded by taking on more responsibility to provide care for family members and for 479 



themselves. The changing moral imperative for family when a parent is dying is 480 

therefore understood, experienced and negotiated by young people through relational 481 

practices of care. 482 

The shift in the moral dynamics of family when a parent is at the end of life 483 

potentially represents a ‘disruption of a different kind’ for young people living in these 484 

circumstances. Our study therefore extends previous research on family practices in 485 

changing and challenging circumstances and suggests that there may be situations in 486 

which the moral obligation to care for children and young people can be overridden 487 

without sustaining the loss of a moral reputation, at least for adults in the family. The 488 

imperative for family members to provide care for the dying in the home space 489 

inevitably influences the extent to which young people can depend on parents or other 490 

family members for the support they may have received in the past. The drive towards 491 

delivering end of life care in the home in order to facilitate a good death may therefore 492 

be incompatible at times with promoting the best interests of children and young people. 493 

 Nevertheless, Ribbens McCarthy, Hooper and Gillies (2013) have argued, ‘it is 494 

important to avoid using children’s best interests in a way that assumes it is simple to 495 

know what they are, and that even when we agree what they are, that they necessarily 496 

trump all other considerations’(2013, 16).This exploratory study of young people’s 497 

experiences of family life when they have a parent who is at the end of life raises the 498 

question of what moral tales of family we should tell in response to the competing 499 

imperatives for families to care for children and to care for the dying. Young people’s 500 

accounts of living with dying point more broadly towards the need to build a narrative 501 

of a good dying to counterbalance the discourse of a good death. The construction of 502 

such a narrative requires less emphasis on idealised notions of the very end of life for 503 

the individual, and more on the spatial, temporal and relational dimensions of dying in 504 



the home space, and on enhancing the everyday experiences of all family members over 505 

the trajectory of a life-limiting illness. 506 

References 507 

Blunt, Alison, and Ann Varley. 2004. "Geographies of home."  Cultural Geographies 508 

11 (1):3-6. 509 

Broom, A., and E. Kirby. 2013. "The end of life and the family: hospice patients' views 510 

on dying as relational."  Sociology of Health and Illness 35 (4):499-513. 511 

Buckner, L., and S. Yeandle. 2015. "Valuing Carers 2015: The rising value of carers’ 512 

support." London: Carers UK. 513 

Caswell, Glenys, and Mórna O'Connor. 2015. "Agency in the context of social death: 514 

dying alone at home."  Contemporary Social Science 10 (3):249-61.  515 

Clark, D. 2002. "Between hope and acceptance: the medicalisation of dying."  British 516 

Medical Journal 324:905-7. 517 

Cox, Karen, Lydia Bird, Anthony Arthur, Sheila Kennedy, Kristian Pollock, Arun 518 

Kumar, Wendy Stanton, and Jane Seymour. 2013. "Public attitudes to death and 519 

dying in the UK: a review of published literature."  BMJ Supportive & Palliative 520 

Care 3 (1):37-45. 521 

Davies, Hayley. 2012. "Affinities, seeing and feeling like family: Exploring why 522 

children value face-to-face contact."  Childhood 19 (1):8-23.  523 

Department of Health. 2008. End of Life Care Strategy: Promoting high quality care for 524 

all adults at the end of life. London: Department of Health. 525 

Donnelly, Sinead, and Jodie Battley. 2010. "Relatives' experience of the moment of 526 

death in a tertiary referral hospital."  Mortality 15 (1):81-100.  527 

Ellis, Julie. 2013. "Thinking beyond rupture: continuity and relationality in everyday 528 

illness and dying experience."  Mortality 18 (3):251-69.  529 



Emanuel, Linda, Katherine Bennett, and Virginia E. Richardson. 2007. "The Dying 530 

Role."  Journal of Palliative Medicine 10 (1):159-68.  531 

Finch, J. and J. Mason. 1993. Negotiating Family Responsibilities. London: Routledge. 532 

Forbat L and Henderson J. 2003. “Stuck in the Middle with You”: The Ethics and 533 

Process of Qualitative Research with Two People in an Intimate Relationship. 534 

Qualitative Health Research 13: 1453-1462. 535 

Gilligan, C., R. Spencer, M.K. Weinberg, and T. Bertsch. 2003. "On the Listening 536 

Guide: a voice-centred relational method." In Qualitative Research in 537 

Psychology: Expanding Perspectives in Methodology and Design, edited by 538 

P.M. Camic, J.E. Rhodes and L. Yardley. Washington DC: American 539 

Psychological Association. 540 

Gomes, B., N. Calanzani, M. Gysels, S. Hall, and I. J. Higginson. 2013. "Heterogeneity 541 

and changes in preferences for dying at home: a systematic review."  BMC 542 

Palliative Care 12 (1):7-35. 543 

Gomes, B., and I. J. Higginson. 2006. "Factors influencing death at home in terminally 544 

ill patients with cancer: systematic review."  BMJ 332 (7540):515-21.  545 

Gott, M., J. Seymour, G. Bellamy, D. Clark, and S. Ahmedzai. 2004. "Older people's 546 

views about home as a place of care at the end of life."  Palliative Medicine 18 547 

(5):460-7.  548 

Gottzén L. and L. Sandberg. To be confirmed 549 

Hall, Sarah Marie. 2016. "Moral geographies of family: articulating, forming and 550 

transmitting moralities in everyday life."  Social & Cultural Geography: doi: 551 

10.1080/14649365.2016.1147063. 552 



Harden, Jeni, Kathryn Backett-Milburn, Alice MacLean, Sarah Cunningham-Burley, 553 

and Lynn Jamieson. 2013. "Home and away: constructing family and childhood 554 

in the context of working parenthood."  Children's Geographies 11 (3):298-310.  555 

Harding, R., S. List, E. Epiphaniou, and H. Jones. 2011. "How can informal caregivers 556 

in cancer and palliative care be supported? An updated systematic literature 557 

review of interventions and their effectiveness."  Palliative Medicine 26 (1):7-558 

22.  559 

Higginson, I. J., and Sen-Gupta, G. J. 2000. "Place of care in advanced cancer: a 560 

qualitative systematic literature review of patient preferences."  Journal of 561 

Palliative Medicine 3 (3):287-300.  562 

Hoare, S., Morris, Z.S., Kelly, M.P., Kuhn, I. and Barclay, S. 2015. Do Patients Want to 563 

Die at Home? A Systematic Review of the UK Literature, Focused on Missing 564 

Preferences for Place of Death. PLoS ONE 10 (11): e0142723. 565 

doi:10.1371/journal.pone.0142723 566 

Huizinga, Gea A., Annemieke Visser, Yvonne E. Zelders-Steyn, Janny A. Teule, 567 

Sijmen A. Reijneveld, and Pétrie F. Roodbol. 2011. "Psychological impact of 568 

having a parent with cancer."  European Journal of Cancer 47, Supplement 569 

3:S239-S46.  570 

Mallett, Shelley. 2004. "Understanding home: a critical review of the literature."  The 571 

Sociological Review 52 (1):62-89.  572 

Mason, Jennifer, Vanessa May, and Lynda Clarke. 2007. "Ambivalence and the 573 

paradoxes of grandparenting."  The Sociological Review 55 (4):687-706.  574 

Maynard, Amanda, Pandora Patterson, Fiona E. J. McDonald, and Gillian Stevens. 575 

2013. "What Is Helpful to Adolescents Who Have a Parent Diagnosed with 576 

Cancer?"  Journal of Psychosocial Oncology 31 (6):675-97.  577 



Melcher, U., Sandell, R. and Henriksson, A. 2015. Maintaining everyday life in a family 578 

with a dying parent: Teenagers' experiences of adapting to responsibility. 579 

Palliative and Supportive Care 13: 1595-1601. 580 

Milligan, Christine, and Janine Wiles. 2010. "Landscapes of care."  Progress in Human 581 

Geography 34 (6):736-54.  582 

Molyneaux, V, S. Butchard, J. Simpson, and C. Murray. 2011. "Reconsidering the term 583 

‘carer’: a critique of the universal adoption of the term ‘carer’."  Ageing & 584 

Society 31 (03):422-37.  585 

Morgan, D. 1996. Family Connections: An Introduction to Family Studies. Cambridge: 586 

Polity Press. 587 

Morris, Sara M, Claire King, Mary Turner, and Sheila Payne. 2015. "Family carers 588 

providing support to a person dying in the home setting: A narrative literature 589 

review."  Palliative Medicine 29 (6):487-95.  590 

National End of Life Care Programme. 2010. Deaths in Older Adults in England.  591 

http://www.endoflifecare-592 

intelligence.org.uk/resources/publications/deaths_in_older_adults 593 

NCPC (National Council for Palliative Care) 2011. Commissioning End of Life Care. 594 

http://www.ncpc.org.uk/sites/default/files/AandE.pdf 595 

Notko, M., K. Jokinen, K. Malinen, M. Harju-Veijola, M. Kouronen, and H.  Pirskanen. 596 

2013. "Encountering ethics in studying challenging family relations."  Families, 597 

Relationships and Societies 2 (3):395-408. 598 

Parsons, S. 2011. Long-term impact of childhood bereavement. Preliminary analysis of 599 

the 1970 British Cohort Study (BCS70). London: Childhood Wellbeing Research 600 

Centre. 601 



Phillips, F. 2015. The experience of adolescents who have a parent with advanced 602 

cancer: A phenomenological inquiry. Palliative and Supportive Care 13: 1057-603 

1069. 604 

Pollock, Kristian. 2015. "Is home always the best and preferred place of death?"  BMJ 605 

351. doi: 10.1136/bmj.h4855. 606 

Rainville, François, Serge Dumont, Sébastien Simard, and Marie-Hélène Savard. 2012. 607 

"Psychological Distress Among Adolescents Living with a Parent with 608 

Advanced Cancer."  Journal of Psychosocial Oncology 30 (5):519-34.  609 

Ribbens Mccarthy, Jane. 2007. "‘They all look as if they're coping, but I'm not’: The 610 

Relational Power/lessness of ‘Youth’ in Responding to Experiences of 611 

Bereavement."  Journal of Youth Studies 10 (3):285-303.  612 

Ribbens McCarthy, Jane. 2012. "The powerful relational language of 'family': 613 

togetherness, belonging, and personhood."  Sociological Review 60 (1):68-90. 614 

Ribbens McCarthy, Jane, R. Edwards, and V. Gillies. 2000. "Moral Tales of the Child 615 

and the Adult: Narratives of Contemporary Family Lives under Changing 616 

Circumstances."  Sociology 34 (4):785-803.  617 

Ribbens McCarthy, Jane, Janet Holland, and Val Gillies. 2003. "Multiple perspectives 618 

on the 'family' lives of young people: methodological and theoretical issues in 619 

case study research."  International Journal of Social Research Methodology 6 620 

(1):1-23.  621 

Ribbens McCarthy, J., C. Hooper, and V. Gillies. 2013. "Troubling normalities and 622 

normal family troubles: diversities, experiences and tensions." In Family 623 

Troubles? Exploring changes and challenges in the family lives of children and 624 

young people, edited by J. Ribbens McCarthy, C. Hooper and V. Gillies. Bristol: 625 

The Policy Press. 626 



 627 

Richards, Naomi, Christine Ingleton, Clare Gardiner, and Merryn Gott. 2013. 628 

"Awareness contexts revisited: indeterminacy in initiating discussions at the 629 

end‐of‐life."  Journal of Advanced Nursing 69 (12):2654-64. 630 

Seale, C. 1998. Constructing Death: The Sociology of Dying and Bereavement. 631 

Cambridge: Cambridge University Press. 632 

Semple, C. J., and T. McCance. 2010. "Parents' Experience of Cancer Who Have Young 633 

Children: A Literature Review."  Cancer Nursing 33 (2):110-8  634 

Seymour, J., S. Payne, A. Chapman, and M. Holloway. 2007. "Hospice or home? 635 

Expectations of end-of-life care among white and Chinese older people in the 636 

UK."  Sociology of Health & Illness 29 (6):872-90.  637 

Smith, P. 2009. "The family caregivers journey in end of life care: Recognising and 638 

identifying with the role of carer."  International Journal of Disability and 639 

Human Development 8 (1):67-73. 640 

Solomon, Diane N., and Lissi Hansen. 2015. "Living through the end: The phenomenon 641 

of dying at home."  Palliative & Supportive Care 13 (02):125-34.  642 

Thastum, Mikael, Mikael Birkelund Johansen, Lotte Gubba, Louise Berg Olesen, and 643 

Georg Romer. 2008. "Coping, Social Relations, and Communication: A 644 

Qualitative Exploratory Study of Children of Parents with Cancer."  Clinical 645 

Child Psychology and Psychiatry 13 (1):123-38. 646 

Author Ref. 2016. Anonymised 647 

Williams F. (2004) Rethinking Families: Moral Tales of Parenting and Step-Parenting, 648 

London: Calouste Gulbenkian Foundation. 649 

Wilson, S. 2013. "Thinking about sociological work on personal and family life in the 650 

light of research on young people's experience of parental substance misuse." In 651 



Family Troubles? Exploring changes and challenges in the family lives of 652 

children and young people, edited by J. Ribbens McCarthy, C. Hooper and V. 653 

Gillies. Bristol: The Policy Press. 654 

Wilson, S., S. Cunningham-Burley, A. Bancroft, and K. Backett-Milburn. 2012. "The 655 

consequences of love: young people and family practices in difficult 656 

circumstances."  The Sociological Review 60 (1):110-28. 657 


