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Title: In one’ s own time: Contesting the temporality and linearity of bereavement

Abstract (154 wor ds):

This article explores the experience and meaning of time from the perspective of
caregivers who have recently been bereaved following the death of a family member.
The study is situated within the broader cultural tendency to understand bereavement
within the logic of stages, including the perception of bereavement as a somewhat
predictable and certainly time-delimited ascent from a nadir in death to a ‘new
normal’ once loss is accepted. Drawing on qualitative data from interviews with 15
bereaved family caregivers we challenge bereavement as a linear, temporally-bound
process, examining the multiple ways bereavement is experienced and how it
varioudy resists ideas about the timeliness, desirability and even possibility of
‘recovery’. We posit, on the basis of these accounts, that the lived experience of
bereavement offers considerable challenges to normative understandings of the social
ties between the living and the dead, and requires a broader reconceptualization of

bereavement as an enduring affective state.

Keywords:

Bereavement, death, dying, temporality, recovery

I ntroduction

Since the late 1960s, scholars have pushed for the development of higher levels of
support for the affective dimensions of death and dying (Saunders, 1978; Kubler-
Ross, 1969). The modern hospice movement was particularly influential, both in
clinical practice and the cultural imaginary. Here, for example, British physician

Dame Cicely Saunders introduced the idea of ‘total pain’ to account for the



psychological, social, emotional and spiritual dimensions of distress that
accompanied the physical processes of dying (Saunders, 1978). Similarly, Swiss-
American psychiatrist Elisabeth Kibler-Ross postulated a series of emotional stages -
denial, anger, bargaining, depression, and (eventual) acceptance - in response to loss
in her semina contribution On Death and Dying (1969; see also Bowlby, 1961,
Clark, 2000; Parkes, 1972). While Kubler-Ross herself intended the notion of stages
as a useful heurigtic, not a reified model, the presence of such staged approaches to
grief within the spheres of death, dying and bereavement remains pervasive.
Contemporary psycho-therapeutic approaches encompass considerable variation and
nuance across different theoretical perspectives on bereavement-related grief (see
Stroebe et a., 2008; Klass et al., 2014), and recent empirical studies have drawn
contradictory conclusions regarding the empirica adequacy of the stages model
across many spheres of grief and loss (Holland and Neimeyer, 2010; Macigjewski et
a., 2007). There is a genera recognition within the scholarly literature that grief in
bereavement must be understood as highly complex: there are multiple trajectories
through (and potential disruptions and stagnations within) grief and many bereaved

individuals maintain various forms of ongoing relations with the deceased.

Despite the scholarly push to move beyond a stages model in considering the
dynamics of bereavement (e.g. Hall, 2014; Stroebe et al., 2008), the notion of
bereavement as itself a stage (of sorts) continues to have considerable lay and clinical
traction and heavily influences cultural ideas surrounding bereavement. As most
bereavement care and support is informal - offered by family and friends outside of
medical settings - lay logics are particularly important for understanding the

landscapes and lived experiences of bereavement. In this sense, bereavement — the



experience following the death of someone to whom we are related and/or close —
exists at the nexus of professional and lay realms; influenced, as it were, concurrently
by lay and professional ideas about the legitimacy of grief and the eventual
accomplishment of ‘recovery’. This is not to suggest that models of the ‘typical’
course of human emotions in bereavement do not have productive facets: models of
the expected trajectory of grief and recovery can (when used judiciously) help people
feel less alone and normalise the range of emotions experienced by family, carers and
health professionals of those who have died (Hall, 2014). Similarly such models may
help muster resources and encourage policy makers and care providers to offer
specific support. But, as with various other process of normalisation (Foucault, 1977:
184) standardising and codifying grief (Stroebe and Schut, 2001), can also be
constraining in terms of the individua and collective expression of grief and
mourning. Whereas typical experiences (and normative constructs) may be
legitimised through such models, others that fall outside the normal range can then
appear to be unusual,_deviant or even pathological (see Bandini, 2015; Pies, 2014,
Rosenblat, 2007). Thus, cultural configurations of bereavement powerfully shape
what bereavement can and should be, and how individuals understand their own

experiences of 10ss vis-avis such expectations.

Here we argue that the lived experience of bereavement is still heavily embedded in
enduring cultural logics of staged and time-limited grief; and that this offers
considerable challenge to the bereaved. In particular, bereavement is often understood
as a simple ascension from an affective low accompanying death, to a ‘new normal’
once the loss has been experienced, processed and eventually ‘accepted’ . Importantly,

the expectation of an eventual recovery from loss, or the return to normalcy, hinges



upon the timely relinquishing of affective ties with the deceased and a reorientation of
one' s social life — and the social ties therein - towards the sphere of the living (Seale,
1998. See also Howarth, 1997: 197). In this paper, we problematize this reading and
treatment of bereavement along the axis of time and explore how temporal
considerations shape what is allowed, considered normal, and how people do
bereavement. Time-based logics and assumptions about what form recovery should
take, can be both a cultural resource and a normative pressure and require greater
critical sociological exploration than has hitherto been the case. In this study, we
found that the experience of temporality in bereavement challenges cultural
expectations around a staged approached to grief and ideas around bereavement as,
itself, a stage. We argue that the experience of bereavement is characterised instead
by a set of affective tensions around the timeliness (and timelessness) of death, the
enduring nature of socia bonds beyond death, and cultural expectations regarding the

pace of ‘“moving on’.

Timein social life and death

Considerations of time have a long-standing place in socia theory (Adam, 1990),
where it has been theorized as central to human meaning-making practices (Ricoeur,
1984), and as a key organizing principle of the life course, including enduring
relationships, family formation and work (Mills, 2000; Thompson, 1967; Perlow,
1999; Epstein and Kalleberg, 2001). Time features prominently in theoretical
understandings of individuals constructions of self-identity (Giddens, 1991,
McAdams, 2006), and efforts at life-planning or attempts to ‘colonize the future
under the conditions of ontological in/security in late modernity (Giddens, 1991; see

also Nowotny, 1994). Similarly, time has been a long-standing concern of scholars of



death, dying and bereavement (Faunce and Fulton, 1958; Glaser and Strauss, 1965,
1968. See also Kellehear, 2007). For example, Glaser and Strauss (1965, 1968)
argued for the reconceptualisation of death as atemporal process located within social
time rather than as singular event within an individual’s biological lifetime. While
understandings around death, dying and bereavement vary enormously across (and
even within) different cultures, our analysis will emphasize that all experiences of
death, grief and bereavement are interwoven with the cultural context in which they
occur and the cultural practices through which they are made meaningful (Walter,
1995, 1999; Einsebruch, 1984; Parkes et al., 2015). Central to these, we argue, are
social expectations and individual experiences around time. Within contemporary
Western contexts, cultural understandings of grief and bereavement are often
embedded in atime-limited logic of loss, grief and suffering (Neimeyer et a., 2002),
with considerations of both temporality and notions of justice in death and dying
shaping expectations around bereavement. Here, untimely deaths (cf. Parry, 1994),
sudden or unexpected deaths, the deaths of children and so on, variously provoke a
sense of injustice at ‘time taken away’ and can conflict with social expectations
surrounding the ‘good death’ as it is normatively construed (Author, 2016). Similar
considerations also shape the experience, dynamics and normative constructs
surrounding bereavement, configuring the respective landscape of individual and
collective grieving in ways that are also linked to time: that death ‘came too soon’,
someone ‘died too young’, or even that ‘they suffered too long'. Time is thus central
to our sense-making around death with varying consequences for how individuals

experience and enact bereavement, and how others judge their process.

Atimeto grieve, atimeto recover



Despite considerable cross-cultural variation in social expectations surrounding death
and the experience of bereavement (e.g. Parkes et a., 2015; Rosenblatt, 2008; Stroebe
and Schut, 1998) in contemporary Western contexts, bereavement is largely (if only
implicitly) bracketed as a period of ‘time out’ of normal socia life.r The bereavement
period, as it were, thus becomes a relatively brief segment of emotional processing
and eventua acceptance, followed by a timely re-entering into society and ‘normal’
life. This view is articulated in various grief-related cultural maxims: in dealing with
loss ‘in one's own time, as ‘a process, ‘working through it’, and eventually,
‘moving on’3. The temporal dynamics in and around bereavement are reminiscent of
the Parsonsonian sick role (Parsons, 1975) - that the bereaved will not be able to
function normally for a period of time, will need various forms of support, and will
not be able to perform their normal social role as a worker, mother, etc. for a certain
period of time. While a precise timeframe may or may not be specified, the logic
holds that this window of time will draw to a close once the bereaved processes their

loss and eventually moves on towards their new normal (Gillies and Niemeyer, 2006).

Just as with the Parsonian sick role, the assumed temporary nature of the bereavement
phrase predicates permission to grieve upon the assumption of atimely recovery, i.e.
recovery is acondition of being allowed to take on the bereaved role (Parsons, 1975).
And, as with the Parsonian analysis, by containing the role we also define what is
acceptable, and thus where deviance lies. In bereavement, as we will show in the
results below, such things as ‘holding on’ or ‘not letting go’ thereby become forms of
deviance and even psychopathology (Horowitz et a., 2003). This poses considerable

problems for the lived experience of bereavement when death may actualy be



experienced through such notions as timelessness, the continuity of personhood, or

presence beyond death (See Rosenblatt, 2008; Parkes et al., 2015).

Outside of time: towards enduring affective relations

Here we posit that cultural logics around the staged approaches to grief and
bereavement as a temporary, individual affective state that can (and should) be
bracketed, supported and/or treated and, ultimately, moved on from, are problematic.
As with death, Western understandings of bereavement can be characterized as public
medicalisation and private individualisation (Charmaz and Milligan, 2006), with
limited public opportunities for on-going relationality with the dead. A key
assumption is the reintegration logic — that the bereaved ultimately give up their
relationship with the deceased and reorientate their social ties towards the sphere of
living (Howarth, 2007: 197). Bereavement becomes a (temporality limited) liminal
gpace in which the deceased is afforded a temporary on-going social presence. This
enforces the cultural demarcation between the spheres of the living and the dead and,
conversely, the temporal circumscription of bereavement becomes necessary to
uphold the cultural separation between life and death. Put differently, the temporality
of bereavement is culturally enforced in order to maintain the orientation of the living
towards life and away from death. This is the production of afunctional citizenry, and
relates back to the social contract around bereavement as a ‘time out’, but one that
gives way to atimely recovery. In our focus on the temporality of bereavement, then,
we offer an extension on existing sociological perspectives that highlight how
emotions such as grief are both socially shaped and culturally configured, and how
they provide an affective window into the meanings of social attachments (Lofland,

1985; Charmaz and Milligan, 2006; Seale, 1998). We show that the experiences of



many bereaved family caregivers sit in tension with the cultural logics around
bereavement as a stage, which requires the relinquishing of socia ties with the
deceased and the accomplishment of timely moving on. We show, instead, how their
experiences of bereavement are characterised by a set of affective tensions, which

centre around issues of time.

Methods:

This paper draws on 15 semi-structured interviews that were conducted with bereaved
Australian family caregivers. We use the term ‘family caregiver’ or smply ‘carer’, to
describe any kin or non-kin relative, friend, or person with a significant relationship
to the deceased person, and to whom they provided support or assistance approaching
the end of life (Hudson and Payne 2009). These interviews were carried out as the
final phase of a broader study into patient and caregiver experiences of palliative
care® (Broom et a., 2016; MacArtney et a., 2017; MacArtney et a., 2016;
MacArtney et al., 2015). Given the sensitive topic of research, face-to-face interviews
were employed as an effective and empathic method for documenting experiences of
death, dying and (later) bereavement. After we obtained both university and hospital
ethics approval, patients and carers were approached by their treating clinician, who
explained the study aims and methods of data collection. Researchers were then
provided with the contact details of interested parties, who were contacted to confirm
participation, arrange an initial interview, and obtain formal written consent. Initial
interviews sought to explore experiences of specialist paliative care, including
reflections on the patient’s illness and time before admission, perspectives on the
transition to palliative care, and the impacts of the dying process on family/carers. At

the end of initial interviews, carers were asked if they would be interested in afollow-
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up interview after the the family member had died. Around 6 months after the initial
interviews, carers were contacted again to reconfirm their desired participation, and,
if appropriate, arrange a final (follow-up) interview. Of the origina 67 family
caregivers we interviewed, 48 volunteered to be contacted for a follow-up interview.
We were able to contact 21 of these caregivers, 2 of whom had moved away from the
area and 4 of whom declined to be interviewed. The remaining 15 informal carers
participated in follow-up interviews, including 1 husband, 4 wives, 5 daughters, 4
sons, and 1 granddaughter. Interviews sought to explore carers experiences of the
death of their family member, the transition beyond palliative care, reflections on any
formal/informal support that was offered and reasons for accepting or declining such
support, and their reflection on bereavement thus far. Interviews were conducted at a
place of mutual convenience — most often the carer’s residence, lasted between 20
and 60 minutes, were digitally recorded and transcribed in full. Participants’ direct
guotes are identified here using pseudonyms, their age bracket, their relationship to

the deceased and the age bracket within which their family member died.

Analysis

The methodology for this project draws on the interpretive traditions in sociology,
especially on Charmaz’ s approach to social analysis (1990). The aim was to achieve a
detailed understanding of the participants responses and to locate them within a
broader context of underlying beliefs, agendas and life experiences. The approach to
data collection was developmental; knowledge generated in early interviews was
challenged, compared with, and built upon by later insights and experiences. This
method enabled us to develop our analysis iteratively with data collection. We

established initial themes and then sought out counter examples and/or negative
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cases. We approached the analysis of the interviews thematically, systematically
reviewing interview transcripts both individually and as a team, discussing emerging
ideas with colleagues and frequently revisiting the data and revising our analyses in
light of new data collected. Throughout we sought to retain the richness of the
participants experiences, documenting atypical cases, conflicts, and contradictions
within the data. Finally, we revisited the literature and sought out conceptual tools

that could be employed to make sense of the themes that had emerged from the data.

Findings

Throughout our interviews, participants recounted their experiences of affective and
temporal tensions clustered around how to manage their time and their emotions
following the death of someone they had cared for. These were expressed around a
number of themes: around allocating time for the logistical tasks following death,
around the timeframes for appropriate grieving and around the timeliness of the
death, itself. In these themes we identify a set struggles around affective ‘holding on’,

practical ‘getting on with it’ and cultural pressures to accomplish timely ‘moving on’.

Managing time after death: ‘Doing’ and ‘reflecting’

Each of our participants described tempora tensions following the death of their
family member, which ranged from juggling administrative and logistical tasks
(especidly for those still in the workforce) to managing having ‘too much time’
(especidly for those who previously provided high levels of care for their family
member). For many, this involved difficulties in deciding how to manage their time
often characterized as, on the one hand keeping busy and, on the other, allowing time

for reflection. Time for reflection was seen as necessary, but was also carefully

12



circumscribed: too much time reflecting was seen as wallowing or dwelling and as a
failure to move on within the normatively prescribed timeframe. However, balancing
keeping busy with reflecting on the loss was experienced as atension and participants
often made contradictory claims about the two imperatives over the course of asingle
interview. One participant described life since the death of his spouse, emphasizing

that moving on and not dwelling on the loss was a good thing:

Things have just ground on... we're settling down. My family’s settled
down, accepted what’s happened, and we live on. We manage... Life
moves on ... You've got to move on as best you can...Redly, | haven't

got time to dwell and sit about. It’s probably a good thing.

However, when asked for clarification about alack of time to dwell being a good

thing, he equivocated:

From time to time, | wish | could get a day off and get away from it al...
It is good to just reflect from time to time, sit and enjoy the view.

[Gordon, aged 80-89, carer to hiswife, aged 70-79]

For some, this tension was particularly acute immediately following the death due to
the administrative and logistical tasks required to organise funerals, deal with wills
and estates and often, selling the deceased’s home. The busyness of the first few

months often precluded time for reflection:
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The first, I'd say the first couple of months, there was so much going on.
The realisation of what’s actually happened doesn’t hit you, and it’s after
that and you stop and think, “Onh... I’'m never ever going to see that person

again.” [Sarah, aged 50-59, carer to her husband, aged 60-69]

For many of the participants, this was seen in a positive light:

I'm a doer. I've got to be doing things. I'm not very good at just sitting
around analysing... | don't know. | mean if [the death] was something
that was very sudden or it was an act of terror, yes, but we had a long
time, this dragged on over eight months. So it just wasn't something that |
was interested in doing. [Barbara, aged 40-49, carer to her mother, aged

80-89]

Conversely, and particularly for bereaved carers who had previously provided high

levels of care, the absence of their former caring duties left avoid in their lives. The

same participant above, whose work schedule was determine on an annual basis,

explained how the requirements of caring for her mother meant she didn’t increase

her work load for the coming year — leaving her with ‘too much time on her hands

after her mother died:

| try to keep myself as busy as possible [but] | had cut down quite alot on
work last year so that | could look after mum... She didn't die until

February, so | didn't increase hours.... I'm not good with too much time on
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my hands. So Mondays and Tuesdays have been really big voids.

[Barbara, aged 40-49, carer to her mother, aged 80-89]

Another carer experienced the end of their caring duties as aloss in addition to the

loss of the deceased:

[A]ll the things you were doing beforehand while mum was sick, while |
was looking after her and things like that, you' re not doing them anymore
and sort of, that leaves a big hole as well, as well as missing the person,

you know? [ Susan, aged 60-69, carer to her mother, aged 80-89]

Importantly, keeping busy was normatively tied to moving on, which was described

in spatial aswell astemporal terms, i.e. as moving forward or as keeping going:

Itisvery little steps and it will be little steps for awhile, I’ m sure of that. |
thought 1’d be able to stride forward, but it's not that way at all. [Barbara,

aged 40-49, carer to her mother, aged 80-89]

[Patient’s name] wanted me to move forward, so | didn’t go down... my
thoughts are, you either sink or you swim, so | kept swimming. Yeah, |
handled everything okay... as | keep on saying, | can’'t let [him] down

[Sarah, aged 50-59, carer to her husband, aged 60-69]

The normative element of moving on is here expressed in concrete individual terms,

as not ‘letting down’ the deceased. But it was also expressed in more amorphous
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terms — as enacting cultural scripts around appropriate bereavement, adequate

‘coping’ and timely moving on. One bereaved carer recounted:

| basically sat there and did absolutely nothing for about three to four to
five months and just pretended [the deceased’ s estate] wasn't redlly there,
it wasn't really happening... | wasn't wallowing but | wasn't really moving
forward... So basically, my husband, who's not normally pushy just ended
up saying, “You're going to have to start taking some definitive action and
do something... You just need to start moving and doing something and
then you'll start coping a lot better”. And he was absolutely right.

[Barbara, aged 40-49, carer to her mother, aged 80-89]

In this account, wallowing is seen in a negative light and as antithetical to ‘moving
forward’ — something the respondent feels she did not accomplish until ‘pushed’ to do

so by her husband.

Other participants expressed a greater degree of uncertainty about the appropriateness

of their emotional experiences of bereavement.

[T]here are these periods which come, which are sort of (laughs) they’'re
sort of so intense that | don’t wanna have them...Because when, | know,
you know from experience, that if you start that sort of thinking you, you
start spiraling, start spiraling down and | don’t... it's just, it's just... |
don’'t quite know whether it’s a good thing to do or not. No one’'s told me

that, but, like whether | should sort of wallow in it and kind of enjoy it in

16



some way, even, you know, even though it's painful. Or, sorta should |
block it out all thetime... | supposeit’s not good for you to block it out all
the time, you have to sort of acknowledge, that your mum’s died ten

months ago now. [ Steven, aged 50-59, carer to his mother, aged 90-99]

This uncertainty around appropriate grieving i.e. whether to wallow in or block out
emotions, highlights the cultural silences around death and bereavement — and the
bracketing of death more generally. Here, normative concerns about appropriate
grieving are intertwined with practical concerns about how to do grieving, at al. At
both of these registers, the tension captured by this sentiment speaks to broad cultural
silences around of grieving — what it consists of and how it is supposed to be done —

in the wake of bereavement.

In one’s own time: individual vs culturally prescribed grieving

Any notion of ‘appropriate’ coping depends, fundamentally, on how bereavement is
configured in the cultural imaginary. As discussed above, bereavement, at least in
contemporary Western contexts, is normatively construed as a time delimited
recovery from loss with an emphasis on a timely progression through a series of
stages towards an endpoint involving ‘acceptance’, ‘recovery’ and ‘moving on'.
However, many of the participants encountered friction between this cultural
construction of bereavement and their own experience of loss and grief, with
temporal aspects featuring prominently in participants reflections. These tensions
were expressed in a number of ways, as confusion about cultural expectations,

uncertainty about culturally defined appropriate timeframes, ambivalence about
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holding on vs. moving on, and as a sense of failure, anger or frustration at

interpersonal/cultural expectations of the bereaved.

It is not only a matter of participants internalising societal timeframes for grieving,
they also understandably craved an ending to their own suffering, and some
indication of their own progress towards recovery. But some also rejected normative

timeframes for their own processes, as one respondent remarked:

| let myself think of different things to a certain extent and | stop myself
thinking about other things because | know, [deep breath] you know that if
| get upset, break down or whatever, I’m not gonna be able to cope so... |
just think it's you know, | just, | don’t think there’'s a time limit on

anything like that [ Susan, aged 60-69, carer to her mother, aged 80-89]

While regecting a specific time limit for grief, per se, this respondent also
demonstrates the affective weight of cultural scripts around adequate coping in their
reflections on avoiding getting upset or ‘breaking down’ — both of which are seen as

inadequate coping. Such practices of self-discipline also had atemporal element:

[S]Jomebody said to me, “Just take your time, you don’t have to be up and
chirpy straightaway, if it takes months....” One of my good friends said it
took her five years to kind of just feel normal, any way normal again.

[Lisa, aged 50-59, carer to her husband, aged 70-79]

18



Although this friend is implicitly giving the respondent permission to ‘take their
time’, the assumption is still that there will be a return to being ‘up and chirpy’- a
recovery somewhere set in the future. The bereaved is given permission to deviate
from their normal social role with the proviso that they will return to it at some point
in the future. The implication is that bereavement is imagined to be a temporary

affective state that is resolved with time.

While the above participants embraced quite flexible timeframes, many adopted 12

months as a meaningful benchmark tied to notions of progress in moving on:

So we're on the mend, | guess, to a degree. I'm sure the first 12 monthsis
the worst. It will be the first of everything. But we'll be okay. We' ve got
each other and we know who our friends are so we're fine, | guess. [Beth,

aged 50-59, carer to her husband, aged 50-59]

We got through the first year so it probably doesn't get much better

though. [Barbara, aged 40-49, carer to her mother, aged 80-89]

Even though each of these participants uses 12-months as a meaningful milestone,
they also allow some degree of doubt and ambivalence about this temporality; their
comments are provisional, subject to revision in light of emerging experience. A
similar lack of trust in a grieving trajectory was more explicitly questioned by one

participant:
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They (the children) still struggle because it’s still very fresh, it’s still very
raw and I’m supposing that it will get better for them, but | don’t know
what an appropriate timeframe is. [Beth, aged 50-59, carer to her husband,

aged 50-59]

While the timeframe for appropriate grieving is questioned, the underlying
assumption that ‘it will get better’ as the bereaved move on is more strongly endorsed
by our participants. This assumption is not unique to any single respondent, and
instead appears to be part of a common cultural imaginary about appropriate grieving
during bereavement. It serves to frame and configure the expectations and allowances
afforded to the bereaved. Many of our participants experienced tensions between
these social expectations and their own experience of loss and grief, often resulting in
feelings of frustration and anger. These participants describe remaining in
relationship to the deceased, and a sense of being left behind by their socia networks,

who did not:

| just find it really frustrating and | do get quite angry and upset
sometimes. | know that life goes on. I'd be talking to girlfriends and stuff
like that and it’'s like they’ve forgotten that I’ve lost my husband. They
haven't, but nothing really changed in their life. But for me, and my
family, it has. | find that’s difficult sometimes. Y ou know that life goes on
and you are getting on with yours, but other people seem to move ahead
more quickly with their life than the people who have actualy been
affected [and] have actually lost their loved one. [Beth, aged 50-59, carer

to her husband, aged 50-59]
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Similarly,

And what | did find, is most times, these days, it’s clichés from other
people that’s, “Oh, you can put it all behind you now and move on.” Oh
God, | hate those clichés. | think, explain to me how exactly do you do
that, you know? It's not exactly like the dog died. It's your parents. It's
such aviscera thing you know? Y ou can't just say, (exhales) “that’s done,

let’s move on.” [Jan, aged 50-59, carer to her parents aged 90-99]

The tension between social expectations of the bereaved and these carers’ individual
experience of grief and loss was a source of misunderstanding, frustration and even
anger. The expectation that ‘life goes on’, somehow, without the deceased, created
hardship for some participants who felt left behind with their (deceased) loved ones.
The practicalities of how that happens, of how life goes on, also created an enduring
sense of questioning amongst participants, further compounding their experience of

uncertainty and, often, frustration in relation to bereavement.

Similar misunderstandings and frustrations were encountered, albeit less commonly,
when the death of afamily member brought release and/or relief. One bereaved carer
recounted her experience following the death of her mother, with whom she had a
strained and difficult relationship. Her experience is at odds with the cultural script of
caring motherhood, and so is a particularly taboo topic, producing a particular type of

distress for her:

And yet, it goes against everyone' s expectations. | know with mum, | keep

getting this, “Ah your mum...” you know. And | felt such a bloody
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hypocrite, you know. Oh, you know, “Oh, you've lost your mum,” and |
think, (crying) “It doesn't mean anything to me.” She was horrible. She
died horrible. ... Causeit just flies on the face of everyone' s expectations,
and everything. Everyone takes for granted some sort of loving

relationship... and it’s never been there. And that’ s bullshit, you know?

Similarly, about her father (and parents more generally):

| look back now and | wish | told him to go and get stuffed. | really do.
Because, al those years it was very hard being around them. Everything
was focused on death, and dying, and misery...And now (relieved) | am so
pleased they’re dead. It’s gonna sound awful, but | am so frriggin’ pleased
they’'re dead! They're gone! This year, it's been this huuuuge burden
that’s just fallen away, and I’ve got my old vim and vigour back and I'm
working like crazy, and that was about 13 lost years... dealing with those
awful people. I'd never realized the amount it took out of... my life, to

deal with them. [Jan, aged 50-59, carer to her parents, aged 90-99]

Collectively, these various perspectives demonstrate widespread cultural silences
around the diversity of experiences of grief (all the way through to feelings of relief)
in bereavement and the imposition, instead, of cultural assumptions about recovery
from grief, the stages of this process and the time-delimited nature of bereavement.
As aresult, these bereaved carers often experienced uncertainty, frustration and anger
as their individual experiences jarred with social expectations in their attempts to

navigate life after loss and amidst bereavement.
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It was their time: Legitimising death through time

While our participants each knew that the person for whom they provided care was
dying (they each were receiving paliative care for conditions with a terminal
prognosis), the temporal dimensions of the patients deaths structured their post-death
experiences. These included the age at which the patient died (i.e. time alive), how
long they had endured diminished quality of life (i.e. time being ill), and the duration
of suffering/rapidity of decline in the patients' health (i.e. time dying). Across these
dimensions, we saw a blurring of the boundary between life and death and between
relations of care and bereavement, with certain characteristics of the dying process
shaping the experience of bereavement that followed. For example, the daughter of
one patient who died at the age of 95 recounted how the rightness of the timing of

death reduced (though didn’t eliminate) the pain of bereavement:

We have our days we're sad and we think about Pop... But we' ve got
those happy memories so there's no sorrow or grief that we can’t control.
We had our sadness, but we all look at it and it was for the best and we' d
had our time with him... Pop was 95 and ... it was just his time, that was
Pop’s time... We're probably blessed with the time, 95 years is huge.

[Claire, aged 50-59, carer to her grandfather, aged 90-99]

Advanced warning of impending death was seen to make bereavement easier too:
knowing that death was imminent gave carers time to discuss what was happening,
make final amends and say their final farewells. This was seen by some as *helping’

them post-death:
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[W]e were fortunate that we could [talk about death]... and | think that also
helped in my... journey afterwards because | felt (clears throat), we had said
everything and | didn’'t, when [patient] passed, | didn’'t feel that, “I
should’ ve said this to him! | should’ve said that to him!” Everything was

said to one another. [Susan, aged 50-59, carer to her husband, aged 60-69]

Of course, the content of end-of-life discussions may vary considerably from instance
to instance. What is important to note here is that in the absence of widespread
naturally occurring conversations about death (as is the case with persistent death
taboos in contemporary Western contexts) advanced notice and time are necessary
prerequisites for such conversations to take place, as are the necessary communicative
ease and relational closeness. In this case, time for such discussions mitigated against
imagined possible regret post-death. In contrast, sudden deaths were imagined to be

harder to bear:

A sudden death would probably be a shock and it would probably be a bit
longer to get over. We knew from August to December that it was coming.
As he got worse and worse we knew it was getting closer and closer... |
think we were all preparing for it before it happened. [Henry, aged 50-59,

carer to hisfather, aged 80-89]

In arelated way, uncertainty around the timing of death was experienced as hardship:
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| suppose there was a fair bit of trauma and not really knowing how long
mum would live for really... It's abit distressing, even now. | suppose the
hard parts or the difficult parts were not knowing what to expect... | think
that was the most difficult part, not knowing. [Sam, aged 60-69, carer to

his mother, aged 70-79]

Whereas advanced warning allowed carers to prepare for the death before it happened
— in what has been called ‘anticipatory grieving’ (Fulton et al. 1996, Seale and
Addington-Hall 1995, Sweeting and Gilhooly 1990) — uncertainty around the timing
of death could preclude grieving until prognostic certainty or death itself was
achieved. In many of these instances, grief was still constructed as a linear and time-

delimited process where advance warning was seen to confer a head start.

Once death was seen as imminent, carers often saw arapid final decline asideal. This
was legitimized on the basis of patients not wanting to linger, not wanting death to

drag on, and in the hope of reducing suffering:

They said they didn't think Pop would get better and we al knew he
wouldn’t because he was getting so frail... to tell you the truth, the sooner
it happened the better because Pop didn't want to be where he was, not
where he was, Pop didn’t want to be in the state he was. If he couldn’t get
better | don’'t think Pop wanted to be around... He didn’t linger and that

was the best thing. [Claire, aged 50-59, carer to grandfather, aged 90-99]
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Many participants qualified their admission of hoping for death by emphasizing that

experiencing the death of someone for whom they had provided care was still hard:

I’ve been expecting [patient] to die for 30-something years because he
wasn't expected to live ...[but] it's till just really sad, you know? | mean
| guess it wasn't a shock but it was still just sad to lose him. [Lisa, aged

50-59, carer to her husband, aged 70-79]

[S]he' d been sick for while we were praying for it almost you know, [but]
it's till a horrible experience to go through [Susan, aged 60-69, carer to

her mother, aged 80-89]

In these instances, death was welcomed as a release for patients who were thought to
have suffered for too long. Although welcoming death generally sits outside of the
cultural construction of the ‘good death’ (Broom et al., 2016), these participants
emphasized that it did not diminish the magnitude of their loss, i.e. it was still ‘sad’
and ‘a horrible experience to go through’. In these excerpts, we see points of
continuity between the relations of care at the end of life and the experiences of
bereavement that follow. In contrast to the culturally dominant picture of ‘holding on’
to life, and timely ‘moving on’ after death, we see greater fluidity across the spheres
of life and death, which raises a number of questions around peopl€e' s experiences of

relational attachments between the living and the dead.

Discussion:
In this paper, we have sought to examine how bereavement is experienced by those

who have cared for someone who was terminally ill (and received palliative care) and

26



who have thus traversed the realms of death, dying and bereavement as they are
professionally, interpersonaly and culturally construed. The interviews revea the
challenges of negotiating cultural and professional ideas about bereavement, and the
everyday practices of accepting, resisting or challenging these constructs. These
included wide cultural silences around both the normativities and practicalities of
bereavement which left participants with questions and tensions around how to do

bereavement, and how to do it right.

This study raises important questions about the enduring and emerging normative
pressures towards timely recovery following the death of someone to whom we were
close. The participants accounts, however varied and complex, reveal a kind of
tyranny around the temporality ascribed to bereavement and recovery. Certainly, our
participants frequently reacted with anger and frustration to perceived societal
pressure to grieve and recover in a (timely) fashion that was incongruent with their
own personal experiences. What lies beneath such normativities? The answer is likely
to be complex. Partly, we would posit a range of mutually exclusive binaries
including those of: living/dead, here/gone, grieving/recovered. On one level, this
seems entirely logical. Such assumptive bases originate from the biophysical
orientation of modernity. As Sociologist Clive Seale, has pointed out, “[o]ur bodies
are the means by which we have life, vehicles for our communal sense of what it isto
be human. But they also set material limits to our experience, and ultimately dictate
that our lives must end” (1998: 11). As such, death, dying and bereavement are arenas
in which the assumed divide “between nature and culture is seen in starkly clear
terms’ (Seale, 1998: 110). Yet, in the everyday of bereavement, such splits are

contested, evaded, rejected. This creates considerable problems. Because social ties
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are supposed to end with the death of the embodied self, bereavement, then, requires
the timely severing of relational ties with the dead — culturally configured as timely
‘moving on’. These prescriptions conceal the reality of bonds beyond living physical
presence. What if the bereaved do not wish to cut ties to their beloved? What if
recovery is not thought possible by the participant? Or if they have already cut ties

before society expects them to? (see also MacArtney et a., 2017).

What might provide a more useful way into the phenomenology of bereavement, as
articulated by our participants? Scholars like Merleau-Ponty (1962), for instance,
have reworked ideas around individual human embodiment and advanced the related
notions of ‘intersubjectivity’, ‘interembodiment’ and ‘intercorporeality’ (see Duranti,
2010; Csordas, 2008; Crossley, 1996; Lupton and Schmied, 2013). The key idea is
that embodiment and subjectivity are experienced in relation to other bodies,
discourses, spaces, i.e. that embodied subjectivity is less absolutely individual than is
commonly assumed. While most of this scholarship focuses on the meaning of
relational embodiment between living subjects, McCarthy and Prokhovnik (2014: 22)
mobilize similar ideas to account for the persistence of relational connection with a
loved one after their death. They introduce the idea of embodied relationally to
express how “connectedness is lived out after death in material practices and felt
experiences’ (McCarthy and Prokhovnik, 2014: 18). On such a view, bereavement
need not be bracketed into a delimited window following death, nor situated as a

prerequisite to timely ‘moving on’.

There is aso a considerable problematic evident in the notion of separateness and

bereavement (who has died, who has survived). Seale draws on the psychoanalytic
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tradition, notably Freud, to recall that “to love someone is to place in that person a
part of one's self, so that when that person dies so does that part of the self” (1998:
193). The approach of embodied relationality — as advanced by McCarthy and
Prokhovnik turns this statement on its head: “the embodied relationship with the other
does not die with the person, but can be inscribed in the body of the living” (2014:
22). Drawing on the idea of embodied relationality, we suggest that the temporal
tensions experienced by bereaved carers (that we have investigated here) might derive
from the mismatch between cultural expectations of absolute loss of the other and the
individual experience of embodied relationality. On the first model, bereavement is
configured as a severing of social bonds with the dead and the accomplishment of
timely ‘moving on’. In contrast, the approach of embodied relationaly alows for
greater fluidity of relationships between the living and dead — aleviating some of the
temporal tensions experienced by bereaved carers that we've examined here. Of
course, how (or whether) on-going affective ties between the living and the dead are
maintained remains a question for further qualitative research — to which a
longitudinal study design (with multiple interviews over time, post-death) would be
well suited. Here was have merely begun to explore some of the affective tensions
that emerge at the intersection of normative pressures and lived realities surrounding

death, dying and bereavement.

It is worth observing that the idea that relationships with the dead may endure beyond
a finite period of bereavement resonates with certain psycho-therapeutic approaches
advanced over more recent decades. Such approaches have been developed — often in
reaction to the dominance of linear ‘stages models — to account for the ‘ continuing

bonds with the dead that are often experienced by the bereaved (Klass et al., 2014;
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Klass, 2006; Schuter and Zisook, 1988; Zisook and Sheer, 2009). This approach
acknowledges that bereavement is not only a process of separation from the person
who died, but also about finding new ways of continuing a relationship with the
deceased. Put differently, the both the continuing bonds and embodied relationality
approaches find a place for the enduring social presence of the dead, despite their
physical absence. Psychiatrists Sidney Zisook and Katherine Shear note: “Bereaved
individuals may take some comfort in learning that the relationship does not need to
be totally severed, but that it is perfectly acceptable and even normal for the
relationship to endure indefinitely” (2009: 68). However, our analysis of the temporal
tensions experienced by bereaved carers suggests that the cultural pressures around
timely moving on remain strong and that considerable work remains to be done to
normalize the idea of indefinitely enduring social ties between the living and the

dead.
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Notes

1. For areview of some cross-cultural approaches to grief see (Rosenblatt, 2008).

2. The broader study was focused on pathways to and through palliative care. Within
the original study design, a single bereavement-focused interview was deemed
appropriate (primarily to avoid over-burdening participants with requests for
multiple interviews at a potentially difficult time). The findings and analysis
presented here, however, suggest the utility of using multiple post-death
interviews to further explore the dynamics of bereavement as they play out across
time.

3. Death is not the only social phenomenon that can catalyze feelings of loss and
grief — divorce, the loss of a job, forced migration, and miscarriage (among
others) may elicit similar cultural scripts regarding ‘moving on’ (See Papa et al.

2014).
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