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Abstract

The private space of the home is an important site of health care in most industrialised
countries, and rehabilitation following intensive in-hospital treatment largely takes place in
domestic settings. Home in this context is implicitly understood by individuals affected by
illness (people with illness, family members, friends, carers), health care providers, and policy
makers as an a priori entity that naturally provides continuity and stability. This takes for
granted that family carers will maintain both therapeutic activities and the sense of ‘being at
home’ — and all of the accompanying emotional dimensions — within the home environment.
Drawing on ethnographic research with relatively young spousal carers in Victoria, Australia,
we explore how the reconstruction of home as a site for post-stroke recovery changed the
experiences and meanings given to the idea of home. Home as a therapeutic place depended
on constant orchestrating work that reconfigured the physical, symbolic, and practical
elements of home. This was not a straightforward or singular process, as tensions arose in
trying to integrate the new, post-stroke therapeutic landscape and pre-stroke
conceptualisations and lived realities of home life.
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Introduction

The shift in health care from institutional (hospitals, clinics) to community settings has
become a focal point in welfare policies over the past four decades in most industrialised
countries (Heaton 1999; Henderson 2005; Williams 2002). The home is central to this. In
Australia, most rehabilitation following intensive in-hospital treatment now takes place
domestically, provided largely by informal (and thus un- or underpaid) carers, with some
support from formal (paid) care services (Anderson et al. 2000; Dollard et al. 2004; Dow
2004; Dow and McDonald 2007; Mayo et al. 2000; Pearson et al. 2012; Walters et al. 2010).
In such arrangements, home-based care is perceived — at a political and a local level — as
both cost efficient for public health care systems and beneficial for the well-being of the
patient (Martin et al. 2005; Williams 2002, 2004). Policy makers, health care providers, and
the broader community see family members as integral to this notion of home as a preferred
site of care, and over the past three decades they have introduced significant initiatives that
rely heavily on family members providing the bulk of care (Dow and McDonald 2007).
These trends are particularly pronounced for stroke rehabilitation, which often involves long
and fluctuating care trajectories.

While home may have certain therapeutic qualities, and is usually the place where people
with chronic conditions prefer to live (Manderson and Warren 2013), home is taken for
granted as an a priori entity that naturally and unproblematically provides continuity and
stability. This assumption neglects the fact that many people who have had a stroke face
various struggles at home. Everyday routines in home spaces become time consuming and
difficult, familial and social relationships are disrupted, and a lack of mobility can lead people
to feel they are trapped in the house, impacting on their social and emotional well-being
(Achten et al. 2012; Meijering, Nanninga, et al. 2016; Nanninga et al. 2014; Salter et al. 2008).
The home environment in and of itself, then, is not necessarily conducive to the elements of
recovery that may be especially important, including the social and emotional domains of a
sense of belonging, continuity, control, and hope (Benz 2003; Catlsson et al. 2009; Cott et al.
2007; Erikson et al. 2010; Gallagher 2011; Graven et al. 2013; Vanhook 2009).

Also assumed in home-based care is the capacity and willingness of carers, particularly
spouses, to transfer the therapeutic qualities of an institutional setting to the home (Burton
2000; Dow and McDonald 2007). The shift to the home setting changes the nature of
rehabilitation itself (see, for example, Pollack and Disler 2002) from a specialised medical
practice to an endeavour delivered by committed but often untrained carers, who may (or
may not) receive some support from community-based allied health professionals.
Rehabilitation also changes with the site shift from an enterprise that is carefully monitored
and benchmarked (Gubrium et al. 2003) to one that is self-directed and self-managed
through lifestyle adjustments and home-based activities (Dow 2004; Essue et al. 2010;
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Pritchard et al. 2015). These care activities are often performed by spouses, and can have a
large impact on their lives, as they themselves deal with uncertainty, grief over the lost past,
and changes in various roles within and outside the family (Backstrom and Sundin 2009;
Bendz 2003; Greenwood et al. 2009; Lawrence and Kinn 2013; McCarthy and Bauer 2015;
Quinn et al. 2014).

In this article, we consider the role of spousal carers in the creation and maintenance of
home as a therapeutic place. We posit that the physical place of home is not therapeutic in
and of itself, but rather depends on carers’ constant work to reconfigure the physical,
symbolic, and practical elements of home. This is not a straightforward process, as tensions
arise in trying to integrate the new, post-stroke therapeutic landscape with pre-stroke
conceptualisations and lived realities of home life. To understand this transition from home
as an idealised concept to an emergent therapeutic environment following stroke, we begin
by mapping the literature on the role of place in facilitating health, particularly the concept
of ‘therapeutic landscapes’ (Gesler 1992, 1996), and then illustrate how the conceptualisation
of home is shaped through the active and ongoing efforts of carers.

Therapeutic landscapes and home

The health-promoting capacities of place have been extensively discussed in relation to the
concept of therapeutic landscapes, originally defined by Gesler (1992) as places reputed to
have the power to facilitate healing, such as Lourdes, a pilgrimage site (Gesler 1996). The
notion of therapeutic landscape has since been employed to study experiences of healing,
recovery, health, and well-being across a variety of settings (Gesler 2005; Williams 1999,
2007), including hospitals and clinics (Curtis et al. 2007; Wood et al. 2013), respite centres
(Conradson 2005), hospice day care locations (Moore et al. 2013), community gardens
(Milligan et al. 2004), yoga studios (Hoyez 2007), and places of day-to-day routines such as
home (Dyck and Dossa 2007; English et al. 2008; Martin et al. 2005; Williams 2002). These
studies highlight how ‘physical and built environments, social conditions and human
perceptions combine to produce a [therapeutic] atmosphere’ (Gesler 1996, 96).

The therapeutic potential of a site is always relational, and cannot be assumed to hold the
same therapeutic values for all people. Individual settings may be therapeutic or detrimental
depending on the person’s relationship with the particular site, the others present, and the
objects that occupy the space (Conradson 2005; Donovan and Williams 2007; Meijering,
Lettinga, et al. 2016; Milligan and Bingley 2007; Wakefield and McMullan 2005). This
relational aspect of therapeutic landscapes means that they are actively produced through
their physical design (see for example Curtis et al. 2007, Wood et al. 2013), discursive
construction (for example, Hoyez 2007), and/or situated activities and practices (see for
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example Dyck and Dossa 2007; Laws 2009). How these social processes interact with the
physical, social, affective, or symbolic properties of a place dictates whether or not the place
is experienced as a therapeutic landscape (Conradson 2005; English et al. 2008; Martin et al.
2005).

The concept of home is underlain by the notion that it is a particular, special type of place,
one that is more than the dwelling itself. The meanings of home are also shaped by social
and psychological factors, including gender, socioeconomic status, class, ethnicity and family
structure, and by personal relationships with home (both as an idea and with regards to a
particular setting) (Mortenson et al. 2016; Williams 2002; 2004; Sixsmith et al. 2014). In its
ideal form, home is considered a safe, protected place where individuals feel in control and
are able to express a sense of self in an intimate and supportive environment (Milligan 2009;
Warren 2009). It is often contrasted with institutional settings (Martin et al. 2005), although
such settings can be therapeutic landscapes if their design and activities produce a sense of
home (Moore et al. 2013; Tyreman 2011; Warren and Manderson 2008). Home is more than
a symbolic representation of self, as various embodied and affective performances and
practices take place within the space (Blunt 2005; Foley 2011; Yates-Doerr and Carney
2015). Given the centrality of its meanings to one’s identity, home has primacy in facilitating
the recovery of an identity disrupted through illness (Bury 1982; Becker 1997; Williams 2002)
and potentially in providing a sense of continuity, belonging, and control to a life otherwise
disrupted (Rowles 2008; Wiles et al. 2012). Yet, while these ideas emphasise the stability of
home, these are places that are dynamic, negotiated, and contested. Experiences of home
may change from therapeutic to nontherapeutic — even detrimental — for an individual
during illness or upon the onset of a chronic condition that leads to bodily limitations
(Meijering, Nanninga, et al. 2016), for their informal carers (Donovan and Williams 2007),
and for those who must adapt to home modifications (Aplin et al. 2013; Tanner et al. 2008).

In conceptualising the production of home spaces as ongoing, we draw on Hand and
Shove’s (2004) description of domestic space as ‘orchestrated’, and explore how social,
material, and practical elements co-produce the experience of home. In this framework, the
home is not a pre-existing container in which cultural norms are enacted, but rather a space
in which ‘materials, images, and forms of competence “hang together” at different points in
time and space’ (Hand and Shove 2004, 235). The home as it is experienced emerges and re-
emerges out of relations between materials, meanings, and practices. Constitutive elements
are continually made and remade, and the dynamism of these domestic spaces is made
visible through such choreographies. New elements do not simply replace existing elements;
they may or may not be appropriated into existing configurations depending on their fit with
other constitutive elements in maintaining the integrity and coherences of a place. Hand and
Shove (2004, 250) use the notion of an ‘orchestrating concept’ to describe a mechanism of



Medicine Anthropology Theory 83

integration, a kind of ‘force field’ that holds together the constitutive elements, resulting in a
certain configuration at a given time.

In this article, we contend that the therapeutic value of home is derived through processes of
orchestration, whereby spousal carers work to create for their stroke-affected partner a sense
of being at home and of the continuity that this offers. We focus on how these
orchestrations are forced upon our participants by the sudden — often completely
unanticipated — stroke event and subsequent discharge from rehabilitation. In so doing,
carers attempt to incorporate the therapeutic potential of a home space while trying to
remain faithful to the orchestrating concept of the home as a continuation of the pre-stroke
home. As we elucidate below, such efforts are not unproblematic.

Methods

Our analysis draws upon ethnographic research with thirteen women and four men who
provided care for their spouses who had had a stroke while still of working age (roughly
between eighteen and sixty-five years of age), and so were considered, clinically and in the
research literature, ‘younger’ stroke survivors.1 Conducted in Victoria, the southeasternmost
state of mainland Australia, between 2011 and 2014, our research explored how stroke, a
disease commonly associated with old age, impacted on the lives of spousal carers, including
in terms of parenting, paid employment, and intimate and social relationships. Researchers
have suggested that the biographical impact of stroke has different meanings and salience for
younger survivors and their families (see for example Lawrence and Kinn 2013) compared to
older people, who consider stroke as a not-unexpected part of ageing (Faircloth et al. 2004,
Pound et al. 1998). We wanted to understand how undertaking various stroke care
responsibilities and technologies also affected spouses.

Participants were aged between thirty-one and fifty-six years of age when their partners (aged
twenty-nine to fifty-six) experienced stroke (see appendix for the demographic
characteristics of the study sample). All participants were interviewed at least one year after
their partner’s stroke and all but four within six years afterwards, although the time that had
elapsed since the first stroke event varied between participants (range: one and one-half to
twenty-four years; median: four years). They resided across the state, in urban, regional, and
rural areas, and all lived in single-detached dwellings, the most common form of housing in

1 The median age of first-ever stroke in Australia is seventy-two for men and seventy-seven for women
(Thrift et al. 2009).
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Australia (Australian Bureau of Statistics 2012). All were recruited through community-based
stroke support groups.

In-depth interviews took place in participants’ homes, cafés, and public library meeting
rooms during 2012 and 2013; interviews were audio-recorded and subsequently transcribed
verbatim. Participants were asked a mixture of retrospective, current, and prospective
questions about: their relationships with their partners, other family members including
children, and people in their social networks; difficulties and rewards involved in their role as
carers; formal and informal support systems including welfare support; employment and
tinancial situations; and whether and how the caring role affected their lives. Although they
were not specifically asked during the interviews to describe what home’ meant to them, all
participants discussed changes to physical, symbolic, and affective aspects of home following
their spouses’ strokes, often without prompting. These data were supplemented by
observation in their homes to contextualise participants’ accounts of care practices at home.
The project was approved by the Monash University Human Research Ethics Committee.
All participants are referred to by pseudonyms.

Primary data analysis was conducted by the first author using an approach informed by
Charmaz’s (2007) constructivist grounded theory. Following initial coding and focused
coding processes, substantive codes were identified to capture emerging themes and
concepts. These codes were not created based on the frequency of similar statements; rather,
codes were clustered to explore different properties and dimensions of the phenomenon
they represented (Charmaz 2007). The coding framework was developed iteratively through
constant comparison and as new data were collected. The ongoing and dynamic nature of
care activities at home became apparent during analysis, and at this stage the concept of
orchestration, as articulated by Hand and Shove (2004), came to be salient in understanding
participants’ accounts. Subsequent data analysis was then undertaken using a more
‘abductive’ approach (Timmermans and Tavory 2012) in order to pay closer attention to
how the sense of being at home was created and maintained. The second and third authors
provided ongoing reflection and discussion regarding the analytical framework and findings.

Orchestrating home: Changing material, practical, and symbolic

elements of home

Various technologies of care were integrated into the physical space of home. These
included extensive bathroom modifications: widening doorways and passageways, and
installing and/or placing specialised care equipment in different spaces in the home. These
physical changes were made to enable a degree of independence for the stroke-affected
partners around the house; reflecting this, rehabilitation professionals and government
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subsidy schemes tend to focus on this aspect of functional independence associated with
care technologies (Sakellariou 2015; Pavey et al. 2015). Some participants discussed how
these technologies, incorporated into the home environment, were instrumental in
facilitating their partners’ socioemotional well-being. Rebecca’s house illustrates this.

Ned, Rebecca’s husband, had had a stroke at age forty-four, when they were living with their
two teenage children on a farm, two hours’ drive from the closest regional centre (‘Hakea’)
where rehabilitation facilities and other medical services were available. Rebecca (then aged
forty) returned to her work as a schoolteacher three months after the stroke but, given Ned’s
mobility restrictions, she also continued to work their farm. These double duties became
overwhelming, even with help from their children and Ned’s brothers on weekends and
school holidays. At the same time, their house was not ‘disability-friendly’. This had been
irrelevant prior to Ned’s stroke, as Rebecca noted: ‘Our old house had . . . very narrow
passages, narrow showers and a very hard toilet to get into, [but] you don’t look at your
house that way until something happens’.

The particular physical configurations and geographical location of their home no longer
aligned with the practical considerations required to meet Ned’s needs. Previously taken-for-
granted everyday routines were now difficult, and new routines needed to be incorporated,
such as visits to medical and rehabilitation facilities (see also Meijering, Nanninga, et al.
2016). This discordance threatened the symbolic dimension of home for both Rebecca and
Ned (Blunt 2005; Healey-Ogden 2013). Although Rebecca tried to reinforce the symbolic
elements of home by increasing her presence there, reducing her work hours and staying at
home more frequently, there were limits to what could be done without making changes to
the physical environment. So, they decided to sell their farm and build a new house on
Rebecca’s parents’ property on the outskirts of Hakea. This would ensure better access to
medical facilities and reduce the ‘huge pressure put on our family’ by multiple demands: farm
work, frequent long drives to rehabilitation facilities, Rebecca’s work, visits to her gravely ill
tather, and their children’s school and sporting activities.

Their new home was noticeably open in its design: full-wall windows let in the sunlight and
provided a vista of hills from the living room, passageways and doors were wide, and the
bathroom areas were spacious. Rebecca explained that their new accessible house had been
custom built to meet Ned’s needs, with consideration given to his capacity for social
engagement. The wider spaces and smooth (rather than carpeted) floors not only facilitated
Ned’s movement around the house, but also allowed other people with mobility restrictions
to visit. This occurred regularly as they became active members of a stroke support group.
Rebecca explained, “This house is built sort of like a nursing home. . . . It’s got wheelchair
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access, wider [doorways| and the passages, so if we have people in wheelchairs come here,
they can get around with ease’.

This engagement was important for Ned. Prior to his stroke, Ned had been a socially active
and outgoing person, and a prominent member of the local football club, with whom he was
often found drinking beer. Following the stroke and subsequent move to Hakea, his
triendship group primarily consisted of those from the stroke support group. The new house
enabled some continuity in Ned’s identity as a socially engaged person. Being able to have
their friends around the house also contributed to his emotional stability, as he had
experienced depression and his psychological well-being was one of Rebecca’s major
concerns. His emotional lability affected her career aspirations, and she refused a promotion:
‘If I work full time, the wheels start falling off at home and depression starts kicking in with
Ned’.

In order to manage his depression, Ned needed to be occupied, especially when Rebecca was
not around. Living near Rebecca’s parents and their farm kept Ned busy and involved in
farming activities, something he had previously enjoyed. Rebecca explained, ‘My mother
runs her cattle, but she needs a backup. She rings Ned up and says, “I’ve got to get the vet
out”, and it’s really good for Ned, because it gives him something to do, so he feels
important’. By helping out on the farm, Rebecca reasoned, Ned could experience a sense of
continuity with his pre-stroke identity, albeit without the responsibility and burden of
running a farm. Home as a therapeutic landscape, therefore, was orchestrated based on
Rebecca’s belief that its physical and social location gave Ned a sense of purpose and

satisfaction as well as aesthetic pleasure (Milligan et al. 2004).

The house’s large windows provided Ned further opportunities to interact with the open
country landscape without having to physically leave the house. This feature was deliberately
incorporated with the aim to reducing the sense of isolation that he had experienced after his
stroke when he was home alone. Rebecca explained: ‘He is here twenty-four hours a day,
and that’s why it’s so open, so he can see out. . . He takes great enjoyment in watching the
birds, the kookaburras and everything else’. Through its physical features, the house not only
facilitated Ned’s everyday functional needs, but also allowed Rebecca to accommodate what
she believed were Ned’s psychosocial needs by creating possibilities for him to continue
doing things he desired (Johansson et al. 2009; Sakellariou 2015). These physical aspects of
the home interacted with and facilitated the symbolic, ideational, and practical dimensions of
home. Such enacted ‘atmospheres’ of sociality, belonging, and optimism contributed to
Ned’s recovery (Duff 2015; Gesler 1990), insofar as recovery was understood as a process of
resuming previously valued activities and social connections (Graven et al. 2013).
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A stroke also prompted changes in the use of existing domestic spaces, particularly to
enhance the mobility and maintain the fitness of the person who had had the stroke. After
Mick had a stroke at age fifty, his wife Elke (then age forty-eight) transformed a section of
their house that had previously been dedicated to entertaining into a space for rehabilitation,
stocked with a seemingly endless array of physical and speech rehabilitation equipment and
books, most purchased on the Internet and paid for out-of-pocket (rather than from medical
insurance). In this space, Elke spent a significant amount of time conducting home
rehabilitation exercises with Mick. In an interview two years after Mick’s stroke, when asked
about the room, she explained:

That used to be a billiard room. [Now it’s a] rehab room [for when] it’s really hot and
you can’t go for a walk, or if I wanted him to be more active — and I don’t want him
to sit a lot, or on the couch and watch TV. He has to do other stuff in between. Then
he will walk around the billiard table, just to keep moving.

The room was located away from the living room, behind a sunroom, and this configuration
kept the rehabilitation equipment and activities separate from the rest of the home, creating
a space akin to a home office. This separated their home life from the rehabilitation activities
that could at times be strenuous and/or boring. Elke described how she had tried to frame
rehabilitation as a kind of work: ‘I said to him, “before [the stroke] you went to work,
Monday to Friday, 7am to 4pm, and now this is your work. It’s just harder’”. This way of
reimagining ‘work’ as a home-based activity allowed Elke to encourage Mick to experience a
sense of continuity by connecting his past to the present. The orchestrating concept of the
idealised, pre-stroke home was mobilised to incorporate elements of the home as a
therapeutic landscape into the home as a pre-stroke space. This mobilisation at the same
time shifted the orchestrating concept by redefining the home as a space of both ‘work’ and
‘living’.

However, this repurposing of existing domestic space for rehabilitation activities did not
necessarily lead to the medicalisation of home (Aplin et al. 2013; Tamm 1999; Moore et al.
2010). Rather, the separation of the rehabilitation room from the rest of the home space was
fluid and, at times, blurry — in the ‘rehab’ room, a basket of unfolded laundry awaited
folding, and memorabilia injected a sense of self-expression, collective identity, and
biographical history (Tanner et al. 2008). In integrating multiple meanings into the one
space, the rehabilitation activities did not signal a replacement of one identity with another
(husband to patient, wife to physiotherapist). Elke placed caregiving within a larger context
of a long-term relationship and its changes:
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Things obviously change all of sudden, and you have less spare time for you. That’s
what you do when you are married. That’s your job, basically, to look after your
partner if something happens. And if things change, things change. You deal with it
then. It might be different, or harder, but that’s the way it is.

While Elke provided care as part of her role as wife, she also worked to integrate the spatial,
practical, and material configurations of home into the relations constituting home. This
involved maintaining a balance between care activities, their intimate relationship, and other
aspects of home life.

Home as an assemblage of orchestrating efforts is marked by an ‘uneven mosaic of
development, fracture, and continuity’ (Hand and Shove 2004, 249). Changes to the home
were often made to fit and align with other changing symbolic and practical elements
tollowing a stroke, which facilitated the shaping of home (by the carer) as a therapeutic
landscape (for their partner). Home as a physical site was necessarily re-organised, not only
to minimise the risk of accidents but also to produce a therapeutic landscape that provided a
sense of continuity, sociability, and safety. However, whether or not these practices
contributed to a therapeutic landscape depended on delicate and balancing orchestrating
acts. For carers, this involved a range of orchestrating efforts to soothe any discordance
between the material, symbolic, and practical dimensions of home. As we discuss below, this
process of orchestration involved considerable negotiation, often creating tensions.

Tensions in home orchestration

Some of the consequences of stroke could not be accommodated without a certain degree of
sacrifice on the part of the spouse of the person who had a stroke. When such a
compromise was made, some of the markers of home were surrendered. After he had a
stroke, Ryan (aged forty-nine), could not stand being in a noisy environment, as it
exacerbated his fatigue and restricted his capacity to communicate, which was already limited
by aphasia (an impairment of language that affects the production and/or comprehension of
speech). Instructed by Ryan’s speech therapist that he be allowed to speak as often and as
long as possible at home, his wife Emily (also forty-nine) forced herself to be patient when
he was trying to verbalise his thoughts. This was not easy, especially when she was tired after
work or trying to concentrate on her own hobbies of knitting and sewing, because, she said,
it sometimes took ‘five minutes for him to think of the word and get it out’. This also meant
that they could not have music at home when Ryan was around. Emily lamented, ‘I love my
music but I can’t have it on in the background, because the background noise frustrates and
distracts him and he can’t think about what he wants to say. . . . I've had to forego some
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things [to accommodate his needs]. When I’'m out in the craft room and he’s not there, 1
turn my music up full bore’.

Home as a therapeutic place for Ryan needed to be orchestrated through Emily’s patience
and sacrifice. This meant that home was neither stable nor confined in a certain space-time.
When she needed respite from her orchestrating efforts, Emily’s home shrank to the craft
room, because music to her was an important component of what it meant to be at home
(see also Mayes et al. 2010). When Ryan was present, music had to be replaced by other
components of home, most notably, Ryan himself. In this way, home was fluid and
constantly changing.

The examples of Emily and Ryan and Elke and Mick demonstrate how adopting new
routines, extending their spousal identity to accommodate their delivery of care, and
reorganising spaces can enable the therapeutic potential of home. However, this was not
always straightforward; for some, it created new tensions that required negotiation. For
example, Rebecca faced many difficulties as she tried to sell the farm and create a better
home for Ned: navigating town politics, whereby she was expected to sell the farm to
another townsperson at a below-the-market value; facing gossip when she refused an offer
from a neighbour; jugegling caring for Ned, paid employment, parenting, organising the
move, and tending to her gravely ill father; and dealing with complicated financial and tax
issues. Ben (aged thirty-three) also struggled to find a balance after his wife Amy (aged
twenty-nine) had experienced stroke eighteen months earlier. He struggled with how much
to engage in rehabilitation exercises at home and how much to empathetically listen to her
struggeles without being critical or too assertive:

There’s been times where she just wants me to stop being on her back, and just be
her husband rather than her therapist. But that’s quite hard, because if I don’t, I feel
that she won’t do all the therapy, and she won’t recover as best as she can. So that’s a
difficult balancing act sometimes. [I should be] just listening and chatting about
nontherapy things and caring for her emotional side more than her physical side, I

guess.

The tensions in spousal relationships that can occur in the process of rehabilitation,
especially in the first few years (Banks and Pearson 2004; Graven et al. 2013), were evident
in Ben’s account. Given Amy’s age, Ben was hopeful about her continued and steady
physical recovery. However, he agonised over the possibility that his emphasis on physical
recovery reminded her of health care professionals, who were predominantly focused on
functional recovery (Bendz 2003). This practice contradicted with the symbolic elements of
home that he did not wish to compromise based on what he thought Amy desired:
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continuity in her role as a wife, and the sense of safety and belonging associated with home
(Erikson et al. 2010). This meant that Ben had to carefully manage his desire to reshape
home as a site of physical therapy while not hindering Amy’s experience of home as a
broader therapeutic landscape (Conradson 2005). The dilemma that Ben faced, then, was
how to make a transition without compromising the link to the orchestrating concept of the
idealised pre-stroke home.

Changed and new routines affected symbolic and affective elements of home, and this
created tensions. We now draw on Will and Nadia’s experience to illustrate how material
changes can precipitate conflict. Two weeks after giving birth to their daughter Sarah, Nadia
(aged forty) had a stroke and thereafter experienced continued aphasia, hemiplegia (paralysis
of one side of the body), and seizures. The paralysis and seizures increased Nadia’s risk of
talling. She was unable to drive a car and so was confined to the home most of the time,
where she required indirect supervision. Previously taken-for-granted everyday activities
were thus redefined as potential sources of risk (Meijering, Nanninga, et al. 20106), especially
given the changes to the landscape of home as their daughter grew, and as toys cluttered the
floor, increasing the possibility of falls. Her husband, Will (aged forty-seven), was self-
employed and often worked irregular hours; he was on call 24/7, and was sometimes
required to attend to his clients at short notice. Although he sought to arrange his work to
accommodate Nadia and Sarah’s routines and needs, he was also mindful of his clients’
needs and the importance of their patronage. At the same time, the unpredictable nature of
Nadia’s health meant that Will was always mindful of her safety, especially when he was away
from home: “The biggest danger is that if Nadia has a fall and I am not [at home], she can’t
get up because she is not quite strong enough on her right leg to pick herself up’. Will’s
concern was grounded in a prior experience of her falling, as he recalled: ‘It was just a simple
fall in the bathroom where she was just reaching down in the cupboards to get something —

and she just lost her balance and couldn’t get up. . . She managed to crawl her way to [get
help]’.

Nadia’s fall increased the couple’s anxiety about everyday activities at home, and their fear
about future accidents rendered home neither secure nor predictable (Alaszewski et al. 20006).
Will desired to protect Nadia’s well-being, provide a sense of safety, and support her feeling
of being ‘at home’. He employed several practices and activities to alleviate the threat of
talling and so to restore the integrity of home as a therapeutic landscape. First, he used some
of Nadia’s government-funded disability support to employ a private in-home childcare
worker, Sharon, to care for Sarah. While caring for Sarah, Sharon provided direct and
indirect supervision for Nadia, and so contributed to preserving home as a safe space.
However, Sharon was not funded on a long-term basis, and so this sense of security was
tenuous. In the face of this uncertainty, Will sought another strategy to rectify the situation: a
personal alarm that would notify him if Nadia had a fall.
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Although the personal alarm might have brought Will some peace of mind, this was not to
be, because, he explained: ‘Nadia] refuses to wear the personal alarm around her neck if
she’s home by herself. She feels that that’s for old people’. Nadia saw the alarm as an
intrusion into her home; given the images of frailty, dependence, and agedness that the
personal alarm connoted (Aceros et al. 2015), it did not blend with other constituting
elements of home for her. Because the affective and symbolic dimensions of home needed
to be salient both for Will and Nadia, it was not implemented. This led Will to develop
another strategy: video surveillance cameras that streamed directly to his phone. He was
pleased with this, explaining: ‘All I do is just glance on it, and see if she’s alright. If she’s on
the floor, I can call the ambulance’. The surveillance cameras and the mobile phone app gave
home a sense of security once more. At the same time, these devices made home proximate,
regardless of how far away Will was when working. The monitoring systems became a part
of home, although, Will said, the cameras had to be defended from stern criticism from
relatives: ‘Nadia’s godparents are dead against it, saying it’s an invasion of privacy. But, I
said, “well, I didn’t have choice, really’””. Having finally found a strategy to ensure some
degree of security at home, Will was not willing to relinquish this, despite opposition. This
account highlights the many efforts spouses may undertake in trying to make the home
space ‘home’, even in ways that destabilise their own experience of home.

Such efforts were severely constrained by finances. Physical modifications, particularly the
purchase of aids and equipment not covered by public subsidies (also constrained by funding
limits and complicated application processes), were expensive. Affording them was often
even more difficult when the partner who had had a stroke was no longer working. Alix was
forty-one when her husband Erwin had a stroke at the age of forty-five and was unable to
return to work. They had a mortgage and three young children, and found the costs involved
in modifying the home and purchasing care technologies exorbitant: ‘Everything is just
ridiculously expensive. You get a lifetime grant of A$§4,000 to modify your home. It costs
you A$1,500 to widen the doorway. Now, to renovate the whole bathroom, you are looking
at A$10,000. Then if you move, well, bad luck. You can’t do it again’2 Erwin’s stroke
severely affected his mobility and he required various assistive technologies, including an
electric wheelchair that could only fit through widened doorways. Financial support from the
government was limited and purpose-built equipment was imported at a premium price, and

Alix and her family had to move house after Erwin’s stroke. The mortgage was too expensive with
the reduced household income, maintenance of the property was too burdensome for Alix, the house
was sited on a slope, and it was too difficult for Erwin to manoeuvre in the house. They bought a
much smaller house on flat land.
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the costs associated with fitting out the house and purchasing the wheelchair tested their
tinancial capacity.

The costs and their impacts were cumulative over time for all participants, and the uncertain
health status of the person who had had a stroke further complicated the installation of and
payment for care technologies. Naomi’s husband Iain suffered a second stroke within a year
of his first relatively minor stroke at age forty-eight; it was the second of four strokes, as well
as multiple TIAs (transient ischemic attacks) that he had over ten years. lain’s continuing
deterioration meant that the funds from public subsidies were soon exhausted. Naomi
described the extent of expenses: ‘Last year, we put in a bathroom downstairs for him. . . .
[Because] lain was coming home [from hospital], I couldn’t wait for A$4,000 worth of
tunding [from the subsidy]. . . . I spent probably A$40,000 altering the house, and buying
additional equipment’.

A few weeks prior to this interview, after another stroke, Naomi decided to move lain into
high-level residential care. With severe limitations to his mobility, she felt that she was no
longer able to lift him in and out of bed. In the context of material limitations, home for
lain, in his deteriorating condition, could no longer provide a therapeutic landscape as
neither care technologies nor Naomi could keep pace with changes in his capabilities and
needs. This highlights the limits of orchestration: despite a spouse’s efforts, a person’s
impairments may not allow for them to be in their own home. Indeed, the therapeutic
landscape was not static, but rather fluid, shaped by social, material, and temporal contexts
(Meijering, Lettinga, et al. 2010).

Conclusion

In this article, we have paid particular attention to the orchestration of home in the context
of spousal stroke care. Despite their relative youth, the full physical recovery of the stroke-
affected partners was unlikely, and they required continuing long-term care (see also Cott
2004). The occurrence of stroke for both participants and their partner disrupted what
Rowles (2000, 59S) termed the ‘choreography of being-in-place’ in relation to home, which
refers to the routines, relationships, and meanings that meld to create a sense of being at
home. This disruption meant that home could no longer be taken for granted as a place that
provided a sense of continuity, safety, stability, and identity (Meijering, Nanninga, et al. 2016;
Nanninga et al. 2014; Tamm 1999). While in clinical and rehabilitation contexts home is
often narrowly conceptualised as a physical space (Healey-Ogden 2013), the work to
accommodate stroke-affected partners prompted readjustments at affective, practical, and
relational levels in addition to physical adaptations. Their recovery was interwined with social
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and emotional recovery, senses of relational and biographical continuity, belonging, and

hope (Erikson et al. 2010; Graven et al. 2013; Warren and Manderson 2008).

As participants explained, home was not a self-contained, fixed entity that existed naturally
or inevitably. Instead, making and sustaining home required constant orchestration to
(re)configure various materials, meanings, and practices, to ensure they fit and align.
Through this orchestration, home as a therapeutic landscape for the stroke-affected partner
emerged. However, this process was not straightforward. New elements interacted with
existing elements and a new configuration of home emerged. When new care and
rehabilitation technologies and practices were integrated, this was carefully done in a way to
enable a therapeutic landscape that still integrated the idealised pre-stroke home. These
orchestrating efforts were situated in wider discourses of normality (see also Moser 2005),
for stability only made sense in the context of what was considered normal. The value of
care technologies, for example, depended on whether these could generate a sense of wider
social engagement and autonomy (see also Pavey et al. 2015). Home as a therapeutic
landscape mattered to people because it was the sense of being at home that enabled them,
in the face of uncertainty, to replicate or resume various domains of life that were previously
meaningful to them.

Spouses had to negotiate care responsibilities with other commitments, including parenting,
paid employment, and financial obligations. These had an ongoing impact on their capacity
to engage in orchestrating home for their stroke-affected partners. They too had to resolve
tensions that arose as a consequence of their partners’ condition. While carers attempted to
bridge the transition from the orchestrating concept of the pre-stroke home to that of a
therapeutic landscape, the resulting configuration was at times not what they envisioned, and
there were limits to what they could do in influencing this transition. For instance, despite
their best intentions, the changes that both Ben and Will initiated were not welcomed by
Amy and Nadia, who wished to maintain their identities tied to the orchestrating concept of
the pre-stroke home. lain’s deteriorating physical and cognitive conditions challenged
Naomi’s attempt at orchestration; as his presence in the home became no longer possible, so
too did his participation in the processes of orchestration.

In articulating participants’ orchestration efforts, our aim is not to draw a managerialist
picture of spousal carers. Rather, as we have demonstrated, the orchestration of home as a
therapeutic landscape is conducted by individuals embedded in various networks — spousal
carers, their stroke-affected partners, social and care professionals, family and neighbours —
and institutions including the disability and healthcare system, market economy, and
discourses around health, age and gender. Orchestration is relational and dependent on these
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networks, emerging through a web of interactions amongst individuals, materials, and
cultural and institutional norms, expectations, and practices.

There are some limitations to the study. All participants were recruited through support
groups. This meant that they and their partners were more likely to be inclined or capable to
seek social support outside the home space and/or received a greater degree of such
support, more so than those who were not members of such groups. The experiences of the
home may be different for those who are not able or willing — for a myriad of reasons that
are outside the focus of this paper — to access the particular kind of social support available
to many of our participants. Also, because the greater number of participant carers were
women (reflecting gendered patterns of care), we have not provided systematic analysis of
how gender interacts with the experiences of home orchestration. Even so, this is captured
in some of the participants’ accounts. Ben, for example, reflected on the deficiencies in his
emotional care, while Rebecca mentioned how the burden of financially managing the farm
impacted on her capacity to maintain symbolic and practical elements of home. Both these
tasks are gendered (Cheal 2002; Navaie-Waliser et al. 2002). Furthermore, we have not
explored in detail how the length of time since the occurrence of stroke impacts on
participants’ experiences. Naomi’s need to continually introduce physical modifications to
home in response to lain’s ongoing deterioration highlights the temporality and variability of
health conditions. Even so, by attempting to connect the past and future in maintaining a
home, people experience hope, despair, normalcy, disruption, and purpose (Gomersall and
Madill 2015; Seymour 2002), and the examples that we present in this article illustrate how
people manage these connections.

In demonstrating the efforts to orchestrate home as a desirable site of long-term care, we
have drawn attention to the simultaneous multiplicity of home spaces. While spousal carers
orchestrate home as a therapeutic landscape for their partner, this does not necessarily mean
that they also experience home as a therapeutic landscape. As Wakefield and McMullan
(2005) have demonstrated for cities as sites of both healing and hurt, we suggest that home is
potentially a site of both healing and struggle, both for spousal carers and for those who
have had a stroke.
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Appendix

Summary of participant characteristics

Name Time Age Children’s age
(in years) of participant and at Geographic
Carer Person with since first spouse at stroke stroke onset location
stroke stroke onset onset
Abi Cain 5 Abi 38; Cain 53 9,16, 20 Metropolitan
Adam* Belinda 24 30 No children Metropolitan
Belinda* |  Adam 19 31 Two children froma -y o o lian
previous partnership
Alix Erwin 3 Alix 41; Erwin 45 3,6,and 8 Metropolitan
Anna Jason 5 Jason 49; Anna 44 16 and 19 Regional
centre
Ben Amy 1.5 Amy 29; Ben 31 No children Metropolitan
Elke Mick 2 Mick 50; Elke 48 No children Metropolitan
Emily Ryan 3 Both 49 17, 20 Rural
Fiona Matt 3 Matt 49; Fiona 43 14,17, and 19 Metropolitan
Irene Lucas 4 Lucas 38; Irene 34 4and 7 Regional
centre
Megan Simon 4 Megan 31; Simon 34 One child born 2 Metropolitan
years post-stroke
Naomi Tain 10 Tain 48; Naomi 44 10 Metropolitan
Neil Eva 2 Eva 54; Neil 56 Two youngadult | ypo o olitan
daughters
Rebecca Ned 10 Ned 44; Rebecca 40 | Two teenage children Rural
Tracey Ted 4 Ted 47; Tracey 42 13, 18, 20 Regional
centre
Will Nadia 2 Nadia 40; Will 47 2 weeks Metropolitan
Yvette Chris 2 Yvette 54; Chris 56 Two adult sons Metropolitan

Note: Both Adam and Belinda had experienced stroke and therefore considered themselves as carer for the

othert.
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