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Abstract
Language can shape and reinforce attitudes and stereotypes about living with dementia.
This can happen through use of metaphors. However, common metaphors may not cap-
ture the complexity of experience of dementia from the perspective of the individual per-
son or a family carer. This paper presents an alternative metaphor – that of a theatre
production – based on the strategies used by carers to support people with dementia to
live well in the community. We conducted face-to-face semi-structured interviews with
12 family members caring for someone with dementia in the community in
Queensland, Australia. Our aim was to explore the strategies these carers used to provide
support. Interview recordings were fully transcribed and thematically analysed. We iden-
tified positive care-giving strategies that described multiple roles that carers fulfilled as
they felt increasingly responsible for day-to-day decision making. Family carers explained
how they supported the person with dementia to remain a central character in their life
and continued to support the person to be themselves. To achieve this, family carers
embodied roles that we identified as similar to roles in a theatre production: director,
stage manager, supporting cast, scriptwriter, and costume designer and wardrobe man-
ager. Our metaphor of a theatre production offers a fresh perspective to explore the experi-
ence of informal care-giving in the context of dementia.
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Introduction
Dementia is a major public health issue with over 50 million people worldwide
affected and 10 million new cases each year (World Health Organization, 2017).
Dementia generally refers to a syndrome related to changes in cognitive brain func-
tion resulting in a loss of capacity in undertaking activities of everyday life (Burns
and Iliffe, 2009).
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Having dementia does not mean the person is unable to participate actively in
community life. It also does not mean they cannot participate in making decisions
about health and express their perspectives (Mariani et al., 2017). Indeed, many
people living with dementia actively campaign for recognition of the person with
dementia and for changes to the health and social care systems internationally
(Swaffer, 2014).

Although it is recognised that people living with dementia and their carers
should be empowered, the prevailing medical discourse surrounding dementia is
one of decline and loss of capacity. This perpetuates ongoing negative attitudes
influencing the dementia narrative (Zimmerman, 2017). For example, referring
to people living with dementia as sufferers or victims reinforces the person as help-
less and diminishes their dignity and self-esteem (Swaffer, 2014; Alzheimer’s
Society, 2018; Dementia Australia, 2018). People with dementia remain labelled
with pejorative titles associated with behaviours such as ‘wanderer, screamer or hit-
ter’, which can negatively impact the way others relate to them and result in them
being seen as problems to be managed (Cunningham et al., 2019: 1110). This often
creates tension for carers in delivering person-centred care as they seek to support
autonomy, dignity, respect, empowerment and positive risk-taking in the person
with dementia, while readjusting psycho-social approaches and navigating behav-
iour changes (Hobson, 2019).

Language is an important part of understanding about dementia because it
influences how we think and behave. As one significant form of shared language,
metaphors are used to describe experience and emotions particularly related to ill-
ness where no standard vocabulary exists. Over time, metaphors become standar-
dised language and influence how we perceive the conditions to which they refer
(George, 2010).

Metaphors are often used to describe the experience of having dementia, provid-
ing a sense of continuity for those experiencing illness in bridging the past and pre-
sent or to explain the caring experience (Zimmerman, 2017). Golden et al. (2012:
148, 149) studied transcripts of 19 support group meetings attended by spouses of
people with dementia and identified a number of metaphorical constructions of the
dementia experience: journey (e.g. ‘drifting along’); machine or circuit (e.g. ‘system
is beginning to shut down’); orientation (e.g. people with dementia have their ‘ups
and downs’); harm or abuse (e.g. care-givers as ‘falling apart’); game (e.g. ‘Russian
Roulette’). Military metaphors such as ‘fighting’, ‘battle’ and ‘war on’ are also some-
times used in medical literature about dementia (Lane et al., 2013). However, some
metaphors, such as these military-related ones, may not be helpful and should be
used with care because they have the power to influence negatively how dementia
is perceived (Lane et al., 2013).

In addition, Zimmerman (2017) reviewed English, French and German texts and
found metaphors used by people with dementia may not align with those of their
carers. While people with dementia referred to a journey that supported them in
gaining insights into their illness, carers tended to refer to the person with dementia
as journeying away from them to a place they were not able to go. People with
dementia also used life-affirming metaphors that spoke to their remaining abilities,
whereas carers may see decline and use metaphors such as an ‘empty shell’
(Zimmerman, 2017: 81). This carer-held perception may make it more likely to
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see the person with dementia as lacking in ability because of their level of depend-
ency. However, not all carers hold this perspective. In his commentary, George
(2010: 587) drew on his own experience as a carer of someone with dementia in
discussing the use of language: ‘It is important to choose language that brings
out the dynamism of the caregiver role rather than letting the burden clichés
win out.’

We seek to move beyond the concept of burden and consider alternative ways of
viewing the care provided by family carers in supporting the person with dementia
to live well in the community. Our research explored the experiences of family
carers of a person with dementia living in the community. We aimed to identify
the positive strategies carers used to manage their day-to-day lives, which also) con-
sidered the activity family carers undertook to support the person with dementia to
continue to live their lives. This led us to identify the metaphor of theatre produc-
tion, which positively describes the many roles fulfilled by family carers and their
supporting cast.

Methodology
This research was conducted in Queensland, Australia, in 2016 and 2017, using an
interpretivist framework. The researchers explored how participants managed their
daily life when caring for a person with dementia by eliciting participants’ subject-
ive experiences (Flynn and McDermott, 2016). Carers shared the daily issues they
dealt with in caring for the person with dementia, providing insights into the ways
they constructed the social fabric of their lives (Engel and Schutt, 2014). These
insights were used to create meaningful representations of the carer’s experiences
(Vicars and McKenna, 2015).

Approval for the research was granted by The University of Queensland Human
Research Ethics Committee. Participants gave written consent. All interviews were
digitally recorded with permission and verbal consent was recorded at the time of
the interview. Participants were reminded that they could stop the interview or
withdraw from the study at any time, without penalty.

Service providers and consumer organisations advertised the project in newslet-
ters, at conferences and at support group meetings. Carers who expressed interest in
participating were sent an information pack containing a consent form and a
demographic questionnaire. Inclusion criteria were being (a) a primary carer for
an individual with dementia and (b) currently engaged in care-giving in the
community.

Face-to-face semi-structured interviews were conducted with 12 people caring
for a family member with dementia living in the community. All carers had respon-
sibility for supporting the person living with dementia in personal hygiene, meals,
medication management and social activities, as well as undertaking general house-
hold duties such as the cleaning, laundry and shopping (Table 1). Carer interviews
lasted between 30 and 100 minutes (average of 90 minutes) and were conducted in
a discursive style. Interviews were conducted at private residences or alternative
locations in the community or in residential villages. The interviewer was an aca-
demic social worker (JH) with many years’ practice and management experience in
the areas of health and trauma.
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Table 1. Characteristics of family care-givers

Age
group Gender

Relationship to
PWD

Co-habiting with
PWD

Hours spent caring for
PWD In employment

Caring for other
dependants

90+ Male Spouse Yes 24 No No

90+ Female Spouse Yes 24 No No

80–89 Male Spouse No 24 No No

80–89 Male Spouse No 24 No No

80–89 Female Spouse Yes 24 No No

70–79 Female Spouse Yes 24 No No

70–79 Female Spouse Yes Full-time when not in
respite

No No

50–59 Female Spouse Yes 24 No Yes

60–69 Female Daughter Yes 24 No No

60–69 Male Son No 1–2 per day, 7 days a
week

Yes, part-time (20 hours per
week)

No

50–59 Female Spouse Yes 24 No Yes

40–49 Female Daughter No 6–10 No No

Note: PWD: person with dementia.
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Data analysis
Interviews were transcribed and analysed thematically in NVivo version 10 (QSR
International, Melbourne). All data were anonymised, and pseudonyms were
used to protect participant confidentiality. The data were independently analysed
by two of the research team members (SP and JLW), using a ‘bottom-up’ approach
that was flexible and open to what surfaced during analysis (Braun and Clarke,
2013). These team members independently read the data and undertook prelimin-
ary coding in NVivo that identified specific strategies undertaken by the family
carer (Table 2). They then met to confer and review initial themes, as identified
in Table 2. Through further discussion and co-analysis, they reconciled the find-
ings, refined the themes and reached a consensus that was then reviewed by the
wider research team.

Findings
Many of the strategies that carers focused on were enabling the person with demen-
tia to be ‘themselves’: these strategies were identified as important to maintain the
core of who they were. This analysis led us to identify a theatre production meta-
phor because the strategies went beyond individual discrete activities to form an
overall production that enabled the carer and person with dementia to maintain
their relationship and continue activities and roles that gave their lives meaning.

Care-giving strategies that supported the metaphor of theatre production
included directing the person with dementia to undertake activities they enjoyed
doing, providing them with a ‘script’ to follow and managing their wardrobe.
Carers also managed the ‘production’ of daily life similar to a stage manager
co-ordinating a theatre production and engaged a supporting cast. These roles posi-
tioned the person living with dementia as the central character and identified the
range of strategies carers use to support the person living with dementia to remain
themselves and maintain valued roles. Notably, as the direction increased from the
carer, the individual with dementia remained centre stage.

Director

In the context of a theatre production, directors collaborate in many ways to ensure
those involved in the theatre production feel a sense of ownership of the production
(Knopf, 2017). For the carers in this study, the purpose of direction was to support
the person with dementia to maintain and perform valued roles and relationships.
Similar to the director of a theatre production, carers attempted to generate energy
and goodwill to encourage the person with dementia to work towards shared goals.
In our study, carers used direction to enable the person with dementia to play the
fullest role possible.

Directors articulate their vision for a production and empower the cast members
to be creative within their own spheres of influence (Knopf, 2017). For example,
some carers sought to manage interactions with other actors to ensure the person
with dementia could be involved in decision making for as long as possible:
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Table 2. Summary of thematic analysis: the roles embodied by carers and positive strategies to support
people to live well with dementia through the metaphor of theatre production

Theme – roles
Sub-theme – general

strategy Codes – specific strategies

Director Enables collaboration • Manage interactions with other actors
to enable the person with dementia to
be involved in decision making

• Take on everyday decision making as
required when the person with
dementia demonstrates they are
unable or unwilling

• Take on all decision making for
unplanned change when the person
with dementia is no longer able to
perform certain roles

Stage manager Provides practical
support

• Identify appropriate times to manage
and provide practical support to
enable the person with dementia to
continue to play their role

• Procure props or aides used for
everyday life ‘production’ and assist
the person with dementia to maintain
some independence

• Organise and manage external services
that are involved as part of the
supporting cast

• Withstand pressures to provide and
maintain levels of practical support
every day and throughout each day

Support cast Provides practical and
emotional support

• Continue to provide direction and
management of care-giving

• Initiate and direct wider circle of
support, e.g. extended family, support
groups or external services

• Support groups provide connection for
carers and others in similar roles

• Formal services provide practical
support to carer

Scriptwriter Provides dialogue and
direction

• Give implicit direction through subtle
risk management cues and strategies

• Give implicit direction through careful
wording (scripts)

• Give explicit direction through written
or verbal reminders and instructions

Costume designer
and wardrobe
manager

Ensures maintenance
of identity

• Provide practical support through
everyday task of getting dressed:

• Explicit guidance
• Implicit guidance
• Balance practical support with
respecting and assisting the person
with dementia to maintain their
self-identity
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My wife had two uncles that … nominated [her] as executor … And I thought
‘well, we’ll leave it as it is, but I’ll have to guide her hand and tell her how to
sign everything’. So that was working reasonably well, but then the solicitors
wanted to talk to her specifically, and they’d ring her up, and say ‘well do you
agree with this…’ … And she’d say yes to everything and didn’t understand a
thing. If I asked her what they said, she couldn’t remember a thing either. So
that was quite a difficult phase, I had to say, ‘you talk to me in future’. (Tom, car-
ing for wife)

When the maintenance of certain decision-making roles was no longer possible, or
the person with dementia demonstrated they were unable or unwilling to maintain
them, carers attempted to generate a level of ownership by the person with demen-
tia in everyday decision making. However, as the dementia progressed, there
appeared less collaboration:

He’s got to have direction all the time … Sometimes he doesn’t like direction. He
hates it when I say ‘you haven’t had your tablets, and you need to have your
tablets’. You just have to persist because you know there’s things that have to be
done … and you’ve sort of got to be on the ball all the time. (Mary, caring for
husband)

But I’m noticing, I have to take on more responsibility. Like he used to manage all
the money and all that sort of thing, but I do that now. He’s lost the ability to do
that acute problem solving. (Annette, caring for husband)

Although the role of director is to empower cast members within their sphere of
influence, the person with dementia’s sphere of influence changed as the dementia
progressed and, as such, the production had to be adapted:

But you’ve got to make these hard decisions, so I ended up recruiting another
[support worker] for the job. And then well I realised … he’s not making any deci-
sions since the accident. He never made another decision again. (Annabelle, caring
for husband)

…it’s very hard to know when you step in, and the role changes, you have to sort
of take over and say, ‘okay this is what you’re doing Mum’. But I can’t go [out of
the house] for long, because I’ve taken this role on, I don’t feel that I can hand it
over to anyone else. (Renee, caring for mother)

The carers in our study described direction along a continuum. This began with
collaborative approaches to engage the person with dementia to support the con-
tinuation of valued roles, moving towards more overt direction as these roles
became increasingly difficult to maintain. This suggests an ongoing tension for
the carer as they attempt to involve the person with dementia in everyday decision
making with the realisation that they are not always able to engage in decision-
making roles. The carer, as director, needed to recognise the inherent change in
dynamics as roles were adapted or changed in the production.
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Stage manager

Although directors are responsible for the integration of the performance within
theatre productions, stage managers provide practical support and organisation
to the director, actors and others involved in the production process (Apperson
et al., 1998). Some carers saw their role as a management process, which often
meant managing behind the scenes through verbal prompts, thus providing back-
ground rather than overt support for the person with dementia to enable them to
continue to play their part:

I walked with him to the Men’s Shed and I walked home, and I said ‘now you take
me to the Men’s Shed’. So, he took me to the Men’s Shed and I had to then point
things out on the way like landmarks that he would recognise so that he knew that
he was going the right way. (Annette, caring for husband)

…she picks up the leaves in the garden, and I say ‘well, just pick the weeds out, not
the leaves’. (Tom, caring for wife)

Stage managers are also responsible for procuring props or aids for the production.
Some carers described how they procured aids to assist the person with dementia to
maintain some independence:

I bought a digital watch so he can read the time. He lost the house keys three times
so I now have the keys on a lanyard … with it around his neck … he’d pull his
hanky out of his pockets and the keys would come as well. (Annette, caring for
husband)

These aids served both as practical supports and as props to support the stage man-
agement process, enabling the person with dementia to remain independent as
above, or to remain living with the carer as below:

She’s settled now, but when she first came [to daughter’s home], she was getting
up in the night and falling over. So, you know, little by little … I put a bar across
one side of the bed, and I’ve moved her bed so she can’t fall out. I’ve got non-slip
stuff on the floor now, so she won’t fall over. (Renee, caring for mother)

Where community or paid services were part of the supporting cast, the carer as
stage manager was involved in organising and managing these services, which
was a time-consuming, constant and tiring task:

…I was working full-time co-ordinating all of mum’s stuff … I’ve worked pretty
hard to co-ordinate a schedule for her so that she’s got at least some point of con-
tact every day. But the thing with Alzheimer’s, is it changes constantly … So, then
you get all these things in place, but then the condition changes, so you need to
adjust. So that’s exhausting as well, because you’ll just get something working
and then, you know that you’re going to need more services. We’re coming up
to a period now where we’ll need to review it again. (Carrie, caring for mother)
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Participants also spoke of different pressures they experienced as they were required
to provide constant levels of practical support in this role of stage management
across the day:

Anything that he wants to do, I actually have to be doing alongside him. And that’s
emotionally wearing … At the weekend, it’s quite a nightmare. He’ll talk at me all
the time, asking me the same thing. (Jen, caring for her husband)

Sometimes I would love someone to come and shower him, but … last year …
someone would come … to shower him. But because of his incontinence I
didn’t want him waiting and sometimes they didn’t get here until 10 o’clock so
I would have him showered and dressed and everything by then. (Ruby, caring
for her husband)

As stage manager, the carer organised and managed care with a focus on maintain-
ing valued relationships and roles of the person with dementia. However, this man-
agement sometimes generated physical, emotional and psychological pressures for
the carers that placed a strain on the relational dynamics between carer and the per-
son with dementia.

Supporting cast

Within the overall direction and management of the day-to-day care-giving, a sup-
porting cast was required to provide practical and emotional support. Supporting
casts can include support groups, formal services and family members. For some
carers, the supporting cast included members of a support group, which provided
them connection with others in similar roles:

I do go to some of the … they’re called carers meetings. Well, to me the most
important thing apart from [community agency] has been meeting other people
with whom I can relate. (Jen, caring for husband)

Carers also spoke about support from formal services that enabled them to do
things where it was not always possible to involve the person with dementia. In
this way, the supporting cast performed practical roles that stepped into care-giving:

And just occasionally, if I needed to go anywhere, someone would come from
[support organisation] and would take him for the day. Well, that was fine, he
was quite happy to do that. (Polly, caring for husband)

I don’t think that’s entirely uncommon in care-giving situations, that one person
ends up … in the family, even if you’ve got a big family, one person ends up doing
most of the work. The challenges are really more to do with the rest of the family.
Like you know, getting the support that you need from them … And eventually I
got the older sister to talk to the younger sister to get her to do two nights as well.
(Carrie, caring for mother)

It often fell to the carer to initiate and direct support from the wider family, support
groups or formal services. In this scenario, the carer role was one of stage
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management to ensure the supporting cast were in the right place at the right time
to enable the person with dementia to continue playing their role:

I had to find other things for him to do and ask him what he would want to do …
I was still at the stage of trying to keep things normal … so that’s why I’ve, the
walking and stuff. So he’s, he has conversations with, you know, the different peo-
ple from the Heart Foundation that he walks with … and I’m sure they all know
that he’s got dementia … but they still walk with him. (Annette, caring for
husband)

Some carers also described a reduction in their supporting cast:

The other thing I’m finding too, is that if I mention to people that she’s got a men-
tal problem, then what normally happens is they don’t want to know us, so … So,
we’re losing a lot of contacts that way, we’re losing a lot of friendships that way.
(Tom, caring for wife)

This loss of supporting cast meant that previous roles and relationships began to
diminish. This lack of a supporting cast made it more difficult for the carer to
maintain the valued roles and relationships of the person with dementia.

Scriptwriter

The role of a scriptwriter is to provide dialogue for the theatre production and to
write directions for the actors (Smiley and Bert, 2005). The carers in this study
spoke about the need to provide a script to enable the person with dementia to con-
tinue valued roles. Carers spoke of giving directions, which included implicit and
explicit direction in the dialogue of their instructions.

Explicit direction
Sometimes explicit direction was required to support and guide the person with
dementia, often through written or verbal reminders and instructions:

I write him out a shopping list and he goes and does the shopping. (Annette, car-
ing for husband)

And if she asks you something I’ll say ‘it’s all written down, it’s up on the notice-
board … I’ve written everything out for you’ and if she asks me the question five
times I give her the answer five times. (Warren, caring for mother)

Implicit direction
A scriptwriter must be able to empathise with the emotional state of the audience
and the actors (Smiley and Bert, 2005). Carers demonstrated this in their directions
through use of language and behaviour that was sensitive to the emotional state and
emotional needs of the person with dementia. For example, sometimes carers gen-
tly directed actions in subtle ways:

At night-time, he would just want to get out of bed and go out. I had to gently
dissuade him from that. And I think that’s quite a common phenomenon isn’t
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it? I made sure the doors were locked, and I kept the keys well out of reach. If he
would want to start wandering, I’d just take him back to bed. Say ‘it’s time to sleep
now’. (Polly, caring for husband)

To minimise the stigma often associated with dementia, some words were deliber-
ately not included in scripts used by family or carers:

Because he doesn’t think there is anything wrong with him. I mean I very rarely
mention the word Alzheimer’s. I usually say ‘your memory is not so hot. And your
sense of direction too is terrible’. (Pat, caring for husband)

These written and verbal instructions became scripts that were provided to the per-
son living with dementia to support their involvement in ongoing valued roles or to
support autonomy in maintaining their sense of control over their role.

Costume designer and wardrobe manager

Concerns about clothing choice and dressing were mentioned by many carers
because dementia disrupts the ability of the person to dress themselves. However,
clothing remains significant for maintaining the identities of people living with
dementia (Twigg and Buse, 2013). In a theatre production, costumes ‘stem from
both the way a character is played and, in turn, influence the way a character is played’
(Reid, 2000: 2). The wardrobe manager ensures the right clothing is available for the
right part and decides which costumes and accessories are relevant to the part being
played. In the same way, these carers described how they take responsibility for ensur-
ing the person with dementia could maintain their sense of identity:

If I want him to look nice when I go out, I have to get his clothes out … lay his
clothes out … otherwise he won’t put something on that I think is suitable. If I
don’t want him to look special, I just let him go. He just gets dressed in whatever.
(Annette, caring for husband)

I could usually put the clothes out and he can get dressed. I put them out every
day. I turn the bed down at night. Put the pyjamas on the bed. Because otherwise
he’ll just go to bed in his clothes. Or he’ll just lie on top of the bed. If I don’t check
he’ll just go to bed in his underpants and not get into his pyjamas. (Mary, caring
for her husband)

Being able to dress oneself remains important for people living with dementia with the
loss of competence potentially threatening that person’s continuity of self (Buse and
Twigg, 2015). However, this was balanced with how the person was seen by others:

Sometimes he’ll dress himself. Mostly if he does, he’s got everything on back to
front, and/or inside out. Which if we’re around the house doesn’t matter a lot,
but if he’s going to [support agency], I feel it’s better if he doesn’t have a polo
on back to front. And, of course, it’s so uncomfortable, he has shoes on the
wrong feet, and he seems to do a fair bit of undressing and dressing again. And
I have to be vigilant. (Jen, caring for her husband)
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As carers assumed the role of costume designer or wardrobe manager, they were
able to ensure the person with dementia maintained their identity through dress.
This helped them to support the person they were caring for to maintain the
appearance of their role and of being themselves.

Discussion
This paper uses the metaphor of theatre production to elucidate family carer roles
that may not be fully understood by formal services. People rely on metaphor as a
cognitive means for understanding complex experiences and sharing them with
others, providing ‘a window into the way individuals experience and understand
the world, including highly sensitive experiences such as illness and health’
(Castano, 2020: 116). The theatre production metaphor provides a positive frame-
work through which to understand changing roles, tensions, shifting responsibil-
ities and strategies used to support the person with dementia in living their lives.

Family carers often experience a tension between honouring the person and making
decisions for them. This study has recognised the inherent tensions for carers nego-
tiated through their roles as director, stage manager, scriptwriter, and costume designer
and wardrobe manager. These roles were adopted or evolved as the needs of the person
with dementia changed, thereby impacting the dynamics of the relationship.

The human experience is inherently connected to agency, identity and expres-
sion, which can be conveyed and understood through language and performance
(Bakhshi et al., 2008). A theatre production metaphor presents the strategies of
carers as a way of supporting continuation of valued roles and activities in the
ongoing story of the individual. Theatrical performances themselves may be seen
as ongoing metaphors for life, representing worlds beyond the life that the person
watching the theatre production experiences (Leach, 2013). The metaphor of theat-
rical performance in this study is significant because ‘as performance images the
world’ (Leach 2013: 18), it illuminates the alternative and often misunderstood real-
ities of the carers and people with dementia.

Carers in this study assumed a director role to support daily activities, maintain-
ing previous interests or ensuring the person with dementia was able to contribute
to activities important to the relationship. This direction enabled the person with
dementia to remain themselves and maintain roles they valued. Carers also adopted
the role of stage manager as they provided organisation, props and aids, and
co-ordinated the supporting cast to help maintain independence and autonomy.
Lee et al. (2016) highlight that part of an organised and safe space is having physical
aids and equipment nearby. Our study suggests that having an organised space was
important not only for risk management but also to maintain independence. A
planned yet personalised environment can enable safer and higher-quality care,
and contribute to positive care-giving interactions and quality of life (Lee et al.,
2016). An important aspect in maintaining this production was supporting the per-
son with dressing as the outward continuation of their performance. Many carers
managed this situation by creating order for the person to retain their ability to
remain involved in the process, thus preventing the person with dementia being
seen as less competent by not dressing appropriately (Buse and Twigg, 2015).
Then, as the dementia progressed, the person living with dementia found it
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more difficult to remember or perform their ‘part’; at this point the carer became a
scriptwriter to support them to remember what to say or do.

Within each role, the carer organised and managed care with a focus on maintain-
ing valued relationships and roles of the person with dementia. This is a key tenet of
person-centred care (Brooker and Latham, 2016) that may be overlooked by services.
In our study, the carer’s role as stage manager was similar to that described as person-
centred leadership (McCormack et al., 2017). As the dementia developed, the ability
to maintain the roles of carer as manager and director and individual protagonist
became difficult as the care needs, and thus the relationship, changed.

The general discourse in dementia is one where the person with dementia is
‘experiencing a steady erosion of selfhood where nothing of the person remains’
(Kontos and Naglie, 2007: 800). The approach described by carers in this paper sug-
gests that carers may resist this discourse by directing and managing the performance
where the person with dementia continues to play themselves even when they cannot
always recall the details required to do so. This situation was depicted in The Iron
Lady, the biographical drama film about Margaret Thatcher, where the carer contin-
ued to provide direction, script writing and wardrobe management to support her
mother to maintain her role as a retired stateswoman. This suggests that carers are
maintaining the embodied personhood, demonstrating the value of biography in
the person with dementia’s everyday life (Brooker and Latham, 2016).

However, this approach is not without its challenges, as demonstrated by these
films produced in the early 2000s: Iris, Away From Her and The Iron Lady (Orr and
Teo, 2015; Schweda, 2019). If we start from the assumption that every script is open
to interpretation, the director’s primary responsibility could be defined as articulat-
ing a vision for – and with – the person with dementia and any supporting cast. If
carers are unable to accommodate the subjectivity of the family member with
dementia, a loss of self may result where the person with dementia follows a
path into forgetfulness (Kontos and Naglie, 2007; Schweda, 2019). The data pre-
sented in this paper demonstrate how carers adopt many roles to support the per-
sonhood of the person with dementia alongside the challenges they face as they
constantly renegotiate these roles.

A key challenge for the carers in this study was engaging a supporting cast of
services, networks and families that enabled the person with dementia to play
the central role of themselves. Carers reported being uncertain about when service
providers would arrive at their house, e.g. to provide personal care to the person
with dementia. This situation can lead to the carer not being able to relinquish
some roles in the theatre production because the formal carers have ‘missed their
stage cue’. The metaphor of a theatre production may enable services to more
effectively play the role of the supporting cast while also undertaking some of
the additional roles undertaken by the family carer. For example, formal services
may act as stage managers if they place a greater focus on the lifestyle of the person
with dementia and promote opportunities that maintain valued roles and activities
of the person with dementia when designing and delivering formal care. Because
people with dementia have difficulties in expressing themselves, the metaphor of
theatre production may cultivate an understanding (and adaptation) of a fluid,
evolving and flexible approach to person-centred care by community-based
services.
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The metaphor of theatre production embraces the reality of caring for someone
with dementia while acknowledging positive aspects of the experience. In his com-
mentary, George was encouraged to see some shift in metaphors used for dementia:

Finally, a shift away from the metaphors that portray caregiving as a state of con-
stant bereavement may emancipate the full spectrum of emotions felt by care-
givers: not just the deep sadness and distress that are intrinsic to the experience,
but also the humour, love, compassion, forgiveness, reconciliation, and other sen-
timents involved in caring for a loved one with dementia. (George, 2010: 587)

We present our metaphor of a theatre production as one that allows us to under-
stand some of the complexity and nuance within the reality of carers’ roles and
experiences.

Limitations
Our study did not include the views of people with dementia because we wanted to
understand the experience and perspective of family carers in how they enact and
describe their specific roles. This is not intended in any way to diminish the agency
of people living with dementia in actively continuing their valued roles, including
decision making and managing care, or their own perspectives on these roles.

There is a likely self-selection bias in our study because many participants are
active in dementia advocacy, so may be more motivated and able to express their
views and relate their experiences than carers who do not belong to such advocacy
groups. A further limitation is that our study did not include the perspective of a
son caring for a father with dementia or of a parent caring for a child with demen-
tia. Additionally, no individuals who identified as Aboriginal or Torres Strait
Islander volunteered for the study, which means their voices are not represented
here.

We did not have the opportunity to return to carers to ask them if the metaphor
of theatre production resonated with their lived experience. However, metaphor
supports people to understand the lived experience of those experiencing and car-
ing for a person with dementia (Zimmerman, 2017; Castano, 2020). Future work
should explore how this metaphor resonates with carers of people living with
dementia and how it may be useful to reframe their experience for others.

There is also the potential to explore the roles of others using the theatre meta-
phor. Our study explores carers’ perspectives on the ways they work to support and
promote that agency and personhood, and the challenges and tensions they
encounter. In the context of this study, stage direction was often an adaptation
to the person with dementia not being able to maintain their valued roles inde-
pendently. Future research using this metaphor should explore in more depth
the roles of the person living with dementia in this dynamic production. Carers
also tended to take on or not relinquish roles because services were not providing
support at key times (when it is most needed) or did not provide the service
required. Although our study produced limited data about how formal services
might take on some of these roles, we are keen to use the theatre metaphor in future
studies to investigate how interactions between carers and formal service providers
can and do support the person with dementia to be themselves.
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Conclusions
The study reported here demonstrates how carers take an active role in the direction
and management of the care of the person with dementia to support the person to
continue valued roles and remain themselves. The terms ‘direction’ and ‘manage-
ment’ could imply the potential disempowerment of people living with dementia;
indeed, the data demonstrate the fine line carers negotiate between supporting
the individual’s autonomy while ensuring life is managed effectively. Viewing
these roles through the metaphor of a theatre production provides a heuristic device
to understand the changing pressures family carers are under when supporting the
person with dementia to live their lives. As directors and stage managers, carers are
responsible for the decisions required to maintain their lives while managing a sup-
porting cast and props to support the maintenance and performance of valued roles
for the person with dementia. We intend to conduct further research to explore
how formal services could support carers as they undertake some of these roles
to ensure the person with dementia can ‘play themselves’. A theatre production
metaphor offers a fresh perspective to explore the experience of care-giving in
the context of dementia.
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