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Abstract

Objectives: Dementia often limits the agency of the person to such an extent that there is
need for external support in making daily life decisions. This support is usually provided by
family members who are sometimes legally empowered to engage in decision making on
behalf of the person for whom they care. However, such family carers receive little or no
information on how to best provide support when there is a lack of capacity. This may have
an impact on the agency of the person with dementia. This review explores the experience

of agency in people living with dementia.

Design: A systematic search was conducted on IBSS, MedLine, PsychINFO, EMBASE, and
CINAHL. Two independent researchers screened the studies and conducted the quality
appraisal. We used meta-ethnography for data analysis. As part of the synthesis, we
identified behavioural mechanisms underlying the process of decision making and looked at

how the support of carers comes into play in making deliberate choices.

Results: The meta-ethnography involved 20 studies. Three levels of third-order constructs
were identified, each describing a decision-making pathway and reflecting the degree of
autonomy of the person with dementia: autonomous decision-making, shared decision-
making, and pseudo decision-making. Findings highlight those inter-relational processes that

promote or negatively impact on the agency of people with dementia.

Conclusions: Our review will provide health and social care personnel with an
understanding of the role of the carer in the decision-making-process, and therefore which

mechanisms need to be promoted or discouraged through training.
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Introduction

Dementia can limit the agency of people with dementia, whose decreased ability for risk
assessment, makes them more vulnerable to abuse, accidental self-harm, or self-neglect
(Hegde and Ellajosyula, 2016). Although dementia is associated with reduced ability to make
informed choices, the UK Mental Capacity Act (2005) explains that decision-making capacity
is specific to the time when it needs to be taken (situational), rather than as a capacity that
the individual either has or lacks (Department of Health, 2005). The United Nations
Convention on the Rights of Persons with Disabilities (UN-CRPD) asserts that all persons,
irrespective of their disabilities, are entitled to exercise legal capacity and receive adequate

support, if needed (UN-CRPD, 2006).

In case the individual is found to lack capacity, family members are faced with the difficult
task of supporting them in their decisions or making decision on their behalf when necessary
(Mental Capacity Act, 2005). These family members are usually providing direct and
intensive care and may, in the UK, hold Lasting Power of Attorney (LPA) for the person with
dementia or be appointed as Deputies by the Court of Protection. The role of the family carer
then becomes that of balancing their tasks of caring for the person with dementia with the
tasks of intervening in complex life decisions (Livingston et al., 2010). This balance may be
challenged by the onset of a crisis in the person with dementia, when health professionals
turn to family members to make momentous decisions on limited care options (ADI, 2016).
This is source of distress for carers and a threat to the agency of their relatives with

dementia (ADI, 2016).

In this review, agency in dementia is understood of as the ‘ability to initiate social action or at
least influence their own personal circumstances’ (Boyle, 2014), using a social constructivist
standpoint for agency, intended as action acted out by socially-situated individuals through
human interaction (Berger and Luckmann, 1991). Social reality is then explained as a

product of human inter-relations. This interpretation is further informed by structuration



approach to explain social change, in how social structures lie within the reflexivity of both
individuals and institutions which combine to influence human behaviour without
necessitating a deterministic temporal ordering (Giddens, 1986). This means that social
structures can influence agency across time, as previous social structures can influence
current behaviours and existing structures can affect future human behaviours (Giddens,
1986). It is also important to realise that discussing agency in relation to dementia can be
problematic for notions of selfhood, which may necessitate other modes of expression such
as personhood (Higgs and Gilleard 2016). This has often presented itself as an ‘absent
presence' constituting one of the dimensions of the fourth age - ageing without agency

(Gilleard and Higgs, 2010).

The aim of this review is to explore how decision-making is expressed by the person with

dementia living in the community and promoted by their carers.

Methods

The study complied with the PRISMA checklist (Moher et al., 2009).

Hierarchical modelling for decision making. Decision making and agency require a
degree of cognition to influence social change, and for this reason, the five-level hierarchical
cognitive model, proposed by Lonergan (2000), may be used to explain the process of
agency (see appendix Al published as supplementary material online attached to the
electronic version of this paper at https://www.cambridge.org/core/journals/international-

psychogeriatrics).

In the model, the first four levels represent the ‘insight’ of the individual, a conscious process
requiring the awareness of each of the ascending levels (Lonergan, 2000). Individuals first
attend to the data through the senses or feelings, then data are experienced through
cognition and an understanding is then attained. When individuals understand the
experience (i.e. data), they form a judgment of it; a self-oriented process that answers the

question ‘is this correct’? Finally, they are ready to make a decision (Lonergan, 2000).



The process may also be recursive when new questions arise during the process, either self-
oriented, or posed by the event. We used the cognitive model by Lonergan (2000), as a

meta-model to inform the translation process of the meta-ethnography.

Identification of qualitative data. The Patient Intervention Comparison Outcome (PICO)
format identified the population and outcomes of our search strategy (Sackett et al., 1997),
conducted on 15.02.2018 on five databases: IBSS, MedLine, PsychINFO, EMBASE, and
CINAHL. The Medical Subject Headings (MeSH) terms (‘decision-making’, ‘shared decision-
making’, or ‘patient decision-making’) were added to the search and combined with the
terms ‘dementia’ and ‘Alzheimer’s’. We further cross-referenced articles and conducted an

explorative search of the first 100 hits on Google Scholar and Google search engine.

The lead author (AB) developed the search strategy, which was checked for accuracy by an
experienced librarian (EY). Two rounds of process plan were necessary. A three-stage
process was followed for the screening and selection of relevant sources: Firstly, the
gualitative researcher (AB) and a Specialty Registrar in Psychiatry (KJ) independently ran
preliminary title and abstract screening against the inclusion/exclusion criteria; secondly, AB
screened the full text of the remaining articles. A final stage involved the independent

appraisal of the selected articles.

Inclusion criteria for the selection of studies. Qualitative empirical studies were
considered when their primary objective was one or more of the following: Agency, decision
making, active participation in health care delivery (e.g. care plan) or activities of daily living

(ADLS).

Inclusion criteria:

- Used qualitative methods and reported first order constructs (quotations from

participants).

- Key word dementia or Alzheimer’s.



- Published from 2005 onwards.

- Reported on the experience of agency in people with dementia living in their own
homes. Multiple perspectives may be present, (e.g. how agency is experienced by

family carers or promoted by health care professionals).

Exclusion criteria:

- Concerned palliative care or decision making during end-of-life care.

- Commentaries, clinical discussions around case studies with no reported quotations

from participants.

The role of the expert team. The expert team comprised three professionals with expertise
in old age psychiatry (MO), social care in dementia (JS) and neuropsychology of old age
(DMCS). They advised on strategies for the retrieval of articles and contributed to the

synthesis of the findings.

Data analysis

The quality appraisal of the studies was conducted by two researchers independently (AB
and KJ), through the Critical Appraisal Skills Programme (CASP) checklist for qualitative

research.

Inter-rater agreement was assessed with the Kappa coefficient (Cohen’s Kappa) (Cohen,
1960). Discrepancies were addressed through consensus. The parameters were based on
the ranges by Landis and Koch (Landis & Koch, 1977): 0.81-1.00 = almost perfect; 0.61—
0.80 = substantial; 0.41-0.60 = moderate; 0.21-0.40 = fair; 0.00-0.20 = slight; < 0.00 =

poor.

Meta-ethnography. Noblit and Hare’s (1988) approach was used for analysis. We used
Schultz’'s (1962) categorisation of first-order constructs (participants’ quotations) and
second-order constructs (authors’ interpretation of participants’ quotations) to derive our

third-order constructs on which we base our interpretation of the review results. We also



followed the principles of ‘reciprocal translation’ by Noblit and Hare (1988) to analyse the
emerging themes as they were presented in each of the studies included in the review. In
addition, we developed a linear model to graphically represent the translation process of our
third-order constructs. A line of argument further explained our analytical interpretation of
data synthesis and was reported graphically and explained by means of a self-regulating

model in decision making, which was informed by the organisational model by Jones (1997).

In regard to the identification of concepts/themes, our approach was iterative, in that we read
and re-read the studies included in the review, with a focus on the first-order constructs
(reported in the analysis/results section) and the second-order constructs of the studies
(reported in the results and discussion sections). This analytical process entailed the
gualitative researcher (AB) extracting the first- and second-order constructs by text units (i.e.
paragraphs) onto NVivo 11 (QSR International, 2012) for the re-organisation of the layers of
interpretations. For this purpose, the use of NVivo helped create a conceptual map for theme
development in the form of a table, in which each column mapped themes against first- and

second-order interpretations.

Initial themes were found around the degree of involvement of the person with dementia and
their carers in decision making with respect to ADLs, and advanced care planning at
different stages of the condition; themes were also found around the behaviours of the carer
and the person with dementia to promote and retain autonomy, and the active involvement

of health professionals in providing support for making health care decisions.

A discussion was held with the expert team to check for accuracy. Lonergan’s hierarchical
model was employed to organise themes according to the mechanisms relating to different
decision-making pathways. For this purpose, theme categories around what promotes or
prevents autonomous decisions informed our third-order construct ‘autonomous decision-
making pathway’. The role of the carer in shared decision making and the strategies
employed to make consensual decisions constituted the third-order construct ‘shared

decision-making pathway’. Themes relating to false or staged decision making and



contributing factors guided the synthesis of the third order construct ‘pseudo-decision-

making pathway’.

Results

The search retrieved 6,447 studies (IBSS: 730; CINHAL: 519; PsychINFO: 776; Ovid
MEDLINE: 2055; EMBASE: 2367). Fifty-three articles were matched against our
inclusion/exclusion criteria; 33 were excluded with reasons (e.g. on palliative care, studies

on nursing homes) and 20 were analysed through meta-ethnography (Figure 1).

Study characteristics. The included studies were published in peer-reviewed journals
between 2005 and 2017, five studies employed mixed methods design and the remaining 15
used qualitative methods only for data collection and analysis (Table 1). The studies could
be grouped into six broad categories around decision making: Every day decision making
(n=9), proxy decision making (n=4), Advanced Care Planning (n=3), gender categorisation in

decision making (n=2), driving cessation (n=1), and financial management (n=1).

Quality appraisal. All studies were found of moderately high quality (range 0.63-0.87). It
was relatively difficult to assess articles on the clarity of methods used for data collection and
on the appropriateness of recruitment strategy, as the authors rarely reported on these

aspects.

Meta-ethnography. Three third-order concepts emerged from the analysis, each reflecting a
different pathway of decision making according to the degree of autonomy in the person with
dementia: autonomous decision making, shared decision making, and pseudo-autonomous
decision making. Each third order construct comprised theme categories as shown in Table

2. The conceptual map on decision making was reported in Figure 2.

Although autonomous decisions could be made during any stages of the condition, it
appeared that they were more likely to occur in early stages of dementia (Hirschman and

Xie, 2004). Judging by the evidence gathered, people with moderate dementia are more



likely to require a substantial support from their carers and to express their wishes and
preferences through shared decision making. In advanced stages of dementia, when
symptoms restricted the expression of agency, decisions tended to be made on behalf of the
person, and this appeared to take place through pseudo decision making (Hirschman and

Xie, 2004).

Following Lonergan’s (2000) cognitive model, metacognition emerged as an enabler for
people with dementia to practise their agency autonomously. Metacognition is a self-
characterising process and comprising processes of self-awareness, self-monitoring, and
making judgment with respect to a situation (Prinsloo and Barrett, 2017). Hence,

metacognitive processes are predictors of capability (Prinsloo and Barrett, 2017).

Autonomous decision-making pathway

Autonomy is dependent on the preserved cognitive abilities in the person with dementia to
effectively understand the situation and make a judgement over possible decisions, and on
the strategies put in place to moderate the symptoms of dementia. The degree of assertion
of autonomy in the person with dementia when making decisions, proves also key in

determining their ability to express an autonomous response.

Preserved cognitive ability. During the early stages of dementia, having their cognitive
abilities acknowledged helps contain the negative effects of cognitive decline and increase
the opportunities to participate in deliberate decisions. The carer can help retain a positive
view towards the selfhood of the person with dementia and extends opportunities for them to

initiate social action:

‘... She still does pay most of the bills...just said to her..."l haven'’t paid the water bill’ and

she says, ‘oh, I've paid it’. (Family carer, p.557, Boyle, 2013a)

Acknowledging people with dementia as active agents can lead carers to negotiate between

the actual ability of the person they care for and what is best to do to promote a sense of



autonomy. This is especially found in decision making around activities promoting a sense of

identity:

‘I've thought about it [stopping driving] ... He’s already unhappy to lose a job.... And now for

him on top of that to not being able to drive — it’s not good.’ (Family carer, p.51, Adler, 2010)

The act of acknowledgement is not only external to the individual and promoted by others,
but it is also self-directed. When people with dementia maintain positive views around their
‘ability of being’, they are more likely to engage in social action. Self-awareness with respect
to cognitive impairment is associated with the ability to effectively engage in autonomous
decision making. As such, the person is able to experience the context by consciously
assessing the risk before making a final decision: ‘I still drive, although, by the way, |

wouldn't drive today!” (Person with dementia, p.147, Fetherstonhaugh et al., 2013).

A powerful sense of one’s autonomy may struggle against awareness of the dementia

diagnosis when a person considers their own capacity for self-determination:

‘...I'm in complete control of my own, whatever | want, intend to do... So | don’t have any
sense of being lost control of my actions or my thoughts...if that’s what you do if you've got
Alzheimer’s...What is [sic] the traits of Alzheimer’s?’ (Person with dementia, p.437,

Macquarrie, 2005)

Strategies to promote autonomous decisions. Autonomous decisions seem to rely on
certain support strategies that are either self-enacted (i.e. by the person with dementia) or
carer-enacted. These strategies target the metacognitive regulation process to effectively

orientate, monitor, and test the response to the event (Brand-Gruwel et al., 2009).

People with dementia make use of aids to enact their agency and to mediate their cognitive
decline. Self-enacted strategies also increase a sense of independence (Fetherstonhaugh et
al., 2013). A person with dementia used a daily diary and monitoring, and testing processes

were key for her to make plans:
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‘It jogs the memory all the time. ‘Oh | remember we had that heavy rain’, and ‘The cleaning
lady came’. If | didn't have this little book, 1'd be lost.’ (Person with dementia, p.147,

Fetherstonhaugh et al., 2013)

The use of technology can also be crucial to orientate oneself in regard to the situation.
Likewise, carer-enacted strategies aim to instil a sense of autonomy in the person with
dementia. For example, in order to maintain independence in the person with dementia, a
carer decided to ‘make a point of riding with him at least once a week just, you know, for my
own benefit of making sure that he’s still in command of the vehicle.” (Family carer, p.51,

Adler, 2010)

Collaboration between the carer and the person with dementia seems to be key to
maintaining agency. The collaboration should ideally aim at supporting the person without
directing them, and at making shared decisions. A common adaptive strategy among carers,
is to decrease the number of choices, and limit the decision only to the most important

matters.

As explained by some authors, in certain cases people with dementia are still able to convey
their wishes despite lacking capacity at the time the decision needs to be taken. This occurs
through formal directives prepared in advance to represent the will of the person in
anticipation of cognitive decline and consequent loss of mental capacity, known as advanced

care planning.

As part of their advanced care planning, people with dementia are often required to express
their preferences around residential accommodation well ahead of time. Exploring
alternatives for future care can confront a person with the real challenges that dementia

poses on their life:

1 have no thoughts of going into care but... | know that there’s every possibility like other
people | could have to go into care and | think about it’. (Person with dementia, p.2017,

Dickinson et al., 2013)
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Restricted autonomy by the carer. At times the challenges posed by dementia impact on
the overall quality of making deliberate decisions. Bantry et al. (2014) explain that carers
may feel the need to prioritise the safety of the person they care for, even if this means
restricting their freedom of choice and right for privacy. The authors report the use of GPS to
locate their loved ones as a common tracking aid, even if its use was not previously

discussed with the person:

‘If she knew it was in there there’s a possibility she would take it out because she wouldn’t
know

what it was’ (Family carer, p.227, Bantry et al., 2014).

These behaviours on the part of the carers may impact on the autonomy of the person with
dementia and lead to pseudo decision making (Berry et al., 2015), whereby all decisions are

effectively made by the carer and passively experienced by the person with dementia.

However, Macquarrie (2005) explains that there are strategies employed by the person with
dementia to avoid being objectified and retain power for decision making. These include

expressing an assertion of autonomy:

‘I stand up for myself more. Like when (spouse) says something about “We’ll do it another
time. We don'’t need them right now.” Well | mean | might just say, “Well, I'm going out for a
walk.” And I'd end up down at the store buying what | want anyway.’ (Person with dementia,

p.433, Macquarrie, 2005)

As explained by a person with dementia, asserting own independence: ‘keeps my
independence. It makes me independent. Rather than have somebody say, ‘Well we will pick
them up next week. That annoys me. Cause if | want them, | want them now.’ (Person with

dementia, p.433, Macquarrie, 2005)

Shared decision-making pathway

12



This third-order construct describes the instances when the person, because of the
symptoms of dementia, needs some external support to fully express agency. A sense of
autonomy may still be promoted through shared decision making; however, the degree of
involvement of people with dementia depends on the amount of control they relinquish, on
whether strategies are employed to sustain their independence, and on the presence of

factors that may prevent them from making deliberate choices.

Shared responsibility. Being supported in practising agency requires people with dementia
to accept the perspective of the carer in regard to the situation and to relinquish some of
their decision power. This perspective-taking process becomes key to retaining agency

when the person’s ability for self-regulation is affected by dementia:

‘I probably take more advice than | used to. | used to be quite bombastic about it: ‘No, we'll
put up number 2 and that's it!’ Now, it's: ‘Well | think number 2, what do you reckon lads?’

(Person with dementia, p.148, Fetherstonhaugh et al., 2013)

Shared views are key to finalising social actions. Consensus may be reached by both

agents, and its importance may influence the cognitive appraisal of the situation:

‘Well, we discuss it for a start and see what each one would say and then decide to come to

a decision’ (Person with dementia, p.7, Harrison Dening et al., 2016)

Samsi and Manthorpe (2013) suggested that to preserve autonomy in the process of making
choices, consensus is to be reached by acknowledging each other’s needs. This can be
achieved through knowing the person for a long time (e.g. being married for many years) or
through employing an altruistic stance in the relationship, whereby some of the wish for

control is released:

‘... l'like being at home. We [wife and him] ...decide what we’re going to do all day...but if
she has one of her Ramblers’ (organized walking in countryside) outings, | don’t stop her.’

(Person with dementia, p.955, Samsi and Manthorpe, 2013)
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Strategies for shared decision making. Just as in autonomous decision making, certain
strategies can be identified in the process of making shared decisions. Carers have a key
role in supporting the autonomy of the person with dementia. They may, for instance, offer
encouragement to engage in tasks requiring a level of perception and understanding of the

situation that is adequate to their capabilities.

When the situation requires skills that do not match with the cognitive ability of the person, a
strategy to support autonomy is to break down the process of decision making into a series

of steps.

To support the cognitive performance of the person with dementia, a further strategy
deployed by formal and informal carers is to create structured contexts, whereby the practice

of agency becomes function of previous knowledge and negotiations. For instance:

It is Friday today and on Fridays we have an agreement about showering. Look at your plan
for the week written on your board. Come let me help you!” (Community nurse, p.12,

Smebye et al., 2012)

At times, decisions are taken out of the hands of the person with dementia, and carers may
turn to health professionals to defray the damage that this could cause to their relationship
with the individual with dementia. A husband of a driver with dementia felt: 1 think it’s better
for the doctors to do it, you know, to tell her not to drive anymore.’ (Family carer, p.54, Adler,

2010)

This is decision making shared between the carer and the professional, but the involvement

of the person with dementia is absent and assumptions are made about her wishes.

Barriers to shared decision making. A person’s autonomy can be threatened in instances
when the carer or the health professional impose their views, when the person with dementia
feels objectified, or when there is a mismatch between the actual capabilities of the person
with dementia and what others think the person is able to do. These factors, if not

addressed, may lead to pseudo-decision making.
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The role of professionals can negatively impact on the relationship between a person with
dementia and the family carer. This has been reported when the support of the professional
does not match with the awareness that the person with dementia has of the situation, for

instance:

1O])ur primary physician . . . said to my husband | don’t think you should continue to drive....
And he [driver] was mad at me after the visit because | am the one who told the doctor he

[driver] shouldn’t drive.’ (Family carer, p.54, Adler, 2010)

Dementia symptoms may affect the structuring cognitive process of people delivering care
and lead to biases. This affection is reported in the ability of carers to discriminate between
tasks that the person with dementia is able to undertake and leads to generalisations around
their ability to promote social change (Boyle, 2013b). These beliefs may lead carers to being

more controlling and people with dementia to feeling objectified:

‘Annoying thing is she keeps me under observation. Probably a lot to do with household

survival.” (Person with dementia, p.432, Macquarrie, 2005)

When the factors that prevent shared decision making outweigh the opportunities for this,

then individuals with dementia may be subjected to pseudo-autonomous decision making.

Pseudo-autonomous decision-making pathway

In pseudo-autonomous processes of decision making the carer takes full responsibility to

make decisions on behalf of the person with dementia. As explained by Smebye, Kirkevold,
and Engedal (2012), through this process, the preferences, views and needs of the person
with dementia are only indirectly considered, and decisions are ‘implicit rather than explicit’.
This decision-making pathway represents instances of missed opportunity for social action,

when maintaining factors promote the lack of autonomous decisions.

Missed opportunity for autonomous decision. Receiving a diagnosis of dementia is often

associated with decreased agency in people with dementia, as they are offered less and less

15



opportunities for social action. Having fewer opportunities affects the decisional power of the
person with dementia, who may become a passive recipient of the carer’s will. This may be
especially relevant in cases where power imbalance already occurred in the relationship

before diagnosis.

Pseudo-autonomous decisions are made also when people with dementia are still able to
practise their agency, but because of their decreased cognitive abilities, it would take time

for them to express themselves and for this reason, carers perform agency on their behalf:

‘...She’s rather slow at describing what | can do in six words. | then let the doctor take over
but I'm the one who goes in and says right, she’s having difficulty with her knee...” (Family

carer, p.233, Boyle, 2013b)

Gaining more decisional power in the presence of cognitive impairment creates a power

imbalance within the care dyad, whereby the carer can become a depository of agency:

‘But | mean he would come and say ‘anything | can do?’ | mean he’d come in the kitchen
...and | say, ‘well, I've done it now, thank you’, you know.’ (Family carer, p.342, Boyle,

2014b)

Some authors report cases when the person with dementia opts out of some social action

when aware of their progressive cognitive decline:

‘I think gradually ... | have, um ... opted out of major decision-making ... I'm not taking as
much responsibility for our lives...It seems to be the natural thing ... As though it’s evolved

...”(Person with dementia, p.7, Harrison Dening et al., 2016)

There were examples of choice being restricted by organisational policies, communicated by
professionals, with the effect of disempowering the person with dementia and even causing

distress:

16



‘We had a meeting with the social worker and he stated that if we did not want to place her,
she had to go two times per week at the day hospital for activities. It was chaos because we

had to go there in the morning to get her ready.’ (Family carer, p.287, Couture et al., 2012)

Protective factors. The outcome of pseudo decision making may be positive when choices
are made in concert with the views and preferences of the person with dementia. A sense of
reciprocity, has been reported as a function of quality in decision taken on behalf of the
person (Boyle, 2013b). In addition, when agency is ascertained through a range of modes of
communication (e.g. through smile to indicate preference), there is increased likelihood of
reaching adequate levels of information to ensure that the wishes and needs of the person

with dementia are met:

‘Yeah, I'd ask her and she’d say, she wouldn’t really answer ‘yes’ or ‘'no’, but she might smile

or something like that.” (Family carer, p.233, Boyle, 2013b)

Pseudo decision making is mainly reported in advanced dementia or at times of mental
health crises, when a lack of capacity shifts responsibility for making decisions from the
person with dementia to the carer or the health professional. Couture Ducharme, and
Lamontagne (2012) present the role of health care staff as ‘guarantors of quality’ for such
care decisions, especially at times when the carer becomes disorientated by the variety of

choices being explored:

1 talked to the social worker because they didn’t know whether or not she would be
institutionalized since she was very confused. They said they don’t want to remove elderly
persons from their current environment because a change in living environment makes them

deteriorate faster.’ (Family carer, p.287, Couture et al., 2012)

Maintaining factors. It is important to report that there are maintenance factors to pseudo
autonomous decision making, which are mainly found in instances when there is inadequate
communication between the person with dementia and the carer about the choice to make or

when there is a false belief held by the carer over the wishes of the person with dementia.
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Smebye et al. (2012) highlighted how in the presence of important health care decisions that
may impact on the life of the carers, choices tend to respond to the carers’ needs, rather
than those of the person with dementia. For instance, when inquired about the change of
residential accommodation from home to nursing care setting for the person with dementia,
a carer responded: I’'m not quite ready for that yet! ... | always need something to do. If not,

time passes by so slowly.” (Family carer, p.6, Smebye et al., 2012)

Discussion

This review explored how intrapersonal and interpersonal factors impinge on the quality of

making autonomous decisions.

Line of argument. Through meta-ethnography we found three different pathways, each
influenced by the degree of autonomy of the person with dementia: autonomous decision-
making pathway, shared decision-making pathway and pseudo autonomous decision-
making pathway. The ability of the person to engage in either pathway is time-bound, hence
influenced by the stage of dementia and the physical/behavioural symptoms experienced
(e.g. episodes of crises). In addition, we found that the agency of people with dementia is a
function of the quality of care they receive and is mediated by the level of ability of the
person to engage in metacognitive processes of self-awareness, monitoring and regulation.
These metacognitive processes are essential for the quality of assertion of autonomy
practised by the person with dementia, as poor self-awareness with respect to the situation

but high assertive response for autonomy may lead to risky and poorly judged decisions.

When the organisational model by Jones (1997) is applied to our findings (Figure 3), the
negotiation around autonomy between the agents in care is explained as an inverted
pendulum that shifts from a structured controlled environment (on the left side of the model)
to a complete unstructured environment (right side of the model). An optimal point is reached
when the autonomy of the person with dementia is promoted through adequate support and

when people with dementia are aware of what they are able to do. This process of self-
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awareness enables the person to self-regulate with respect to the situation, to practice an
adequate level of assertion of autonomy, and to ask for adequate levels of support. The less
the ability to engage in the meta-cognitive process of self-regulation the less the likelihood to

retain autonomy and make positive deliberate choices.

Tripartite negotiations in complex social contexts. Our findings also evidenced that there
is constant negotiation between the agents in care (i.e. the person with dementia, the carer,
and the health or social care professional). In concert with information systems research and
cognitive system theories (Gimpel, 2008; Kristensen and Garling, 1997), we found that
tripartite negotiations differ in degree and require different distribution of powers among the
agents. Each agent’s position in negotiations depends on the degree of autonomy exercised

by the person with dementia.

It follows that, in autonomous decision making, little or no negotiation is needed, as the
person with dementia is able to practise agency with little support. The power retained by the
person with dementia exceeds the control that others assert over him or her. Metacognitive
processes help factor in the changes occurring as a consequence of dementia and assist the
person to monitor and regulate themselves in regard to the decision to be made. Chaos is
avoided when there is self-awareness. However, the more complex the situation requiring a

decision, the more complex the metacognitive processes involved.

In shared decision making, the degree of negotiation is higher and requires a shift of power
in favour of the carer. Entropy is avoided when both the carer and the person with dementia
adapt dynamically to the situation and when agreement is reached. Here a perspective-
taking process needs to be fostered in which both agents in care self-regulate their own
responses with respect to the situation and consider each other’s perspective. Shared
decision making is characterised by a constant search for balance to deal with the complex

decision in hand.
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In pseudo decision making, the person with dementia retains little or no power to negotiate
and the professional and family carer effectively become decision makers by proxy. Pseudo
decision making occurs in structured and complex care contexts where mental capacity is
lacking. Entropy is avoided when decisions find common ground between the parties
concerned and reflect the wishes and needs of the person with dementia. This can

sometimes be encouraged through attending to non-verbal modes of communication.

Time ordering and fourth age in dementia care. Decision making in dementia gains a
time-ordering effect, as the extent to which the person engages in autonomous decisions is
bound to the stage of the condition and episodes of crises. This time-ordering effect has
favoured the development of the social discourses around the fourth age (Higgs and
Gilleard, 2015) and the linked associations of old age, dementia, lack of volition and
autonomy. We believe that such social imagery construed around the new contextualisation
of ageing, highly impacts on the degree to which agency is practised by people approaching
later stages of life. The social imaginary of the fourth age, denotes the unknown nature of old
age and it is in contraposition with the cultural dynamics of the third age characterised by
‘personal fulfilment and autonomy’ (Gilleard and Higgs, 2010). This significantly affects the
way agency in dementia is promoted at different levels of society (i.e. within the community

and in social and health policy).

Strengths and limitations. This review is the first to explore the impact of metacognitive
processes on the practice of autonomy in the person with dementia, and how the role of
carers and health professionals influences the outcomes of decision making through
negotiation. Its strengths include the use of a powerful search strategy and in the systematic
screening of articles conducted independently by two researchers. In addition, the quality of
the findings of the meta-ethnography was checked by three experts in dementia care and old

age psychiatry.

Limitations are acknowledged in the use of the CASP checklist for qualitative studies, as its
methods-oriented approach to screening may not be appropriate for studies employing
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different epistemological paradigms. A possible limitation is the use of ‘negotiation’ as
concept to describe the interaction between the participants, as this term denotes a dynamic
exchange occurring in complex care contexts. This assumes a relatively equal distribution of
power, but the actual trend is a decrease of power of the person with dementia as the

disease progresses.

Conclusions. Our analysis helps increase the understanding of the role of the carer in the
decision-making process. It identifies strategies that may help to prevent the
disempowerment of people with dementia and to promote their autonomy. It also highlights
potentially-detrimental tendencies that can operate and mechanisms, as reported in Figure 2
that may act as promoters and barriers to autonomy in decision making. These mechanisms,
positive and less, could potentially be addressed through training (e.g. assertiveness
courses to deal with restrictive and controlling environments). It may also be possible to
take account of this tripartite formulation of decision pathways in the implementation of the

Mental Capacity Act, for example, or in the implementation of advanced directives.
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Appendix Al. Lonergan’s (2000) hierarchical cognitive model of decision making.
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Table 1. Study characteristics (n=20)

Author Year Publication Theoretical Study Data Data analysis Focus Participants
format framework design collection
Adler 2010 Journal Thematic Mixed Focus groups Deductive Driving 65
analysis’ method thematic analysis* cessation participants
PWD=20
Family
carers=45
Bantry White 2014  Journal Grounded theory* Qualitative Semi- Grounded theory  Proxy 10 family
and Montgomery structured decision carers
interviews making
Berry et al. 2015 Journal Grounded theory* Qualitative Longitudinal ~ Grounded theory  Proxy 15 family
individual decision carers
interviews making
Boyle 2013a Journal Thematic Qualitative Ethnographic Thematic analysis  Financial 42
analysist observation management participants
and individual (21 married
interviews couples)
Boyle 2013b Journal Thematic Qualitative Ethnographic Thematic analysis; Gender 42
analysis? observation comparative categorisation participants
and individual analysis in decision (21 married
interviews making couples)
Boyle 2014a Journal Thematic Qualitative Ethnographic Thematic analysis; Every day 42
analysisl observation comparative decision participants
and individual analysis making (21 couples)
interviews
Boyle 2014b Journal Thematic Qualitative Ethnographic Thematic analysis Gender 42
analysist observation categorisation participants
and in decision (21 couples)
interviews making
Couture et al. 2012  Journal Symbolic Qualitative Longitudinal ~ Grounded Theory  Advanced 18 Family
interactionism? individual (constant care planning carers
interviews comparative
analysis)
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Dickinson et al. 2013  Journal Thematic Qualitative Semi- Thematic analysis Advanced 46
analysis? structured care planning Participants
interviews PWD=17
(dyadic and Family
individual carers=29
interviews)
Fetherstonhaugh 2013  Journal Phenomenology’? Qualitative Individual (in  Phenomenological Every day 6 PWD
et al. person and analysis decision-
telephone) making
interviews
Fetherstonhaugh 2016 Journal Thematic Qualitative Semi- Thematic analysis  Proxy 34 Family
et al. analysist structured decision Carers
individual making
interviews (in
person and
telephone)
Groen-van de 2017  Journal Grounded theory® Qualitative Longitudinal ~ Constant Every day 113
Ven et al. individual comparison decision Participants
interviews content analysis making PWD=23
Family
carers=44
Formal
carers=46
Harrison Dening 2016  Journal Thematic Mixed Semi- Thematic analysis Advanced 13
et al. analysis* method structured care planning participants
interviews PWD=6
Family
carers=7
Juarez-Cedillo et 2013  Journal Content analysis* Qualitative Individual Content analysis*  Proxy 8 family
al. interviews (statement decision carers
semiotics) making
Livingstonetal. 2010 Journal Content analysist Qualitative Focus group  Content analysis Every day 89 Family
and in-depth decision carers
individual making
interviews

30



Macquarrie 2005  Journal Grounded theory®>  Mixed Individual Constant Every day 13 PWD
method interviews comparative decision
analysis making
Sampson & 2016  Journal Thematic Qualitative Individual Thematic analysis Every day 9 family
Clark analysist interviews decision carers
making
Samsi and 2013  Journal Thematic Qualitative Longitudinal ~ Thematic analysis Every day 30
Manthorpe analysist dyadic decision participants
interviews making PWD=15
Family
Carers=15
Smebye et al. 2012  Journal Hermeneutic Mixed Semi- Hermeneutic Every day 30
interpretivism? method structured Interpretive decision participants
interviews analysis making PWD=10
and Thompson'’s Family
participant taxonomy of carer=10
observation participation Formal
levels. carer=10
St-Amant et al. 2012  Journal Critical Mixed Longitudinal ~ Theme Every day 41
ethnographic method semi- development decision Participants
tradition* structured analysis making PWD=9
interviews Family
(dyadic and carers=25
individual Service
interviews) managers=7

*Not reported in detail by the author(s).

Paradigm: !Constructivist/Interpretive; ?Descriptive/eidetic; 3Positivism; *Pragmatism; Not reported® (Definition of paradigm informed by Mayan,
2016). tThematic analysis/Content analysis is used as both theoretical framework and analytical method.
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Table 2. Meta-ethnography: Third order constructs.

Third order Theme Categories
Preserved cognitive ability
- Acknowledgment of cognitive ability (Smebye et al., 2012; Boyle, 2013a; Fetherstonhaugh et al., 2013).
Autonomous Strategies to promote autonomous decisions
gz;:rl:l\l/g;-maklng - Aids (Adler, 2010; Fetherstonhaugh et al., 2013; Livingston et al., 2010).

- Exploring choices (Smebye et al., 2012; Boyle, 2013b; Boyle, 2014a; Fetherstonhaugh et al., 2016;
Groen van de Ven, 2017; Dickinson et al., 2013; Berry et al., 2015).
- Assertion of autonomy (White, and Montgomery, 2014; Berry et al., 2015; Macquarrie, 2005)

Restricted autonomy by the carer (Bantry et al., 2014; Berry et al., 2015)

Shared decision-
making pathway

Shared responsibility
- Consensus decision (Groen-van de Ven, 2017; Harrison Dening et al., 2016; Samsi and Manthorpe, 2013)

Strategies for shared decision making
- Assisted autonomy (Bantry White and Montgomery, 2014; Smebye et al., 2012; Boyle, 2013b; Boyle, 2014b;
Samsi and Manthorpe, 2013).
- Connecting present and future negotiations (Smebye et al., 2012).
- Consultation with professionals (Adler, 2010; Livingston et al., 2010).

Barriers to shared decision making
- Imposing views on the person. (Boyle, 2013b; Harrison Dening et al., 2016).
- Feeling objectified. (Macquarrie, 2005; Sampson and Clark, 2016)
- Perception of ability for decision making. (Smebye et al., 2012; Boyle, 2013b).

Missed opportunity for autonomous decision

- Not given opportunity (Smebye et al., 2012; Boyle, 2013b; Boyle, 2014b; Fetherstonhaugh et al., 2013;
Fetherstonhaugh et al., 2016; St-Amant et al., 2012; Sampson and Clark, 2016).
- Justified by the condition (Smebye et al., 2012; Boyle, 2014b; Couture et al., 2012;
Harrison Dening et al., 2016; Livingston et al., 2010; Samsi and Manthorpe, 2013;
Juarez-Cedillo et al., 2013).
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Pseudo-
autonomous
decision-making
pathway

Protective Factors

Sense of reciprocity (Juarez-Cedillo et al., 2013; Smebye et al., 2012; Boyle, 2013b;
Samsi and Manthorpe, 2013; Sampson and Clark, 2016).

- External support (Smebye et al., 2012; Couture et al., 2012; Livingston et al., 2010;
Samsi and Manthorpe, 2013).

Maintaining factors
- Inadequate dialogue (Fetherstonhaugh et al., 2013; Fetherstonhaugh et al., 2016;
Harrison Dening et al., 2016).
False perception of doing the interest of the person (Smebye et al., 2012; Harrison Dening et al., 2016;
Sampson and Clark, 2016).
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Figure 2. Conceptual map of decision-making pathways in dementia care.
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Each pathway is time-bound and influenced by the cognitive decline and dementia symptoms (be it physical or behavioural). In addition, autonomous decisions are a function of the quality
of the care environment (e.g. nurturing care), and of metacognitive processes of self-awareness, self-reflection and self-monitoring in regard to the situation.
*Negative responses from the environment can lead to decreased autonomy and potentially to pseudo autonomous decision making.
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Figure 3. Metacognitive model of self-regulation in decision making (informed by Jones, 1997).
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