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Abstract

Some spousal carers experience their current relationship with the person with dementia as
a continuation of the loving relationship they shared prior to the onset of dementia. For others,
the experience is one of discontinuity; the prior relationship is lost and replaced with a different
kind of relationship. The aim of this study was to investigate whether these differences are
associated with particular symptoms of dementia. Thirty-five spousal carers completed the
Birmingham Relationship Continuity Measure, the Revised Memory and Behavior Checklist (providing
scores relating to cognitive decline, depression and challenging interpersonal behaviour), the
Communicative Effectiveness Index and the Bristol Activities of Daily Living Scale. Experiencing
discontinuity in the relationship was significantly correlated with communication difficulties,
challenging interpersonal behaviour and the need for assistance in activities of daily living, but
not with cognitive decline or depression. In a multiple regression, only the measures of
challenging interpersonal behaviour and activities of daily living made significant unique con-
tributions to the variance in continuity/discontinuity scores. Discontinuity is associated with
reduced psychological well-being for the spousal carer and the provision of less person-centred
care. Understanding which symptoms are more likely to lead to discontinuity allows the
identification of those at risk of these experiences. Those at risk may require support to enable
them to make sense of, and adjust to, certain symptoms of dementia in a way that has a less
negative impact on their relationship.
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Introduction

Qualitative research involving partners/spouses who are providing care for someone with dementia
has revealed considerable individual variation in how they experience their relationship. For some,
the current relationship represents a continuation of the loving pre-dementia relationship, but others
experience radical discontinuity — the pre-dementia relationship has been lost and replaced with
something very different (Boylstein & Hayes, 2012; Chesla et al., 1994; Evans & Lee, 2014; Kaplan,
2001; Lindauer & Harvath, 2015; Quinn et al., 2015; Walters et al., 2010). For example, in her
qualitative study, Kaplan (2001) described a number of couple types differentiated by the degree of
continuity between the past and current relationship, ranging from the ‘till death do us parts’ (in
which the sense of continuity is at its strongest) to “‘unmarried marrieds’ (in which the carer views
themselves as being married in name only, and the pre-dementia relationship has been lost
completely). It should be noted, of course, that not all pre-dementia relationships are loving, and this
research focuses only on the experience of those who enjoyed a good relationship prior to the onset
of dementia. It is also worth noting that an experience of continuity in the relationship does not
preclude changes within the relationship and is not dependant on a denial of those changes. For some
individuals, despite the changes and an acknowledgement of them, the essential core of a loving
relationship persists, and the relationship is not experienced as being radically changed.

Based on a review of this qualitative research, Riley et al. (2013) described five distinct but
closely related dimensions of these two contrasting experiences of continuity and discontinuity:
same/different feelings, same/different person, couplehood, relationship redefined and loss. Same/
different feelings captures the notion that, in continuity, the carer still feels the same love and
affection for their partner as before, whereas in discontinuity, these feelings have diminished and
been replaced by other feelings such as protectiveness, emotional distancing or even dislike. A major
contributor to changes in feeling towards the other person in discontinuity appears to be a sense that
the person with dementia is no longer the same person and has become a stranger. In continuity, by
contrast, the person with dementia is experienced as being essentially the same, despite changes that
have inevitably occurred (same/different person). The dimension of couplehood describes a dif-
ference between continuity and discontinuity in terms of whether the carer feels part of a couple. In
discontinuity, the sense of living, enjoying and coping with life together, as a couple, is lost and
replaced by a more individualistic perspective, whereas in continuity, the sense of belonging to
a couple is retained. In continuity, the carer also experiences the relationship as a continuation of the
marriage/partnership they enjoyed before the onset of dementia, but in discontinuity, the relationship
feels radically different and is experienced as a relationship defined by the giving and receiving of
care, more akin to that between a nurse and patient (relationship redefined). Finally, in discontinuity,
the experience of losing the person and relationship as they were before the onset of dementia is
associated with a sense of loss and grief, an experience that is more limited or absent in the case of
continuity (loss). Riley et al. (2013) described the development and psychometric evaluation of
a questionnaire to measure these five dimensions of relationship continuity/discontinuity (the
Birmingham Relationship Continuity Measure).

Compared to discontinuity, continuity appears to have some benefits (Riley, 2019). Qualitative
studies have suggested it may be linked with better emotional well-being for the caregiving partner
(Boylstein & Hayes, 2012; Walters et al., 2010). More recent quantitative studies using the
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Birmingham Relationship Continuity Measure have supported this. Scores indicating greater
continuity are associated with lower levels of anxiety and depression, less sense of burden and the
derivation of greater satisfaction from the caregiving role (Poveda et al., 2017; Riley et al., 2018).
Qualitative and mixed-method studies have also suggested that continuity is associated with a more
person-centred approach to the understanding and management of challenging interpersonal be-
haviours (Chesla et al., 1994; Lewis, 1998; Murray & Livingston, 1998; Riley et al., 2020; Walters
et al., 2010).

Given the potential benefits of continuity, it is important to understand why some partners
experience continuity, but others experience discontinuity. Such knowledge would permit the
identification of those at risk of discontinuity and enable them to be supported at an earlier stage in
preserving the core of their relationship. Knowing why these different experiences arise would also
deepen understanding of their nature and thereby enable the development of more effective support.

One reason for differences in continuity/discontinuity may relate to the symptoms of dementia
shown by the person with dementia. It may be more difficult to maintain a sense of continuity with
the pre-dementia relationship in the face of certain changes and losses than others. In qualitative
research on acquired brain injury, it has been suggested that discontinuity may be particularly likely
when the person with the brain injury shows challenging interpersonal behaviours such as ag-
gression and attempts to control the other person, and when they lack emotional warmth and re-
sponsiveness (Bodley-Scott & Riley, 2015; Villa & Riley, 2017). A lack of emotional warmth and
responsiveness refers to the relative infrequency of communications and behaviours that indicate the
presence of positive feelings towards the carer, and encompasses both spontaneous communications/
behaviours and those in response to what the carer does and says. The link between this apparent
emotional indifference and perceptions of changed identity has also been highlighted in a qualitative
study involving participants living with dementia (Boylstein & Hayes, 2012).

Two quantitative studies also provide some support for the suggestion that discontinuity is more
likely to occur in the presence of challenging interpersonal behaviour and lack of emotional warmth
compared to other symptoms, although the evidence is somewhat mixed. Spousal carers in a study
by Poveda et al. (2017) completed the Neuropsychiatric Inventory (Cummings et al., 1994) which
evaluates symptoms of psychosis and changes in mood and behaviour. Discontinuity (measured by
the Birmingham Relationship Continuity Measure) was significantly correlated with the total score
on the inventory. It was uncorrelated with items related to mood and symptoms of psychosis, but
significantly correlated with items related to apathy (which may be viewed as an aspect of emotional
unresponsiveness) and to disinhibition and agitation (which may be viewed as challenging in-
terpersonal behaviours). However, it was uncorrelated with irritability, which would also be
considered challenging interpersonal behaviour. Participants in the study also completed The
Awareness of Social Inference Test (McDonald et al., 2003) which was used to measure aspects of
the social cognition of the person with dementia (specifically, their ability to read facial expressions
and their ability to use paralinguistic cues, such as tone of voice, in order to interpret conversational
meaning). An ability to read the emotional state of others presumably has an impact on how
emotionally responsive the person with dementia is to their partner. However, scores on the Bir-
mingham Relationship Continuity Measure were uncorrelated with scores on this test.

In another quantitative study, Strohminger and Nichols (2015) required family members of
people with Alzheimer’s or fronto-temporal dementia to rate the extent to which the person with
dementia was the same person, alongside questionnaires about the presence of common symptoms
of dementia and changes in personality. In analyses using structural equation modelling, the
presence of symptoms indicating a loss of ‘morality’ (defined as the ability to judge right from wrong
and the capacity to be moved by the suffering of others) and changes in ‘moral’ personality traits
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(e.g. loss of empathy) were the only factors that significantly predicted identity change in both
groups. Changes in cognition, mood, motivation and other challenging interpersonal behaviours
(e.g. paranoia) were not significant predictors. The results thus suggested that loss of ‘morality’
(which could be viewed as an aspect of challenging interpersonal behaviours) and empathy (which
could be viewed as an aspect of emotional warmth) may be particularly associated with perceptions
of changed identity.

These two previous quantitative studies are limited in some respects. The study by Poveda et al.
(2017) examined a relatively narrow range of symptoms, and the study by Strohminger and Nichols
(2015) focused only on discontinuity of the identity of the person with dementia rather than the wider
concept of relationship discontinuity. The present study expanded these investigations by assessing
the association between scores on the Birmingham Relationship Continuity Measure and a wider
range of measures of dementia symptoms. Alongside measures of communication, mood and
challenging interpersonal behaviours, partners also completed questionnaires about their partner’s
cognitive decline and loss of ability to complete activities of daily living. The expectation was that,
relative to other symptoms, discontinuity would be particularly associated with challenging in-
terpersonal behaviours and a lack of emotional responsiveness.

Method

Ethical approval for the study was provided by the STEM Ethical Review Committee of the
University of Birmingham (reference number ERN-14-1398). All participants provided written
informed consent.

Recruitment and participants

Oral presentations about the research were given to groups of carers in a range of organisations
providing services to people with dementia and their families. Those interested were invited to speak
individually with the researcher following the presentation. They were given an opportunity to ask
questions and provided with more detailed written information to take away. Using contact details
they provided, the researcher subsequently got in touch with them to ask if they wanted to
participate.

The presentations and written information provided details about the inclusion and exclusion
criteria. Participants were required to be currently living with, and caring for, a spouse/partner with
a diagnosis of dementia; to have been in the relationship at least 5 years before the diagnosis of the
dementia; and to be capable of giving informed consent and completing questionnaires written in
English. People were excluded if the diagnosis of dementia had been given less than 4 months before
participation and if, prior to the dementia starting, they were already providing care to their partner
because of a learning disability, a serious medical condition or mental health difficulties.

A power analysis was carried out to establish a minimum requirement for the sample size. The
primary statistical analysis involved correlations. According to G*Power (Faul et al., 2007), with
alpha set at .05 and power at .8 in a two-tailed test, a sample size of at least 29 would be required to
detect a large correlation (r = .5).

Measures and procedure

Relationship continuity was assessed using the Birmingham Relationship Continuity Measure which
was reported in the initial evaluation study to have good internal consistency, test-retest reliability



2298 Dementia 20(7)

and construct validity (Riley et al., 2013). Higher scores indicate more continuity. Measures of
dementia symptoms were selected to cover a broad range. The Revised Memory and Behavior
Checklist (Teri et al., 1992) provides an evaluation of the frequency of, and distress caused by,
problems with memory/concentration, depression and challenging interpersonal behaviours (la-
belled ‘disruption’). Separate scores are calculated for each of these three areas of difficulty, and
higher scores indicate a greater frequency of the difficulty. The measure of distress caused by the
symptoms was not included in the present study: The focus of the study was on investigating the
association between continuity/discontinuity and a range of symptoms, not on the distress caused by
those symptoms. Furthermore, the other symptom measures included in the study do not assess the
distress caused by the symptoms and so comparison of distress across the range of symptom
measures would not have been possible. The Bristol Activities of Daily Living Scale (Bucks et al.,
1996) provides an evaluation of the functional abilities of the person with dementia in relation to
activities such as self-care, household tasks and recreation. Higher scores indicate greater de-
pendency. It was not possible to identify any carer-rated measures assessing emotional warmth that
has been validated in dementia research. As a substitute, the Communicative Effectiveness Index
(Lomas et al., 1989) was used. This assesses loss of ability in everyday communication behaviours
and includes an item about communicating emotions, alongside other items such as taking part in
a conversation. It was originally designed for use with people experiencing communication dif-
ficulties after a stroke and the wording was changed where necessary to reflect its use in dementia.
Higher scores indicate greater impairment.

Along with the symptom measures, participants also completed the Relationship Assessment
Scale (Hendrick, 1988) with reference to their pre-dementia relationship (i.e. before the onset of any
symptoms). As explained in the Introduction, the concept of relationship continuity refers to the
continuance of a loving pre-dementia relationship. Clearly, not all pre-dementia relationships are
loving, and this presents a potential source of confounding in the results. To address this, the
Relationship Assessment Scale was used to provide a measure of the quality of the pre-morbid
relationship. If there were any participants who reported an unsatisfactory pre-dementia relationship,
the intention was to run the analysis without them. The measure has seven items rated on a five-point
Likert scale with three points anchored to verbal descriptions, ranging from 1 (designated ‘poor”)
through 3 (‘average’) to 5 (‘excellent’), with higher scores indicating better quality. A score of 21
represents an ‘average’ score for the seven items and so a score below 21 was set as the exclusion
criterion.

Participants were given the option of completing the questionnaires at home or at the premises of the
organisation from which they were recruited, and the option of completing them with a researcher present
or completing them alone. These options were given to enable the participation of those who might
otherwise be discouraged or prevented from taking part. In the case of those who chose to complete the
questionnaires with a researcher present, the researcher was available to clarify any questions the
participant had about the questionnaires and to read the items aloud for those with visual impairment.

Results

Thirty-six full data sets were returned, but one of these was excluded because one of the inclusion
criteria was not met (specifically, the person had not lived with the person with dementia for at least 5
years prior to the onset of dementia). The final sample thus comprised 35 participants. Demographic-
and dementia-related information is summarised in Table 1. Table 2 presents the descriptive statistics
for each of the questionnaires. Except for Revised Memory and Behavior Checklist-Memory, all the
questionnaires showed an acceptable level of internal consistency (i.e. Cronbach’s alpha was at least
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Table 1. Demographic information (N = 35).

Participant characteristics
Gender: 26 female; 9 male
Ethnicity: 32 white British; 3 others
Age: Mean = 73; standard deviation = 8; range = 54-87
Employment status: 4 still in some form of employment
Characteristics of person with dementia
Gender: 9 female; 26 male
Ethnicity: 33 white British; 2 others
Age: Mean = 76; standard deviation = 8; range = 56-91
Employment status: 0 in employment
Characteristics of relationship
Orientation: 35 heterosexual
Length of relationship (years): Mean = 48; standard deviation = 15; range = 7-75°
Characteristics of dementia
Type: Vascular = |3; Alzheimer’s = 7; mixed = 6; unknown/other = 9
Time since diagnosis (months): Mean = 42; standard deviation = 29; range = 5-120

?Some participants provided information about how long they had known the person with dementia, rather than how long
they had been married/partners.

Table 2. Descriptive statistics.

Number of Possible Observed Standard Cronbach’s
Scale items range range Mean deviation alpha
BRCM 23 23115 23-114 58.43 26.89 .96
CEl 16 16-80 21-77 58.23 14.71 .93
RMBC-memory 7 0-7 2-7 5.80 1.30 .55
RMBC-depression 9 0-9 0-8 3.83 2.68 .86
RMBC-disruption 8 0-8 0-8 251 2.15 77
BADLS 20 0-60 4-58 27.99 10.96 9l
RAS 7 7-35 24-35 31.94 3.30 72

BRCM: Birmingham Relationship Continuity Measure; CEl: Communicative Effectiveness Index; RMBC: Revised Memory and
Behaviour Checklist; BADLS: Bristol Activities of Daily Living Scale; RAS: Relationship Assessment Scale (for pre-dementia
relationship).

7). On the Relationship Assessment Scale, all participants scored above the cut-off point of 21,
indicating that all were generally satisfied with their pre-dementia relationship. Exclusion of
participants from the analysis on the basis of an unsatisfactory pre-dementia relationship was,
therefore, not required.

Distributions were checked for univariate outliers and departures from normality. One outlier
was detected on the Bristol Activities of Daily Living Scale, but no adjustments were made
because inclusion of the score did not have any noticeable impact on the outcome of the analysis.
Distributions on the Revised Memory and Behavior Checklist-Memory and Disruption scores
departed significantly from normal. Logarithmic transformations were used to correct this,
although this was not entirely successful for the Memory score, and the results for this variable
should be interpreted with some caution. There were no multivariate outliers. The data otherwise
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Table 3. Correlations.

BRCM CEl RMBC-memory =~ RMBC-depression ~ RMBC-disruption
CEl —.503*
p =.002
RMBC-memory —.218 —.089
p=.208 p=.612
RMBC-depression  .106 —.091 175
p=2544 p=.602 p=.3I5
RMBC-disruption —.586* 177 .098 174
p<.00l p=2310 p=.574 p=.318
BADLS —659* .684* —.131 —.187 261
p<.001 p<.00l p = .452 p = .28l p=.130

*p < .05. BRCM: Birmingham Relationship Continuity Measure; CEl: Communicative Effectiveness Index; RMBC: Revised
Memory and Behaviour Checklist; BADLS: Bristol Activities of Daily Living Scale.

Table 4. Regression analysis, BRCM as the outcome variable.

Standardised coefficient beta p-value Part correlation
CEl —.099 515 —.072
RMBC-distribution —.445 <.001* —.430
BADLS —.A475 .004* —.340

*p < .05. BRCM: Birmingham Relationship Continuity Measure; CEl: Communicative Effectiveness Index; RMBC: Revised
Memory and Behaviour Checklist; BADLS: Bristol Activities of Daily Living Scale.

met the assumptions for parametric analysis, and Pearson’s correlation coefficient was
calculated.

Correlations are shown in Table 3. As expected, Birmingham Relationship Continuity Measure
scores were significantly associated with the Communicative Effectiveness Index and the frequency
of ‘disruptive behaviour’ measured by the Revised Memory and Behavior Checklist, but not with
memory or mood changes. Unexpectedly, the Birmingham Relationship Continuity Measure scores
also correlated significantly with the Bristol Activities of Daily Living Scale.

Correlations amongst the symptom variables were generally small. However, there was a large
significant correlation between the Bristol Activities of Daily Living Scale and the Communicative
Effectiveness Index (Table 3). This raised the possibility that the association between one of these
variables and the Birmingham Relationship Continuity Measure may have occurred simply because
of its association with the other symptom variable. To investigate this further, the three symptom
variables that were significantly correlated with the Birmingham Relationship Continuity Measure
(i.e. the Revised Memory and Behavior Checklist-Disruption, Bristol Activities of Daily Living Scale
and Communicative Effectiveness Index) were entered as predictors in a multiple regression, with the
Birmingham Relationship Continuity Measure as the outcome variable. The analysis was restricted
to these three predictors because a power analysis using G*Power indicated that the sample size of
the study was inadequate to test the contribution of more than three (with power set at .80 and alpha
at .05, a sample of 36 is required to detect large effects (f* = .35) of three predictors). The results are
shown in Table 4. Both the Revised Memory and Behavior Checklist-Disruption and Bristol
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Activities of Daily Living Scale variables made a significant unique contribution to the variance in
Birmingham Relationship Continuity Measure scores, but the Communicative Effectiveness Index
did not. Overall, the predictors explained 59% of the variance (adjusted R* = .588).

Associations between the Birmingham Relationship Continuity Measure and each of the demographic,
relationship and dementia-related variables were evaluated using correlations for continuous variables and
one-way ANOVA for categorical variables. Due to insufficient numbers in each group, no analyses were
performed for ethnicity. Birmingham Relationship Continuity Measure scores were not related significantly
to any of the other variables, including gender, type of dementia, time since diagnosis, duration of re-
lationship and quality of the pre-dementia relationship (measured by the Relationship Assessment Scale).

Discussion

As expected, scores on the continuity measure showed a significant negative correlation with
communication difficulties and challenging interpersonal behaviour, but not with cognitive decline
or depression. Unexpectedly, there was also a significant negative correlation with the need for
assistance in activities of daily living. In a multiple regression, only the measures of challenging
interpersonal behaviour and activities of daily living made significant unique contributions to the
variance in scores on the continuity measure.

Challenging interpersonal behaviours

The association between discontinuity and challenging interpersonal behaviour is consistent with
qualitative research in acquired brain injury linking discontinuity with challenging interpersonal
behaviour such as aggression (Bodley-Scott & Riley, 2015; Villa & Riley, 2017) and with the dementia
study of Poveda et al. (2017) in which the Birmingham Relationship Continuity Measure was sig-
nificantly negatively correlated with the Neuropsychiatric Inventory, which has some overlap with
Revised Memory and Behavior Checklist-Disruption in terms of items relating to aggression, agitation
and disinhibition. A more recent study also reported a large significant negative correlation
between Birmingham Relationship Continuity Measure scores and the Behaviour subscale of the
Caregiver Hassles Scale which assesses challenging interpersonal behaviours (Riley et al., 2020).
The result is also consistent with the study of Strohminger and Nichols (2015) in which losses in
‘morality’ and ‘moral personality’, but not changes in cognition, mood, motivation or behaviours
such as agitation, were associated with perceptions of identity change in the person with dementia.

The link between challenging interpersonal behaviours and experiences of discontinuity requires
further exploration. A qualitative approach may be preferable for exploring the nature of such
a complex connection. In the context of a loving pre-dementia relationship, challenging in-
terpersonal behaviours such as aggression presumably seem very inconsistent with the person and
the relationship as they were before the onset of dementia. Perhaps this inconsistency makes it
particularly difficult to maintain a sense of continuity. Another reason for the link may be that such
behaviours often elicit strong negative emotional responses in the carer towards the person with
dementia, such as feeling hurt, angry and fearful. Participants in the study by Bodley-Scott and Riley
(2015) described how it was difficult to switch off such feelings in favour of more positive feelings
such as love and intimacy. Consistent with this, several quantitative studies in dementia have
reported that higher levels of challenging interpersonal behaviour are associated with reduced levels
of warmth and intimacy on the part of the carer within the relationship (De Vugt et al., 2003; Spector
etal., 2016; Spruytte et al., 2002). A loss of love and affection may, in turn, make it difficult to retain
a sense of continuity with the pre-dementia relationship.



2302 Dementia 20(7)

Cognition and mood

The depression and memory components of the Revised Memory and Behavior Checklist were not
correlated with the Birmingham Relationship Continuity Measure. Most carers are likely to have
experienced some degree of low mood in the person with dementia during the period before the onset
of dementia. Low mood may also be seen by the carer as an understandable reaction to having
dementia (Aminzadeh et al., 2007). It may be, then, that low mood is not viewed as alien to the
essential character of the person with dementia in the way that changes such as aggression are. As
such, it may have less of an impact on the carer’s perception of the identity of the person with
dementia. Cognitive losses may present a greater contrast with the person before the onset of
dementia, but they are perhaps less central to the identity of that person. Strohminger and Nichols
(2014) presented members of the public with hypothetical scenarios in which some event caused
a range of personal changes to a fictional character. Participants were required to say whether the
character remained the same person. Changes to basic perceptual and cognitive abilities were
significantly less likely to result in judgements that the character was no longer the same person than
changes to moral and other personality traits.

Communication

Although Birmingham Relationship Continuity Measure scores were significantly associated with
the Communicative Effectiveness Index, this association disappeared when the correlation of the
questionnaire with the Bristol Activities of Daily Living Scale was taken into account in the multiple
regression. This uncertainty is reflected in other literature about this issue. Although emotional
warmth and responsiveness are highlighted in the qualitative brain injury literature as contributing to
discontinuity (Bodley-Scott & Riley, 2015; Villa & Riley, 2017), Poveda et al. (2017) found no
correlation between the Birmingham Relationship Continuity Measure and a measure of social
cognition. In the study by Strohminger and Nichols (2015), aphasia was not a significant predictor of
ratings of identity change, but empathy (which overlaps to some extent with the notion of emotional
warmth and responsiveness) was included in the construct of ‘moral’ symptoms that was the only
significant predictor. Perhaps, the resolution of this uncertainty lies in considering the measures
used. Although The Awareness of Social Inference Test used by Poveda et al., the aphasia item used
by Strohminger and Nichols and the Communicative Effectiveness Index used in the present study
are measuring skills that can contribute to the expression of emotional warmth and responsiveness,
none offers a direct and comprehensive measure of this ability. The links between lack of emotional
warmth and discontinuity merit further investigation using a measure with greater validity. However,
as noted earlier, we were unable to identify a carer-rated measure assessing emotional warmth that
has been validated in dementia research.

Activities of daily living

An unexpected finding was that discontinuity was associated with greater difficulties in carrying out
activities of daily living, and that this association was significant even when its correlation with the
Communicative Effectiveness Index was taken into account in the multiple regression. This is
consistent with a recent study (Riley et al., 2020) in which Birmingham Relationship Continuity
Measure scores showed a significant moderate correlation with a different measure of difficulties
with activities of daily living (the Caregiver Hassles Scale). The reason for this association is
unclear. Due to the range and complexity of abilities required in carrying out everyday activities, the
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Bristol Activities of Daily Living Scale may provide a reasonable index of global impairment (i.e. the
number and magnitude of differences between the person as they were before the dementia and as
they are now). Previous qualitative research presents a seemingly inconsistent picture of the as-
sociation between discontinuity and the severity of global impairment. Although some studies have
suggested that continuity becomes increasingly difficult to maintain as the level of global disability
increases (Gillies, 2012), others have reported the maintenance of continuity even when the person
with dementia is very severely disabled and the occurrence of discontinuity even when the level of
disability is relatively mild (Chesla et al., 1994; Kaplan, 2001). The explanation of this inconsistency
may be that global impairment makes continuity more difficult, but other factors (such as chal-
lenging interpersonal behaviours) are also involved. Consequently, although there may be a ten-
dency for discontinuity to increase as global impairment increases, there will still be considerable
individual variation within this, and some people may experience discontinuity even when global
disability is relatively mild, while others are able to maintain continuity even when it is relatively
severe. There is some support for this in the present study: The person who reported the highest score
on the Bristol Activities of Daily Living Scale (58 out of 60, indicating complete dependency on all
but one item) nevertheless scored at the median on the Birmingham Relationship Continuity
Measure (i.e. only half of the sample showed more continuity). Conversely, compared to the person
with the lowest score on the Birmingham Relationship Continuity Measure, 66% of the sample was
looking after people who needed more support in activities of daily living.

Limitations

Some limitations of the study should be noted. The sample was non-random, self-selected and
homogenous in terms of demographic characteristics. Care should, therefore, be taken in gen-
eralising the findings. Sample size was also relatively small and more modest relationships amongst
the variables may not have been detected because of this. This includes correlations between
continuity/discontinuity and demographic/other factors, such as the type of dementia. The corre-
lational design precludes any firm conclusions about causality: Possible alternative explanations of
the association between certain symptoms and continuity/discontinuity are that those who perceive
their relationship as discontinuous are more likely to report symptoms in a negative light, or the
association may be a spurious one due to the impact on symptoms and discontinuity of some other
variable that was not assessed. All the symptom measures involved the participant’s evaluation of
the symptom, and there are concerns about the accuracy of family reports about symptoms
(Loewenstein et al., 2001). As noted earlier, the Communicative Effectiveness Index did not provide
a direct and comprehensive measure of emotional warmth and responsiveness and therefore did not
provide a fair test of the hypothesis that this variable may be an important factor in perceptions of
continuity/discontinuity. It should also be noted that the Communicative Effectiveness Index was
designed for use after stroke, and it may not provide the best method of capturing dementia-related
changes. Finally, the Memory subscale of the Revised Memory and Behavior Checklist showed low
internal reliability, and the failure to observe a significant correlation between this measure and the
Birmingham Relationship Continuity Measure should accordingly be treated with some caution.

Potential implications

Given the potential benefits of continuity in terms of carer well-being and the quality of care they
provide (Riley, 2019), it may be useful, in some circumstances at least, to support carers in trying to
maintain a sense of continuity. The current study suggests that maintaining continuity may be more
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difficult in the face of certain symptoms. One potential method of supporting greater continuity
involves changing how carers appraise these symptoms. For example appraisals made by carers
about challenging interpersonal behaviours such as aggression sometimes involve the perception of
the behaviours being under the control of the person with dementia and motivated by hostile intent
(Harvath, 1994; Martin-Cook et al., 2003). In the context of a loving pre-dementia relationship, such
an interpretation implies a stark contrast between the person and the relationship before and after the
onset of dementia and thereby presumably increases the probability of perceiving discontinuity.
Such an appraisal may also make it difficult to maintain loving feelings towards the person with
dementia. The carer could be supported to develop a more nuanced understanding of the behaviour
that does not involve the idea of the person with dementia bearing any sustained personal animosity.
Externalising and depersonalising problems are an important component of narrative therapy
(White, 2007), and this approach merits further exploration as a way of helping carers avoid
personalised interpretations of challenging interpersonal behaviours that may be contributing to
a sense of discontinuity.
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