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Introduction

We present a hypothesis that dementia may create a unique dynamic for spousal partners by
diminishing their interdependence in health and quality of life. Below, we briefly review
prior literature to explain the hypothesis and present some initial evidence in support from a
trial dataset. We hope that researchers will test our hypothesis with their datasets, and that
this article inspires further research into the relationship dynamics between people living with
dementia and their partners and implications for their health and quality of life.

As the disease progresses, people living with dementia become increasingly
dependent on family and friends for everyday activities and care. While some receive formal
paid care, the majority of care provided for those living at home is by informal carers (also
termed caregivers) and often family members including spouses (referred to as carers
throughout here). Often, especially with older people, the distinction between those providing
and those receiving informal care can become blurred making definitions of the caring role
problematic. While definitions of carer vary, a consistent feature is the provision of unpaid
care.! In the United Kingdom, it is estimated that over 61 per cent of people with dementia
aged 60 and above live at home supported by over 700,000 carers to the value of £11.6
billion per annum.?

Data from the United Kingdom, France, and Germany suggest that approximately
two thirds of carers of people living with dementia are spouses.® Being a carer can impact on
quality of life, defined as an “individual’s perception of their position in life in the context of
the culture and value systems in which they live and in relation to their goals, expectations,
standards and concerns™* P-1405 Research with spouses suggests that over time the health and
quality of life of both partners converge. Indeed, the health of each partner is interdependent
on the other, and this interdependence is greater among older people.® For example, 6-year

longitudinal data from Europe suggest that as married couples age, a spouse’s quality of life,



cognition, and health is predictive of their partner’s quality of life.® Diary studies also suggest
that daily emotions are contagious between married couples.” Such interdependence in
emotional and relational wellbeing has also been identified in non-spousal informal carers of
relatives with a chronic illness, physical disability, or frailty due to ageing.® Therefore,
through daily interaction, emotion transmission, and shared behaviours and experiences,® as
with spouses generally, we might expect the perceived quality of life of people living with
dementia to converge over time and become similar to that of their spousal carer. Similarly,
quality of life among carers of people with various conditions has been found to be
negatively associated with carer burden.® Therefore, we might expect interdependence in
quality of life to be directly and negatively associated with carer burden. i.e., if a person with
dementia has low quality of life scores then we would predict not only lower scores of carer
quality of life, but also higher scores of carer burden.

However, self-reports of health and quality of life require insight into one’s own
condition. Lack of insight, or anosognosia, refers to an individual’s unawareness of the
impact their medical condition has on their everyday functioning.® Given that dementia is a
degenerative neurological disease characterised by a chronic, global, and non-reversible loss
of cognitive functioning,!* an accompanying decline of insight into their condition is
eventually identified in nearly all people living with dementia.'® In the context of quality of
life, prior studies have found a discrepancy in quality of life ratings made by people living
with dementia and proxy ratings from their carers. Some authors argue that a lack of insight
by people living with dementia into the impact of their condition leads to this divergence in
ratings.®9 2 This would explain the stability of quality of life scores from people living with
dementia over time but a gradual deterioration (in accord with expectation for a degenerative

neurological disease) when reported in proxy by their carers.'?



If people living with dementia become unaware of the impact of their condition, then
their ability to report their level of quality of life in a manner that is congruent with their carer
will also decline. Therefore, a lack of convergence in self-reported health and quality of life

may develop among couples of a person living with dementia and their spousal carer.

Hypothesis
Our hypothesis is that dementia creates a unique context for spousal partners where

interdependence in health and quality of life diminishes.

Initial evidence in support of the hypothesis
We conducted a secondary analysis of data on quality of life and carer burden from a
randomised controlled trial with community-dwelling people living with dementia and their
carers recruited as dyads.® Self-reported quality of life from both dyad members, and carer
burden, were collected at baseline and again six months later. As well as investigating the
relationship between people with dementia and their spousal carers’ quality of life, we were
also interested in the relationship between quality of life of people with dementia and carer
burden. This was because of the highly significant correlation between carer quality of life
and carer burden,® and the interest among researchers and policy makers to reduce carer
burden to help support carers in their important role.! Thus, carer burden was our selected
dependent variable for multivariate analyses to test our hypothesis of interdependence of
health and quality of life between people with dementia and their spousal carers.

We used data at baseline and separately at the six-month follow-up in two sets of
analyses. First, using baseline data, we tested the associations between quality of life of the
person with dementia and their spousal carer’s quality of life and carer burden. We then

tested if quality of life of both the person with dementia and the spousal carer could predict



carer burden. Second, we tested the associations between quality of life of the person with
dementia and their spousal carer’s quality of life and carer burden at follow-up, using both
baseline and follow-up data. We then tested whether quality of life of both the person with
dementia and the spousal carer could predict carer burden at follow-up (see Supplemental

Digital Content 1 for a full explanation of the method for this analysis).

Participants were recruited from 06/04/2017 to 17/07/2018, with the final follow-up
completed on 30/11/2018. For the current analyses, 65 people living with dementia and their
spousal carers provided data at baseline, and 54 at the 6-month follow-up. All couples were
married and living together (see Table 1 for demographic details of participants at baseline
and Supplemental Digital Content 2 - Table S1 for descriptive statistics for the variables at

baseline and follow-up).

<<Table 1 about here>>

Carer burden at baseline

The output from the Pearson bivariate correlations is presented in Table 2. People living with
dementia and carer quality of life at baseline were not significantly associated. For carer
burden at baseline, the only baseline variable significantly (p < 0.10) associated with it was
carer quality of life. Baseline measures from people living with dementia (quality of life and
cognitive functioning) were not significantly associated with baseline carer burden.
Therefore, only baseline carer quality of life was entered into the regression that explained 43
per cent of the variance in carer burden at baseline (F(1,61) = 47.82, p<0.001, B = -52.54, SE

= 7.60, adjusted R? = 0.43).

<<Table 2 about here>>



Carer burden at follow-up

The results in Table 2 suggest that baseline and follow-up quality of life of people living with
dementia were not significantly associated with carer quality of life at follow-up. For carer
burden at follow-up, the only baseline variables significantly (p < 0.10) associated with it
were carer burden and carer quality of life. Baseline measures from people living with
dementia (quality of life and cognitive functioning) were not significantly associated with
follow-up carer burden. For the variables at follow-up, the only variables significantly (p <
0.10) associated with carer burden at follow-up were carer quality of life and cognitive
functioning of people living with dementia. The quality of life of people living with dementia
was not significantly associated with carer burden at follow-up. Therefore, baseline carer
burden, baseline and follow-up carer quality of life, and cognitive functioning of people
living with dementia at follow-up were entered into the regression that explained 65 per cent
of the variance in carer burden at follow-up (F(4,43) = 22.30, p<0.01, adjusted R? = 0.65). Of
the four variables entered, only baseline carer burden (B = 0.57, SE = 0.11, p<0.001) and
follow-up carer quality of life (B = -23.02, SE = 8.20, p = 0.10) significantly predicted carer
burden at follow-up (baseline carer quality of life: B = 5.42, SE =10.00, p = 0.59; follow-up

people living with dementia cognition: B = 0.00, SE =0.12, p = 0.98).

Discussion

In summary, the above analyses provide initial evidence from both baseline and follow-up
data that reports from people living with dementia on their quality of life were not
significantly associated with either carer quality of life or carer burden. Thus, in contrast to
spouses in general, due to a lack of interdependence when a spousal partner has dementia, the
quality of life of one partner cannot be predicted based on characteristics of the other. This

also means that interventions designed to improve the health and quality of life of people



living with dementia and their carers may not necessarily benefit both partners. This has been
observed in prior randomised controlled trials. For example, an intervention that increased
walking among people living with dementia and their carers reported no benefit for people
living with dementia but a reduction in carer burden.** Additionally, in our Tai Chi
intervention, we reported significantly higher quality of life among people living with
dementia in the Tai Chi group relative to the control group but not their carers.*® This
suggests that unless they are appropriately adapted, interventions for dyads may only be
effective in improving the quality of life of either the person living with dementia or their

carer but not both, even when both participate in the intervention.

Limitations of initial evidence and directions for future research
We acknowledge that our proposed explanation for a diminishment in interdependence
between spousal carers was not tested in the above study. Therefore, alternative explanations
are possible and future research could explore the mechanisms behind this relationship.
Further, we recognise that the above initial dataset had limitations regarding the sample and
measures used. This was a secondary analysis of people living with dementia and their carers
recruited for a trial evaluating the efficacy of Tai Chi on postural balance.*® Therefore, the
sample may not necessarily be representative of the general population of people living with
dementia and their spousal carers. Future research with larger and more representative
samples are needed that will afford subgroup analyses to fully test our hypothesis. Further,
the number of years married / in partnership, and number of years living with dementia and
severity of symptoms could be examined for their relationship with the degree of
convergence in ratings of quality of life.

Future research might include additional variables. For example, relationships have

been identified between carer burden and other variables including carer’s perceived change



in identity in the person with dementia and relationship quality.™ Lastly, the measure of
quality of life used in this study was relatively new and so did not readily lend itself to direct
comparisons with prior studies. Future research could use both generic and dementia-specific

measures of quality of life to test the similarity of their relationships with carer burden.

Conclusion

Our hypothesis is that dementia creates a unique dynamic for spousal partners by diminishing
their interdependence in health and quality of life. We call on dementia researchers to collect
data and conduct secondary data analyses to test our hypothesis and explore its implications

for the health and quality of life of both people living with dementia and their carers.
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