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Objective: Research suggests a decline in the mental health and wellbeing of people

with dementia (PwD) during the COVID-19 pandemic; however few studies have

compared data collected pre-pandemic and during the pandemic. Moreover, none have

compared this change with what would be expected due to dementia progression.

We explored whether PwD experienced changes in mental health and wellbeing by

comparing pre-pandemic and pandemic data, and drew comparisons with another

group of PwD questioned on two occasions prior to the pandemic.

Methods: Community-dwelling PwD enrolled in the IDEAL programme were split into

two groups matched for age group, sex, dementia diagnosis, and time since diagnosis.

Although each group was assessed twice, one was assessed prior to and during the

pandemic (pandemic group; n = 115) whereas the other was assessed prior to the

pandemic (pre-pandemic group; n = 230). PwD completed measures of mood, sense

of self, wellbeing, optimism, quality of life, and life satisfaction.

Results: Compared to the pre-pandemic group, the pandemic group were less likely

to report mood problems, or be pessimistic, but more likely to become dissatisfied with

their lives. There were no changes in continuity in sense of self, wellbeing, and quality

of life.

Discussion: Results suggest the pandemic had little effect on the mental health and

wellbeing of PwD, with any changes observed likely to be consistent with expected

rates of decline due to dementia. Although personal accounts attest to the challenges

experienced, PwD appear to have been resilient to the impact of lockdown and social

restrictions during the pandemic.
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INTRODUCTION

The COVID-19 pandemic (hereafter referred to as “the
pandemic”) and consequent periods of lockdown and social
restrictions forced individuals to change their routines, social
interactions, and usual ways of accessing health and social
care services (1–3). For instance, non-urgent clinical activities
were postponed, conducted via phone, or interrupted. People
considered clinically vulnerable were strongly advised to stay
at home even in those periods when social restrictions were
less severe. Clinically vulnerable people included some people
with dementia (PwD) who also had other health conditions.
Social support services for community dwelling PwD and their
carers were also interrupted. PwD living in the community
may have been particularly affected by these changes related to
the pandemic.

However, existing evidence based on carer reports and self-
reports from PwD provided mixed results (4, 5). On one
hand some studies (6–10) found that the pandemic accelerated
decline in the cognitive, physical, functional, and mental health
of PwD, as well as increased neuropsychiatric symptoms,
behavioral problems, and loneliness among PwD (3, 5–17).
On the other hand, some studies found that the pandemic
had minimal negative impact or no impact on these outcomes
(7, 8, 12, 18). These inconsistent findings may be due to the
methodological limitations of cross-sectional analyses based on
self- and informant reports (6).

Although some studies examined changes in themental health
and wellbeing of PwD by using data collected both prior to and
during the pandemic (3, 7, 11, 18, 19), they lacked a matched
comparison group providing data on changes in mental health
and wellbeing over time prior to the pandemic. Because of
this they could not determine whether a decline in the mental
health and wellbeing of PwD was due to the pandemic or to the
normal progression of dementia. Studies such as that conducted
by Tondo et al. (20) found that during the pandemic PwD
experienced a greater cognitive decline compared to what was
expected for people in their same stage of the illness. However,
to the best of our knowledge, no study has undertaken a similar
approach to that of Tondo et al. (20) to explore the effects of the
pandemic on the mental health and wellbeing of PwD.

Using longitudinal data from the IDEAL (Improving the
experience of Dementia and Enhancing Active Life) cohort, we
found that during the pandemic PwD were more likely to report
discontinuity in sense of self, poorer quality of life, and lower life
satisfaction, but also better mood, greater optimism, and similar
levels of physical health, when compared to mean scores for the
cohort prior to the pandemic, but we could not establish whether
the observed changes were attributable to conditions during the
pandemic (19).

Building on our earlier findings and on longitudinal data
from the IDEAL programme, the current study investigated the
mental health and wellbeing of PwD by comparing longitudinal
change seen in a group of participants assessed both prior
to and during the pandemic with that seen in a matched
comparison group of PwD assessed on two occasions prior
to the pandemic. To capture mental health and wellbeing,

measures assessing mood, continuity/discontinuity in sense of
self, wellbeing, optimism, quality of life, and life satisfaction were
employed. We hypothesized that, compared to the experience of
their matched counterparts prior to the pandemic, PwD during
the pandemic were more likely to be anxious or depressed,
perceive discontinuity in sense of self, report lower psychological
wellbeing, be less optimistic, have poorer quality of life, and be
dissatisfied with their life. We also expected that the changes
in mental health and wellbeing experienced by PwD during
the pandemic would be greater than the changes over time
experienced by a matched group of PwD whose data were
collected during two assessment waves prior to the pandemic.

MATERIALS AND METHODS

Design
We report a comparison of data from two matched groups of
PwD, each assessed on two occasions. One group was assessed
prior to and during the pandemic, and the other group was
assessed on two occasions prior to the pandemic.

This study is embedded in the ongoing IDEAL programme.
The IDEAL programme centers on a longitudinal cohort study
following a large group of PwD and their carers for up to 6
years (21, 22). PwD were recruited for baseline interviews (T1)
through 29 National Health Service (NHS) sites in England,
Scotland, and Wales between 2014 and 2016. Participants lived
in the community, and had a clinical diagnosis of dementia and
a Mini-Mental State Examination (MMSE) (23) score ≥15 at
baseline. For those who agreed to participate, trained researchers
conducted structured interviews during home visits. Follow-up
interviews occurred 12 (T2) and 24 (T3) months later. A follow-
up study (IDEAL-2) began in 2018 and aimed to comprise three
further waves of data collection (T4–T6); the T4 interviews were
scheduled 2 years after T3. T4 was due to end in July 2020
and T5 was due to end 12 months later but data collection
for both waves was interrupted by the COVID-19 pandemic.
The INCLUDE (Identifying and mitigating the individual and
dyadic impact of COVID-19 and life under physical distancing
on people with dementia and carers) study was introduced at
this point to understand the impact of COVID-19 on the IDEAL
cohort. Those who had participated in IDEAL and IDEAL-2 were
invited to take part in INCLUDE. Interviews for INCLUDE were
conducted remotely by trained researchers between September
2020 and April 2021, see (24) for details.

Participants
Two matched groups of participants were identified from the
INCLUDE and IDEAL datasets:

• The “pandemic group” (n = 115) comprised PwD who were
assessed for both IDEAL T3 and INCLUDE.

• The “pre-pandemic group” (n = 230) comprised PwD who
were assessed for IDEAL T1 and T3 but did not take part
in INCLUDE.

Participants in the pre-pandemic group were matched 2:1 to
participants in the pandemic group. Matching was based on
age group, sex, dementia diagnosis, and time since dementia
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diagnosis. The pool of participants from which the matched pre-
pandemic group was chosen consisted of those who took part
in IDEAL T1 and T3 but not INCLUDE (as described above,
n = 736). Two participants from this pool were matched to
each participant from the pandemic group. However, using these
criteria it was not possible to identify two exact matches for
every participant in the pandemic group. Therefore, for the first
match, 70 out of 115 of the pandemic group were matched
exactly on age group (<65, 65–69, 70–74, 75–79, 80+ years), sex,
dementia subtype (Alzheimer’s disease, vascular dementia, mixed
Alzheimer’s and vascular dementia, frontotemporal dementia,
Parkinson’s disease dementia, dementia with Lewy bodies,
unspecified/other) and time since diagnosis (<1, 1–2, 3–5 6+
years). Another 14 out of 115 of the pandemic group were
matched exactly on age group, sex, binary dementia subtype
(Alzheimer’s disease, vascular dementia, mixed, vs. other), and
time since diagnosis. Seven out of 115 had exact first matches on
age group, sex, binary dementia subtype, and binary time since
diagnosis (≤2, ≥3 years). The remaining 24 from the pandemic
group had exact first matches on age group, sex, and binary
dementia diagnosis. For second matches 113 out of 115 matched
on age group, sex, and binary dementia diagnosis, and two out of
115 matched only on age group, and sex.

There were two “waves” of data available for each group:

• Wave 1 (W1) refers to IDEAL T1 for the pre-pandemic group
and IDEAL T3 for the pandemic group.

• Wave 2 (W2) refers to IDEAL T3 for the pre-pandemic group
and INCLUDE data collection for the pandemic group.

These time-points were selected as the time between assessments
was the nearest match we could achieve for the two groups.

Measures
Single items from standardized measures were used to assess self-
reported mood (depressed or anxious; not depressed or anxious)
(25), continuity in sense of self (discontinuity; continuity) (24),
wellbeing (high; moderate; low) (26), optimism (optimistic;
pessimistic or neutral) (27), quality of life (poor or fair; good;
excellent) (28), and life satisfaction (satisfied; dissatisfied) (29);
see Supplementary Table 1.

Covariates included marital status (spouse/partner; single;
widowed), education (no qualifications; school leaving certificate
at age 16; school leaving certificate at age 18; university), social
class (high; intermediate; low), living alone (yes; no), cognition
[MMSE score (23) 0–21, 22–25, 26–30], diagnosed depression
(depressed; not depressed) and months between waves. Number
of health conditions other than dementia was a count of heart
problems (heart attack or congestive heart failure), hypertension,
peripheral vascular disease, stroke or hemiplegia, transient
ischaemic attack, chronic bad chest, inflammation of the joints,
peptic/stomach ulcer disease, skin ulcer, diabetes, moderate or
severe kidney disease, cancer, and liver disease. The count was
categorized into either 0–1 or 2+ co-morbidities.

Statistical Methods
Binary outcomes (anxiety or depression, continuity in sense of
self, optimism, life satisfaction) were analyzed using mixed effect

logistic regression models with waves grouped within participant
as a random intercept to account for correlation over waves
within a participant. For outcomes withmore than two categories
(wellbeing, quality of life) mixed effect multinomial logistic
regression models were used, again with the random intercept
grouping waves within participants. Due to low participant
numbers the random intercept was constrained to be equal
for all outcome categories instead of having separate random
intercepts for each category of the outcome. To understand the
difference in trends over time (waves) in the outcome between
the pre-pandemic group and the pandemic group, an interaction
between the pandemic group indicator variable and wave variable
was included in the model. All models were adjusted for the
matching variables (age group, sex, dementia subtype, time since
dementia diagnosis) and for other covariates that were important
to the model. A sensitivity analysis was conducted for the mood
model where diagnosed depression was included as a covariate to
control for long-term depression.

RESULTS

In the whole sample (n= 345) the average age was 72.6 years and
48.7% were women. As participants were matched for age group
rather than age, mean age was 72.7 years in the pre-pandemic
group and 72.4 years in the pandemic group. In the whole sample
themajority of participants had a partner, had education to age 18
or university level, were in the higher social class group, and had
Alzheimer’s disease (Table 1). Average time between waves was
24.9 months for the pre-pandemic group and 39.1 months for the
pandemic group. Including time between waves as a covariate or
interaction with pandemic group in the model did not lead to
significantly different results, so this was excluded.

Number and proportions of participants in each category of
mental health and wellbeing indicators are reported in Table 2.
Results from the mixed effect models are shown in Table 3.

In the pre-pandemic group 34.5% at W1 and 32.6%
at W2 were depressed or anxious. At W1 38.3% of the
pandemic group were depressed or anxious, decreasing to
25.4% at W2; the trend for this decrease in feeling depressed
or anxious in the pandemic group differed to the trend
between W1 and W2 in the pre-pandemic group; interaction
odds ratio (OR): 0.4, 95% confidence interval (CI): 0.1–1.0
(Table 3; Supplementary Figure 1). The results were robust
when adjusted for diagnosed depression in the sensitivity analysis
(Supplementary Table 2).

In the pre-pandemic group (W1: 30.5%, W2: 32.3%) and
pandemic group (W1: 33.0%, W2: 34.5%) there was no
evidence of change in the proportion of participants reporting
discontinuity in sense of self and no evidence of any difference
in trends between groups (interaction OR: 1.1, 95% CI: 0.4–2.6)
(Table 3; Supplementary Figure 2).

At W1 67.3% of the pre-pandemic group had a high level of
wellbeing; by W2 this had dropped to 61.7%. In the pandemic
group the proportion of participants reporting high levels of
wellbeing was similar at W1 (63.2%) and W2 (61.1%). There was
some evidence to suggest an increase in the proportion reporting
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TABLE 1 | Demographic profiles of the pre-pandemic and pandemic groups.

Pre-pandemic Pandemic

N % N %

Age group <65 38 16.5 19 16.5

65–69 44 19.1 22 19.1

70–74 56 24.4 28 24.4

75–79 40 17.4 20 17.4

≥80 52 22.6 26 22.6

Mean: 72.7 Mean: 72.4

Sex Men 118 51.3 59 51.3

Women 112 48.7 56 48.7

Marital status Spouse/partner 184 80.0 84 73.0

Single 17 7.4 22 19.1

Widowed 29 12.6 9 7.8

Education No qualifications 64 27.8 23 20.4

Qualification at 16 39 17.0 17 15.0

Qualification at 18 78 33.9 49 43.4

University 49 21.3 24 21.2

Social class High 90 41.7 52 47.7

Intermediate 96 44.4 36 33.0

Low 30 13.9 21 19.3

Living situation Living with others 191 83.4 91 79.1

Living alone 38 16.6 24 20.9

Health condition count in addition to dementia 0–1 144 63.7 64 56.6

2+ 82 36.3 49 43.4

Diagnosed depression Not depressed 189 83.6 93 82.3

Depressed 37 16.4 20 17.7

Dementia subtype Alzheimer’s disease 142 61.7 61 53.0

Vascular dementia 16 7.0 15 13.0

Mixed (Alzheimer’s and vascular) 38 16.5 21 18.3

Frontotemporal dementia 13 5.7 8 7.0

Parkinson’s disease dementia 6 2.6 4 3.5

Lewy body dementia 7 3.0 0 0.0

Unspecified/Other 8 3.5 6 5.2

Length of time since <1 year 93 42.5 0 0.0

Diagnosis 1–2 years 83 37.9 51 47.2

3–5 years 37 16.9 43 39.8

≥6 years 6 2.7 14 13.0

Average time (months) between W1 and W2 Mean Range Mean Range

24.9 18–38 39.1 27–51

moderate wellbeing by W2 in the pre-pandemic group (OR: 1.5,
95% CI: 0.8–2.6) with no difference in trend for the pandemic
group (interaction OR: 0.8, 95% CI: 0.3–2.1, Table 3).

Most (73.9%) of the pre-pandemic group were optimistic
at W1, reducing to 68.0% at W2. At W1 67.8% of the
pandemic group were optimistic, increasing to 74.3% at
W2 (Supplementary Figure 3). The models provided some
evidence to suggest a difference in trends between the
two groups (interaction OR: 0.5, 95% CI: 0.2–1.2) (Table 3;
Supplementary Figure 3).

The proportion of those reporting good quality of life
decreased for the pre-pandemic group (W1: 56.1%, W2: 52.9%)

and pandemic group (W1: 60.0%, W2: 47.8%). Whereas, in the
pre-pandemic group there was some evidence to suggest an
increase in the proportion feeling their quality of life was poor or
fair (OR: 1.6, 95% CI: 0.9–2.9), in the pandemic group there was
some evidence to suggest an increase in the proportion feeling
quality of life was excellent (interaction OR: 1.8, 95% CI: 0.7–4.6),
as well as in the proportion feeling quality of life was poor or fair
(Table 3).

The proportion reporting they were satisfied with life in
the pre-pandemic group was similar at W1 (83.9%) and
W2 (85.0%). At W1, 91.3% of the pandemic group were
satisfied with life, decreasing to 85.8% at W2. There was
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TABLE 2 | Outcomes at wave 1 and wave 2 in the pre-pandemic and pandemic groups.

Pre-pandemic Pandemic

Wave 1 Wave 2 Wave 1 Wave 2

N % N % N % N %

Mood Depressed or anxious 79 34.5 73 32.6 44 38.3 29 25.4

Not depressed or anxious 150 65.5 151 67.4 71 61.7 85 74.6

Sense of self Discontinuity 69 30.5 71 32.3 38 33.0 39 34.5

Continuity 157 69.5 149 67.7 77 67.0 74 65.5

Wellbeing Low 25 10.9 26 12.2 13 11.4 13 12.0

Moderate 50 21.8 56 26.2 29 25.4 29 26.9

High 154 67.3 132 61.7 72 63.2 66 61.1

Optimism Pessimistic or neutral 59 26.1 70 32.0 37 32.2 29 25.7

Optimistic 167 73.9 149 68.0 78 67.8 84 74.3

Quality of life Poor or fair 37 16.2 51 23.1 25 21.7 31 27.4

Good 128 56.1 117 52.9 69 60.0 54 47.8

Excellent 63 27.6 53 24.0 21 18.3 28 24.8

Life satisfaction Dissatisfied with life 36 16.1 33 15.0 10 8.7 16 14.2

Satisfied with life 188 83.9 187 85.0 105 91.3 97 85.8

TABLE 3 | Odds ratios from mixed effect logistic regression models and multinomial logistic regression models with 95% confidence intervals.

Pandemic vs. pre-pandemic at

wave 1

Wave 2 vs. wave 1 for pre-pandemic

group

Interaction between pandemic group

and wave

OR 95% CI OR 95% CI OR 95% CI

Mooda Depressed or anxious Ref. Ref. Ref.

Not depressed or anxious 1.1 0.5–2.8 0.8 0.5–1.4 0.4 0.1–1.0

Sense of selfb Discontinuity 1.1 0.5–2.4 1.1 0.7–1.9 1.1 0.4–2.6

Continuity Ref. Ref. Ref.

Wellbeingc Low 1.1 0.4–3.1 1.2 0.6–2.4 1.0 0.3–3.4

Moderate 1.0 0.4–2.4 1.5 0.8–2.6 0.8 0.3–2.1

High Ref. Ref. Ref.

Optimismd Pessimistic or neutral 1.4 0.7–2.8 1.5 0.9–2.4 0.5 0.2–1.2

Optimistic Ref. Ref. Ref.

Quality of lifee Poor or fair 1.4 0.7–3.1 1.6 0.9–2.9 0.9 0.3–2.3

Good Ref. Ref. Ref.

Excellent 0.7 0.3–1.4 0.9 0.6–1.6 1.8 0.7–4.6

Results for main effects and interaction between pandemic group indicator variable and wave variable. Main effect of wave gives the odds ratio (OR) comparing the pandemic groups

to the pre-pandemic group at wave 1. Main effect for Wave compares wave 2 to wave 1 for the pre-pandemic group. The interaction compares the trend over waves in the pandemic

group to the trend over waves in the pre-pandemic group. 95% confidence interval (95% CI); Ref. indicates reference category for the outcome. All models adjusted for age group, sex,

binary time since diagnosis, and binary dementia diagnosis.
aAdditionally adjusted for education, health condition count, and MMSE group.
bAdditionally adjusted for education, marital status, health condition count, depression diagnosis, and MMSE group.
cAdditionally adjusted for social class, and marital status.
dAdditionally adjusted for education, marital status, health condition count, and depression diagnosis.
eAdditionally adjusted for education, social class, marital status, health condition count, depression diagnosis, and MMSE group.

some evidence to show the trend over waves differed between
the pre-pandemic and pandemic group (interaction OR: 3.3,
95% CI: 0.9–13.0, Supplementary Table 3). However, these
results should be interpreted with caution as, due to low
numbers of those dissatisfied with life, the estimate for the
interaction was inflated when adjusting for matching variables.
Adjustment for further covariates did not improve the estimates
(Supplementary Table 3).

DISCUSSION

This study investigated whether the experience of living through
the pandemic and associated social restrictions affected the
mental health and wellbeing of PwD living in the community
in Britain. Contrary to our hypotheses, COVID-19 restrictions
appeared to have little negative impact on whether PwD
experienced continuity in sense of self and on how PwD
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appraised their wellbeing and quality of life, and in the case of
mood and optimism, COVID-19 restrictions appeared to have
a positive impact. Although the hypothesis that, compared to
pre-COVID-19, PwD during COVID-19 were more likely to be
dissatisfied with their lives was partially supported, estimations
were inflated. Overall, findings for six outcomes capturing
different facets of mental health and wellbeing consistently
suggest that, when considering PwD enrolled in the IDEAL
cohort as a group, the pandemic was associated with minimal
negative change in mental health and wellbeing and with an
improvement in mood and optimism.

The small decline in the proportion of PwD who reported
mood problems in both the pre-pandemic and pandemic
groups is consistent with previous evidence (19, 30). This
effect was larger in the pandemic group, suggesting that some
circumstances related to COVID-19 led to a reduction in the
proportion of PwD having mood problems. It may be that
during lockdown carers provided greater social support to PwD,
or, as qualitative studies have found, PwD perceived the home
environment as a safe place where they could enjoy quiet time,
learn new skills, or return to past hobbies without fearing failure
or comparison with peers (31). The engagement of PwD in
activities such as reading and playing computer games during
the lockdown is documented in other studies (7, 19). Due to
stigma, embarrassment or awareness of being less able to engage
in activities in normal times PwD may experience social anxiety
and, as a consequence, withdraw from social activities (32–
36), so in this sense restrictions may have had positive aspects.
Nonetheless, further understanding of the mechanisms through
which pandemic experiences decreased the likelihood of mood
problems in PwD could help to identify ways of promoting better
mood in PwD post-pandemic.

This was the first study exploring whether the pandemic had
an influence on continuity in sense of self in PwD.We found that
COVID-19 restrictions had no impact on continuity in sense of
self in PwD. Again, it may be that during the lockdown PwD
engaged in a range of activities and hobbies that contributed to
the experience of continuity in sense of self.

Between September 2020 and April 2021, the pandemic did
not influence the wellbeing and quality of life of PwD and only
marginally influenced their optimism. Indeed, although PwD in
the pandemic group were more likely to be optimistic about the
future compared to those in the pre-pandemic group, differences
between groups were minimal. Moreover, PwD who were more
optimistic about the future prior to the pandemic maintained
this optimistic outlook during the pandemic. This pattern of
results suggests that the pandemic may not have influenced pre-
existing levels of optimism (O’Rourke, 2015). This may be due to
optimism being a relatively stable trait among older people (37).

There was some evidence to support the hypothesis in relation
to life satisfaction, as during the pandemic PwD were more
likely to feel dissatisfied with their lives. However, the number
of PwD expressing dissatisfaction with their lives was low both
before and during the pandemic, and this significant effect is due
to only six people becoming dissatisfied with their lives during
COVID-19. Comparison of baseline levels of life satisfaction
between the pandemic group and the pre-pandemic group also

shows that the proportion of PwD feeling dissatisfied with their
lives was lower in the pandemic group and, despite a significant
increase in the number of PwD becoming dissatisfied with their
life during COVID-19, this number remained lower than the
pre-pandemic group.

Compared to previous evidence (5) this study provides a
more positive picture of the mental health and wellbeing of PwD
during COVID-19. The disparity with previous studies on this
topic may be due to several major methodological differences.
First, although previous longitudinal studies identified a decline
in the mental health and wellbeing of PwD during the pandemic
compared with pre-pandemic information (11, 38–42), they
could not discern whether the observed change was due to
the typical course of dementia or to the impact of pandemic-
related social restrictions. In contrast, by using longitudinal
data to compare the change experienced by PwD during the
pandemic with that experienced by a matched sample of PwD
whose data were collected prior to COVID-19, our results suggest
that most of the negative changes experienced by PwD during
the pandemic are parallel to those that would be expected
in a group of PwD with similar demographic characteristics
under normal conditions. For instance, although the current
analyses confirmed some of the previous results from the IDEAL
cohort (e.g., a decrease in mood problems) that were based
on comparison of pre-pandemic and pandemic data without
a matched comparison group (19) it did not confirm others
(e.g., poorer quality of life). The methodological advancements
of this study suggest that the previously-described increase in
the proportion of PwD reporting discontinuity in sense of self,
poorer quality of life, and dissatisfaction with their life may have
been due to the progress of dementia rather than to the pandemic.

Second, another possible reason for the disparity between
our findings and those of previous studies is that previous
studies relied on informant ratings provided by carers (7, 10,
12, 17, 43–45) whereas this study considered the self-ratings
of PwD. As carer ratings differ from self-ratings (46) and the
subjective perceptions of people withmild-to-moderate dementia
are widely accepted as valid (47), our study may have produced
more reliable results than existing research. Third, whereas many
previous studies collected data at the beginning of the pandemic
and therefore during the period of strict lockdown (5), data
collection for this study started in September 2020 and therefore
encompassed both periods of lockdown and periods of significant
easing of restrictions. The more positive results found in this
studymay be due to participants having had the time to overcome
the initial shock caused by the pandemic, adapt to a new lifestyle,
and cope with changes related to the pandemic and/or to people
looking forward to enjoy reduced restrictions (48).

Fourth, as those IDEAL participants who could not use
telephones and/or had deterioratedmarkedly since their previous
assessment were underrepresented in INCLUDE, study analyses
are based on a self-selected group of PwD who may have been
well-positioned to adapt to the lockdown and social restrictions.
Hence, our positive results may not generalize to all PwD. Fifth,
many individual effects of the pandemic on themental health and
wellbeing of PwDmay have remained hidden in our analyses that
considered PwD as a group. Indeed, qualitative studies suggest
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a heterogenous picture in relation to the mental health and
wellbeing of PwD during the pandemic (48). For instance, the
majority of our sample lived with someone else. However, those
PwD who live alone found it harder to cope with some of the
changes related to the pandemic, such as increased loneliness,
and were therefore more likely to experience poorer mental
health and wellbeing (48).

Overall, study results suggest that COVID-19 did not have
a negative impact on the mental health and wellbeing of our
sample of PwD. Instead, it may have had a small beneficial
effect particularly in relation to mood. Qualitative interviews
conducted during the pandemic with 11 PwD participating
in the IDEAL study and their carers suggest that in some
cases the resilience shown by PwD may reflect positive social
circumstances and use of previously-learned coping strategies
(48). Despite our positive pattern of results, we should be
mindful that some negative feelings and experiences, such as the
perception of being abandoned by services, have been reported
by PwD (19, 48). These should be addressed as they may lead to
poorer mental health and wellbeing in the long term.

This study has some limitations. Exact matches on all variables
could not be found for everyone in the pandemic group.
However, all matching variables were included as covariates
in the models, and in an effort to mitigate this limitation,
the pre-pandemic group included two matches for each PwD
in the pandemic group. Mental health and wellbeing were
assessed with single-item measures that, although reducing
the burden for participants (19), may not have adequately
captured the constructs. There was also a longer timeframe
between assessments for the pandemic group. However, the
models controlling for the difference between timepoints led
to the same results as those models not controlling for this
difference between timepoints, suggesting that the difference
between timepoints did not influence study findings. Moreover,
there was generally little effect from COVID-19 on the mental
health and wellbeing of PwD so it was unlikely that the longer
gap between assessments for the pandemic group affected the
results, especially as the expectation was for a greater effect from
COVID-19 on this group.

Despite these limitations, our unique study design made it
possible to investigate whether observed changes inmental health
and wellbeing were due to the pandemic and concomitant social
restrictions rather than reflecting the typical course for PwD. In
this sample of PwD the COVID-19 pandemic appears to have
had little to no negative effect on mental health and wellbeing,
and little impact on continuity and discontinuity in sense of
self, wellbeing, quality of life, and life satisfaction. If anything,
there was a small positive impact on mood and optimism. Future
research is needed to understand the mechanisms behind this
unexpected positive effect as it may help to identify ways to
address mood disturbance in PwD. The remarkable resilience
shown by PwD in this study adds to current understanding
of what is possible in adjusting to the diagnosis and living
with the condition and offers hope that it is possible to “live
well” with dementia. Although this study found that the radical
changes imposed by the pandemic did not have a negative effect
on the mental health and wellbeing of PwD as a group, some

PwD may have been less resilient than others. Indeed, previous
studies documented how some PwD had negative experiences
of the pandemic (19, 48). Future research could therefore focus
on identifying the characteristics of those PwD who found it
harder to adapt to the pandemic and would therefore benefit the
most from post-pandemic support. Finally, as the social support
provided by carers may be one of the reasons why PwD showed
resilience in being able to maintain their mental health and
wellbeing against the radical changes imposed by the pandemic,
future work with the IDEAL dataset will explore whether carers’
mental health and wellbeing have instead been affected during
the pandemic.
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