

[image: image1]
Minimal Impact of COVID-19 Pandemic on the Mental Health and Wellbeing of People Living With Dementia: Analysis of Matched Longitudinal Data From the IDEAL Study












	
	ORIGINAL RESEARCH
published: 09 March 2022
doi: 10.3389/fpsyt.2022.849808






[image: image2]

Minimal Impact of COVID-19 Pandemic on the Mental Health and Wellbeing of People Living With Dementia: Analysis of Matched Longitudinal Data From the IDEAL Study

Serena Sabatini1,*†, ‡, Holly Q. Bennett2,†,‡, Anthony Martyr1†, Rachel Collins1†, Laura D. Gamble2†, Fiona E. Matthews2†, Claire Pentecost1†, Eleanor Dawson1†, Anna Hunt1†, Sophie Parker1†, Louise Allan1†, Alistair Burns3†, Rachael Litherland4, Catherine Quinn5† and Linda Clare1,6†


1College of Medicine and Health, University of Exeter, Exeter, United Kingdom

2Faculty of Medical Sciences, Population Health Sciences Institute, Newcastle University, Newcastle upon Tyne, United Kingdom

3School of Social Sciences, Institute of Brain, Behaviour and Mental Health, University of Manchester, Manchester, United Kingdom

4Innovations in Dementia Community Interest Company (CIC), Exeter, United Kingdom

5Centre for Applied Dementia Studies, Bradford University, Bradford, United Kingdom

6National Institute for Health Research (NIHR) Applied Research Collaboration South-West Peninsula, London, United Kingdom

Edited by:
Olusegun Baiyewu, University of Ibadan, Nigeria

Reviewed by:
Cristoforo Comi, University of Eastern Piedmont, Italy
 Ilaria Chirico, University of Bologna, Italy

*Correspondence: Serena Sabatini, s.sabatini2@exeter.ac.uk

†ORCID: Serena Sabatini orcid.org/0000-0002-3618-6949
 Holly Q. Bennett orcid.org/0000-0002-4085-8023
 Anthony Martyr orcid.org/0000-0002-1702-8902
 Rachel Collins orcid.org/0000-0002-3405-7932
 Laura D. Gamble orcid.org/0000-0001-8496-9705
 Fiona E. Matthews orcid.org/0000-0002-1728-2388
 Claire Pentecost orcid.org/0000-0003-2048-5538
 Eleanor Dawson orcid.org/0000-0002-4883-7307
 Anna Hunt orcid.org/0000-0001-7523-1792
 Sophie Parker orcid.org/0000-0003-4878-9859
 Louise Allan orcid.org/0000-0002-8912-4901
 Alistair Burns orcid.org/0000-0002-9837-0645
 Catherine Quinn orcid.org/0000-0001-9553-853X
 Linda Clare orcid.org/0000-0003-3989-5318

‡ These authors share first authorship

Specialty section: This article was submitted to Aging Psychiatry, a section of the journal Frontiers in Psychiatry

Received: 06 January 2022
 Accepted: 14 February 2022
 Published: 09 March 2022

Citation: Sabatini S, Bennett HQ, Martyr A, Collins R, Gamble LD, Matthews FE, Pentecost C, Dawson E, Hunt A, Parker S, Allan L, Burns A, Litherland R, Quinn C and Clare L (2022) Minimal Impact of COVID-19 Pandemic on the Mental Health and Wellbeing of People Living With Dementia: Analysis of Matched Longitudinal Data From the IDEAL Study. Front. Psychiatry 13:849808. doi: 10.3389/fpsyt.2022.849808



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 the mental 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 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 with more 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 the majority 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.


Table 1. Demographic profiles of the pre-pandemic and pandemic groups.
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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.


Table 2. Outcomes at wave 1 and wave 2 in the pre-pandemic and pandemic groups.

[image: Table 2]

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).


Table 3. Odds ratios from mixed effect logistic regression models and multinomial logistic regression models with 95% confidence intervals.
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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 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 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 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 with mild-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 study may 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 deteriorated markedly 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 the mental health and wellbeing of PwD may have remained hidden in our analyses that considered PwD as a group. Indeed, qualitative studies suggest 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 in mental 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.



DATA AVAILABILITY STATEMENT

The datasets presented in this article are not readily available because IDEAL data were deposited with the UK data archive in April 2020 and will be available to access from April 2023. Details of how the data can be accessed after that date can be found at: http://reshare.ukdataservice.ac.uk/854293/. INCLUDE data will be archived in connection with the IDEAL dataset in March 2022. Requests to access the datasets should be directed to http://reshare.ukdataservice.ac.uk/854293/ or Linda Clare L.Clare@exeter.ac.uk.



ETHICS STATEMENT

INCLUDE was approved by Wales Research Ethics Committee 5 as an amendment to IDEAL-2 for England and Wales (18/WS/0111 AM12). IDEAL was approved by Wales Research Ethics Committee 5 (reference 13/WA/0405) and IDEAL-2 by Wales Research Ethics Committee 5 (reference 18/WS/0111) and Scotland A Research Ethics Committee (reference 18/SS/0037). IDEAL and IDEAL-2 are registered with the UK Clinical Research Network (UKCRN), numbers 16593 and 37955, respectively. The patients/participants provided their written informed consent to participate in this study.



AUTHOR CONTRIBUTIONS

LC, AM, CP, RC, LA, AB, RL, CQ, FM, SS, and HB conception and design. HB conducted study analysis and drafted the methods and results sections. SS interpreted the data and drafted the introduction and discussion sections. All authors critical appraisal and review of the manuscript and final approval of the manuscript.



FUNDING

Identifying and mitigating the individual and dyadic impact of COVID-19 and life under physical distancing on people with dementia and carers (INCLUDE) was funded by the Economic and Social Research Council (ESRC) through grant ES/V004964/1. Investigators: LC, Victor, C., FM, CQ, Hillman, A., AB, LA, RA, AM, RC, and CP. ESRC is part of UK Research and Innovation (UKRI). Improving the experience of Dementia and Enhancing Active Life: living well with dementia. The IDEAL study was funded jointly by the Economic and Social Research Council (ESRC) and the National Institute for Health Research (NIHR) through grant ES/L001853/2. Investigators: LC, I. R. Jones, C. Victor, J. V. Hindle, R. W. Jones, M. Knapp, M. Kopelman, RL, A. Martyr, FM, R. G. Morris, S. M. Nelis, J. A. Pickett, CQ, J. Rusted, and J. Thom. IDEAL data were deposited with the UK data archive in April 2020 and will be available to access from April 2023. Details of how the data can be accessed after that date can be found at: http://reshare.ukdataservice.ac.uk/854293/. Improving the experience of Dementia and Enhancing Active Life: a longitudinal perspective on living well with dementia. The IDEAL-2 study was funded by Alzheimer's Society, grant number 348, AS-PR2-16-001. Investigators: LC, I. R. Jones, C. Victor, C. Ballard, A. Hillman, J. V. Hindle, J. Hughes, R. W. Jones, M. Knapp, RL, AM, FM, R. G. Morris, S. M. Nelis, CQ, and J. Rusted.



ACKNOWLEDGMENTS

We acknowledge the support of NIHR Dementias and Neurodegeneration Specialty (DeNDRoN) and Health and Care Research Wales with IDEAL cohort recruitment and data collection. We gratefully acknowledge the local principal investigators and researchers involved in participant recruitment and assessment within these networks. We are grateful to the IDEAL study participants for their participation in the IDEAL and INCLUDE studies, to the wider group of IDEAL programme researchers, and to members of the ALWAYs group and the Project Advisory Group for their support. LC and LA acknowledge support from the NIHR Applied Research Collaboration South-West Peninsula.



SUPPLEMENTARY MATERIAL

The Supplementary Material for this article can be found online at: https://www.frontiersin.org/articles/10.3389/fpsyt.2022.849808/full#supplementary-material



REFERENCES

 1. Manca R, De Marco M, Venneri A. The impact of COVID-19 infection and enforced prolonged social isolation on neuropsychiatric symptoms in older adults with and without dementia: a review. Front Psychiatry. (2020) 11:585540. doi: 10.3389/fpsyt.2020.585540

 2. Simonetti A, Pais C, Jones M, Cipriani MC, Janiri D, Monti L, et al. Neuropsychiatric symptoms in elderly with dementia during COVID-19 pandemic: definition, treatment, future directions. Front Psychiatry. (2020) 11:579842. doi: 10.3389/fpsyt.2020.579842

 3. Altieri M, Santangelo G. The psychological impact of COVID-19 pandemic and lockdown on caregivers of people with dementia. Am J Geriatr Psychiatry. (2021) 29:27–34. doi: 10.1016/j.jagp.2020.10.009

 4. Brown EE, Kumar S, Rajji TK, Pollock BG, Mulsant BH. Anticipating and mitigating the impact of the COVID-19 pandemic on Alzheimer's disease and related dementias. Am J Geriatr Psychiatry. (2020) 28:712–21. doi: 10.1016/j.jagp.2020.04.010

 5. Liu KY, Howard R, Banerjee S, Comas-Herrera A, Goddard J, Knapp M, et al. Dementia wellbeing and COVID-19: review and expert consensus on current research and knowledge gaps. Int J Geriatr Psychiatry. (2021) 36:1597–639. doi: 10.1002/gps.5567

 6. Boutoleau-Bretonniere C, Pouclet-Courtemanche H, Gillet A, Bernard A, Deruet AL, Gouraud I, et al. The effects of confinement on neuropsychiatric symptoms in Alzheimer's disease during the COVID-19 crisis. J Alzheimers Dis. (2020) 76:41–7. doi: 10.3233/JAD-200604

 7. Canevelli M, Valletta M, Toccaceli Blasi M, Remoli G, Sarti G, Nuti F, et al. Facing dementia during the COVID-19 outbreak. J Am Geriatr Soc. (2020) 68:1673–6. doi: 10.1111/jgs.16644

 8. Lara B, Carnes A, Dakterzada F, Benitez I, Piñol-Ripoll G. Neuropsychiatric symptoms and quality of life in Spanish patients with Alzheimer's disease during the COVID-19 lockdown. Eur J Neurol. (2020) 27:1744–7. doi: 10.1111/ene.14339

 9. Rainero I, Bruni AC, Marra C, Cagnin A, Bonanni L, Cupidi C, et al. The impact of COVID-19 quarantine on patients with dementia and family caregivers: a nation-wide survey. Front Aging Neurosci. (2020) 12:625781. doi: 10.3389/fnagi.2020.625781

 10. Borelli WV, Augustin MC, De Oliveira PBF, Reggiani LC, Bandeira-De-Mello RG, Schumacher-Schuh AF, et al. Neuropsychiatric symptoms in patients with dementia associated with increased psychological distress in caregivers during the COVID-19 pandemic. J Alzheimers Dis. (2021) 80:1705–12. doi: 10.3233/JAD-201513

 11. Barguilla A, Fernandez-Lebrero A, Estragues-Gazquez I, Garcia-Escobar G, Navalpotro-Gomez I, Manero RM, et al. Effects of COVID-19 pandemic confinement in patients with cognitive impairment. Front Neurol. (2020) 11:589901. doi: 10.3389/fneur.2020.589901

 12. Cohen G, Russo MJ, Campos JA, Allegri RF. COVID-19 epidemic in argentina: worsening of behavioral symptoms in elderly subjects with dementia living in the community. Front Psychiatry. (2020) 11:866. doi: 10.3389/fpsyt.2020.00866

 13. Vaitheswaran S, Lakshminarayanan M, Ramanujam V, Sargunan S, Venkatesan S. Experiences and needs of caregivers of persons with dementia in India during the COVID-19 pandemic-A qualitative study. Am J Geriatr Psychiatry. (2020) 28:1185–1194. doi: 10.1016/j.jagp.2020.06.026

 14. Azevedo L, Calandri IL, Slachevsky A, Graviotto HG, Vieira MCS, Andrade CB, et al. Impact of social isolation on people with dementia and their family caregivers. J Alzheimers Dis. (2021) 81:607–17. doi: 10.3233/JAD-201580

 15. Carlos AF, Poloni TE, Caridi M, Pozzolini M, Vaccaro R, Rolandi E, et al. Life during COVID-19 lockdown in Italy: the influence of cognitive state on psychosocial, behavioral and lifestyle profiles of older adults. Aging Ment Health. (2021). doi: 10.1080/13607863.2020.1870210

 16. Tam MT, Dosso JA, Robillard JM. The impact of a global pandemic on people living with dementia and their care partners: analysis of 417 lived experience reports. J Alzheimers Dis. (2021) 80:865–75. doi: 10.3233/JAD-201114

 17. Tsapanou A, Papatriantafyllou JD, Yiannopoulou K, Sali D, Kalligerou F, Ntanasi E, et al. The impact of COVID-19 pandemic on people with mild cognitive impairment/dementia and on their caregivers. Int J Geriatr Psychiatry. (2021) 36:583–7. doi: 10.1002/gps.5457

 18. Thyrian JR, Kracht F, Nikelski A, Boekholt M, Schumacher-Schonert F, Radke A, et al. The situation of elderly with cognitive impairment living at home during lockdown in the Corona-pandemic in Germany. BMC Geriatr. (2020) 20:540. doi: 10.1186/s12877-020-01957-2

 19. Clare L, Martyr A, Gamble L, Pentecost C, Collins R, Dawson E, et al. Impact of COVID-19 on ‘living well' with mild-to-moderate dementia in the community: Findings from the IDEAL cohort. J Alzheimers Dis. (2021) 85:925–40. doi: 10.21203/rs.3.rs-1064195/v1

 20. Tondo G, Sarasso B, Serra P, Tesser F, Comi C. The impact of the COVID-19 pandemic on the cognition of people with dementia. Int J Environ Res Public Health. (2021) 18:4285–86. doi: 10.3390/ijerph18084285

 21. Clare L, Nelis SM, Quinn C, Martyr A, Henderson C, Hindle JV, et al. Improving the experience of dementia and enhancing active life - living well with dementia: study protocol for the IDEAL study. Health Qual Life Outcomes. (2014) 12:164–79. doi: 10.1186/s12955-014-0164-6

 22. Silarova B, Nelis SM, Ashworth RM, Ballard C, Bienkiewicz M, Henderson C, et al. Protocol for the IDEAL-2 longitudinal study: following the experiences of people with dementia and their primary carers to understand what contributes to living well with dementia and enhances active life. BMC Public Health. (2018) 18:1214. doi: 10.1186/s12889-018-6129-7

 23. Folstein MF, Folstein SE, Mchugh PR. “Mini-Mental State” A practical method for grading the cognitive state of patients for the clinician. J Psychiatry Res. (1975) 12:189-98. doi: 10.1016/0022-3956(75)90026-6

 24. Clare L, Martyr A, Morris RG, Tippett LJ. Discontinuity in the subjective experience of self among people with mild-to-moderate dementia is associated with poorer psychological health: findings from the IDEAL cohort. J Alzheimers Dis. (2020) 77:127–38. doi: 10.3233/JAD-200407

 25. The Euroqol Group. EuroQol - a new facility for the measurement of health-related quality of life. Health Policy. (1990) 16:199–208. doi: 10.1016/0168-8510(90)90421-9

 26. Bech P. Measuring the dimension of psychological general well-being by the WHO-5. Qual Life Newslett. (2004) 32:15–6.

 27. Scheier MF, Carver CS, Bridges MW. Distinguishing optimism from neuroticism (and trait anxiety, self-mastery, and self-esteem): a reevaluation of the life orientation test. J Pers Soc Psychol. (1994) 67:1063–78. doi: 10.1037/0022-3514.67.6.1063

 28. Logsdon RG, Gibbons LE, Mccurry SM, Teri L. Quality of life in Alzheimer's disease: patient caregiver reports. In: Albert SM, Logsdon RG, editors. Assessing Quality of Life in Dementia. New York, NY: Springer (2000). p. 17–30. 

 29. Diener E, Emmons RA, Larsen RJ, Griffin S. The satisfaction with life scale. J Pers Assess. (1985) 49:71–5. doi: 10.1207/s15327752jpa4901_13

 30. Leung DKY, Chan WC, Spector A, Wong GHY. Prevalence of depression, anxiety, and apathy symptoms across dementia stages: a systematic review and meta-analysis. Int J Geriatr Psychiatry. (2021) 36:1330–44. doi: 10.1002/gps.5556

 31. Talbot CV, Briggs P. 'Getting back to normality seems as big of a step as going into lockdown': the impact of the COVID-19 pandemic on people with early to middle stage dementia. Age Ageing. (2021) 50:657–63. doi: 10.1093/ageing/afab012

 32. Sabat SR. A bio-psycho-social approach to dementia. In: Downs M, Bowers B, editors. Excellence in Dementia Care: Research into Practice. New York, NY: Open University Press and McGraw Hill (2008). p. 70–84. 

 33. Seignourel PJ, Kunik ME, Snow L, Wilson N, Stanley M. Anxiety in dementia: a critical review. Clin Psychol Rev. (2008) 28:1071–82. doi: 10.1016/j.cpr.2008.02.008

 34. Aldridge H, Fisher P, Laidlaw K. Experiences of shame for people with dementia: an interpretative phenomenological analysis. Dementia. (2017) 18:1896–911. doi: 10.1177/1471301217732430

 35. Alsawy S, Mansell W, Mcevoy P, Tai S. What is good communication for people living with dementia? A mixed-methods systematic review. Int Psychogeriatr. (2017) 29:1785–800. doi: 10.1017/S1041610217001429

 36. Hackett RA, Steptoe A, Cadar D, Fancourt D. Social engagement before and after dementia diagnosis in the english longitudinal study of ageing. PLoS ONE. (2019) 14:e0220195. doi: 10.1371/journal.pone.0220195

 37. Armbruster D, Pieper L, Klotsche J, Hoyer J. Predictions get tougher in older individuals: a longitudinal study of optimism, pessimism and depression. Soc Psychiatry Psychiatr Epidemiol. (2015) 50:153–63. doi: 10.1007/s00127-014-0959-0

 38. Aalten P, De Vugt ME, Jaspers N, Jolles J, Verhey FRJ. The course of neuropsychiatric symptoms in dementia. Part I: Findings from the two-year longitudinal Maasbed study. Int J Geriatr Psychiatry. (2005) 20:523–30. doi: 10.1002/gps.1316

 39. Tatsumi H, Nakaaki S, Torii K, Shinagawa Y, Watanabe N, Murata Y, et al. Neuropsychiatric symptoms predict change in quality of life of Alzheimer disease patients: a two-year follow-up study. Psychiatry Clin Neurosci. (2009) 63:374–84. doi: 10.1111/j.1440-1819.2009.01955.x

 40. Brodaty H, Connors MH, Xu J, Woodward M, Ames D, Group PS. The course of neuropsychiatric symptoms in dementia: a 3-year longitudinal study. J Am Med Dir Assoc. (2015) 16:380–7. doi: 10.1016/j.jamda.2014.12.018

 41. Trigg R, Jones RW, Knapp M, King D, Lacey LA. The relationship between changes in quality of life outcomes and progression of Alzheimer's disease: results from the dependence in AD in England 2 longitudinal study. Int J Geriatr Psychiatry. (2015) 30:400–8. doi: 10.1002/gps.4150

 42. Van De Beek M, Van Steenoven I, Ramakers IH, Aalten P, Koek HL, Olde Rikkert MG, et al. Trajectories and determinants of quality of life in dementia with Lewy bodies and Alzheimer's disease. J Alzheimers Dis. (2019) 70:389–97. doi: 10.3233/JAD-190041

 43. Cagnin A, Di Lorenzo R, Marra C, Bonanni L, Cupidi C, Lagana V, et al. Behavioral and psychological effects of Coronavirus disease-19 quarantine in patients with dementia. Front Psychiatry. (2020) 11:578015. doi: 10.3389/fpsyt.2020.578015

 44. Carpinelli Mazzi M, Iavarone A, Musella C, De Luca M, De Vita D, Branciforte S, et al. Time of isolation, education and gender influence the psychological outcome during COVID-19 lockdown in caregivers of patients with dementia. Eur Geriatr Med. (2020) 11:1095–8. doi: 10.1007/s41999-020-00413-z

 45. Manini A, Brambilla M, Maggiore L, Pomati S, Pantoni L. The impact of lockdown during SARS-CoV-2 outbreak on behavioral and psychological symptoms of dementia. Neurol Sci. (2021) 42:825–33. doi: 10.1007/s10072-020-05035-8

 46. Wu YT, Nelis SM, Quinn C, Martyr A, Jones IR, Victor CR, et al. Factors associated with self- and informant ratings of quality of life, well-being and life satisfaction in people with mild-to-moderate dementia: Results from the Improving the experience of Dementia and Enhancing Active Life programme. Age Ageing. (2020) 49:446–52. doi: 10.1093/ageing/afz177

 47. Woods RT, Nelis SM, Martyr A, Roberts J, Whitaker CJ, Markova I, et al. What contributes to a good quality of life in early dementia? Awareness and the QoL-AD: a cross-sectional study. Health Qual Life Outcomes. (2014) 12:1–11. doi: 10.1186/1477-7525-12-94

 48. O'Rourke G, Pentecost C, Van Den Heuvel E, Victor C, Quinn C, Hillman AE, et al. Living with dementia under COVID-19 restrictions: coping and support needs among people with dementia and carers from the IDEAL cohort. Ageing Soc. (2021). doi: 10.1017/S0144686X21001719 

Author Disclaimer: The views expressed are those of the author(s) and not necessarily those of the ESRC, UKRI, NIHR, the Department of Health and Social Care, the National Health Service, or Alzheimer's Society. The support of ESRC, NIHR and Alzheimer's Society is gratefully acknowledged.

Conflict of Interest: RL was employed by Innovations in Dementia CIC.

The remaining authors declare that the research was conducted in the absence of any commercial or financial relationships that could be construed as a potential conflict of interest.

Publisher's Note: All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.

Copyright © 2022 Sabatini, Bennett, Martyr, Collins, Gamble, Matthews, Pentecost, Dawson, Hunt, Parker, Allan, Burns, Litherland, Quinn and Clare. This is an open-access article distributed under the terms of the Creative Commons Attribution License (CC BY). The use, distribution or reproduction in other forums is permitted, provided the original author(s) and the copyright owner(s) are credited and that the original publication in this journal is cited, in accordance with accepted academic practice. No use, distribution or reproduction is permitted which does not comply with these terms.



OPS/images/fpsyt-13-849808-t003.jpg
Pandemic vs. pre-pandemic at Wave 2 vs. wave 1 for pre-pandemic  Interaction between pandemic group

wave 1 group and wave

OR 95% Cl OR 95% Cl OR 95% CI
Mood® Depressed or anxious Ref. Ref. Ref.

Not depressed or anxious b5 05-2.8 08 05-1.4 0.4 0.1-1.0

Sense of self® Discontinuity 14 05-2.4 1.1 07-19 14 0.4-26
Continuity Ref. Ref. Ref.

Wellbeing®  Low 14 0.4-3.1 12 06-2.4 1.0 03-3.4

Moderate 10 04-24 15 0826 08 03-2.1
High Ref. Ref. Ref.

Optimism?  Pessimistic or neutral 14 0728 15 0924 05 02-12
Optimistic Ref. Ref. Ref.

Quality of fe® Poor or fair 14 07-3.1 16 0929 09 03-23
Good Ref. Ref. Ref.

Excellent 0.7 03-1.4 0.9 0.6-1.6 1.8 0.7-4.6

Resuits 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
1o 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 panderic
group to the trend over waves in the pre-pandemic group. 95% confidence interval (95% Cl); Ref. incicates reference category for the outcome. Al modls adjusted for age group, sex,
binary time since dliagnosis, and binary dementia diagnosis.

*Adtionally acjusted for eclucation, health condtion count, and MMSE group.

®Additionaly adjusted for education, marital status, health condition count, depression diagnosis, and MMSE group.

<Adaitionally adjusted for social class, and marital status.

9 Addtionaly adjusted for education, maritalstatus, health condition count, and depression diagnosis

°Additionally adjusted for education, social class, marital status, health condition count, depression diagnosis, and MMSE group.





OPS/xhtml/Nav.xhtml




Contents





		Cover



		Minimal Impact of COVID-19 Pandemic on the Mental Health and Wellbeing of People Living With Dementia: Analysis of Matched Longitudinal Data From the IDEAL Study



		Introduction



		Materials and Methods



		Design



		Participants



		Measures



		Statistical Methods







		Results



		Discussion



		Data Availability Statement



		Ethics Statement



		Author Contributions



		Funding



		Acknowledgments



		Supplementary Material



		References

















OPS/images/cover.jpg
’ frontiers
in Psychiatry

Minimal Impact of COVID-19
Pandemic on the Mental Health and
Wellbeing of People Living With
Dementia: Analysis of Matched
Longitudinal Data From the IDEAL
Study





OPS/images/fpsyt-13-849808-t001.jpg
Pre-pandemic Pandemic

N % N %
Age group <65 38 165 19 165
65-69 44 19.1 22 19.1
70-74 56 24.4 28 24.4
75-79 40 17.4 20 17.4
280 52 226 2 226
Mean: 727 Mean: 72.4
Sex Men 118 513 59 513
Woren 12 487 56 487
Marital status Spouse/partner 184 800 84 730
Single 17 74 22 19.1
Widowed 29 126 9 78
Education No qualifications 64 278 23 20.4
Qualification at 16 39 17.0 17 150
Qualification at 18 78 339 49 43.4
University 49 213 24 212
Social class High 0 4.7 52 41.7
Intermediate % 44.4 36 330
Low 30 139 21 193
Living situation Living with others 191 83.4 ot 79.4
Living alone 38 166 24 209
Health condition count in addition to dementia 0-1 144 63.7 64 56.6
2+ 82 363 49 43.4
Diagnosed depression Not depressed 189 836 3 823
Depressed a7 16.4 20 17.7
Dermentia subtype Azheimer's disease 142 617 61 530
Vascular dementia 16 70 15 13.0
Mixed (Alzheimer's and vascular) 38 165 21 183
Frontotemporal dementia 13 57 8 70
Parkinson's disease dementia 6 26 4 35
Lewy body dementia 7 30 0 00
Unspecified/Other 8 35 6 52
Length of time since <1 year £e) 425 0 00
Diagnosis 1-2 years 83 379 51 ar2
3-5 years 37 169 43 398
26 years 6 27 14 130
Average time (months) between W1 and W2 Mean Range Mean Range

249 18-38 39.1 27-51






OPS/images/fpsyt-13-849808-t002.jpg
Mood

Sense of self

Wellbeing

Optimism

Quality of life

Life satisfaction

Depressed or anxious
Not depressed or anxious
Discontinuity
Continuty

Low

Moderate

High

Pessimistic or neutral
Optimistic

Poor or fair

Good

Excellent

Dissatisfied with life
Satisfied with life

el
150
69
157
25

154
59
167
37
128

188

Pre-pandemic

Wave 1

%

345
65.5
305
69.5
109
218
67.3
26.1
739
16.2
56.1
276
16.1
83.9

73
151
i

149
26
56
132
70

149
51

17

187

Wave 2

%

326
67.4
323
67.7
12.2
262
61.7
32.0
68.0
231
52.9
24.0
15.0
85.0

44
7
38
s
13
29
72
a7
78
2
60
21
10

105

Wave 1

Pandemic

383
1.7
33.0
7.0
11.4
254
63.2
322
67.8
217
60.0
183
87

913

29
85
39
74
13
29
66
29
84
31
54
28
16
97

Wave 2









OPS/images/crossmark.jpg
©

2

i

|





OPS/images/logo.jpg
, frontiers
in Psychiatry





