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Policy continues to emphasise the importance of wellbeing in dementia. However, there is a vital need for psychosocial interventions that can promote positive outcomes to enhance “living well with dementia”. Our developing understanding of what people living with dementia report as being important to them, has resulted in new interpretations of what constitutes wellbeing including constructs such as “growth”, “purpose” and “participation”. These exciting and important constructs are not currently captured by outcome measures within dementia research. This limits our understanding of the value of psychosocial interventions. This paper explores the concept of participation and how continued participation in social life can make a difference to the rights of people living with dementia as citizens. We will firstly consider why participation is important for how we might measure outcomes in dementia research and care. Secondly, we will explore how we might measure participation. Finally, we will consider the value of participation as a psychosocial outcome in future research.


KEYWORDS
dementia, participation, outcome measurement, citizenship, human rights





Introduction

People with dementia report that remaining socially connected with family, friends and the wider community is key to living well and sustaining quality of life (1). Participation has the potential to uphold “personhood” (2) through promoting feelings of self-esteem and belonging. Participation in social life can result in feelings of pleasure, respect, dignity, and recognition (3). To enact ones “right” to continue to participate in society beyond a dementia diagnosis, as active and engaged citizens, remains a key national and international policy driver (4–6). A human rights-based approach to dementia is based in autonomy, empowerment, dignity, social inclusion, participation, and non-discrimination (5). This human rights movement in dementia is championed by advocacy organisations including World Health Organisation (WHO) (7), Alzheimer's Disease International (ADI) and Dementia Alliance International (DAI) (8), Alzheimer's Europe (9) and the Dementia Engagement and Empowerment Project (DEEP) (10). Closely aligned to the concept of human rights is that of “citizenship”. Citizenship while living with dementia involves the rights of individuals; to inclusivity and recognition and is continuing to gain recognition (11). Viewing dementia through a citizenship lens acknowledges the contribution that people living with dementia can bring to everyday social situations including self-advocacy, community groups and to the research community as experts by experience (12). Concepts of citizenship in dementia has shifted from viewing citizenship as a status bestowed on people, to that of a dynamic practice, enacted through individual “participation” in everyday life (13). Models of citizenship challenge researchers to capture and measure participation in society, to create and develop novel ways that enable people living with dementia to participate as equal citizens and to create interventions and outcomes that are appropriate and accessible to the populations they are intended for (14).

However, a number of barriers exist that can impact the maintenance or continuation of participation in life by those with a diagnosis of dementia. The most obvious challenge is the cognitive changes experienced in dementia which can lessen a person's ability to continue creating their own activities as well as diminish the desire to maintain “participation” in what they once enjoyed which in consequence may lead to social isolation, insecurity, apathy, and anxiety (15). A much more subtle but powerful barrier to participation are the socially constructed consequences of dementia which include stigma, marginalisation, isolation, loneliness, discrimination, and an imbalance of power which views people with dementia as “other” or “lesser” and not able to participate fully in society (16–18). People living with dementia are still frequently defined by what they can no longer achieve (19). This “malignant social psychology” (2) and the loss of personhood experienced by so many people with dementia, can reduce opportunities to participate in social life and result in withdrawal and further decline. People living with dementia consistently report that whilst their attitudes, beliefs, opinions, and preferences remain the same, it is the reactions of “others” to their diagnosis that makes them feel different (19). Additionally, and although often done with the best intentions, “others” may overtake tasks to help but this can render people living with dementia disempowered with feelings of worthlessness and underachievement. This can lead to “excess disability” (2) and result in the person with dementia experiencing apathy, depression and “learned helplessness” (19). Although, it should be acknowledged that changes in the brain are also responsible for feeling apathetic as apathy develops in the part of the brain responsible for motivation, planning and sequencing of tasks (20).

What we need are ways of supporting people with dementia to continue to participate (in common with the rest of society) and ways of enabling people with dementia to authentically record how their needs for participation are met (or not) through various interventions.

This paper will emphasise the importance of exploring ways to enable people living with dementia to continue participating in society, relationships and the things that matter to them.

The aim of this paper is to explore the term “participation” and what this means for people living with dementia and to highlight the need for a collective effort to increase understandings of how continued “participation” in social life is valued and can make a positive difference to people living with dementia. We will begin by outlining current conceptions of participation, followed by issues encountered when attempting a unified definition of “participation”. Challenges of measuring concepts like “participation” as an outcome in dementia research will then be considered. The paper concludes with recommendations for further research and developments.


What is “participation”?

The concept of participation is increasingly used in health and social care contexts since the WHO introduced it in the International Classification of Functioning, Disability and Health (ICF) in 2001 (21). The ICF defines participation as “involvement in a life situation of people in the actual context in which they live” (22). Here we see the difference between “activity” and participation, the ICF states that “activity” describes “the execution of a task or action by an individual” whereas “participation” involves “a person”s involvement in a life situation”. The World Health Organisation suggests that whilst policymakers cannot create “participation”, more can be done to create “spaces” that enable and encourage social participation, especially when involving vulnerable and marginalized communities, such as older people living with dementia (23). Yet, health professionals, researchers, and society generally, have often used the concepts of “participation” and “social participation” interchangeably or with social engagement, social connectedness, social capital, social support, social network, social integration, and community involvement. Piškur et al. (22), does question whether the IC classification of “participation” actually differs conceptually to what we consider to be “social participation” or are we actually talking about the same concept? They propose that the ICF definition raises uncertainties regarding whether participation is an objective condition, thus measurable, and differs completely from social participation, which is a subjective experience, involving decision making and increasing the well-being of self and the community (22). Some argue that the concept of participation is objective thus measurable, whereas “social participation” is subjective thus difficult to capture. There is no current definition of “individual participation”, or “social participation”.

A comprehensive literature review undertaken by Brodie et al. formed part of a major UK research project called “Pathways through Participation: What creates and sustains active citizenship?” (24). This initiative was led by the National Council for Voluntary Organisations (NCVO) in partnership with the Institute for Volunteering Research (IVR) and Involve (a National Institute for Health Research initiative to support active public involvement in NHS, public health, and social care research) in an attempt to understand the different forms of participation. The findings led to identification of three main forms of participation, public, social, and individual (24). Public participation refers to the engagement of individuals within structures and institutions of democracy including political, civic and governance; social participation refers to collective activities that individuals may be involved in as part of day-to-day life including community groups and volunteering; Individual participation refers to the choices and actions that individuals make as part of their daily life that illustrate the kind of society they want to live in including buying fair-trade products and donating to charities (24).

Participation is thought to play an important role in successful ageing throughout the life course. A systematic review undertaken to conceptualise the related terms of ageing well, positive ageing, healthy ageing, effective ageing and optimal ageing, identified participation as a common construct across all studies (25). The review concludes that the concept of “participation” is not well defined in the successful ageing literature and is often used interchangeably with engagement, social support, social networks, meaningful activity, and occupation (25). Although, it should be acknowledged that the concept of “successful ageing” is often not applied to those living with dementia.

Primary research by Margot-Cattin et al. (26), describes the first step in questionnaire development to measure Participation in Activities and Places Outside Home (ACT–OUT) with 26 older adults without cognitive impairment and five older adults living with dementia. The questionnaire targeted places older adults visit; aspects influencing participation, such as transportation, familiarity, and risk perception; and questions on perceptions of self. The findings describe the decreasing abilities or opportunities to participate and the associated losses of meaning and wellbeing experienced by people living with dementia. The authors propose that participation in activities and places outside the home are underexplored and there has been a lack of systematic approaches towards collecting data on people living with dementia and their continuing participation outside the home (26). Yet, the development of the questionnaire to evaluate ACT-OUT involved interviews with 26 participants without dementia (26), raising questions regarding how the questionnaire can have validity for those with dementia.

Other researchers argue that the extent of an individual's social participation is adaptable depending upon circumstances and has the potential to impact health and wellbeing (27). It has also been suggested that access to and engagement with technology by older adults may now play an important role in participation (27). In their mixed-methods study of social participation with people with dementia and without dementia, Gaber et al. (27), report that social participation is correlated with numerous positive health outcomes, including psychosocial wellbeing and the prevention of cognitive decline. They also note that, living in an increasingly digitised society, particularly following the Covid-19 pandemic, requires engagement with technology to maintain our social participation. The findings suggest that digital technology can enhance social participation, reinforce existing social relationships, and reduce social isolation among older people living with dementia (27).

There is a wealth of literature focused on the concept of participation (22, 24, 25) in the general population, but limited evidence that includes populations living with dementia (26, 27). Nevertheless, the conclusion that social participation is subjective and affected by environmental, social, and personal factors, is important as it suggests that definitions may not be generalisable across populations (22). Yet, the limited inclusion of dementia from the existing literature on participation highlights the urgency of reaching a satisfactory definition of the term. Environmental, social, and personal factors are all relevant to people living with dementia but there remains no useful way to authentically capture what participation means in psychosocial dementia research.



What does “participation” mean to people living with dementia?

Despite gaining better understandings of what “participation” means to people living with dementia, we are lacking research evidence to confirm this, participation has not been defined for people with dementia, and there remains no effective ways of capturing participation for this group. Consultations have taken place to find out what people living with dementia consider to be meaningful outcomes for them when participating in psychosocial and clinical dementia research (28). Consultations involving twenty-five people with dementia from nine European countries found that people living with dementia wish to participate in interventions that enhance their well-being, confidence, health, social participation, and human rights (28). This Pan-European consultation involving discussion with people living with dementia has increased our understanding about meaningful outcome measures in dementia research suggesting new instruments are needed to capture positive outcomes (28).

Reilly et al. used the Delphi approach with 21 people living with dementia, 58 care partners, 137 relevant health and social care professionals, 60 researchers and 12 policy makers to reach consensus on a set of core outcomes for dementia research (29). The results identified 54 outcomes that were grouped into the following categories: Self-Managing Dementia Symptoms; Quality of Life; Friendly Neighbourhood & Home and Independence. The number of items under each of these categories were reduced to a final 13 outcomes considered to be important to participants. Although the concept of participation was not acknowledged through this consensus, we propose that it could meaningfully overlap with the identified concepts of “importance of relationships, communication, meaningful activities, and a sense of who you are”. Could this mean that “participation” is not important to people living with dementia despite the evidence saying otherwise or does this mean that other terms are used by the general public when talking about participation, and we are therefore discussing the same concept in different terms? It may be that the values put forward by people living with dementia were diluted given that the Delphi exercise also involved 58 care partners, 137 relevant health and social care professionals, 60 researchers, 12 policy makers. Although, the research team clarify that the perspectives of people living with dementia were included throughout the research programme, often as co-researchers (30). This research offers a good example of involving people living with dementia in research and rigorous consensus reaching regarding the core outcomes that are valued, although the project interest is firmly focused on the community. The Reilly et al. research (29) forms part of the COMET programme of work (31) which aims to facilitate the development and application of “core outcome sets” (COS). Rigorous methods that measure core outcome items can only enhance comparisons for effectiveness, making trial evidence more useful (29) but also highlight the gaps that remain when attempting to meaningfully capture positive outcomes in psychosocial dementia research. Many of the existing measures at the disposal of psychosocial dementia researchers have been psychometrically tested and validated when assessing what is important to people living with dementia yet they have been developed based on the majority assumptions of health professionals, researchers, and care partners.



What outcomes are being measured in dementia research and are we measuring what the intervention is intending?

There is limited consensus in psychosocial dementia research regarding what domains are important to measure (29) and a reliance on well cited validated measures is maintained in the absence of appropriate alternatives. A recent systematic review intended to identify a range of outcomes that are relevant to people with dementia, care givers and health professionals, identifying 32 outcomes across seven domains considered to be important (32). The findings indicate that the most frequently utilised outcomes reflect memory decline and cognition, practical challenges such as accessing ADL information or the ability to complete ADLs alongside personal aspects such as maintenance of a persons' autonomy, identity, and QoL (32). Activities of Daily Living (ADL’s) are different to the ability to continue participating in society. The measures we have to capture ADL’s are multiple, but as more people living with dementia are getting involved in research and we are hearing their voices, they are saying that their ability to continue to participate is important to them, yet we have no authentic means of capturing participation for this group of people. The concept of “participation” was not identified in any of the reviewed studies although “social engagement” was an identified concept in three of the reviewed papers and identified as important by two people living with dementia, one caregiver but no health professionals (32).

In a review of outcome measures used in studies involving people living with dementia, questions were raised regarding the relevance of the domains being measured and whether they were capturing aspects of the experience that were important to people living with dementia (33). The review concluded that the range of measures is highly heterogenous, and doubt remains regarding which domains are most important that little agreement could be reached about which measures would be most useful. Further, in a review of disease-modifying interventions for people with dementia, it was reported that out of 125 identified trials, 81 different outcome measures were used (34). The researchers also spoke with people with dementia and their caregivers to identify what measures would be important to them. They concluded that individual differences and personality traits have an impact on the way a person responds, and therefore finding a way to capture this is important (34).

Another scoping review of outcome measures used in RCT's of non-pharmacological interventions with people living with dementia highlight an inconsistency in the use of outcome measures (35). Cognition continues to be prioritised over other domains irrespective of whether improved cognition is the intended focus of the intervention and despite previous research highlighting the potential of interventions to improve aspects of quality of life above allaying disease progression (35).

A large, well designed RCT of Reminiscence Groups found beneficial effects for people with dementia such as autobiographical memory, relationship quality and quality of life but these effects were offset by raised anxiety and stress in their carers (36). These results were unexpected and were in contrast to the reported enjoyment and benefits reported by participants and facilitators during the group the sessions. This could indicate that the measures being utilised were not representative of the intended benefits of the intervention as there were no tools available to measure “enjoyment”, “engagement” or “participation”. Additionally, it was noted through this RCT that there is an argument for interventions involving people with dementia to be evaluated for their immediate, within-session effects, rather than focusing on longer-term changes, pre-post and follow-up (36).

In order to comprehensively evaluate the impact of any intervention, the outcome measures should reflect the lived experience of the condition (37) and in dementia research this should not be limited to cognitive, functional and QoL measures. In their evaluation of outcome measures from a decade of dementia diagnosis and treatment research trials, Harrison et al. found substantial heterogeneity in assessment, poor descriptions of assessment tools and a continued reliance on cognitive measures (37). This finding is supported by the review by Couch et al., that included Mild Cognitive Impairment (MCI) as well as dementia, found the highly heterogeneous characteristics of participants recruited to the types of interventions being tested and the inconsistent use of outcome measures make it difficult to establish the effectiveness of one intervention over another as no useful comparisons can be made (35). To ensure a robust evidence base is developed, further research is needed to better understand if existing instruments are appropriate and which instruments should be prioritised over others (33, 35).

A European consensus has been reached regarding the most appropriate existing outcome measures for psychosocial intervention research (38, 39), although this is currently being updated. However, the non-cognitive domains being assessed are more general and include Activities of Daily Living (ADL's), Mood, Behaviour, Quality of Life (QOL) and Carer Burden (40), and researchers continue to measure these domains as there remains an expectation to do so which can be promoted by funders or regulatory authorities.



How do we know if we are measuring participation in dementia research?

Whilst people living with dementia have highlighted participation as being a meaningful outcome for them the concept remains ill-defined and there are no tools to measure it. Psychosocial dementia research can aim to capture insights before measures can be constructed although research still prioritises cognition and the improvement over time as the main aim. Many of the studies that have taken place may actually be measuring participation through participants ability to independently undertake Activities of Daily Living (ADL), but ADLs are activities that need to be maintained to remain independent and should not be labelled as anything else. Nevertheless, ADL and QoL measures in particular, are utilised in an attempt to capture fluctuations in participation but questions remain regarding overlapping meanings and how concepts are defined and by whom.

It has been noted that many of the tools available to psychosocial dementia researchers measure neuropsychiatric symptoms including depression, anxiety and agitation thus “inferring” wellbeing by the absence of these particular symptoms (41). This is problematic for a number of reasons. First, many of the measures available to psychosocial researchers were developed for non-psychosocial and clinical trial research (42) and not developed to measure psychosocial outcomes in dementia. Second, these measures are not intended to measure the positive concepts of wellbeing that psychosocial dementia researchers are trying to capture as many are generic measures rather than dementia specific. Consequently, and in the absence of tools that capture positive concepts, researchers have had to employ measures that are not specific to a dementia population. Third, measure development has not adequately ensured that the views of people living with dementia are included nor do they include a focus on lived experience that research consistently demonstrates is of the utmost importance when people living with dementia are asked about their lives (43).

It is clear that the concept of “participation” is subjective, ill-defined, and challenging to capture as psychosocial dementia researchers lack appropriate tools. There is no widely accepted measure of “participation” despite the evidence suggesting that this is important to people. Because there is no common definition of “participation” there are no methods to assess participation or its constituent parts. Much of the evidence base is impeded as existing instruments to capture wellbeing, life satisfaction and quality of life, although sharing some similar constructs, the terms tend to be conflated thus will ultimately yield varying results. This lack of consistency across studies is methodologically limiting, rendering it challenging to draw conclusions regarding the constructs of living well with dementia, and to identify what works and for WHO (44).



“In the moment” participation: a call to action for potential ways forward

People living with dementia have spoken about living in the “here and now” and the importance of being “in the moment” (45). A person may participate in an activity or social event and in that moment derive significant enjoyment and pleasure from their participation. However, later they may no longer remember some or even all of that experience. A person's experience of their condition can and will fluctuate rendering reflection and self-report of the past month or even week challenging and inaccurate and aside from observational tools, measures rely upon on recall. This has been a significant challenge in dementia research, due to the dynamic and complex nature of participation as well as psychosocial interventions, where static, retrospective measures are failing to capture the rich and valuable experience data to its full effect (46). Existing assessment tools have been used to try and capture “in the moment” participation in activity with people living with dementia. Some examples include Global Positioning Systems (GPS) to assess outdoor mobility, travel patterns (47, 48), sensors, video cameras or smart home technologies may be used to assess the performance of Instrumental Activities of Daily Living (IADL) (49) apathy (50), movement patterns (51) and sleep-wake activities (52, 53). These tools offer some ways to capture participation, as long as they are easy to use or unobtrusive and acceptable to people living with dementia (54, 55). Currently GPS systems measure activity, not participation, and should not be mistaken for this, nonobtrusive or not. However, future work is required to identify how technologies can be readily used in acceptable and non-obstrusive ways and can be adapted to capture “in the moment” particiption.

Although it is clear that people living with dementia can give accounts of their lived experiences and should never be excluded from developments that are aimed to enable them to live well, there remains no appropriate ways to meaningfully capture these accounts. Psychosocial dementia researchers continue to be hampered by traditional qualitative methods such as questionnaires, semi structured interviews and focus groups which rely upon the coherent articulation of users' experiences and views of health. The skills required for communicating through writing, reading, and speaking can be compromised in people living with dementia. In addition, many participants living with dementia are asked to reflect on recent events of the past week or month which is an unacceptable request and assumption continually made by researchers, as highlighted throughout this paper.

Designing and developing ways to capture, define and assess the lived experience of participation requires methods that are sensitive and flexible to change. Existing measures do not consider the person with dementia's fluctuating experience at different points in time nor that individual differences and personality traits have an impact on responses as they were not developed nor intended for a dementia population, thus finding ways to capture this would be important (34). There is also a plethora of existing evidence that indicates the appropriateness of digital technology when researching with people living with dementia (28, 56–58) and the potential for capturing “in the moment” experiences of participation provide exciting future opportunities. Ultimately, ways forward can be drawn from other collaborative actions that have reached a European consensus on the operationalisation of concepts and directions for future research and practice (59).




Conclusion

The aim of this paper was to discuss and debate existing thinking around the concept of “participation” and what this means for people with dementia. It is evident that there is no unified definition of participation despite people living with dementia reporting that the concept is important to them. How to capture the lived experiences of people living with dementia is most often compromised as existing measures often require the person to reflect on past events which is not always achievable or appropriate. Furthermore, a mismatch between the goals of contemporary psychosocial dementia research and the available tools to assess benefit has also been highlighted. If dementia researchers had appropriate tools to measure benefit (or not) the impact of psychosocial dementia research interventions would be far more explicit rather than inferred through increased participation as a result of an intervention. This paper adds to the debate regarding what is important to the lives of people living with dementia and how these perspectives are reflected in the development of new methods of assessment.



Data availability statement

The original contributions presented in the study are included in the article/Supplementary Material, further inquiries can be directed to the corresponding author.



Author contributions

SKS drafted the initial manuscript. EW and GM revised and edited the manuscript to help prepare for submission. All authors contributed to the article and approved the submitted version.



Conflict of interest

The 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.



References

1. Birt L, Griffiths R, Charlesworth G, Higgs P, Orrell M, Leung P, et al. Maintaining social connections in dementia: A qualitative synthesis. Qual Health Res. (2020) 30(1):23–42. doi: 10.1177/1049732319874782

2. Kitwood T, Brooker D. Dementia Reconsidered Revisited: the Person Still Comes First. 2nd ed. London: Open University Press (2019). 1–256 pp.

3. Fazio S, Pace D, Flinner J, Kallmyer B. The fundamentals of person-centered care for individuals with dementia. Gerontologist. (2018) 58(suppl_1):S10–9. doi: 10.1093/geront/gnx122

4. Dixon J, Laing J, Valentine C. A human rights approach to advocacy for people with dementia: A review of current provision in England and Wales. Dementia. (2020) 19(2):221–36. doi: 10.1177/1471301218770478

5. Cahill S. Human Rights and Dementia. Bristol: Policy Press (2018).

6. WHO. Global action plan on the public health response to dementia 2017–2025. Geneva (2017). Available at: https://apps.who.int/iris/bitstream/handle/10665/259615/9789241513487-eng.pdf?sequence=1

7. World Health Organization. Towards a dementia inclusive society (2021). 67 p. Available at: https://www.who.int/publications/i/item/9789240031531

8. Batsch N, Mittler P, Kingston D. Brief for Alzheimer associations: Access to the United Nations convention on the rights of persons with disabilities by people living with dementia (2017).

9. Alzheimer Europe. Dementia in Europe yearbook (2021).

10. Hare P. Disability and Hope How can we embed change together? (2022). Available at: http://www.innovationsindementia.org.uk/wp-content/uploads/2022/02/Dementia-Disability-and-Hope-2.pdf

11. Bartlett R. Scanning the conceptual horizons of citizenship. Dementia. (2016) 15(3):453–61. doi: 10.1177/1471301216644114

12. Bartlett R. Citizenship in action: The lived experiences of citizens with dementia who campaign for social change. Disabil Soc. (2014) 29(8):1291–304. doi: 10.1080/09687599.2014.924905

13. Nedlund AC, Nordh J. Constructing citizens: A matter of labeling, imaging and underlying rationales in the case of people with dementia. Crit Policy Stud. (2018) 12(3):253–72. doi: 10.1080/19460171.2017.1297730

14. Bartlett R. Inclusive (social) citizenship and persons with dementia. Disabil Soc. (2021) 37(7):1129–45. doi: 10.1080/09687599.2021.1877115

15. Vernooij-Dassen M. Meaningful activities for people with dementia. Aging Ment Health. (2007) 11(4):359–60. doi: 10.1080/13607860701498443

16. Bartlett R, Connor DO. From personhood to citizenship: Broadening the lens for dementia practice and research. J Aging Stud. (2007) 21:107–18. doi: 10.1016/j.jaging.2006.09.002

17. Bond J. The politics of caregiving : The professionalisation of informal care. Ageing Soc. (1992) 12(1):5–21. doi: 10.1017/S0144686X00004645

18. Downs M. Ageing update dementia in a socio-cultural context: An idea whose time has come. Ageing Soc. (2000) 20:369–75. doi: 10.1017/S0144686X99007758

19. Sabat SR. The Experience of Alzheimer’s Disease: life Through a Tangled Veil. Oxford: Blackwell. (2001).

20. Society A. What is dementia? (2021).

21. World Health Organisation. International classification of functioning, disability, and health. Geneva: ICF (2001). Available at: http://www.who.int/classifications/icf/en/

22. Piškur B, Daniëls R, Jongmans MJ, Ketelaar M, Smeets RJEM, Norton M, et al. Participation and social participation: Are they distinct concepts? Clin Rehabil. (2013) 28(3):211–20. doi: 10.1177/0269215513499029

23. WHO. Decade of Healthy Ageing. Geneva (2020). Available at: https://www.who.int/docs/default-source/decade-of-healthy-ageing/final-decade-proposal/decade-proposal-final-apr2020-en.pdf

24. Brodie E, Cowling E, Nissen N, Paine AE, Warburton D. Understanding participation: A literature review. Pathways through Particip. 2009;(December):50. Available at: http://pathwaysthroughparticipation.org.uk/wp-content/uploads/2009/09/Pathways-literature-review-final-version.pdf

25. Cosco TD, Prina a M, Perales J, Stephan B, Brayne C. Whose” successful ageing"?: Lay-and researcher-driven conceptualisations of ageing well. Eur J Psychiatry. (2014) 28(2):124–30. doi: 10.4321/S0213-61632014000200006

26. Margot-Cattin I, Kuhne N, Kottorp A, Cutchin M, Hman AO, Nygard L. Development of a questionnaire to evaluate out-of-home participation for peoplewith dementia. Am J Occup Ther. (2019) 73(1):1–10. doi: 10.5014/ajot.2019.027144

27. Gaber SN, Nygård L, Brorsson A, Kottorp A, Charlesworth G, Wallcook S, et al. Social participation in relation to technology use and social deprivation : A mixed methods study among older people with and without dementia. Iternational J Environ Res Public Heal. (2020) 17(11):4022. doi: 10.3390/ijerph17114022

28. Øksnebjerg L, Chattat R, Moniz-Cook E, Mountain G, Woods B, Diaz-Ponce A, et al. Towards capturing meaningful outcomes for people with dementia in psychosocial intervention research: A pan-European consultation. Heal Expect. (2018) 21(6):1056–65. doi: 10.1111/hex.12799

29. Reilly ST, Harding AJE, Morbey H, Ahmed F, Williamson PR, Swarbrick C, et al. What is important to people with dementia living at home? A set of core outcome items for use in the evaluation of non-pharmacological community-based health and social care interventions. Age Ageing. (2020) 49(4):664–71. doi: 10.1093/ageing/afaa015

30. Morbey H, Harding AJE, Swarbrick C, Ahmed F, Elvish R, Keady J, et al. Involving people living with dementia in research: An accessible modified delphi survey for core outcome set development. Trials. (2019) 20(1):1–10. doi: 10.1186/s13063-018-3069-6

31. Prinsen CAC, Vohra S, Rose MR, King-Jones S, Ishaque S, Bhaloo Z, et al. Core outcome measures in effectiveness trials (COMET) initiative: Protocol for an international delphi study to achieve consensus on how to select outcome measurement instruments for outcomes included in a “core outcome set”. Trials. (2014) 15(1):1–7. doi: 10.1186/1745-6215-15-1

32. Tochel C, Smith M, Baldwin H, Gustavsson A, Ly A, Bexelius C, et al. What outcomes are important to patients with mild cognitive impairment or Alzheimer’s disease, their caregivers, and health-care professionals? A systematic review. Alzheimer’s dement diagnosis. Assess Dis Monit. (2019) 11:231–47. doi: 10.1016/j.dadm.2018.12.003

33. Ward AR, Thoft DS, Lykkegaard Sørensen A. Exploring outcome measures with cognitive stimulation therapies and how these relate to the experiences of people with dementia: A narrative literature review. Dementia. (2022) 21(3):1032–49. doi: 10.1177/14713012211067323

34. Webster L, Groskreutz D, Grinbergs-Saull A, Howard R, O’Brien JT, Mountain G, et al. Development of a core outcome set for disease modification trials in mild to moderate dementia: A systematic review, patient and public consultation and consensus recommendations. Health Technol Assess. (2017) 21(26):1–192. doi: 10.3310/hta21260

35. Couch E, Lawrence V, Co M, Prina M. Outcomes tested in non-pharmacological interventions in mild cognitive impairment and mild dementia: A scoping review. BMJ Open. (2020) 10(4):1–15. doi: 10.1136/bmjopen-2019-035980

36. Woods RT, Orrell M, Bruce E, Edwards RT, Hoare Z, Hounsome B, et al. REMCARE: Pragmatic multi-centre randomised trial of reminiscence groups for people with dementia and their family carers: Effectiveness and economic analysis. PLoS One. (2016) 11(4):e0152843. doi: 10.1371/journal.pone.0152843

37. Harrison JK, Noel-Storr AH, Demeyere N, Reynish EL, Quinn TJ. Outcomes measures in a decade of dementia and mild cognitive impairment trials. Alzheimer’s Res Ther. (2016) 8(1):1–10. doi: 10.1186/s13195-016-0216-8

38. JPND. DEMENTIA OUTCOME MEASURES: Report of a JPND Working Group on Longitudinal Cohorts (2015). Available at: http://www.neurodegenerationresearch.eu/wp-content/uploads/2015/10/JPND-Report-Fountain.pdf

39. Gove D, Diaz-Ponce A, Georges J, Moniz-Cook E, Mountain G, Chattat R, et al. Alzheimer Europe’s position on involving people with dementia in research through PPI (patient and public involvement). Aging Ment Heal. (2018) 22(6):723–9. doi: 10.1080/13607863.2017.1317334

40. Moniz-Cook E, Vernooij-Dassen M, Woods R, Verhey F, Chattat R, De Vugt M, et al. A European consensus on outcome measures for psychosocial intervention research in dementia care. Aging Ment Health. (2008) 12(1):14–29. doi: 10.1080/13607860801919850

41. Whitaker R, Fossey J, Ballard C, Orrell M, Moniz-Cook E, Woods RT, et al. Improving well-being and health for people with dementia (WHELD): Study protocol for a randomised controlled trial. Trials. (2014) 15:284. doi: 10.1186/1745-6215-15-284

42. Mountain GA, Cooper CL, Wright J, Walters SJ, Lee E, Craig C, et al. The journeying through dementia psychosocial intervention versus usual care study: A single-blind, parallel group, phase 3 trial. Lancet Heal Longev. (2022) 3(4):e276–85. doi: 10.1016/S2666-7568(22)00059-9

43. Green G, Lakey L. Building dementia-friendly communities: a priority for everyone. Alzheimer’s Society (2013). Available at: http://www.alzheimers.org.uk/site/scripts/download_info.php?fileID=1916%5Cnhttp://www.alzheimers.org.uk/site/scripts/download_info.php?fileID=1918

44. Clare L, Nelis SM, Quinn C, Martyr A, Henderson C, Hindle J V, 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(1):164. doi: 10.1186/s12955-014-0164-6

45. Clare L. We’ll fight it as long as we can: Coping with the onset of Alzheimer’s disease. Aging Ment Health. (2002) 6(2):139–48. doi: 10.1080/13607860220126826

46. Algar K, Woods RT, Windle G. Measuring the quality of life and well-being of people with dementia: A review of observational measures. Dementia. (2016) 15(4):832–57. doi: 10.1177/1471301214540163

47. Shoval N, Auslander GK, Freytag T, Landau R, Oswald F, Seidl U, et al. The use of advanced tracking technologies for the analysis of mobility in Alzheimer’s disease and related cognitive diseases. BMC Geriatr. (2008) 8:7. doi: 10.1186/1471-2318-8-7

48. Takemoto M, Carlson J, Moran K, Godbole S, Crist K, Kerr J. Relationship between objectively measured transportation behaviors and health characteristics in older adults. Int J Environ Res Public Health. (2015) 12(11):13923–37. doi: 10.3390/ijerph121113923

49. Sacco G, Joumier V, Darmon N, Dechamps A, Derreumaux A, Lee JH, et al. Detection of activities of daily living impairment in Alzheimer’s disease and mild cognitive impairment using information and communication technology. Clin Interv Aging. (2012) 7:539–49. doi: 10.2147/CIA.S36297

50. König A, Sacco G, Bensadoun G, Bremond F, David R, Verhey F, et al. The role of information and communication technologies in clinical trials with patients with Alzheimer’s disease and related disorders. Front Aging Neurosci. (2015) 7:110. doi: 10.3389/fnagi.2015.00110

51. Algase DL. Biomechanical activity devices to index wandering behaviour in dementia. Am J Alzheimers Dis Other Demen. (2003) 18(2):85–92. doi: 10.1177/153331750301800202

52. Gfigueiro MG, Plitnick BA, Lok A, Ejones GE, Higgins P, Rhornick TR, et al. Tailored lighting intervention improves measures of sleep, depression, and agitation in persons with Alzheimer's disease and related dementia living in long-term care facilities. Clin Interv Aging. (2014) 9:1527–37. doi: 10.2147/CIA.S68557

53. Logsdon RG, Pike KC, McCurry SM, Hunter P, Maher J, Snyder L, et al. Early-stage memory loss support groups: Outcomes from a randomized controlled clinical trial. J Gerontol B Psychol Sci Soc Sci. (2010) 65(6):691–7. doi: 10.1093/geronb/gbq054

54. Landau R, Werner S. Ethical aspects of using GPS for tracking people with dementia: Recommendations for practice. Int Psychogeriatrics. (2012) 24(3):358–66. doi: 10.1017/S1041610211001888

55. Mahoney EL, Mahoney DF. Acceptance of wearable technology by people with Alzheimer’s disease: Issues and accommodations. Am J Alzheimers Dis Other Demen. (2010) 25(6):527–31. doi: 10.1177/1533317510376944

56. Meiland F, Innes A, Mountain G, Robinson L, van der Roest H, García-Casal JA, et al. Technologies to support community-dwelling persons with dementia: A position paper on issues regarding development, usability, effectiveness and cost-effectiveness, deployment, and ethics. JMIR Rehabil Assist Technol. (2017) 4(1):e1. doi: 10.2196/rehab.6376

57. Smith SK, Mountain GA. New forms of information and communication technology (ICT) and the potential to facilitate social and leisure activity for people living with dementia. Int J Comput Healthc. (2012) 1(4):332–45. doi: 10.1504/IJCIH.2012.051810

58. Smith SK, Mountain GA, Hawkins RJ. Qualitatively exploring the suitability of tablet computers to encourage participation with activities by people with moderate stage dementia. Dementia. (2020) 19(5):1586–603. doi: 10.1177/1471301218802897

59. Dröes RM, Chattat R, Diaz A, Gove D, Graff M, Murphy K, et al. Social health and dementia: A European consensus on the operationalization of the concept and directions for research and practice. Aging Ment Heal. (2017) 21(1):4–17. doi: 10.1080/13607863.2016.1254596







OPS/images/crossmark.jpg
(®) Check for updates.





OPS/xhtml/Nav.xhtml




Contents





		Cover



		What is intended by the term “participation” and what does it mean to people living with dementia? A conceptual overview and directions for future research

		Introduction



		What is “participation”?



		What does “participation” mean to people living with dementia?



		What outcomes are being measured in dementia research and are we measuring what the intervention is intending?



		How do we know if we are measuring participation in dementia research?



		“In the moment” participation: a call to action for potential ways forward











		Conclusion



		Data availability statement



		Author contributions



		Conflict of interest



		Publisher's note



		References



















OPS/images/cover.jpg
, frontiers ‘ Frontiers in Rehabilitation Sciences

What is intended by the term “participation” and
what does it mean to people living with
dementia? A conceptual overview and
directions for future research





OPS/images/logo.jpg
& frontiers | Frontiers in Rehabilitation Sciences





