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Abstract

:

Many people are keen to be actively involved in social life and activities, but even at an early stage, dementia can have a negative impact on social participation and access to leisure activities. As part of the IDoService project, this study has investigated people’s needs and wishes, barriers and facilitators to identify opportunities for improving access to meaningful activities. Individual and focus group interviews were conducted with 5 people living with mild to moderate dementia, 2 familial and 2 professional care partners, as well as 12 people working in the field of dementia and/or community activities. Thematic analysis has highlighted the benefits of participating in meaningful activities, such as empowerment and pride, social contacts, and feeling useful to others. A number of barriers to participation relating to individual and environmental factors were reported. Even where participants praised dementia-friendly activities and facilities, they advocated activities inclusive for all and mentioned that some people might be reluctant to participate in dementia-labelled activities because they may not be suitable for their needs. These results indicate the need for developing tailored opportunities for people with mild to moderate dementia and provide valuable insights for researchers, service providers, policymakers and charities wanting to improve access.
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1. Introduction


Supporting people with dementia in their daily living is one of the key European priorities due to the high prevalence of dementia in old age and the exponential increase of cases—from approximately 55 million worldwide in 2019 to a predicted 132 million by 2050 [1]. Given the lack of a medical cure, the implementation and development of psychosocial interventions supporting the wellbeing of people with dementia is a key aspect [2]. Promoting active participation in purposeful and social activities benefits people with dementia and increases their quality of life [3,4]. However, there is, as yet, little research about the access for, and social inclusion of, people with mild to moderate dementia to social activities and how to promote it. The challenge in supporting people with mild dementia is the need to enable participation in individually tailored activities to cater to their interests and needs and to avoid stigmatisation.



The aim of the IDoService project is to co-develop, implement and evaluate such a tailored service to increase the sociocultural participation and empowerment of people living with mild to moderate stages of dementia in Greater Manchester, UK. In order to inform the service design, individual interviews and focus groups were conducted to collect insights about the needs and preferences of people with mild to moderate dementia regarding their involvement in sociocultural and leisure activities. The investigation focused on barriers and facilitators as well as existing strategies and future opportunities for promoting participation in meaningful activities to ascertain the baseline criteria for the service.



1.1. Participation in Meaningful Activities for People Living with Dementia


Meaningful activities comprise physical, social and leisure activities that are tailored to a person’s needs and preferences. This includes daily living activities (e.g., dressing and eating) as well as leisure activities, such as reading, singing, gardening or arts and crafts [5]. According to Tierney and Beattie [6], there are five attributes that make an activity meaningful for a person: being enjoyable, suited to the individual’s skills, abilities and preferences, related to personally relevant goals, engaging, and related to an aspect of identity. Dementia is a progressive condition that gradually challenges people’s ability to perform activities due to cognitive and behavioural changes as well as the ability of family members and care partners to effectively support active engagement in leisure activities [7]. This is concerning because participation in meaningful activities provides emotional, creative, and intellectual stimulation [8,9] . Being active and engaging in leisure and social activities as much as possible is a major imperative for people with dementia and an acknowledged means of empowerment [10]. This can lead to feelings of pleasure and enjoyment, a sense of connection and belonging, as well as a sense of autonomy and personal identity [11,12] . However, investigations regarding the impact of mild symptoms of dementia on social participation and how to facilitate access to activities are still scarce. First investigations suggest benefits for quality of life, delay functional decline [11,13] and improvements regarding stress [14].




1.2. Needs for and Barriers to Active Participation in Meaningful Activities


Participation in activities is often reported as an unmet need by people living with dementia [15]. People are looking for more self-determination and opportunities to conduct activities on their own, to continue to learn new things and be creative, as well as feel useful to others, have social contacts and give meaning to life [16]. The capacity of people with dementia to be involved in daily activities depends on the match between the person’s and the environment’s adaptive capacity [17]. As a result, people might not be able to engage with an activity in its original form but be able to pursue it if it is modified and personalised to suit their skills [18]. Without adaptation, participation in leisure opportunities can become limited to home-based or dementia-specific services [8]. Barriers to participation can include a lack or poor accessibility of transport and venues, worrying about getting lost or confused or potentially feeling overwhelmed in crowded situations [8,11]. Social isolation and lack of community support, apathy, embarrassment about symptoms of dementia and a lack of understanding or tolerance by staff and others, as well as electronic payment methods in shops or self-service checkouts, can also be barriers to social participation [19] .




1.3. Local Community Services as Facilitators for Supporting Participation


Barriers to participation can be at least partially overcome by the provision of appropriate community services offering accessible leisure and social activities. Local clubs and organisations providing a supportive environment are also beneficial for engaging in social and leisure activities [20,21] . The dementia-friendliness of communities can be increased by offering environmental support that encompasses age-friendly features [22] in order to celebrate the “capabilities of people with dementia and view them as valuable and vital members of the towns, cities, villages and countries in which they reside” [23]. However, available activities and services are often not adapted to the needs of people in the earlier stages of dementia or with early-onset dementia, or the dedicated activities are perceived as too dull [20]. The latter are also often too focused on medical needs and long-term planning, neglecting to involve people actively and empower them by focusing on their capabilities [24].



There is increasing recognition of this lack of suitable or accessible services, and a number of innovative approaches to facilitate engagement in meaningful activities are emerging, such as the use of digital technologies for creating an individualised offer for people with dementia living in the community [25] or care-home settings [26]. However, digital applications cannot always solve the lack of suitable provision and accessibility, and research is required to understand the nature and level of the provision and support required.



Service design can help to increase the dementia-friendliness of services by offering a holistic, co-creative and person-centred approach to improve the quality-of-service provision [27]. This holistic view includes the processes, components, environment and stakeholders involved in the design to meet user needs and expectations [28]. Co-design has become a significant element in service design projects to enable their holistic and person-centred aspirations [29]. This means working with people with lived experience from the outset, from identifying a problem to defining a solution [30] that can promote the empowerment and wellbeing of people living with dementia [31].




1.4. Study Purpose


The current study reports on the findings from interviews and focus groups conducted in Greater Manchester with people with mild to moderate dementia, formal and informal care partners and stakeholders from dementia, activity and volunteer services about the needs, preferences, organisational barriers and facilitators regarding participation in meaningful activities for people living with mild to moderate dementia. The aim is to map people’s needs and preferences in terms of existing community activities and the gaps and opportunities for development to identify starting points for improving or complementing existing services to promote people’s access to meaningful activities and social engagement to promote health- and wellbeing-related benefits and quality of life [14].





2. Materials and Methods


2.1. Research Design and Participants


To ensure the data richness and an overall perspective of these questions, this study combines the view of people with the lived experience of dementia and those with professional expertise in dementia. Focus groups and semi-structured interviews were carried out with various stakeholders from Greater Manchester between February and August 2021. Due to Covid-19 restrictions, data collection was conducted mostly via video call. Only four interviews were conducted face-to-face, as originally intended. Eleven staff members, trustees or volunteers from organisations and charities supporting the social participation and empowerment of people living with dementia (e.g., NHS, Age UK local entities, peer-support groups, and community activities) took part in one of the three focus groups. Ten of these eleven focus group participants agreed to take part in subsequent individual interviews. One participant was substituted by a colleague for schedule reasons.



In addition, five people (three females and two males, from 58 to 78 years old) with mild to moderate dementia took part in the interviews, as well as two formal and two informal care partners. All five participants have experienced the first symptoms of the disease for at least 2 years and have a white British ethnicity background. Participants with lived experience were first approached through local contacts in dementia organisations, self-support groups and other local stakeholders in Greater Manchester on behalf of the research team. The five participants with dementia (e.g., Alzheimer’s disease, vascular dementia, mixed dementia) had a diagnosis from a local memory clinic. They were all able to communicate in the English language, had sufficient verbal fluency for taking part in semi-structured interviews, and were presumed able to give consent in response to the information provided to them [32]. Characteristics of all the participants are displayed in Table 1.




2.2. Data Collection and Ethics


The three focus groups (n = 11 participants) and the 17 individual interviews (n = 20 participants) were conducted by the first and the last author. Data were recorded by means of video calls using their Manchester Met Microsoft Teams accounts to comply with data requirements for dealing with sensitive research material [33,34]. To reduce the risk of fatigue, interviews were conducted as short as possible, lasting, on average, 40 to 60 min and not exceeding 90 min. The raw data recordings were deleted after the verbatim was transcribed and anonymised, usually 3–4 weeks after the recording and no later than three months after the end of the project. This study follows the ethical guidelines outlined in the Declaration of Helsinki and is approved by the Art and Humanities Research Ethics and Governance Committee of the Manchester Metropolitan University (reference number: 26864). Informed consent was obtained for all participants.



Standardised semi-structured interviews and focus groups were conducted using a topic guide developed by the research team (see Table 2). Open-ended questions were divided into three main topics:




	(a)

	
What activities are meaningful to people and for which reason?




	(b)

	
What barriers and facilitators are encountered by people?




	(c)

	
What opportunities can be identified for improving access and active participation in activities?










2.3. Data Analysis


Thematic analysis was undertaken to identify and describe the key features of participating in activities, as reported by the participants. Both inductive and deductive analyses were conducted on participants’ verbatim comments, following Guest, MacQueen, and Namey’s [35] applied approach to thematic analysis. Emerging themes, sub-themes and categories have been discussed by the research group. Based on these, the main researcher and first author developed the data codebook (see Table 3). This codebook has been discussed and refined with co-authors in an iterative process. The themes and sub-themes were further defined and clarified with two co-authors until a variance in the coding of within 10% was achieved. The transcripts and coding framework were entered into NVIVO 12 to assist the management of further qualitative data analysis.



Two a priori themes were used for the deductive analysis and derived from the interview guideline: “meaningful activities” and “barriers and facilitators”. Meaningful activities were divided into four sub-themes: favourite activities, benefits, tailored activities and involvement. Barriers and facilitators had two sub-themes: individual and environmental levels. Sub-themes and related categories are a mix of inductive and deductive approaches, with existing scientific knowledge integrated into the structure of the interview guideline; however, other sub-themes and categories emerged from focus groups and interviews and were added inductively until no new sub-themes or categories emerged (Table 3). Examples of quotes are included in Appendix A.





3. Results


This section reports on the qualitative insights about the needs, wishes, preferences, perceived barriers as well as self-reported strategies of people living with mild to moderate dementia regarding their involvement in sociocultural and leisure activities in Greater Manchester. The section structure follows the main themes and sub-themes of the analysis.



3.1. Meaningful Activities


Insights into meaningful activities are reported under the four sub-themes: favourite activities, benefits, tailored activities and involvement.



3.1.1. Favourite Activities


A large variety of favourite activities was reported by the participants, as shown in Table 4. While activities potentially relate to several categories due to their multi-dimensional nature, in Table 4, they have been linked only to their main category to aid clarity and conciseness.




3.1.2. Benefits


Benefits reported by interviewees about participation in activities have been grouped into seven categories, as shown in Table 3.



Continuity and adaptation: Continuity through the dementia journey is a challenge as skills and potential interests will change over the course of the progression. Continuity is perceived as a way to support people in dealing with cognitive impairment. Continuity is not doing the same activities but how to adapt to changes. At the same time, an appetite for new challenges was mentioned by people highlighting that looking for challenges is important to them and is not changed by having mild dementia symptoms.



Learning something new: Participants highlighted that, despite a common stereotype that people with dementia cannot learn new things, they are often looking for challenges and developing new skills. This inclination may be expressed by the people themselves, who are actively looking for ways to learn new things (e.g., reading, meeting new people) or be nurtured by family and friends as well as formal organisations through the offering of relevant and stimulating activities.



Empowerment, confidence and pride: The importance of empowerment and pride was frequently mentioned during interviews, as people living with dementia may often lack confidence in their skills and abilities. However, some people, especially those with young-onset dementia, still appreciate some competition and challenge as a way to reassure themselves of their skills and capabilities. Staff stakeholders mentioned the need to develop activities for supporting people competing against each other in a supportive context and enabling them to be aware and proud of their abilities. Confidence, empowerment and pride can be satisfied through daily living activities too.



Staying fit physically and intellectually: Staying physically fit is a strong motivation for participating in activities, especially since it might help slow down the progression of dementia. Staff stakeholders noted that many people with dementia are fitter than their care partners, that they can find this frustrating because they do not get the physical activity they feel they need because their care partner cannot keep up, and that physical activities offered by local groups and organisations can, in some cases, cater for this need. Regarding intellectual activities, participants living with dementia mentioned enjoying cognitive activities, such as quizzes, because they keep the mind active. Another participant explained how his wish to hike again in Scotland would provide him with some beneficial physical and cognitive stimulation by bringing old memories back.



Social contacts and peer support: Participants with dementia highlighted that group activities provide opportunities to be with other people, chatting and emotionally supporting each other. Staff stakeholders mentioned that social support coming from people being or having been in the same position is also very beneficial to people, especially for those who have just received a diagnosis. It allows them to create new friendships for themselves and their care partners too, if they take part in the activities. Such peer support can be more or less formal, ranging from usual group activities to dementia cafés. People may also initiate more formalised peer support. For example, one participant, now a former carer, initiated a local dementia carers group where people living with dementia and related conditions and their care partners could seek support in a friendly environment.



Feeling useful to others: The benefit of feeling useful was regularly mentioned by participants, especially in relation to offering peer support and participating in research to help future generations. It offsets the fact that people living with dementia need progressively more support and can help them feel empowered. Sharing experiences was also mentioned by familial care partners as beneficial for coping with their carer status.



Something other than dementia to think about: Activities that offered something else to think about were also reported as very beneficial. The daily interactions of people with dementia and their relatives tend to focus strongly on dementia, and meaningful activities can offer new stimulus and “respite” from the challenges of dementia or of being a carer. They felt that participating together in activities helped regenerate their relationship. Participating in the same activities but having time on their own was also reported as beneficial. It provides some independence for both while participating in an activity together so that both parties can, for example, feel safe and less worried about what could happen; it can make things easier (e.g., less travel, less time spent waiting with nothing to do).




3.1.3. Tailored Activities


The data indicate that tailoring the activities is a key mechanism for improving access and active participation in activities. The following four categories emerged from the analysis.



Need for individualisation and personalisation: Participants highlighted that individualisation and working with people to understand what they are looking for to enable the offering of tailored activities is key. Preferences are influenced by many factors, including age, gender, cultural background, socioeconomic groups, the range of life experiences and life trajectories.



Minorities’ specific preferences: Tailoring activities should encompass the potential preferences and specificities of minority groups, e.g., ethnic and LGBTQ+ communities, and people living on their own and/or without familial support. Staff stakeholders highlighted the need for more culturally appropriate sessions or places where people can go. They reported that making activities attractive for people from minorities can be challenging, especially for those from ethnic minorities. This barrier can be reduced by providing dementia-related information or activities through people from those communities.



Being aware of early-onset dementia and early-stage dementia: The need to develop more activities tailored for people with early-onset dementia was also reported, as dementia-related activities often do not meet the needs of younger people or people in the early-to-moderate stages of dementia. People in the early stages often need dedicated groups for age-appropriate physical and social activities, such as day trips or social events.



Activities inclusive for all: Participants highlighted the importance of dementia-friendly facilities and groups and making activities more inclusive for everyone. They also highlighted that activities do not have to be dementia-specific. They pointed out that activities that are accessible for people with dementia will also be inclusive for a wide range of people. However, the activities must not be too easy or they may be perceived as demeaning by people with young-onset dementia or mild dementia, who are often not keen on taking part in dementia-labelled activities.




3.1.4. Involvement


Three categories linked to involvement in activities emerged from the focus groups and interviews relating to people’s motivations.



Initiating activities: Insights highlighted the importance of people being able to participate actively in activities and to support opportunities for them to initiate, develop or lead activities. It is also important that groups are participant-led and that they are able to decide on the activities to engage in. In return, this helps organisations to allocate time and resources effectively and reduce the risk of running unwanted activities.



Giving choices and decision-making opportunities: A recurring topic was being aware of the risk of overprotecting people. Staff stakeholders emphasised the need for people to be able to engage with their chosen activity at their own level. This requires providing services and activities with some flexibility or adaptable features, such as subgroups, the possibility to take breaks or trying something more challenging, etc.



Not being a group person: Service providers and other organisations usually offer group activities. However, not everyone is a “group person”. Hence, some people prefer to participate in activities on their own or in natural settings, such as spending time in a local park or shopping centre. Some people living with dementia highlighted that depending on their mood, they might prefer activities with other people or doing things on their own. In addition, a person may prefer doing an activity on their own if their skills do not match other participants’ skills. Offering opportunities to people not keen on participating in group activities can be challenging as they do not tend to be in touch with services and organisations. This makes it difficult to reach them and to understand their potential needs and how to support them.





3.2. Barriers and Facilitators


The second main theme concerns the barriers and facilitators to access and participation in activities. A key issue is that the same characteristic, under different circumstances, can function either as a barrier or as a facilitator. For example, good digital literacy facilitates participation in activities, whereas low digital literacy might be a barrier, e.g., not being able to access online activity programmes or attend video calls. Characteristics mentioned by participants have been grouped in Table 5 into individual or environmental factors.



3.2.1. Individual-Level Factors


Seven categories have been identified as barriers and facilitators at the individual level.



Having a diagnosis of dementia: The news of getting a diagnosis can impede participation in activities as it can take time and support for people to absorb the shock of this disclosure. Nevertheless, staff working in relevant organisations feel that the diagnosis is beneficial because more people will contact them after a diagnosis, and as a result, they can inform and support people better in accessing social and leisure activities.



Dementia stages: Access and participation in activities are also impacted by the stage of dementia. Dementia-related activities are often tailored to people with mid- to late-stage dementia. For those with mild or early-onset dementia, these services appear not to be suitable (yet), but traditional community-based activities are not accessible enough either. For example, sharing activities with people with more advanced dementia is upsetting for people at the earlier stages. Similarly, people with young-onset dementia were reported as looking for more physically challenging activities (e.g., longer and faster walks, trips over several days) or for a different generational activity content (e.g., songs or content of reminiscence activities from their era).



Psychological factors: Various psychological effects were reported as impacting participation in activities, such as anxiety, loss of confidence or motivation, difficulty accepting external support or help, or not feeling comfortable in group settings. Feeling self-conscious about having dementia and other people’s perceptions and dementia-denial (or anosognosia) were also reported to reduce participation. By contrast, openness to trying new activities, looking for new challenges and accepting failures as a potential outcome of taking risks helped to increase interest and engagement in activities despite the diagnosis.



Physical and sensorial factors: Age- and dementia-related physical and sensorial changes can also have an impact on participation, especially the loss of coordination and dexterity and mobility issues. The negative impact of hearing and visual impairments was highlighted during the preponderance of online activities during Covid-19, making numerous people unable to participate or fully enjoy activities during video calls.



Cognitive factors: Memory and attention-related deficits make participation in group activities more challenging. Participants reported struggling to remember previous sessions’ content or other participants’ names, making them, at times, feel embarrassed. Other aspects, such as a loss of spatial orientation or difficulties with language, can also negatively impact participation.



Communication issues: Even if often linked to sensorial and cognitive dementia-related changes, communication issues appeared as a specific potential barrier. Staff stakeholders mentioned specific difficulties with people not having English as their first language, as they might revert back to their mother tongue due to dementia. Reading skills are often impacted, and, where possible, visual information, such as pictures, should complement the text to make it easier for people to understand (e.g., on flyers or in leaflets). Face masks used during the Covid-19 pandemic had a negative impact on communication as they tended to distort the sound of speech and make lip reading impossible.



Habits and expertise: Knowledge accumulated over the years supports continuity and participation in favourite activities. Skills developed long-term were reported as generally longer lasting and more resistant to dementia-related changes, supporting participation in cognitively challenging activities (e.g., music playing, speaking a foreign language, handicraft) or sharing knowledge with other people.




3.2.2. Environmental Level


The environmental level barriers and facilitators for participation in activities comprise ten categories:



Financial cost: The cost of activities was frequently mentioned as a potential barrier to participating in activities. These costs can further increase when a care partner participates as well. For example, costs for transport were frequently mentioned, with participants highlighting initiatives to reduce them, such as free bus passes for older adults or disabled people or volunteer driver schemes.



Transport and proximity: Difficulties of travelling were emphasised as people with dementia may not be fit enough to drive and might not have a care partner able to drive them regularly. Public transport is often not an alternative as it might not be available or might require complex journeys with several changes; some people are not familiar with using it, and there is a reluctance to use public transport since the Covid-19 pandemic. Some councils implement minibus services for people with special needs, but they are often not reliable or not convenient to join group activities. As a result, organisations and charities try to organise minibuses themselves to pick up participants or put on activities in various local venues to make them more accessible. Car sharing is also organised by some if they are accessing the same activities.



Facilities and amenities: Age- and dementia-friendly features of facilities and amenities have a big impact on accessibility. The presence of a car park, bus lines with nearby bus stops, a place to buy something to eat or drink, benches to sit, or accessible toilets all increase the willingness to participate in activities. Other important aspects include good-quality and non-confusing flooring, lighting and signage and low noise levels. Small adjustments, such as making menus available online or sending them in advance, can make going to a restaurant more enjoyable as people can take their time to compare and choose what they would like to eat. Green neighbourhoods offering walks with safe footpaths that withstand bad weather were mentioned as attractive to being active outside.



Feeling safe: Participants highlighted the impact of environmental features on their feeling of safety when participating in activities. For example, one interviewee mentioned she felt safer during swimming sessions when having a swimming instructor at the side of the pool as well as a hoist. Discussions also highlighted that the Covid-19 pandemic made some people less confident than before in participating in activities outside their homes due to the risk but also due to a change in habits as activities were profoundly altered by lockdowns and other restrictions. In addition, staff stakeholders emphasised living in a risk-averse society as a potential barrier.



Weather and seasons: Autumn and wintertime, when it is dark, rainy and cold, which can make outside activities feel less safe, were mentioned as a potential barrier to activities, with a greater risk of falling, for example. During these seasons, the choice of activities appears to be more focused on indoor activities, and charities or organisations are perceived as a good resource for these.



Stigma and fear of judgement: Participants acknowledged the need to make people more aware of dementia and make society more dementia-friendly, and stigma and fear of judgement were mentioned as potential barriers to social participation. Several organisations said they deliver dementia training to support communities and shops becoming more dementia-friendly and help people feel more confident visiting them. Badges and other stickers indicating dementia-friendliness can also make dementia more visible in society. Dementia being an invisible disability, some organisations have developed badges for people to wear to make others around them aware that they might need support. While it was acknowledged that some people might feel uncomfortable wearing them, seeing people living with dementia having sociocultural activities and enjoying themselves can also be a way to counteract negative stereotypes about dementia in public.



Formal network: NHS services, service providers and the voluntary sector offer formal support for participation in activities. Such services offer a safe environment that can also inform people and families about dementia-related changes and how to adapt to them. People living with dementia and their care partners have praised the support that these organisations offer. However, they also highlighted occasional difficulties with the awareness of certain organisations and that some activity-related organisations are not keen to include people living with dementia. The need for a “one-stop-shop” contact point to inform and support people was highlighted. This formal network is especially important for people who have no family or informal support network. Participants highlighted the need for more consistency and continuity regarding activities and services. Some “postcode lottery” was mentioned, as well as favourite activities or groups being discontinued due to a lack of funding.



Informal network: People living with dementia benefit from an informal network, including their spouses, siblings and children, and also friends and neighbours. Their informal networks especially support daily living activities and also leisure activities, such as taking a walk in the neighbourhood or going to a restaurant. It appears people prefer to be supported by a spouse over someone else, including their children, and not to be a burden. Professional stakeholders also noticed that spouses are sometimes reluctant to get in touch with formal networks and that children are often the ones to contact service providers or voluntary organisations to get support for their parents. The benefit of peer support was praised both by people from the formal and informal networks and as a major source of motivation for accessing services or activities. Peer support invokes trust in the advice given because it comes from people experiencing similar issues, who are less likely to judge them.



Cultural and ethnic backgrounds: The background of people living with dementia can influence participation: whereas in some communities, the dementia-related stigma can be strong; in others, dementia is considered a normal part of ageing. People can be reluctant to rely on organisations or charities if it is customary to look after their loved ones themselves or if people face culture-related barriers, such as the language or the kind of activities offered.



Online activities and virtual exchanges: Due to the limitation of face-to-face activities during the Covid-19 pandemic, most activities were offered online. While participants praised the fact that this allowed some activities to continue to run with visual contact, they also highlighted that many people did not have access to the activities due to a lack of digital literacy or not feeling comfortable with online activities. Several organisations gave out tablets and trained people on how to use them, but it was not very successful as only a limited number of people used them. Staff stakeholders noticed that online activities were mainly accessed by people with a care partner helping them to get online. Care partners also tend to rely on instant messaging services to create virtual exchange groups to share information and informal support.






4. Discussion


The current study investigates the needs, preferences, barriers and opportunities linked to participation in meaningful activities for people living with mild to moderate dementia in Greater Manchester, with the aim to inform the design of a new service for supporting access to meaningful activities for them. To provide a holistic picture, people living with mild to moderate dementia, care partners and various professional stakeholders were interviewed.



The main objective was to have a clear understanding of which activities are generally considered meaningful in order to be able to design the service in line with people’s expectations. Participants enumerated a large variety of activities, including domestic and daily living, intellectual, physical, nature-based, music-related, craft and creative activities, socialisation and games, day trips and holidays, culture and religious activities and participation in research and advocacy activities (Table 4). This variety corroborates NICE’s [5] definition of meaningful activities, comprising leisure activities as well as some daily living activities. Knowing which activities are favoured by people living with mild dementia is essential to develop a suitable offer. The variety reported by participants highlights that there is no one-fits-all approach and that the range of activities offered needs to be as wide as possible to cater for everyone’s preferences, including minority groups’ potential specificities. Offering a wide range of tailored activities can help people find activities they enjoy, but it raises the question of how to make these available or accessible.



In order to design the service to be as relevant as possible, the study focused on currently unmet needs and how to address them. It appears that people living with early-onset dementia often look for groups to give them access to physical, cultural and social activities better suited for their younger age than the activities usually offered for people with dementia. While dedicated dementia groups can offer a unique opportunity for people to benefit from peer support, especially for people newly diagnosed, the discussions around dementia-labelled activities revealed that they might be perceived as unsuitable or stigmatising in some situations, especially for people with early-onset dementia, and that there is a need for services to be tailored to individual preferences. Participants pointed out that access could be promoted by making community activities more dementia-friendly to support people in continuing activities they had engaged in before their diagnosis rather than engaging suddenly in dementia-labelled activities. Dementia-friendly features of activities and related amenities are another way to make activities more accessible and inclusive to everyone, not only people living with dementia. The accessibility of facilities can be further increased by inviting people with dementia to share their experiences of visiting and testing places, such as football grounds, swimming pools or art galleries. Overcoming preconceptions or apprehensions and “giving it a go”, however, appears as essential as developing dementia-friendly facilities for supporting participation in meaningful activities, even challenging ones. Findings about the need to provide opportunities for people living with dementia to participate in activities on their own and to enjoy self-determination confirmed data from the literature [16]. The current study reveals that involvement in activities can range from passive participation (e.g., attending a theatre play) to being actively engaged (e.g., acting in a theatre play) and leading self-generated activities (e.g., organising a theatre play or group events). Promoting involvement also encompasses encouraging people to lead or co-lead activities by offering them opportunities and support to organise the activities (e.g., material and staff support), which requires identifying and asking them about the skills and interests they would be happy to share. Other people prefer more intimate or informal activities (e.g., impromptu chats with a neighbour, visiting a shopping centre), and some people switch between individual and group activities according to their mood or skills. This indicates that any future services will have to be flexible regarding the level of engagement, especially since dementia-related changes, as well as stigma and self-stigma, can make people less willing to participate in activities [8]. That is why the staff participants emphasised their effort to let people with dementia make choices about the activity itself and what level of challenge they are looking for. A challenge for the service to be designed will be to adapt to these different levels of expectation regarding engagement in activities and also to the varying progression of the disease and its symptoms.



Learning more about motivations for engaging in activities was also central to the study as the service might have to direct people to activities according to their motivations and values. The literature reports that people perceive activities as meaningful if they provide emotional, creative and/or intellectual stimulation [8,9]. Understanding in detail the perceived benefits of participation in activities can help make activities more appealing to people as we can tailor them to their needs and expectations. Staying fit both physically and intellectually was mentioned by participants, some of whom disclosed that they used activities as a way of trying to slow down the progression of dementia and of helping them to cope with its symptoms.



Linked to this notion of being in control of one’s life, empowerment and pride were frequently mentioned during interviews. This can be explained by the fact that dementia tends to diminish self-confidence and opportunities for exercising control and success, whereas participation in activities can increase self-efficacy in people living with mild to moderate dementia [36]. As a result, participants in the present study reported being keen on challenges in more or less formal situations, such as running a marathon for the first time or “competing” for the most flowery garden with neighbours or family. This observation contrasts strongly with the general tendency to make activities easier for people to reduce the risk of facing difficulties due to task demands exceeding their own capacities. This desire for some competition or comparison with others deserves future investigation when collecting data on what type of competition people living with dementia favour and how the difficulty level can be tailored to people’s skills to keep it within an appropriate range. For example, one of the local organisations reported organising “Olympic games” every summer with various activities, such as athletics or archery trials with adapted materials (e.g., round foam tip safe arrows), but more importantly, with a podium, medals and an awards ceremony in the presence of family and friends. A similar focus was reported by van Corven et al. [10] as well as that people living with dementia are treated like children due to their diagnosis and there is stigma related to it. In contrast, in the present study, participants living with dementia reported setting up larger-scale challenges for themselves, such as learning to swim (again) or a several-days walking trip, being aware that it might not be successful but still being up for trying it. Familial and professional caregivers also mentioned setting small challenges related to activities to allow the person to enjoy pride and self-confidence by succeeding in them. Further, gaining new knowledge is often perceived as impossible for people living with dementia, whereas our participants reported that learning new things was a motivation to engage in activities and a source of satisfaction. Both (still looking for challenges and learning new things) indicate that a person’s interests and values do not necessarily change after the diagnosis [37]. Continuity can also be a motivation for participating in activities that the person has practised over a long time before their diagnosis, although these activities may need to be adapted over time to fit people’s capabilities. Finding a balance between continuity and trying new activities is complex, especially in group settings, as group activities have to please as many people as possible.



The social value of activities was also preeminent among the reported benefits by enabling social contacts and peer support, the feeling of being useful to others and the possibility of focusing on something other than dementia. The results strengthen previous findings, suggesting that leisure and social activities benefit people living with dementia by providing feelings of pleasure and enjoyment, still learning new things, having a sense of connection and being useful to others, having a sense of autonomy and personal identity, as well as giving meaning to life [11,12,16]. They also highlight how engaging in meaningful activities supports empowerment, this being related by people living with dementia at home or in nursing homes as well as by formal and informal caregivers to having a sense of personal identity, having a sense of choice and control, having a sense of usefulness and being needed and retaining a sense of worth [10]. This demonstrates the high potential of interventions focusing on supporting engagement in meaningful activities to strengthen the sense of empowerment and wellbeing of people living with dementia.



Designing a new service to support people living with mild to moderate dementia in accessing and actively participating in activities involves having a clear view of potential barriers and facilitators to taking part in activities. The same characteristic can be a barrier or a facilitator, depending on whether it is present or absent. Barriers and facilitators, therefore, can be seen to represent the two ends of a spectrum. For example, good physical health will support participation in activities, whereas poor health will impede participation. A total of 15 potential barriers/facilitators emerged from the thematic analysis relating to individual and environmental factors (Table 5). This confirms data from previous investigations showing that support by others (both formal and informal networks), suitable environmental support and physical resources are beneficial to participation in meaningful activities [8,11]. On the other hand, poor mobility and physical health, memory loss and worry, the loss of social contact and carer burden are potential barriers to participation in these activities while living with mild to moderate dementia [11]. The service to be designed will have to address these potential barriers and also people’s strengths and interests to increase the likelihood of them engaging in new activities. Indeed, discussions with participants stressed how much these various factors compound each other and how some people face multiple barriers to accessing activities. At the same time, the interviewees advocated the importance of a strength-based approach to living with dementia and how it can help to overcome some barriers. This is in line with a person-centred model for fostering a holistic approach that is not limited to cognitive and behavioural dementia-related symptoms but also takes into consideration the personality, values and history of people with dementia in order to focus on their wellbeing and independence [38]. This strength-based approach also fits with the assumption derived from the capabilities approach [39] that people living with dementia who can continue what they are capable of are more likely to experience higher levels of wellbeing. Hence, despite dementia-related limitations, there is still a lot that people with dementia can do and can offer [24], and this research advocates concrete action to support social participation through activities. A challenge to this will be to assess if these actions are efficient, as people living with dementia may have difficulties in self-evaluating subtle changes in their daily functioning due to cognitive changes, and their familial or professional caregivers might also not be aware of changes or be biased in their perception of changes regarding participation in activities and their potential benefits. However, combining various sources of information, such as people’s feedback, self-reported measures as well as wearable devices, appears to be a feasible way to align the care and health priorities of people living with dementia [40].



All in all, our findings confirm that more support for people with early-stage dementia is needed to access and actively participate in meaningful activities to further their wellbeing and empowerment. To do so requires clarifying people’s abilities and strengths on which to draw to facilitate participation and to estimate which kind of support they might need [7]. One strength of this study was the inclusion of the views of several people with dementia among various stakeholders, including different professional groups, to learn about their views on designing a real-world service. A limitation of this study is that as the service is intended to be implemented and tested locally in Greater Manchester, the interviews were focused only on this geographical area. Therefore, the present results may not generalise to the rest of the UK or to other countries. In addition, despite efforts to interview people of varied ethnic backgrounds, all five participants living with dementia were white British. Recruiting and interviewing participants was challenging because of the local Covid-19 restrictions at the time of this study. Because face-to-face activities were not permitted for several months, recruitment and most of the interviews had to be conducted online, limiting the variety and number of participants living with dementia. However, the consistency of the results obtained with the current literature as well as the fact that several participants are part of national organisations, giving them a larger view of living with dementia, beyond the Greater Manchester context, support the representativeness and potential generalisability of the findings. The present study highlights that while such support needs to reach and be tailored to people with a diagnosis, the offering should not be limiting or stigmatising. This provides a challenge, which was addressed in feedback presentations and discussions with stakeholders from the interviews and focus groups. Seeking validation through participant feedback is in line with developing innovative approaches to facilitate engagement in tailored meaningful activities while living at home or in care-home settings, which should be based on a co-design approach to ensure the designed product or service will fit people’s needs and capabilities [25,26,41].



From these discussions, the idea of developing a skills-exchange service emerged as the best potential solution for providing people with tailored one-to-one support, engaging in active participation and fulfilling their wish to be helpful to others. This concept has been developed in subsequent co-design workshops with stakeholders [42] while keeping in mind the potential barriers and facilitators reported in the present study.




5. Conclusions


The above insights, collected through the individual interviews and focus groups, were the first step to co-designing a service to support people in accessing and actively participating in meaningful activities. They offer a broader understanding of the needs and expectations of people living with dementia regarding participation in activities and access to opportunities. They also confirm the perceived benefits of meaningful activities for people’s health and wellbeing as well as the potential barriers to overcome to facilitate participation. The results point to the potential to facilitate individualised opportunities for people living with mild to moderate dementia through participation in existing local activities and events. This engagement is presumed to be beneficial to health-related outcomes and fills a gap in the provision of activities and social participation. This insight led to the subsequent development of a skills-exchange service to offer people tailored one-to-one support for their personal preferences and to give them the possibility to help others by sharing their own strengths and skills. A special focus will be put on volunteering as it can offer an especially rewarding experience and satisfaction in helping others. The present study also provides important insights for researchers, service providers, policy makers and charities through essential knowledge about the services and support available in Greater Manchester, in the United Kingdom in general and also beyond to improve leisure and support provisions to people living with mild to moderate dementia.







Author Contributions


Conceptualisation, I.T., V.H.-D. and K.N.; Formal analysis, I.T., L.O. and K.N.; Funding acquisition, I.T. and K.N.; Investigation, I.T. and K.N.; Methodology, I.T., T.D., A.A. and K.N.; Project administration, I.T.; Supervision, K.N.; Writing—original draft, I.T. and K.N.; Writing—review and editing, I.T., L.O., T.D., A.A., V.H.-D. and K.N. All authors have read and agreed to the published version of the manuscript.




Funding


The IDoService project has received funding from the European Union’s Horizon 2020 research and innovation programme under the Marie Skłodowska-Curie grant agreement (No 895620). This document reflects only the author’s view, and the Research Executive Agency is not responsible for any use that may be made of the information it contains. The funding body had no influence on the study design, data collection and analysis, writing the article and in the decision to submit the article for publication.




Institutional Review Board Statement


Ethics approval for the study was obtained in line with national and European regulations and requirements: Manchester Metropolitan University ethics board, Ethos reference 26864.




Informed Consent Statement


Informed consent was obtained from all subjects involved in the study.




Data Availability Statement


The data presented in this study are available on request from the corresponding author.




Conflicts of Interest


The authors declare no conflict of interest.





Appendix A. Examples of Quotes from Interviews and Focus Groups


	A. 

	
Self-reported benefits of activities







	
Continuity and adaptation






	
A staff stakeholder mentioned the challenge of supporting continuity through dementia: “So to my mind, it’s this transition—how do you maintain what’s meaningful that they’re already involved in? And if there’s a diminishing ability to involve or gain value from the things that they used to get value from for whatever reason (…). How do you introduce a new activity which might be less demanding but equally socially rewarding or equally rewarding in a way?” (Focus group—staff).



	
A person with dementia about how he is still looking for challenges: “All my life I have always gone for a challenge rather than an easy life, and I can’t do it now I know that (…) I know that I’m an age and the way my brain is, limits me, but I would still like a challenge. I would like to start off by just doing, what I said, a walk around the coast and see how I get on, but my aim would be to walk around Great Britain, possibly it wouldn’t work but maybe it will if I try hard enough.” (Interview—person with dementia).






	
Something new to learn






	
A person with dementia reporting her interest in learning new things: “When I sort of listen to a bit of his autobiography and I think, “Oh, I never knew that.” You know, so that’s why I read it.” (Interview—person with dementia).



	
A daughter about her experience of finding interesting things to do with her mum: “I think as a family, it’s thinking a bit outside of the box and doing different things.” (Interview—familial care partner).



	
A staff stakeholder about how they design their activities to support learning new things: “When we’ve been going on the walks and things (…) we try and get people to listen for certain things or to actually look at the colours and have a feel of things and things like that (…). Hopefully then, we can show people the different leaves are different trees and just learning new skills and just being a part of something a little bit different to maybe what they’ve been used to.” (Focus group—staff).






	
Empowerment, confidence, and pride






	
A professional care partner emphasising the performance of a participant living with dementia: “Catrin (staff): How many laps? You (i.e., interviewers) are going to be very impressed when you hear how far Lily can swim considering she was a novice some years ago. How many laps can you do? Lily (person with dementia): Yesterday, I did 74 lengths in an hour. I wasn’t the fastest in there though. There’s a woman there who did 92. But she had flippers on. And I think flippers make you go faster, I don’t know… I do four hours a week. So, I don’t do too bad.” (Interview—person with dementia).



	
A staff stakeholder: “I keep in memory a lovely lady that made a garden in her back garden and her granddaughter was doing the same in her own garden, and they were sharing pictures of how far they got, a little bit like a competition.” (Focus group—staff).






	
Staying fit physically and mentally






	
A person with dementia about his wish to travel and hike in Scotland again: “I think it would be a great thing to do and it would bring a lot of the memories back to me which it would stimulate me, I think. It wouldn’t do me any harm. I would get fitter with walking and mentally it would help me. The remembering things that … where I’ve been before and, as I say, it’s one thing looking at a map, but it gets a bit boring.” (Interview—person with dementia).






	
Social contacts and peer support






	
One person with dementia about how he tries to cheer up other group participants: “I like to get everybody going in whatever way. If I see somebody down, I’ll turn around and say, ‘What’s up with you, have you seen a ghost or something?’” (Interview—person with dementia)



	
A staff stakeholder about how they reorganise their activity offer to develop peer-support opportunities: “We’re going to create a new ex-carers group for those people. And it’s my intention also to, on some days with the group, for those carers to come and meet the people with young-onset dementia and their carers, because they’ve got valuable experience and its good for new people to hear stories and how they’ve managed in the past looking after their loved ones with young-onset dementia. Because it’s a valuable resource, isn’t it, when you’ve got people how have been through that journey and they can pass advice and information onto people who have just started on that journey.” (Interview—staff)






	
Feeling useful to others






	
A daughter about why she decided to participate in this study: “Any information, any help I can give, in terms of experiences of what we need, then definitely. At the end of the day, if it helps any other person or any other family, because with all due respect, it will affect people, it will affect families, because of the statistics of what’s happening.” (Interview—familial care partner).






	
Something other than dementia to think about






	
A staff stakeholder about participation in meaningful activities: “people who are caring for their relatives they don’t tend to have a lot of fun with their relatives or the people that they’re caring for and I think these activities provide exactly that.” (Interview—staff).



	
A staff stakeholder about activities performed together by the person with dementia and their support person: “I would think maybe even a simple jigsaw, you know, even though the carer is more than capable of doing that, it’s working together as a team. And maybe arts and crafts as well, you know, making things. The person with the dementia could be sticking things down but the carer could be cutting things out and passing them, you know, so that they’re both interacting with it and doing that piece of art.” (Interview—staff).



	
A staff stakeholder about how a respite but also nurturing relationships can be found while performing an activity together: “If you could find an activity to the cared-for to do to give the carer a break off… where there are “together” but both have an activity but separate, I think that’s really good… but them also doing activities together can reinforce the relationship…that is often very strained… you know, it can be quite strained, because you know carers get tired, and so on. So I just think if there are things they could do together, and it’s positive, and it just gives them something else to focus on, give them something to talk about, something they can do together again because often… it’s sort of go down in that dementia journey (…). Their ability to do things together often starts to separate… Yeah, I think doing things together is definitively a positive in their relationship but I think also, the ability to do things separate… it’s healthy too…” (Focus group—staff).






	B. 

	
A need for tailored activities







	
Need for individualisation and personalisation






	
A staff stakeholder about the favourite activities of people with dementia: “I don’t think there’s a one size fits all. (…) I think it’s about having choice and it’s about finding out from people living with dementia what they would like and trying to create different options.” (Focus group—staff).






	
Minorities’ specific needs






	
A staff stakeholder about a lady leading dementia-related events in her community: “She ran a group specifically talking about dementia (…) I think the power of that was that it was within the community, she’s a member of the community, a very well-respected member of the community, I don’t know if it would have had the same feel if it had been, like, you and I running it. So I think you have to be very aware of that and it’s not an easy thing to do [laughter].” (Interview—staff).






	
Being aware of early-onset dementia






	
A staff stakeholder about the importance of age-appropriate content for people with early-onset dementia: “Music quizzes which was actually age-appropriate because obviously with them at that age, they didn’t want a quiz on music from the 50 s, for example. So, it was music from the 60 s and 70 s, and they really enjoyed those (…) because they were younger like you said, and because usually a lot of them were still physically active, that was another difference that we found with this group, they wanted to do activities that were quite physical.” (Interview—staff).






	
Activities inclusive for all






	
A person with dementia about the importance of appropriate activity content: “one of them (i.e., fitness trainer) did it to music that was like, good beat music. And the other one did it… I call it baby play. She treated us like babies catching a ball and moving it, you know. And on our table, we never participated in it because we felt she was humiliating us.” (Interview—person with dementia).



	
A staff stakeholder about how making all community activities more inclusive: “it’s definitively something I’m quite interested in is training and working with community groups about what is dementia, what differences is that make, how can we interact, how can you maintain contact with people who were in your group previously. People would rather not attend the group specifically with that tag MCI, mild stages, not everyone, so I think it could be quite valuable for people.” (Focus group—staff).






	C. 

	
Involvement in activities







	
Initiating activities






	
A staff stakeholder about how they try to promote activities led by people living with dementia: “Prior to the COVID, we did have some of our people with onset dementia who did volunteer who helped to organise activities and they used to run different sessions. We identified that we had members in the group who had various skills. (…) So, any skills that any of the group actually had, if they were willing to share and to run a group. With the staff, but they would be the lead on it. We always gave them the opportunity to do that.” (Interview—staff).



	
A staff stakeholder about the positive organisational impact of asking people what kind of activities they are looking for: “because we could have what we think is the greatest idea in the world, put load of planning into it, risk assessment, and then everyone’s like “I don’t want to do that…” We don’t want to spend, put all our time and effort into something we think people would like, and then they don’t. It’s best hearing from them directly “what would you like today?”” (Interview—staff).






	
Giving choices and decision-making opportunities






	
A staff stakeholder about promoting giving choices to people and being careful about not overprotecting them during organised walks in nature: “Instead of saying “this is a more accessible route”, you could say in terms of “this route has got stairs”, you know, “would you be comfortable using these stairs?”. Because if you just say it’s more accessible, it’s more accessible for some people but still not accessible for others, depending on what your abilities are. I know we are trying… sometimes you overthink some aspects of the activity, we always do that. You know, “maybe this person can’t do that”, just maybe give them that try, just let them try it, you know, it’s up to them if they want to try it. I think it’s something that need to be focused on as well. Sometimes, you can “spoon-feed” a little bit too much as well. Just keeping their independence and keeping them making their own decisions of what they can or can’t do.” (Focus group—staff).






	
Not being a group person






	
A person with dementia asked if he prefers activities performed in groups or more on his own: “It depends how I feel. If I’m feeling lively, I’ll do it with other people. I prefer to do things on my own.” (Interview—person with dementia).



	
A person with dementia about why she prefers to perform some activities on her own: “I just walk by myself if I want. I mean, I just do what I want to do at my own speed now (…). I don’t wait for nobody. You know, like [walking group mentioned previously]. They like to stroll. I just leave them and go on my own. Because I find it harder to walk slow.” (Interview—person with dementia).



	
A staff stakeholder about how places such as supermarkets can support social engagement: “You only have to look the W. shopping place. Prior Covid, it was packed, a lot of people ocialize there. It’s so a social outlet. We just think that people should go to services that are provided for them, but they use resources in the community that are personal for them.” (Focus group—staff).






	D. 

	
Barriers and facilitators: individual level







	
Diagnosis






	
A care partner about her husband being diagnosed several years ago: “he needed to find acceptance. At the beginning, he felt a sense of shame being diagnosed with dementia. Because dementia is associated with the stigma associated with mental illness even though dementia is a neurological disease.” (Interview—familial care partner).






	
Dementia stage






	
A staff member about dementia cafés: “the carers are delighted to meet up, but the person with an earlier stage of dementia is afraid of meeting people with later stages as they think, oh I’m going to end up like this or I’m going to end up with more serious problems and I have heard that maybe from a couple of more sensitive people and more anxious people.” (Focus group—staff).






	
Psychological factors






	
A person with dementia about accepting the risks linked to new activities: “I mean I would just have to try it. I mean it might be unsafe, I might have to say, “I can’t do that, it’s not suiting me to do it” but I could try and it’s like anything else, you’ve got to do it a bit at a time. (…) Then go there when you’ve made them and sell them, and it might be a failure. It’s like anything in business, if it’s a failure you’ve just got to push yourself off and start again.” (Interview—person with dementia).






	
Physical and sensorial factors






	
A person with dementia about how he is taking his restricted hand dexterity into account for activities: “I could do that, yes, my hands are difficult with intricate things like holding the pen but holding a tool I would be quite good.” (Interview—person with dementia).



	
A staff stakeholder about how physical disabilities can affect participation in activities: “I think physical disability is a problem as well…being unable to get out and enjoying things. Making sure that place is accessible, it’s something else that needs to be considered.” (Focus group—staff).






	
Cognitive factors






	
A staff member regarding the impact of memory loss on the continuity of regular activities “It’s a difficult one, although again with the dementia you can show somebody something how to do it this week, although when next week comes, they’ve completely forgot” (Focus group—staff).






	
Communication issues






	
A staff stakeholder about how they design their activity material to make it easier for people to understand it: “a lot of stuff is in writing and actually just translating stuff isn’t necessarily very helpful for people whose first language isn’t English, particularly older communities, because they might not actually even read in their own language. So actually, thinking about what images can use. If you see a sign for a toilet, that’s a sign for a toilet. You don’t need to read the word toilet above it and you can see that in lots and lots of different countries with lots of different languages on. (…) It’s just thinking about those little things like instead of a big chunk of writing, are there any images that you could use that would demonstrate the same thing?” (Focus group—staff).






	
Habits and expertise






	
A steering committee leader about one committee member living with dementia: “There is one of our members who was a very, very high-ranking policeman. He’s now got Alzheimer’s and it was around 2012 when we started this group, but he’s still in the committee, he’s still functioning. But I know his wife well and when he’s at home he’s completely dependent. But when we have our committee meetings, if someone is stepping out of line, he’ll bring the law into it saying you gotta read the rules and regulations about this. It’s awesome. He knows our Charity Commission rules, what we can and can’t do. It’s absolutely fantastic.” (Focus group—staff).



	
A staff member about one group member having dementia and sharing his knowledge with other members: We had a gentleman (…) he must have had a garage full of curiosity, shall we say. And he brought lots of various interesting gadgets and passed them around and explained them all. And he was also a very interesting gentleman because he was a magistrate. So, he would talk of some of his experience of being a magistrate. And he also worked for universities. So, he’d talk about a lot of his life story which is something really interesting to people to share their life story. Also, it’s always very engaging then. It always goes down very well.” (Interview—staff).






	E. 

	
Barriers and facilitators: environmental level







	
Cost






	
A staff stakeholder about the impact of financial cost on participating in activities: “People will generally say that they’ll pay for an activity, and they don’t mind paying a small cost, but when it actually comes down to it, and I think a lot of the time, especially for a lot of our service users, if a carer comes along, that’s double the cost because it’s two people. Then depending on how they get to these activities, you’re then looking at transport as well as the added costs. I don’t think they mind a small amount, but a lot of people, they don’t have an awful lot of money coming in, so it could be the difference between getting shopping or joining an activity for some people.” (Focus group—staff).



	
A staff stakeholder about potential funding to reduce transport costs: “The dementia workers can advise them and point them in the direction, signpost them to social services to see if they can get some sort of budget allowance for transport. That does quite often work out, and that’s why some people can afford taxis.” (Interview—staff).






	
Transport and proximity






	
A person with dementia sharing his experience of using ring and ride services: “There’s only one thing wrong with it, (minibus service name), they used to pick you up and at the time, they used to go all over the place picking people up and then they’d drop you off and there was always either, they’d say they’d be there at a certain time and sometimes they could be half an hour early or half an hour later depending on how the traffic was. So I decided to make my own way.” (Interview—person with dementia).






	
Facilities and amenities






	
A staff stakeholder on swimming pool characteristics, making them more dementia-friendly: “We took on a project and we went and visited a few pools. We spoke to Salford Community Leisure and the lead person for swimming. We came up with the fact that Worsley pool would be the best. It had a new café for socialising in before and after. They had a small pool with steps in and a rail and big changing rooms for carers, this was a big thing, for carers and the person with dementia. So they were big enough just for the two people to go in which was fantastic. I’ve never seen that before. I’ve only seen the school ones, the little ones before.” (Focus group—staff).



	
A staff stakeholder about how to assess leisure activities to make them more accessible: “If they’re going to the cinema, what’s the lighting like in there? Are they going to be confused by a lot of trailers thinking that that’s the film starting and then they forgotten about it like it so many just little tweaks like that that that can I’m really impact people?” (Focus group—staff).



	
A staff stakeholder about how involving people living with dementia in facilities assessment is essential to improve dementia-friendliness: “The big one with the swimming pool was having someone to help with the lockers, putting the money in the lockers because when they put the money in, shut the door, if they’d turn it wrong and the money comes out, they don’t realise the money is just lying there in a tray and they can’t shut the door. It’s amazing how many things popped up with that that was important to someone with dementia and the carer that you as a person would never dream of thinking about if you went yourself to do it. It made me very aware, how public buildings can be very confusing.” (Focus group).






	
Feeling in a safe environment






	
A staff member about the impact of risk management when working with people living with dementia: “We live in a culture where we’re all very risk averse. And people get concerned about working with people living with dementia because… we don’t really know what then the persons needs are or they don’t know that much about dementia or the image they’ve got of people living with dementia is that stereotype of someone sat in a chair in a care home.” (Focus group—staff).






	
Weather and seasons






	
A person with dementia about the influence of seasons on her outside routines in her neighbourhood: “That’s a nice walk. But it’s all right in the summer, but in the winter because the rain gets into it and it’s quite a bit hilly, isn’t it, I’m frightened of slipping into the river (laugh). So, it’s all right in the summer walking along there. But it’s not good in the winter because it’s not safe. I don’t think it’s safe.” (Interview—person with dementia).



	
A daughter about how organisations offered inside activities to her mum during winter time: “I think in the winter, that’s when the clubs will really help, because Mum’s having different activities and it’s inside the centres.” (Interview—care partner).






	
Stigma and dementia understanding






	
A person with dementia about why he stopped to wear an “I have dementia, please be patient” badge on the bus: “I got a little bit self-conscious with it, thinking that everybody… I got anxious with people looking at me and looking at the badge. People used to, as you were walking past, move their head across and be looking.” (Interview—person with dementia).



	
A staff member about the positive impact of the participation of people living with dementia on dementia-related negative stereotypes: “The hotel booking was mainly for our group, but we did have one or two customers that were outside and nothing to do with dementia, they would also watch the play as well. I think it was quite an eye-opener for people to see other people with dementia just enjoying themselves and having fun. It was a good laugh.” (Interview—staff).






	
Formal network






	
A care partner about how formal networks and support might not be sufficiently known: “It is quite surprising when you go on the calls, there’s not that many people, considering the amount of people with dementia. If you look at the statistics, you would think that the calls would be busier. Personally, I don’t think that they have captured everybody, in terms of, either people with dementia, or their carer’s. I attended a call a couple of months back for carer’s, and I have to say, I’m 50 next month, and I was probably the youngest on there, which I thought was quite surprising.” (Interview—familial care partner).






	
Informal network






	
A staff stakeholder about peer support between people living with dementia and their relatives: “they tend to pass messages onto each other—‘I’ve been there. That was fantastic’—word of mouth seems to be the only way of getting something together and having some really good basis of people that can get that word of mouth out.” (Focus group—staff).






	
Culture, ethnicity and religion






	
A staff stakeholder about why some people are not very keen to rely on formal networks due to cultural differences: “About keeping family members at home, there’s a very strong impetus, probably more so in that community than maybe in some others (…) Again, there’s a little bit of mistrust involved in that because they see some of the care settings don’t understand them culturally and they feel like their elderly relatives won’t get on there. Then there’s that extra pressure, because obviously the younger generation still needs to work, and they don’t necessarily trust care at home as much, so it’s very much that wider family and a lot of pressure is put on individuals in that case, so it can be really hard.” (Interview—staff).






	
Online activities and virtual exchanges






	
A staff stakeholder about barriers during virtual activities: “we tried Zoom, just some people are not focused on that, their concentration, looking on a screen, we all know that feeling very well, that Zoom fatigue, but it’s 10 times worst for someone with dementia, who are isolated at home and everything.” (Focus group—staff).



	
A staff stakeholder about how they adapted their activities by relying more on digital tools: “we got a lot of resources online, we have printed things out for them so they can take them back at home. During the first lockdown, last year, when things stopped completely, we did a newsletter for our mailing list, we put in this craft resources and we asked people to take pictures of it so we can put them on our twitter page, or Facebook, or anything like that. That worked very well. It became very popular and we got a lot of pictures, people sending us the bird feeder they made, the butterfly feeders they made, and things like that, and it was absolutely fantastic. It was really good to have that engagement even without physical engagement.” (Focus group—staff).
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Table 1. Participants’ characteristics.






Table 1. Participants’ characteristics.





	
Code

	
Focus Group (FG) 1 and/or Individual Interview (II)

	
Gender

	
Category

	
Comment






	
1

	
FG + II

	
Female

	
Staff stakeholder

	
Works for a local clinical commissioning group and council’s engagement and development for older people, people living with dementia and their carers




	
2

	
FG + II

	
Male

	
Staff stakeholder

	
Wife had dementia. He co-founded a peer-support group for people living with dementia and their relatives.




	
3

	
FG + II

	
Male

	
Staff stakeholder

	
Consultant old age psychiatrist




	
4

	
FG + II

	
Female

	
Staff stakeholder

	
Dementia adviser for a local memory loss/dementia advice service




	
5

	
FG + II

	
Female

	
Staff stakeholder

	
Senior fellow on brain health, service provision and co-production




	
6

	
FG + II

	
Female

	
Staff stakeholder

	
Project officer and dementia-walk leader in a local environmental organisation




	
7

	
FG

	
Female

	
Staff stakeholder

	
Manager in an independent charity offering support and services to older people




	
8

	
FG + II

	
Female

	
Staff stakeholder

	
Dementia support manager in an independent charity offering support and services to older people




	
9

	
FG + II

	
Female

	
Staff stakeholder

	
Public and patient involvement and engagement manager in a local academic health science and innovation system




	
10

	
FG + II

	
Female

	
Staff stakeholder

	
Dementia adviser for a local memory loss/dementia advice service




	
11

	
FG + II

	
Female

	
Staff stakeholder

	
Director of operations in a social marketing agency that developed a digital activity platform for people living with dementia and their relatives




	
12

	
II

	
Female

	
Staff stakeholder

	
Service manager in an independent charity offering support and services to older people




	
13

	
II

	
Female

	
Staff stakeholder

	
Manager in a local service and activity group for people living with mild to moderate dementia




	
14

	
II

	
Female

	
Staff stakeholder

	
Dementia worker in an independent charity offering support and services to older people




	
15

	
II

	
Female

	
Familial care partner

	
Husband is living with dementia




	
16

	
II

	
Female

	
Familial care partner

	
Mother is living with dementia




	
17 1

	
II

	
Female

	
Person with dementia

	
Participant and volunteer for a local service and activity group for people living with mild to moderate dementia




	
18 2

	
II

	
Male

	
Person with dementia

	
They regularly participate in an activity and social club for people living with mild to moderate dementia or memory loss




	
19 2

	
II

	
Male

	
Person with dementia




	
20 2

	
II

	
Female

	
Person with dementia




	
21 2

	
II

	
Female

	
Person with dementia








Legend: 1: She was interviewed by Participant 13, who is a staff member supervising this service. 2: Each of them were interviewed individually, accompanied by Participant 14, who was a staff member supervising the club.
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Table 2. Focus groups and interview topics guide.






Table 2. Focus groups and interview topics guide.








	1. Meaningful activities (physical, social and leisure activities)



	
	
Usual meaningful activities, at home or outside



	
Activities benefits (psychological, physical, social, etc.)



	
Access to and participation in activities during Covid-19



	
Preference for group or solo activities



	
Looking for active participation, an organising role, and offering support








	2. Difficulties with access to leisure activities and during leisure activities



	
	
Reasons why activities might not be accessible to people (cost, proximity, etc.)



	
Impact of dementia on daily activities engagement, habits and learning new things








	3. Adaptation, potential support, needs and wishes



	
	
Facilitators to meaningful activities participation



	
Strategies to continue to participate in activities
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Table 3. Codebook.






Table 3. Codebook.





	
Themes

	
Sub-Themes

	
Categories






	
Meaningful activities

	
Favourite activities

	
Craft and creative

Domestic and daily living

Intellectual

Music-related

Nature-based activities

Physical

Research and advocacy

Social activities and games

Day trips and holidays

Culture and religion




	
Benefits

	
Continuity and adaptation

Something new to learn

Empowerment, confidence, pride

Staying fit physically and mentally

Social contacts and peer support

Feeling useful to others

Something other than dementia to think about




	
Tailored activities

	
Individualisation and personalisation

Minorities

Early-onset dementia and mild symptoms, inclusive for all




	
Involvement

	
Initiating activities—active participation

Not being a group person

Having choices and making decisions




	
Barriers and facilitators

	
Individual level

	
Diagnosis

Dementia stage

Psychological factors

Physical factors

Sensorial factors

Cognitive factors

Communication issues

Habits and expertise




	
Environmental level

	
Financial cost

Transport and proximity

Facilities and amenities

Feeling safe in an environment

Weather and seasons

Stigma and dementia understanding

Formal network

Informal network

Culture, ethnicity and religion

Online activities and virtual exchanges
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Table 4. Self-reported favourite activities.






Table 4. Self-reported favourite activities.





	Categories
	Activities





	1. Domestic and daily living
	Baking, cooking, picking up/reading letters and newspapers, watching TV, picking fruits in the garden, shopping.



	2. Intellectual
	Reading, making crosswords and puzzles, quizzing, listening to book readings, memory and reminiscence activities, participating in University of the Third Age (U3A), listening to news and educational programmes, book clubs.



	3. Physical
	Walking in the neighbourhood, indoor walking, curling, fitness (including chair exercises), walking football, cycling (including using disability bikes), swimming, archery, hula-hoop, running, basketball (including with a softball).



	4. Nature-based
	Walking in nature, listening to birds, watching nature, gardening, watering plants, creating flower arrangements, caring for an animal, dog-walking.



	5. Music-related
	Singing, listening to music, dancing, quizzes related to music.



	6. Craft and creative
	Writing, poetry and playwriting, photography, drawing, painting, colouring, crafting, knitting, modelling, woodworking.



	7. Social activities and games
	Having a coffee/tea/drink/lunch with other people, chatting with children/grandchildren/neighbours, participating in community/dementia/memory café/buddy clubs, playing darts/snooker/bingo, quizzes, cooking together.



	8. Day trips and holidays
	Day trips in the surrounding area (for a football game, a walk in nature) or longer stays in hotels.



	9. Culture and religion
	Cinema, theatre, cultural tradition (e.g., bonfire nights, burns nights), going to the church or mosque, being a member of a congregation.



	10. Research and advocacy
	Medical trials/clinical research participation, public involvement events participation, being a dementia champion, organising or participating in events to raise awareness about dementia (including public speaking and conferences).
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Table 5. Barriers and facilitators to taking part in activities.






Table 5. Barriers and facilitators to taking part in activities.





	
Potential Barriers and Facilitators






	
Individual level

	
Environmental level




	
Diagnosis

Dementia stage

Psychological factors

Physical factors

Sensorial factors

Cognitive factors

Communication issues

Habits and expertise

	
Financial cost

Transports and proximity

Facilities and amenities

Feeling in a safe environment

Weather and seasons

Stigma and dementia understanding

Formal network

Informal network

Culture, ethnicity, and religion

Online activities and virtual exchanges
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