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CHAPTER 4 – Findings and Discussion
[bookmark: _Toc204831441]4.1 – Introduction
The chapter provides a report of the effectiveness of the community-based dementia support programmes among older adults in the UK through a systematic review carried out on it. It is arranged in such a way that the discussion follows the thematic analysis of peer-reviewed and policy-based literature discussions. The purpose is to understand the effects of such programmes on quality of life, cognitive functioning, accessibility and the burden of the caregiver. Validity of the themes will be critically analysed and merged with theoretical perspective, statistical information and UK-based policy formulations. This chapter starts with an explanation of the thematic analysis process, after which each theme is discussed in detail will starting by looking at quality of life outcomes in in-depth detail.
[bookmark: _Toc204831442]4.2 – Thematic Analysis
Thematic analysis refers to a procedure that can be used to identify, analyse and report on patterns or themes in qualitative data. According to Braun and Clarke (2006), it is a flexible instrument that can allow a researcher to decode significant aspects of extensive data by grouping it into relevant subjects. In this research, secondary data referring to journal articles, government papers, and evaluation reports of dementia care were synthesised using thematic analysis. The book used keywords and frequently mentioned concepts in the literature and organised them into shared themes. The predominant themes identified were: quality of life, cognitive function, access to services and caregiver burden. The chapter under discussion is devoted to Theme 1: the topic of Quality-of-Life Outcomes.
[bookmark: _Toc204831443]4.3 – Theme 1: Quality of Life Outcomes
QoL is one of the main concepts in dementia care and may be defined as the well-being of an individual and includes, among others, physical, psychological, emotional, and social domains (Banerjee et al., 2009). There is also a significant detrimental impact of memory loss, loss of independence and social isolation on QoL of older adults living with dementia. Support programmes based on communities are meant to enhance QoL through meaningful participation, facilitation of everyday living, and sustaining social contact.
In the UK, the care of dementia was institutionally oriented historically, which contributed to isolation and restriction of the autonomy perception (Iliffe et al., 2015). More recently, things have shifted toward the idea of taking a person-centred, community-based approach. Other programmes like the dementia cafes, memory groups, befriending services and day centres have been identified to be alternative programmes to facilitate inclusion and dignity. The shift complies with the directions provided in the NHS Long Term Plan (2019), which promotes a community-based integrated care system that takes care of people with complex needs, including dementia.
QoL became one of the main variables of assessing programme effectiveness concerning the research question. Most of the reviewed studies, which focused on the emotional well-being, communication and confidence, showed improvements among the patients who were engaged in the structured community activities. To illustrate, Evans et al. (2020) discovered that frequent attendance in the social group adapted to dementia resulted in loneliness/depressive symptoms among individuals aged 70+. On the same note, Warrick et al. (2018) concluded that in a study to assess the effects of community-based cognitive stimulation therapy (CST) in older adults, the treatment group showed improved mood and self-esteem when carers were involved in the sessions.
The Quality-of-Life Alzheimer’s Disease (QoL-AD) scale was a common quantitative measurement to determine changes before and after intervention. There were statistically significant results in interpersonal relationships, emotional well-being and sense of purpose. According to Backhouse et al. (2017), the participants in community-based interventions performed higher (with a 20%-point increase) than those receiving standard care only in terms of QoL-AD outcomes in a comparative analysis. But the outcomes changed with the frequency and duration of involvement, with the short or irregular programmes having little to no effect.
Theoretically speaking, the Social Model of Disability applies here. It redefines dementia as not only a medical phenomenon but also a social experience characterised by, among other things, lack of support, stigma, and exclusion (Shakespeare et al., 2019). Strength-based community programmes that empower and decrease stigma help to increase the quality of life because they help in focusing on the positives and abilities instead of focusing on deficits. It is backed up by the theory of personhood in dementia care developed by Kitwood (1997) that defines respect, dignity and meaningful interaction as key aspects of looking after the well-being of individuals with dementia.
The UK policies are also a contributory factor to the results of a programme. Community initiatives that take into consideration that enhanced QoL delays the requirement of residential care have also been funded by the Dementia Action Plan for England 20162020 and the local strategies (e.g. Manchester Dementia Strategy). Nevertheless, it is not applied consistently throughout the country, and in the distant or low-income ones, access is restricted. It becomes a problem of inequity in QoL outcomes and an indication that programmes have efficacy, but their coverage to such a demographic need to be increased.
This theme affects things negatively and positively. On the other hand, community-based support improves mental health, development of independence, and lessens the necessity of clinical attention. It is also compatible with ageing in place, which suits the preference of many older adults. The negative impact is that there is always the question of sustainability. Most programmes either run on temporary financing, have volunteers or insufficient human resources, which compromises continuity and consistency of care (Backhouse et al., 2016).
A good example is the Dementia Day Centre presented by Age UK in South London that provides a well-organised series of physical training, music therapy, and reminiscence activities. Participants provided feedback that reflected an improved mood, increased social interaction and identity. The programme has, however, been closed down due to withdrawal of funds, which serves to explain the vulnerability of even a successful programme.
This theme is also gripped by others. Better QoL has the potential to decrease the burden on the caregivers since less emotional pressure will be experienced and more satisfaction with the care process will be achieved. Similarly, the accessibility (to transport, location, and cost) can be a determinant of who receives the benefits of these improvements to their quality of life. By doing it, QoL becomes both an end and a mediator of other themes, that is, it is critically important in the assessment of effectiveness.
To summarise, community-based dementia support programmes have beneficial impacts on the quality of life among elderly people living in the UK. Such advantages find firm theoretical foundations and policy objectives, but obstacles to advancement come to light. The future will be important about ensuring that there is equitable access and that it is sustainable, with the idea of maximising impact.
[bookmark: _Toc204831444]4.4 – Theme 2: Cognitive Function Outcomes
Cognitive refers to the mental capacity of an individual to execute certain mental processes such as memory, attention, language, problem-solving and executive functions. Cognitive decline in the case of dementia is the most distinctive characteristic that directly influences independence and everyday activities of people. As a result, the design and the provision of effective dementia support services centres on interventions which favour or sustain cognitive ability.
Historically, dementia care has been primarily focused on decline management instead of cognitive resilience. But this has seen a reprieve toward allowing the older adults to maintain cognitive abilities with a well-organised and evidence-based course of action, particularly in the community. Non-pharmacological means like Cognitive Stimulation Therapy (CST), reminiscence therapy and music interventions to boost mental participation and postpone decline have all been formulated (Spector et al., 2003). Such interventions are increasingly used in community support programmes in the UK and are highly advised in NICE guidelines (2018), to be part of a holistic approach to dementia care.
In direct response to the research question, the cognitive outcome is an important symptom of the success of the community-based programme. There is a lot of research that substantiates the notion that regular engagement in cognitive enrichment activities helps in retarding the rate of cognitive deterioration. On the one hand, a significant sample study by Woods et al. (2012) estimated the effects of group-based CST and took place in 14 sessions. Findings showed a significant change in memory, language and hemispheric orientation in community residents with mild and moderate dementia. These are of special importance to people over 65, who tend to prefer non-institutional and enjoy well-organised social and mental activities.
These facts are strengthened by statistical data. According to Orrell et al. (2017), CST participants increased, on average, 1.2 points on the Mini-Mental State Examination (MMSE) compared with a control group that showed no cognitive benefits. Although small, they are significant in a degenerative condition. Moreover, individuals usually report raised self-confidence and alertness after therapy, which is demonstrated clinically and subjectively.
Theoretically, the findings can be explained with the Social Cognitive Theory (1986) by Bandura. According to the theory, learning takes place via social interaction, observation, and self-efficacy. Within CST or memory groups, subjects do cognition-challenging tasks but are encouraged and given feedback, which promotes neural stimulation and motivation. Community-based cognitive interventions are also naturally in line with this theory in their interactive nature.
In addition, neuroplasticity theory could help to understand that it is possible to stimulate the brain, developing a new neural structure even in old age. Dementia disrupts this process, but repetition of mental behaviours may prevent the loss of cognitive reserves and slowdown (Park and Reuter-Lorenz, 2009). This neuroplastic process is facilitated by community-based interventions that produce safe, stimulating environments.
The UK policy further cements the effectiveness of cognitive programmes. The Prime Minister Challenge on Dementia 2020 focused on evidence-based support services that keep the head healthy. Grants and advice were provided to community-based organisations that provided CST and other well-structured activities. However, on a national scale, the application has been improper in various regions, especially rural or disadvantaged regions (Watson et al., 2021). This inconsistency reduces the generalisability of findings and on equality of access to cognitive support services.
The downsides and upsides to this are to be noted. Positively, there is evidence that community-based cognitive intervention enhances improvement of mental functioning, independence and provides an economical alternative to the pharmaceutical intervention method (Mioshi et al., 2013). These programmes reduce healthcare burden as well, and they may also postpone the need to be under residential care. Better communication and orientation are of particular value to families and also lead to better relations with other people.
On the darker side of the coin, the success of cognitive interventions is frequently linked to consistency and duration. A brief involvement or ill ill-designed program is likely to show minimal outcomes. But in addition, certain studies have established that the cognitive benefits gained during CST are lost with time when not repeated (Lobbia et al., 2019). This indicates the importance of follow-up and long-term programming, which is hard to achieve with insufficient staff and funding.
An example is the 'Memory Matters' programme in Cornwall that has been providing community-based CST to older generation patients in various centres there. The response shows intense cognitive stimulation, with the offspring and carers expressing improved recall and daily orientation. But the transportation barriers and unavailability in more rural locations have been used as a factor of failure in the failure of the programme.
The second case is that of the Yorkshire and Humber dementia network, which had piloted a project of multi-sensory cognitive stimulation in community halls. There was an improvement in naming skills and fluency of language. Nevertheless, facilitators indicated that group size, experience of facilitators, and comfort of the participants with the environment were critical to successful outcomes (McDermott et al., 2019). These observations highlight the significance of the context factors on cognitive outcomes.
Other themes that closely relate to cognitive in this dissertation include quality of life and caregiver burden. When mental functioning improves, the boost of independence that follows is a plus in terms of self-esteem and lower depressive symptoms. At the same time, carers feel less stress when their relatives become more attentive and active. That is why cognitive outcomes perform the role of a mediating factor between personal health and family well-being.
In brief, it is seen that community-based dementia support programmes have the potential to have favourable effects on cognitive outcomes of older adults. All of these programmes are backed by theory, policy, quantifiable data and addressed to the needs of individuals who want to be able to age in place and with dignity. To be maximally effective, service rendering should, however, be uniform, self-sustaining, and available in various locations in the UK.
[bookmark: _Toc204831445]4.5 – Theme 3: Caregiver Burden
Caregiver burden can be described as the emotional, physical, financial, and or psychological tension facing the person caring someone with a long-term disease like dementia. It includes not only the objective burden of delivering care-time, effort and duties as well as changes in subjective feelings of stress, guilt and fatigue (Zarit et al., 1980). In total, the burden can be attributed to behavioural symptoms, loss of communication and dependency of care recipients in dementia care.
Historically, thus, the dementia care system in the UK has been traditionally focused on the informal caregivers (who are generally family members) that offer most of its support to the dementia sick at home. According to the report on unpaid care prepared by the Carers UK (2021), the number of savings to the UK economy per year that unpaid carers provide to it is estimated to be PS193 billion. This is however usually at caution to the care giver as many care givers report poor health, feeling isolated, and financially constrained. Another solution to this burden has been the community-based support programmes, which provide relief, training, skills, peer, and social support to the persons receiving care.
This theme is core to the dissertation since the research objective is the assessment on the effectiveness of community-based dementia programmes. These services lessen caregiver stress, which is important to the success of the entire care model and allows older adults to stay in the community longer. The effects of these programmes to the wellbeing of caregivers is thus a vital indicator of successfulness.
Statistics have revealed that 70% of dementia caregivers in the UK state that they are exhausted by their duties and 60% of them state that they do not have time to devote to themselves (Alzheimer's Research UK, 2023). Nevertheless, involved caregivers in structured programs of community support, including Admiral Nurse services or dementia day centres, experience better emotional wellbeing and less stress (Whelan et al., 2020). A study involving carers who engaged in a three-month program of weekly support group visits and their care recipients saw 40 per cent fewer depressive symptoms in carers (Lwi et al., 2023).
Caregiver Burden is explained theoretically through the Stress Process Model, which was developed by Pearlin et al. (1990). According to this model, the strain experienced by the caregivers is a consequence of an accumulation of stressors (both primary, such as direct care demands, and secondary, such as role conflict) and the strain can be mediated by effective coping resources (e.g. social or formal services). Globally, community programmes offering planned respite and peer support can serve as such coping resources and are therefore vital towards coping with the long-term burden.
The needs of dementia caregivers have gained attention through policy developments in the recent past. The Care Act 2014 imposes a legal obligation on local authorities in England to conduct needs assessments on carers and give them support. To this effect, the localisation of the Dementia Carers Count initiative and integrated care models in Scotland and Wales has improved access to carer training and counselling opportunities. Most carers are not informed of or do not avail these services even when they are willing to due to poor signposts, poor hours and red tape (Giebel et al., 2021).
The advantages of community-based support are positive because it increases the resilience of the caregivers and reduces the rehospitalisation of individuals with dementia. The carers can also deal with stress and sustain their role as long-term caregiver because of their involvement in support groups and respite activities. Additionally, shared interventions (i.e., the carers and care recipients pursue an identical activity), may help with understanding and communication, improving their relationship (Zhao et al., 2022).
Other difficulties, however, remain. The services are not equally distributed throughout the UK, and the urban areas easily find themselves with better provision than the rural areas. Moreover, due to cultural and linguistic constraints, the minority ethnic carers might fail to obtain appropriate services. Caregivers may even avoid community services depending on stigma, hesitation, or the feeling of personal responsibilities shaped in them (Parveen and Oyebode, 2018).
A dramatic one is the Dementia Carers Hub, which helps Jewish Care manage in North London, with support groups, counselling, and educational meetings. Assessments reveal an intensive decrease in caregiver distress and increased community feeling among subjects. Nonetheless, such services are not available in a great deal of other areas, indicating a postcode lottery of access.
Caregiver burden is also a theme that cuts across the other themes of this chapter. As an example, the positive effect of community programmes on cognitive functioning or the quality of life of the people indirectly relieves the burden on the caregivers. On the other hand, caregiver pressure amplifies when there is behavioural decline among care recipients, or there is a bad performance of programmes. In this way, the caregiver's well-being is a result of a well-thought-out dementia support and a condition of its sustainability.
To sum up, caregiver burden is one of the determinants of the success of community-based dementia support. Educational, respite and peer support programmes are reported to reduce stress emotions and physical stress. But there should be more equal access, and systematic obstacles should be rectified so that help is provided to all carers in the UK in the same way.
[bookmark: _Toc204831446]4.6 – Theme 4: Access and Equity of Service Provision
Equitable access to support services is one of the most important and enduring issues about community-based dementia care. Access and equity of services means the accessibility, inclusiveness and equality of dementia services to everyone irrespective of geography, socioeconomic status, ethnicity, and culture. Equitable access is vital to the attainment of health and social care standards in the setting of the UK and its culturally and ageing population. Nevertheless, there are inequities in the provision that influence the capability of older adults with dementia and their caregivers to access the community-based interventions.
Traditionally, dementia services in the UK have evolved out of a series of local approaches, usually prompted by voluntary organisations and health authorities. This decentralised type has led to large regional differences, which are frequently termed as a postcode lottery, where the quality of the delivery of the service is dependent on the budgets or priorities of local councils. Such disparities impinge mainly on the residents of rural locations, with a lack of transport solutions, personnel availability, or geographic seclusion limiting access to day centres or cognitive therapies (Innes et al., 2014). Ethnic minorities also encounter cultural and language barriers to access to mainstream services, which are frequently impeded by stigma or failure to design services in culturally adequate ways.
This is the key theme of the research question, since the success of community-based dementia care depends on its coverage and comprehensiveness. A programme can have good results, but it is rendered less important when there is uneven access. Providing discrepancies undermines the real-life relevance of interventions and adds to overall health disparities among elderly people.
According to the data provided by Alzheimer's Society (2022), approximately one-fourth of the individuals with dementia in the UK do not have access to collective community services. Moreover, rural people are 30 per cent less likely to visit dementia-related services than urban people. Although national policies support it, including a promise in the NHS Long Term Plan (2019) to enable people to live well at home for longer, there has so far been little uptake. This tends to lead to duplication of services in certain areas and under-provision in others, undermining the national plans.
It is possible to describe how access issues work at various levels, ranging from personal stigma to resource improvidence in society, using the Social Ecological Model (Bronfenbrenner, 1979). On the personal level, the elderly population might not be aware of the services in place, or they may avoid help because of impaired cognition. The families might be confused about the entitlements or service pathways. Structurally, an inclusive, well-coordinated development of support systems is hindered by budget constraints and organisational silos.
Although the UK has instituted legal frameworks to enhance equity, including the Equality Act 2010 and Care Act 2014, it is commonly inconsistently applied. Though these acts enforce non-discriminative, inclusive services and well-being promotion, in reality, the service patterns often lack cultural sensitivity and plasticity (Moriarty and Manthorpe, 2019). It is still a common tendency of a one-size-fits-all approach, excluding people who are underrepresented and not responding to locally relevant needs.
Some positive changes are in the forecast. The issue of access has gained attention, which has stimulated service delivery innovation. Mobile dementia support units, electronic materials, and culturally adjusted memory cafes are just a few examples. Such alternatives were critical to the continuity of service in the case of the COVID-19 pandemic. Nevertheless, the use of the digital divide and poor infrastructure is still limiting their use, particularly among elderly individuals that are low in digital literacy.
The possibilities of consensus service models are presented by real-life projects. In Yorkshire, the Dementia Friendly Rural Communities project initiated the use of mobile support vans and trained communities about volunteering, which enhanced the early stage of diagnosis and involvement of villages (Keady et al., 2012). But, in the case of such programmes, it is hard to maintain even after funding with a limited amount of money. In the same story, the South Asian Dementia Caf in Leicester served culturally appropriate services and support in the language, which helped to reach the older population in the minority community. However, it was considerably dependent on voluntary staffing and community champions, which triggered questions about its long-lasting nature.
Access and equity are closely connected with other themes of the present dissertation. To cite one example, lack of access to cognitive stimulation therapy erodes cognitive outcome gain. In cases where they are unable to access the services of respite or training programs, the burden will be on caregivers. There is also a lack of quality of life as people are not included in community programmes that foster independence and social contact. Therefore, equitable provision is not a single problem, as it is an underlying pillar to the success of every dementia support intervention.
To sum up, access to and equity of community-based dementia care are essential but are not uniformly realised in the UK. Most countries have national policies that give guidelines on inclusive care, but implementation is greatly different. Such gaps will need to utilise more specific funding, culturally sensitive service design, and a sterner policy on equity requirements. It is by such undertakings that the fruits of community-based dementia support can be fully distributed and all older adults (irrespective of background and geographical location) can enjoy the kind of support they require.
[bookmark: _Toc204831447]4.7 – Chapter Conclusion
This chapter has discussed the results of the systematic review along three central themes, which are quality of life outcome, cognitive function and caregiver burden. Thematic analysis also demonstrated that community-based dementia support programmes are a huge advantage to older adults and their caregivers as long as they are delivered properly. Such advantages incorporate improved well-being, mental coherence, emotional stability, and social connection. Some challenges, which are exemplified by funding restrictions, regional disparity, and dissimilarity in the sensitivity to the services, were also noted in the review.
All the themes were considered in the prism of applicable theories, backed up with the UK policy and examples of practice. This interrelatedness of the themes implies that it is possible to enhance some of the areas and, as a result, positively impact the others. Indicatively, in the case of cognitive health, quality of life and wellbeing among caregivers are enhanced.
The next chapter will present a review of the literature in terms of its critical analysis and the comparison of the practice in the UK and other approaches used globally. It will analyse the lapses in the existing service provision and give suggestions for a strategic approach to enhance community-based support of dementia provision at the national level.



















[bookmark: _Toc204831448]CHAPTER 5 – Conclusion and Recommendations
[bookmark: _Toc204831449]5.1 – Overall Conclusion
This dissertation aimed to conduct a systematic review with the aim of establishing the efficiency of community-based dementia support programmes in the UK among adults aged 65 and above. This was with the objective of determining the effects of such programmes on the quality of life and the cognitive ability, and the burden on caregivers, and to determine the best practices in improving the services and in policy development.
The rationale, as specified in Chapter 1, was the growing popularity of dementia in the UK and the necessity of non-institutionalised and person-centred models of care. Chapter 2 examined some literature relevant to the research, which gives the research a theoretical basis. Chapter 3 briefly described the procedures of collection and analysis of secondary data, which were based mostly on thematic analysis.
Chapter 4 displayed three fundamental themes. First, the situation of quality of life among the participants of the community programmes was greatly improved with the help of the community programmes. These programmes offered the idea of social inclusion and emotional wellbeing, which were improved thanks to the work of community programmes. Second, cognitive performance was maintained by providing interventions such as Cognitive Stimulation Therapy that assisted in reducing the rate of cognitive decline. Third, respite, training, and peer support were provided to decrease caregiver burden.
Every research objective has been fulfilled. The presented results reaffirm that community-based support programmes to help people with dementia are effective when organised well, have appropriate funding, and are made widely accessible. Nevertheless, discrepancies in service delivery and availability are debarring. The following are the recommendations that are going to be given to solve these problems and enhance future practice.

[bookmark: _Toc204831450]5.2 Recommendations
5.2.1 – Recommendation 1: Expand Funding and Sustainable Support for Community-Based Dementia Services
Among the findings that were most in harmony throughout this review is that the dementia support programmes that are based at the community level are not very well funded and are evenly dispersed. A lot of them depend on relatively short-term grants or donations, which are not a lot sustainable or widely accessible. It is proposed that the NHS Integrated Care Boards and local authorities should place a priority on long-term and ring-fenced funding for dementia services. These also involve funding for day centres, memory cafes and Cognitive Stimulation Therapy groups, which help the patients as well as their caregivers.
It would be feasible to create a national dementia fund like the Mental Health Transformation Fund to provide an even implementation across the regions of the UK. The additional investment would also aid the attraction and education of dementia care-skilled facilitators, who are associated with improved programme outcomes.
Barriers and Solutions: The significant obstacle is that the health and social care budget is limited. Nevertheless, cost-benefit analysis indicates that early intervention in a community can help postpone institutionalisation, with a resultant saving in expenditure to the NHS as a whole. The economic models should show the long-term savings that should be presented to policymakers.
5.2.2 – Recommendation 2: Improve Accessibility Through Inclusive, Localised and Mobile Dementia Services
Although the dementia support programmes may be effective, they do not reach large proportions of the population, especially people living in rural locations or people representing less-than-strongly-represented communities. They are suggested to decentralise the services and make them local. Geographical barriers might be solved through mobile dementia units, transport partnerships, and interventions based on outreach. Moreover, the majority population should be prepared to translate resources to minority ethnic groups, which can be achieved through culturally sensitive programming and multilingual staff assistance.
It is also demonstrated that minority ethnic carers and older adults tend to encounter language barriers, stigma/culture, and lack of access to mainstream services. Trust and awareness can be achieved by having community health navigators and dementia champions born in these communities.
Barriers and Solutions: Significant barriers are workforce constraints and constraints in logistics in rural locations. To ensure this does not happen, the community volunteers may be trained and escorted through adopting models like Time Banking or community co-production. Online provision of support, including virtual CST and access to online support groups, may also provide intermediate access until face-to-face programmes become available.
5.2.3 – Recommendation 3: Integrate Carer Support as a Core Element of Dementia Services
Family caregivers are viewed as the unrecognised pillars of dementia care. However, some of them have little or even no official support. It is advised that a formal carer support programme funding should be ensured in all community-based dementia programmes. This can cover counselling services, peer support groups, input training in dementia care skills, and opportunities to have a break. Such interventions as the START programme (STrAtegies for RelaTives) were found to cause a significant decrease in the levels of depression and anxiety among the carers.
The Care Act 2014 should be put more strictly into practice to conduct carer assessment to relation it to the community provision. Also, stigma can be offset through the use of public health campaigns to normalise help-seeking behaviours, thereby de-stigmatising help-seeking behaviours among carers, especially those carers within cultures where the need to care is perceived as a personal, family responsibility.
Barriers and Solutions: Lack of awareness of the existing services, as well as a sense of guilt when the carers want to seek outside assistance. Carers have to be referred to support networks proactively by health as well as social care professionals. It would also help to train GPs and frontline staff to spot signs of carer stress earlier, therefore helping to intervene before breakdowns occur.
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