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Topic: OLDER PEOPLE LIVING WITH DEMENTIA IN THE UK
Abstract
Dementia refers to a decline in mental ability severe enough to disrupt daily life. It is a group of symptoms, including memory loss, language issues, and cognitive problems, caused by brain damage. It is a major health and social care challenge in the UK, mainly affecting older adults. About 982,000 people currently have dementia in the UK, with numbers rising as the population ages (Alzheimer’s Society, 2022). 
Dr Alois Alzheimer, a German psychiatrist and neuropathologist, discovered Alzheimer's disease in 1906. He identified the condition after examining his patient, noting unusual protein plaques and twisted nerve fibres in her brain.
This scoping review examined older adults with dementia in the UK, focusing on their experiences, needs, and challenges, as well as the support available from health and social services. Six studies from 2018-2024, covering those living at home or in care, as well as family carers and professionals, were analysed thematically.
Four main themes emerged: maintaining independence and staying at home; social isolation and communication challenges; stress on family carers; and the significance of person-centred care. UK research indicates many with dementia prefer to remain in familiar environments, though this often relies on sufficient home support and family participation. Studies also point to issues such as loneliness, communication barriers, unmet needs, and the burdens on carers and care staff (Cunningham et al., 2022; Dhanda and Pryce, 2023). 
The review highlights the need for more coordinated, personalised, and accessible dementia services. Enhancing support for carers, providing dementia training for staff, offering opportunities for social interaction, and maintaining investment in community services could significantly improve the quality of life for older people with dementia.
Introduction
Definition of the main concepts
Dementia is a set of progressive symptoms that affect memory, problem-solving, language and behaviour. Dementia is not a single disease or a natural part of ageing, but rather an umbrella term for conditions caused by physical diseases, such as Alzheimer's disease, that damage the nerve cells in the brain (Alzheimer's Society).

Core Definition and Nature
· Collection of symptoms: Describes changes in how the brain works over time.
· Progressive condition: Starts mild and worsens, impacting daily life.
· Not ageing: Caused by specific physical diseases that damage nerve cells. 
Common Symptoms
· Memory loss and confusion
· Trouble with language and understanding
· Changes in behaviour and mood
· Difficulty performing daily activities
Dementia can occur in younger adults; however, age remains the primary risk factor, and the majority of cases are in older individuals. In 2024, the Alzheimer’s Society estimated that roughly 982,000 people in the UK had dementia, with predictions that this will increase to about 1.4 million by 2040 (Alzheimer’s Society, 2024).
In this review, 'older people' primarily refers to adults aged 65 and over. However, a few studies also included participants under 65, as dementia research often encompasses adults with various types and stages of the condition.
Rationale of the research
I chose this topic because, in my career working at a care home with dementia patients, I want to learn more about dementia and its significant impacts on individuals, families, and health and social care services in the UK. As the population ages, more people will require dementia assessments, treatment, home and residential care, and daily activity support. Therefore, understanding the real experiences of those living with dementia is essential for improving care.
The topic is important because dementia affects more than memory. People may have difficulty communicating, managing medications, preparing food, maintaining personal hygiene, handling financial tasks, or moving safely. Some individuals may experience social isolation, while others require increasing assistance from family or healthcare professionals. These needs place significant demands on families and care systems.
Research is essential to determine the supports that help individuals with dementia maintain their independence, dignity, and quality of life. NICE guidance highlights that people living with dementia should be involved in making decisions about their care and should receive appropriate interventions to enhance their independence and wellbeing (NICE, 2018). 
Review question
 What are the main reasons for the health and social care needs and challenges experienced by older people living with dementia in the UK, and how can services better support their quality of life and independence?
Objectives
This review seeks to identify the main challenges encountered by older adults living with dementia in the UK, explore their health and social care needs, compare their experiences of living at home versus in residential care, assess the effects on family carers, emphasise the importance of person-centred dementia care, and offer recommendations for improving UK dementia services.
Background
Dementia is a major public health concern in the UK because of its increasing prevalence and the complex care it demands. It affects not only those with the condition but also their partners, children, relatives, and friends, who frequently offer unpaid support. The Alzheimer’s Society estimated that the cost of dementia in the UK would be about £42 billion in 2024, with forecasts indicating this could rise to approximately £90 billion by 2040 if current trends continue. 
Older individuals with dementia can seek support from different parts of the health and social care systems. Usually, a GP is the first point of contact when symptoms appear. As needs progress, assessments may include memory clinics or specialists, with community nurses, occupational therapists, social workers, home care providers, care homes, and voluntary groups playing roles in ongoing support. NHS England (2015)
The NICE guideline provides essential advice for dementia care, covering assessment, diagnosis, promoting cognitive and independence skills, symptom management, supporting family carers, and staff education. It emphasises involving individuals with dementia in decision-making rather than having others make decisions for them (NICE, 2018). 
NHS England promotes a comprehensive dementia care approach that covers prevention, risk reduction, assessment, diagnosis, post-diagnostic support, ongoing care, crisis services, and end-of-life planning. This is essential because a dementia diagnosis isn't the end of support; individuals may live with dementia for years and require different services at various stages (NHS England). 
Legislation influences the ways support is provided. In England, the Care Act 2014 requires local authorities to promote individual wellbeing, prevent or delay the development of care needs, provide information and advice, and assess eligible care and support needs. This law is relevant to dementia because older individuals may require a social care needs assessment, a support plan, a personal budget, safeguarding, or home care. Additionally, family carers can have their needs assessed under the Care Act 2014. 
The Mental Capacity Act 2005 is key in dementia care in England and Wales. A dementia diagnosis doesn't automatically mean a person lacks capacity. Capacity must be assessed per decision. When someone can't decide, decisions made for them must follow the Act's principles, prioritise their best interests, and involve them as much as possible. 
The Equality Act 2010 prohibits discrimination on the grounds of age and disability and requires providers to avoid unfair treatment and implement reasonable adjustments. Meanwhile, the Human Rights Act 1998 protects dignity, liberty, privacy, and family life, all of which are vital considerations when making decisions about care, restrictions, and personal relationships. 
Health and social care are devolved in the UK, with legislation and services differing across England, Scotland, Wales, and Northern Ireland. Most legislation discussed here relates to England, where much of the research was conducted.
Methods
Data collection and search strategy
A scoping review approach was chosen because the goal was to identify and examine the existing evidence in the UK, rather than to evaluate a specific treatment. This method is particularly helpful when the research topic is wide-ranging and encompasses various research designs and participant groups.
Academic research was collected from online sources such as PubMed/PMC, Oxford Academic, BMJ Open, BMC Geriatrics, and university repositories, alongside reference checking. Search terms included combinations of “dementia”, “older people”, “elderly”, “UK”, “England”, “care home”, “living at home”, “homecare”, “social isolation”, “quality of life”, “carers”, and “person-centred care”.
The academic literature was restricted to research published from 2018 to 2024 to focus on relatively recent evidence. Included studies needed to pertain to people living with dementia in the UK or UK professionals and carers directly supporting them. The scope covered research on living at home, residential care, social interaction, caring, quality of life, and daily health needs.
Studies entirely outside the UK were excluded. Clinical trials focused on pharmaceutical treatments were also excluded, as this review aimed to explore health and social care experiences rather than compare dementia medicines.
Following relevance screening, six research studies were selected for the review. They used different methods, including interviews, ethnography, visual home tours and qualitative thematic analysis. This allowed the review to consider experiences from different perspectives. 
Data analysis
The findings of each study were reviewed and compared. Information was organised into a table listing the authors, setting, participants, methodology, and main findings.
A thematic approach was employed to group similar findings from various studies. Four primary themes emerged: independence and the significance of home; social isolation and communication; carers and service pressures; and person-centred care, dignity, and unmet needs.
This method helped identify similarities between studies even when they were conducted in different settings.
Ethical considerations
This assignment used secondary research, meaning that no participants were directly recruited or interviewed for this review. Therefore, new ethical approval was not required.
However, ethical issues remain important when reviewing dementia research. Some people with dementia may experience difficulties with memory, understanding and communication. Researchers therefore need to consider informed consent, confidentiality, capacity and the participant's right to withdraw.
The chosen study also showcased ways to help people with dementia share their experiences. For instance, Campbell et al. (2023) employed participant-led visual tours of individuals' homes, rather than relying solely on family members or professionals to describe their lives. Including the voices of those living with dementia is crucial for research on the condition. 

Number of studies selected
Six UK studies were included in the final review. They covered experiences of home care, family care, continence, residential care, communication, social isolation, and person-centred approaches. The evidence included people with dementia, carers, and professionals. 
	Study
	Setting/sample
	Method
	Main finding

	Rapaport et al. (2018)
	25 staff from six care homes in South-East England
	Qualitative interviews/thematic analysis
	Distress and agitation were often linked to unmet physical, emotional or social needs. Knowing the individual helped staff provide person-centred care.

	Sriram, Jenkinson and Peters (2021)
	23 UK carers supporting people with dementia at home
	Semi-structured interviews
	Reduced formal services and respite placed extra pressure on family carers and affected wellbeing.

	Cunningham, Cowie and Methven (2022)
	People with dementia, relatives and 26 home care workers
	Qualitative interviews
	People strongly valued staying at home, but inadequate home care and limited staff training increased pressure on families.

	Murphy et al. (2022)
	45 participants, including people with dementia, carers and nurses
	Qualitative interviews/framework analysis
	Continence difficulties affected independence, dignity and carers differently; managing symptoms alone was not enough without wider personalised support.

	Dhanda and Pryce (2023)
	16 residents, 11 care staff and 6 relatives in two Birmingham care homes
	Ethnography, observation and interviews
	Communication barriers and limited meaningful conversations contributed to social isolation among residents with dementia and hearing loss.

	Campbell et al. (2023)
	46 people with dementia in Greater Manchester and Scotland
	Participant-led visual home tours
	The familiar home environment supported identity, independence and connection with neighbourhood life, although changing abilities created difficulties.


 Independence and the importance of home
A key theme highlighted the importance of staying home. Cunningham, Cowie, and Methven (2022) found that people with dementia and multiple health issues greatly valued their homes. For these individuals, home represented more than a building; it symbolised their identity, relationships, familiarity, memories, and independence. However, staying at home could be difficult if formal care services were lacking. In such situations, families often had to take on increased caregiving roles when professional support was limited or inflexible. 
Campbell et al. (2023) conducted 46 home tours with people living with dementia, yielding consistent findings. Familiar objects, rooms, and neighbourhood views helped participants feel connected to their past and community. Some made modifications to their homes to support memory or physical needs. The study emphasises that helping someone remain at home involves more than physical safety; it also requires preserving their sense of belonging, independence, and identity. 
Home living can involve complex health challenges. Murphy et al. (2022) examined dementia and continence issues, revealing that managing continence alone does not completely reduce their adverse impact on individuals and carers. Elements such as coping skills, behaviours, relationships, and access to support also play crucial roles. This underscores the need for a holistic approach in dementia care, addressing the individual as a whole rather than isolating each health concern. 
 Social isolation and communication
Social interaction was another important area of focus. Dhanda and Pryce (2023) examined people with dementia and hearing loss living in two Birmingham care homes. The study involved 33 participants, including residents, relatives, and care staff. Many residents experienced social isolation due to communication barriers, misunderstandings, and limited opportunities for meaningful conversations. 
Living in a care home with many others does not automatically eliminate loneliness. Despite being physically surrounded by staff and residents, residents might still face limited meaningful interactions. Staff workload and a focus on physical tasks can limit the time for conversation. Dhanda and Pryce (2023) proposed that simple strategies, like enhancing communication and increasing staff engagement with residents, could reduce feelings of isolation. 
This has important implications for health and social care because emotional and social wellbeing are essential aspects of quality dementia care. Staff need to identify hearing issues, allow enough time for conversations, and tailor their communication to suit the individual's capabilities.
 Pressure on carers and services
Family carers offer significant support to individuals with dementia living at home. Sriram, Jenkinson, and Peters (2021) interviewed 23 UK carers and discovered that during COVID-19, service restrictions heightened their caregiving duties. These carers faced limited access to health professionals, social services, and respite care, which impacted their wellbeing. 
Although conducted during extraordinary pandemic circumstances, the research underscores a wider issue: community dementia care often relies heavily on family members. In situations where formal care is inaccessible or limited, unpaid carers are likely to step in to fill the void.
Cunningham, Cowie, and Methven (2022) expressed concerns about home care services and the lack of adequate training. Participants emphasised the importance of a balance between formal care and family support, highlighting that caring for people with dementia at home requires well-trained staff and reliable services, not just family assistance. 
 Person-centred care, dignity and unmet needs
Rapaport et al. (2018) examined staff responses to agitation in residents with dementia. Staff characterised agitation as multifaceted and often linked to unmet needs. Gaining insight into a resident's history, personality, preferences, and typical behaviour enabled staff to interpret better what the resident might be trying to express. 
This encourages a person-centred approach. Instead of viewing someone solely through the lens of dementia symptoms, staff should acknowledge their individuality. Behaviours that appear challenging may often be ways of expressing pain, fear, loneliness, embarrassment, frustration, or other unmet needs NHS England, 2024)
The findings align with NICE guidance, which advocates involving individuals with dementia in decision-making and promoting independence and wellbeing, rather than providing care based solely on diagnosis (NICE, 2018). 
Discussion
The review focused on the main health and social care needs and challenges encountered by older people living with dementia in the UK, as well as ways to enhance support services. Overall, the study shows that dementia affects many areas of a person's life, requiring holistic care that goes beyond medical treatment alone.
A key finding is that independence remains crucial even after diagnosis. Cunningham, Cowie, and Methven (2022), along with Campbell et al. (2023), highlight the importance of home for individuals. Familiar environments can support a sense of identity and daily connections. Nevertheless, promoting independence does not mean neglecting to provide adequate support. There’s a distinction between fostering independence and expecting individuals or their families to manage without proper services. 
The findings support the idea of person-centred care, emphasising understanding what matters most to each individual rather than a one-size-fits-all approach to dementia care. For some, remaining at home is the main priority, while others may require residential care but still prioritise social interactions, familiar routines, or staying connected with family.
Rapaport et al. (2018) emphasise the need to understand behaviours, particularly when they are difficult to manage. These behaviours should not be automatically seen as problems to stop. Instead, staff should evaluate whether the individual is feeling pain, discomfort, fear, confusion, loneliness, or has other unmet needs. 
The importance of communication was also evident. Dhanda and Pryce (2023) found that hearing and communication difficulties can lead to social isolation in care homes. While social care often emphasises physical tasks such as washing, dressing, medication, and meals, it is crucial to prioritise social connections and emotional wellbeing for comprehensive, high-quality care. 
Murphy et al. (2022) highlight the importance of a holistic approach to dementia care, especially regarding continence. Successfully managing a continence issue does not eliminate its impact on a person's dignity, relationships, or carers. It is essential to consider the person's overall situation rather than solely addressing the physical symptom. 
Family carers should be recognised as partners with individual support needs. The Care Act 2014 in England establishes a framework for assessing carers' needs, emphasising them alongside those of the people they care for. Providing respite, along with information, training, and emotional support, can enable carers to maintain their caregiving roles while safeguarding their wellbeing. 
These findings are valuable for health and social care professionals, including nurses, social workers, occupational therapists, care assistants, GPs, and home care staff. Each professional may observe different aspects of an individual's needs. Improved communication between these services could help prevent fragmented care.
For example, an older person with dementia may also have diabetes, hearing loss, mobility problems and continence difficulties. If different services focus only on individual conditions, the person's overall quality of life may be overlooked. This supports the need for coordinated assessment and personalised care planning.
There are significant concerns about choice and capacity. Dementia alone should not automatically disqualify someone from participating in decisions about their own care. The Mental Capacity Act 2005 requires capacity to be assessed for each specific decision and encourages the involvement of individuals wherever feasible. This is especially vital when deciding on care homes, finances, medical treatments, or daily routines. 
Importance of the findings for health and social care
These findings show that successful dementia services need to balance safety with independence, choice and dignity. Reducing risk is important, but avoiding all risk could unnecessarily restrict someone's life. Professionals need to work with individuals and families to find reasonable ways of maintaining independence.
The evidence also emphasises the importance of dementia training. Staff need to understand dementia, communication challenges, person-centred care, and how unmet needs can affect behaviour. NICE considers staff education and training essential for delivering high-quality dementia services (NICE, 2018). 
Community and care-home services should also treat social interaction as an important care need. Meaningful activities, conversation, appropriate hearing support and contact with family and local communities can contribute to wellbeing.
Finally, services should recognise that dementia care involves the whole family. Supporting carers' wellbeing can indirectly improve the support the person with dementia receives.
Limitations of the scoping review
There are several limitations to this review. First, only six research studies were included, so they cannot represent the experiences of every older person with dementia in the UK.
Second, many of the included studies employed qualitative methods and relatively small sample sizes. Qualitative research provides detailed information about people's experiences, but findings cannot always be generalised to the whole UK dementia population.
Third, several studies were concentrated in particular parts of England and Scotland. The experience of dementia services can vary depending on where someone lives, and this review included less evidence from Wales and Northern Ireland.
Some studies also included carers or staff, rather than only interviewing people with dementia. Their perspectives are valuable, particularly in later-stage dementia, but family members and professionals may interpret an individual's experiences differently from the person themselves.
The Sriram, Jenkinson, and Peters (2021) study was conducted during COVID-19 restrictions, which exacerbated certain challenges. Therefore, not every finding can automatically be applied to current dementia services. 
Finally, this was a focused student scoping review rather than a full systematic review using every available academic database. A larger systematic review could include more studies, a formal quality appraisal and evidence from all four UK nations.
Recommendations
The findings indicate that health and social care services should continue to develop person-centred dementia care. Care plans ought to include the individual's history, preferences, culture, communication style, relationships, and goals, rather than focusing mainly on diagnosis and physical health.
Greater investment is needed in reliable community and home care services. When individuals wish to stay at home, adequate support should be provided before their needs become critical. Services such as occupational therapy, home modifications, assistive technology, and properly trained home care workers can help individuals retain their independence.
Family carers need improved access to information, emotional support, respite services, and regular carers' assessments. Supporting carers is essential because their wellbeing directly impacts their capacity to care for someone with dementia.
Care homes have a great chance to encourage meaningful social bonds among residents, helping them feel truly connected and valued. Proper staff training is essential to help them identify hearing and communication issues and to ensure they have sufficient time to develop real relationships with residents. This approach creates a welcoming and supportive environment for all.
Health and social care organisations can enhance collaboration by improving teamwork among GPs, memory clinics, nurses, social workers, occupational therapists, care homes, and voluntary groups. This is particularly vital for older adults with dementia, who encounter multiple health issues, to guarantee they receive optimal support and care.
Future UK research should include more people with dementia as active participants and ensure better representation from Wales, Scotland, Northern Ireland, ethnic minority groups, rural regions, and individuals living alone.
Conclusion
In summary, dementia continues to be a major and growing challenge for health and social care in the UK. It affects memory, communication, independence, relationships, and daily life. However, the findings of this review suggest that a dementia diagnosis does not reduce a person's independence, sense of identity, or their right to make decisions.
The six studies showed that many individuals prefer to stay in familiar settings. They emphasised the significance of communication, social contact, and meaningful relationships, whether someone lives at home or in residential care. The research also highlighted that family carers and professional staff need sufficient support to deliver high-quality care.
UK legislation and guidance, including the Care Act 2014, the Mental Capacity Act 2005, and the NICE dementia guidelines, endorse approaches that prioritise wellbeing, active involvement, and person-centred care. 
Enhancing dementia care involves strengthening community services, providing effective staff training, delivering meaningful support to family caregivers, promoting open communication, and actively involving people with dementia in their daily life decisions.
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