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[bookmark: _Toc231587149][bookmark: _Toc231678389]1. Introduction
Dementia is one of the most important long-term conditions that places a heavy burden on health and social care services in the UK. Symptoms are progressive and involve a deterioration in thinking, memory, communication and decision-making, and can lead to greater dependence on family, carers and health services over time. In the UK, there are currently some 982,000 people living with dementia, while this is expected to be 1.4 million by 2040. Also, approximately 42,000 people under 65 years old have dementia. On an economic level, the cost of dementia to the UK in 2024 is estimated to be £42 billion per annum, rising to £90 billion by 2040 (Alzheimer's Society, 2024).
[image: ]
Figure 1: Projected prevalence of dementia in the UK by age group, 2012–2051.
Source: Alzheimer's Society
[bookmark: _Toc231587150]This booklet has been created to improve the understanding of the impact of dementia on assessment, care planning and the delivery of services to people with dementia by health and social care professionals. It seeks to raise awareness amongst practitioners about the implications of dementia when assessing people's needs, planning their support and designing services for a person living with dementia. Dementia is an emerging public health problem on a global scale. In 2021, World Health Organization estimated that there were about 57 million people with dementia worldwide, and that almost 10 million new cases were diagnosed annually. 
Failure to put more focus on prevention and coordinated care throughout the life course will see the global dementia burden grow significantly (Livingston et al., 2020). Even though it is unclear how many people with dementia are being diagnosed in the community in England, the number of people who have been diagnosed has continued to rise. There are likely to be more people with dementia who are not diagnosed in the community in England, but the number of people who have been diagnosed has also continued to increase. The challenge of health and social care is not just to diagnose people; it is to engage them into health and social care. To be able to care for someone with dementia effectively, they need to be diagnosed early, they need to be supported in a way that is tailored to them, they need to receive co-ordinated services, and family carers need continuous support. Poorly coordinated diagnosis, care pathways and too reliance on crisis-based interventions can result in poor outcomes and make services more stressful. Thus, dementia is not only a clinical entity but a major public health and health systems problem which needs a coordinated response involving health, social care and community services.
[bookmark: _Toc231678390]2. Understanding Dementia
Dementia isn't a disease; it's a way of describing many diseases. There are several forms of dementia, the most common being Alzheimer's disease, and each form of dementia progresses in a different manner, and therefore, requires differing forms of support (Pathak, 2018). This is important in practice as a generic care plan might not include things such as stroke prevention, neuropsychiatric symptoms or severe behavioural change. A diagnosis that has the power to make a difference to decision-making is a good diagnosis, not just a tagging on failure. This is why diagnosis is a starting point of an intervention route. Assessment and management should be person centred, and families/carers should be involved if appropriate (Choudery, 2022). The advantage of diagnosis is based on what will follow, in the event of a critical term. Early identification can decrease uncertainty, better future planning, and treatment of potentially reversible factors that may include medication side-effects, depression, hearing loss and delirium (Alshizawi et al., 2025). Limited usefulness of service when it is not available and/or when it is not accompanied by disclosure. But the most important aspect of the care response is not its speed but the care itself. In Table 1, the main dementias and the significance of identifying sub-type for day-to-day care is provided.
Table 1. Major types of dementia and practice implications.
	Type
	Core features
	Practice implication

	Alzheimer’s disease
	Slowing of episodic memory and loss of orientation.
	Plan for thinking and future needs, carer education.

	Vascular dementia
	Executive dysfunction associated with cerebro-vascular disorders.
	Manage vascular risk factors and monitor prevention of stroke.

	Dementia with Lewy bodies
	Changes in cognition, visual hallucinations and parkinsonism.
	Check medications, and expect falls, and sensitivity to antipsychotics.

	Frontotemporal dementia
	Early behavioural, language or personality change.
	Focus on career guidance and behaviour sensitive supports.


Source: Author, (2026)
[bookmark: _Toc231587151][bookmark: _Toc231678391]3. Burden and Prevalence of Dementia
The absolute and economic costs of dementia are increasing. In 2021, it is estimated that there were 57 million people worldwide living with dementia. According to the Lancet Commission, the number of cases will be around 153 million by 2050 (Kang et al., 2026). This rise is not only due to the increased numbers of people born, but also due to the increased numbers of people surviving with chronic vascular and metabolic conditions, thus increasing the number of people surviving long enough to become cognitively impaired. This is a burden on the UK that is especially great. Alzheimer's Society estimates that there are approximately 1 million people living with dementia in the UK and by 2040 this will increase to approximately 1.4 million. The annual cost of the UK in 2024 is estimated to be £42 billion, rising to £90 billion by 2040, with most of this unpaid care (Alzheimer's Society, 2024). This is an important policy point – there is a substantial amount of burden within families, rather than a direct cost to the NHS. In the public sector, dementia can seem “economically viable” while in the family context it can be extremely burdensome. England's diagnosis figures indicate some improvement but also provide a diagnosis of structural restrictions. NHS England (2025) stated that there were over half a million formal diagnoses in 2025. Diagnostic activity is still not sufficient and equal, across areas and population groups. Analytically, this means that lack of access to memory assessment as well as inequal access, poor post diagnostic follow-up, are all factors related to service pressure and are not just closely tied to prevalence. More than just expanded diagnosis is suggested as a means of enhancing outcomes. It will require continuity of care, more supportive communities and early planning for care.
Table 2. Selected recent dementia statistics.
	Indicator
	Value
	Source

	People living with dementia worldwide
	57 million
	(Choudery, 2022)

	Projected global cases by 2050
	153 million
	Livingston et al., 2024

	Recorded diagnoses in England
	498,729
	NHS England 2025

	People living with dementia in the UK
	around 1 million
	Alzheimer’s Society, 2024

	Annual UK cost of dementia
	£42 billion
	Alzheimer’s Society, 2024


Source: Author, (2026)
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Figure 2: Recorded dementia diagnoses in England.
Source: NHS England (2025).
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Figure 3:  Potentially preventable share of dementia cases.
Source: Livingston et al. (2024).
[bookmark: _Toc231587152][bookmark: _Toc231678392]4. Risk Factors and Aetiology
A robust evidence base linking a life course approach to prevention exists. It has been estimated that the Lancet Commission on Dementia the potential for reducing dementia cases is up to 45.3% if 14 modifiable risk factors in childhood, midlife and later life are addressed (Choudery, 2022). This is a significant change as it takes a step away from the ‘age/gene' dilemma when considering dementia prevention. It also means that prevention isn't a single intervention, but is a series of interventions in education, cardiovascular risk management, hearing/vision care, and social connection (Alghamdi, 2022). Age is the most important non-modifiable risk factor and a minority of cases are due to genetic susceptibility. For public health planning however, modifiable contributors are more useful as they can be targeted at population level. These include hypertension, smoking, obesity, diabetes, physical inactivity, excess alcohol consumption, social isolation, untreated hearing loss, high LDL cholesterol, traumatic brain injury and untreated vision loss (Walsh et al., 2023). The implication for analysis is that the prevention of dementia is heavily overlapping with prevention of cardiovascular disease and frailty. Hence, primary care plays an important role in the prevention of dementia, before memory loss occurs. The problem is that just because something can be prevented, doesn't mean it will be. There are many risk factors that could be classified under the disadvantaged populations that are often those who have the least access to high quality preventive health care. Preventing dementia is thus an equity issue as well. Successful strategies should include public health action in the form of individual behaviour change, education, air quality and vascular screening and access to services (World Health Organization, 2019).
[bookmark: _Toc231587153][bookmark: _Toc231678393]5. Impact of Dementia on Individuals and Families
Dementia is a progressive condition and has many aspects to it. Physically, a person may progress from forgetfulness to difficulty walking and moving, loss of weight, communication problems and need for increased support with activities of daily living. The potential for falls, medication errors, malnutrition (particularly with frailty or sensory loss) accompany these changes. It is not only a cognitive disorder, and with the progression of the disease the important difference from a point of analysis is that it is a dependency disorder in general. The psychological impacts are just as serious. Failure to decipher the environment, and/or express unmet needs, can lead to anxiety and agitation, apathy, depression, fear and behavioural disturbance (Burley et al., 2021). This is key as distress may be confused with “challenging behaviour” when it is actually a symptom of pain, boredom, confusion, or sensory deprivation. A critical approach is one in which staff attempt to delve deeper into distress as an issue instead of symptom management. Unstructured care settings, confusion, and meaninglessness can exacerbate symptoms, and structured care settings, cues, and meaningful activity can minimize symptoms.
People are suffering "social losses" before they experience physical dependency. Stigma, embarrassment or the belief that there is nothing that can be done may lead to an individual's decision to stay away from work and from roles and relationships in the community. This imposes a secondary burden; the disease is socially disabling (before clinical disability). Research and policy have been emphasised to help the person retain their identity, dignity and autonomy, for as long as possible (NICE, 2018). But in practice, inflexible service paths can work against these objectives, by focusing on avoiding risk rather than engagement. The day-to-day burden is borne by family and unpaid carers. Stress in the carer can be associated with sleep disturbance, financial loss, decreased work and mental health issues. Dementia care has an emotional effect on families and carers (Lindeza et al., 2020) and specific interventions for carers are suggested. But care-giving doesn't have to be all bad. Many carers feel a sense of meaning, reciprocity and improved relationships when services provide them with information, respite and emotional support. What's important, however, is that systems recognize the burden and complexity of caring rather than how difficult it is for an individual to carry it. If not supported, family care is not a supported partnership, but an invisible alternative to formal services. The other one is the inequality of burden. Less affluent families have a greater practical and economic cost when they use less paid respite and/or flexibility in work. Not only is dementia a health issue, it is also an issue of social inequalities.
[bookmark: _Toc231587154][bookmark: _Toc231678394]6. Evidence-Based Treatment and Management in the UK
Pharmacological and non-pharmacological management are both a part of evidence-based dementia management in the UK. NICE recommends using cholinesterase inhibitors for Alzheimer's disease (donepezil, rivastigmine and galantamine) as the first-choice treatment (Vaci et al., 2021). NICE recommends using memantine in moderate to severe Alzheimer's disease and where cholinesterase inhibitors cannot be tolerated. The drugs will help maintain symptoms but cannot cure the disease. They should therefore be evaluated realistically: They confer a moderate cognitive and functional advantage but not a cure and should not be a substitute for psychosocial care.
[image: Elements of person-centered dementia care.]
Figure 4: Framework for person-centred dementia care and wellbeing outcomes.
Source: (Wu et al., 2020)

Routine practice is more related to NPI's. Cognitive stimulation, OT, structured physical activity, approaches focused on environment adaptation and reminiscence are a means of supporting function and distress when personalized to the unique history and abilities of the individual. These interventions are effective as they work with the lived experience of a person with dementia rather than its underlying pathology. The drawback is the lack of balance in access: there is a clear difference in the coverage and capacity of the workforce in different locations. A service can be in theory person centered, but lack the staffing time or training to make this happen, consistently.
Typically, the journey within the NHS will start with GP assessment and then move on to memory services, community mental health teams and social care services. The pathway is sound and logical, but not necessarily done so in a coordinated way. Crisis admissions are preventable if the referral is delayed, information is not shared or if the diagnostic follow-up is not sufficient (Henni Rached and Ullmer, 2025). The findings from the analysis are that effective care for dementia is more about coordination of care along the dementia pathway, than any one treatment.
Table 3. Common medicines used in dementia care.
	Medicine
	Typical use
	Analytical note

	Donepezil
	Alzheimer’s disease
	May provide modest symptomatic benefit but does not halt disease progression.

	Rivastigmine
	Alzheimer’s disease and Lewy body dementia
	Can support cognition and function in selected patients.

	Galantamine
	Mild to moderate Alzheimer’s disease
	Useful where tolerability and adherence are monitored.

	Memantine
	Moderate to severe Alzheimer’s disease
	Often used when cognitive symptoms are more advanced.


Source: Author, (2026)
[bookmark: _Toc231587155][bookmark: _Toc231678395]7. Theoretical Models for Long-Term Condition Management
The House of Care is useful in the UK context because it is a process of structured collaborative discussion with the person and professional, and is a structure for managing LTCs. It prioritises the key features of practice: care planning, self-management support and organisational readiness (Low et al., 2023). This is particularly important for dementia as it relates to the decisions made regarding routine, safety, communication and future planning which is both negotiated early, and reviewed over time. Its biggest benefit is that it helps to make care target an individual's hobbies. This has a drawback that it requires time, continuity and workforce stability, which are not collective and available.
The Chronic Care Model provided by Wagner is a more comprehensive systems approach. Its emphasis is informed patient, proactive teams, decision support, and clinical information systems and community resources (Saxena and Khan, 2025). This is useful for dementia as there is not one professional group that can manage the condition. It must be a co-ordinated system and requires general practice, memory services, community support, carers and social care to do this. That the linkage of service design to outcomes is good. But it is constrained in scope as it can be abstract if there are no local organisations willing to invest in the infrastructure that enables coordination to be actualised.
Both models are better than a biomedical model as they are rooted in the fact that dementia is a relational and organisational issue. The Chronic Care Model is complementary to House of Care's person-centred planning for dementia; not the one or the other (Chenoweth et al., 2019).
Table 4. Comparison of the House of Care and Chronic Care Model.
	Aspect
	House of Care
	Chronic Care Model

	Orientation
	Person-centred and relational
	System-centred and organised

	Main strength
	Shared care planning
	Integrated service design

	Main weakness
	Depends on continuity and time
	Requires coordination infrastructure

	Best use in dementia
	Values, goals and planning
	Multi-agency coordination


Source: Author, (2026)
[bookmark: _Toc231587156][bookmark: _Toc231678396]8. Policy and Political Agendas
Dementia is now recognised as a priority long term condition and this is being implemented to varying extents across the nation. The NHS Long Term Plan aims to increase the quality of diagnosis, personalised care and support for carers and NICE provide evidence-based standards which underpin assessment and treatment (Spencer et al., 2024). The Care Act 2014 also has an impact as it imposes a duty on local authorities to consider carers and wellbeing. On the theoretical side, it's a good policy structure. The issue is not policy, but policy intention and capacity to provide services.
Political issues are mainly resource and accountability issues. Responsibility is diffused in dementia care as it spans NHS, local authority and voluntary care sectors (World Health Organization, 2018). ICSs were developed to enhance the coordination but there is still variation from area to area. There is a greater continuity of service in areas with more social care capacity and voluntary sector partnerships, and more crisis responses in areas that lack these. This means that there is a postcode lottery for timely diagnosis, care planning and care for carers.
The policy landscape is a complex one, and if one reads it critically, then it would be a fair statement to say that the recognition of dementia has improved over the past ten years, but it has yet to be well resourced. Policy promises, if not accompanied by investment in community services and measurable post- diagnosis support, may fall short of being actionable due to lack of workforce planning (Oung, Lobont and Curry, 2024).

[bookmark: _Toc231587157][bookmark: _Toc231678397]9. Recommendations for Improving Dementia Care
[bookmark: _Toc231587158]There are three key priorities that need to be addressed in order to enhance the care of people with dementia. 
Firstly, early diagnosis needs to be associated with early intervention, such as the process of risk assessment and family support and individual care planning. Diagnosis is not enough unless accompanied by the necessary post-diagnostic assistance. 
Secondly, self-management should be enhanced by making information accessible, educating the community, providing digital tools as appropriate and regularly revisiting individual goals (Rees et al., 2021).
Thirdly, more needs to be done to support family carers. Having access to respite services, psychological support, financial advice and behavioural management advice can lessen the burden of caregivers and avoid unnecessary institutionalisation (Islam et al., 2025). Furthermore, advance care planning and initiating palliative care early can enhance quality of life for persons with dementia and their families throughout the course of the disease.
Overall, effective dementia care requires a coordinated, person-centred approach involving health, social care and community services. Along with diagnosis rates, successful prevention efforts, and service integration and accountability should be key priorities, and success should be measured by the quality of post-diagnostic services, experiences of carers, and the reduction in crisis admissions.
[bookmark: _Toc231678398]Conclusion
Dementia is an escalating long-term condition, and has significant implications for patients, carers and health systems. Burden of this is growing across the globe and also within the UK and recent evidence indicates that significant proportion of risk may be modifiable across the life course. Diagnosis isn't enough for effective care; a wider array of resources is needed. It needs co-ordinated assessment, person centred planning, carer support and implementation of carers' policies commensurate with resources. The best answer is one that addresses dementia as a clinical condition and one that is a social care challenge. That's the measure by which services should be measured.
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Figure 2. Recorded dementia diagnoses in England
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