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INFORMATION BOOKLET OF LONG-TERM CONDITION MANAGEMENT

Introduction 
Dementia is a long-term medical condition that is characterized by the gradual loss of memory getting worse overtime. The Alzheimer’s Research UK (2024) describes dementia as disease of the brain, which affects its proper functioning. Additionally, studies have also determined that that dementia is not a single medical condition as it can be classified under different categories (Grossman et al., 2006). According to the Alzheimer’s Association (2026), dementia is described as a collection of symptoms ranging from Alzheimer’s, Huntington’s, Vascular, lewy body, frontotemporal, mixed dementia, Korsakoff syndrome, Parkinson’s and in rare cases HIV associated dementia. Age Scotland (2026) also affirms that there is no cure for dementia and that people suffering from this condition should be placed under long-term care management.
The elderly are susceptible to dementia, with women being the most affected compared to men (Alzheimer’s Research UK, 2024; Xu et al., 2025). 
Table 1: International Projections on the Progression of Dementia: A Comparison between Men and Women


[image: image2]
Source: (Xu et al., 2025)

Table 2: UK Projection of Dementia: Comparison between Genders.
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Source: Lewis et al., 2014

Looking at the two tables, it is evident that women are more susceptible to dementia. Furthermore, as the years progress, there is a rise in the number of people suffering from dementia globally and the UK. 
Previous reports determined that in the UK, more than 1 million people have been reported as suffering from the condition (Alzheimers Research UK, 2024). However, in 2019, the numbers increased drastically by approximately 57.4 million globally, with future predictions estimated to reach 153 million by 2050 (Wang et al., 2025). Similarly the WHO reported in 2021 that the records estimated the number of people suffering from dementia globally at 57 million (WHO, 2025).
Risk Factors Associated with Dementia

 Controllable risks associated with dementia include:

· Lifestyle choices such as excessive alcohol consumption and poor dietary choices are linked to increased chances of dementia (National Institute of Health, 2024).

· Frequent cases of depression, especially in the middle age can lead to dementia as one age (Alzheimer’s Research UK, 2024).

· Studies determined that exposure to air pollution to be connected to dementia, (Killin et al., 2016).

· Injury of the brain can result in dementia as one’s age progresses. A study showed that people above 50 years are at a higher risk of dementia if they had encountered repeated traumatic brain injury (Mayo Clinic, 2013).

· Certain medication containing diphenhydramine, a component that aids in sleep, or oxytrol, which is used to treat UTI increases the chances of getting dementia (McCullagh et al., 2018).

There are also factors that are beyond the control of human factors such as: 

· As people age, several long-term conditions such as dementia appear (Alzheimer’s Research UK, 2024). The chances also increase depending on previous lifestyle.
· Hereditary cases such as family history of dementia increases the chances of a person being susceptible to the illness (Age Scotland, 2026; McCullagh et al., 2018).
· Pre-existing condition such as high-blood pressure, thyroid issues, down-syndrome,  and deficiencies in vitamin increases the chances of getting dementia, though it is not definite (Alzheimer’s Association, 2026). 
Measures to take to reduce the Risk of Dementia

Studies indicated that, there is no known cure or prevention to dementia (Age Scotland, 2026; Alzheimer’s Research UK, 2024; Alzheimer’s Association, 2026). However, there are steps that one can take to reduce their prevalence towards dementia. Grossman et al. (2006) advocate for balanced diets, avoid exposure to pollution from the environment, reduce the excessive alcohol consumption and smoking, and regular exercising to maintain good physical health. Other controversial methods such as donanemab and lecanemab have also been utilized (Alzheimer Association, 2026). 
Other unconventional methods include participating in online games or physical games that help trigger memory, ease one’s mind from stress or depression since one will be socially active (O’Shea et al., 2019). Reports indicate that when it comes to dementia, prevention is more effective, researchers advocate for socially simulating activities such as online games, or activities involving social interaction (Udijaja et al., 2021). 
Objective of the information Booklet
Dementia is a condition that affects many in the community. From those affected directly by the condition to their family, and society. 
According to Burks et al. (2021), people suffering from dementia experienced depression, cognitive impairment, and functional decline, with the symptoms progressing with the advancement of the condition. Additionally, the caregiver capacity to administer care significantly determine their quality of life. 
The goal of this booklet is to ensure that the quality of life for the patient’s suffering from dementia is balanced. Whereby, their emotional health, social interaction, physical needs, and daily functioning is maintained. It also creates awareness to secondary parties such as the community, family, and health institutions related to the patients.
Impact of Long-term condition (Dementia)

Individuals suffering from long-term condition require attention and care from not only professionals but family and society. In the case of dementia, where patients suffer from memory loss or the loss of muscle function, special care should be provided. Several long-term implications are connected to dementia. These effects directly affect the patient, and those associated with them. A detailed analysis of the impact of dementia is discussed below.

Dementia mainly affects the physical, social, and psychological of the patients and other involved parties. According to Junge, Knudsen, & Kristensen, dementia affects the elderly who are physically inactive, thus, proper care should be provided as it will aid in their rehabilitation and slow the progression of the disease (2018). This booklet will analyse the social, psychological, and physical impact dementia has towards the patient and the caregiver.
Psychological Implications

Patients suffering from dementia suffer from:
· The loss of identity and self-esteem since they have to rely on others as their cognitive ability decline with the progress of the illness.

· They experience changes in their personality and behaviour with others displaying characteristics of a child (Cross et al., 2018).

· They are frustrated and often show fear since they have no sense of direction or do not know how to express themselves.

· They suffer from depression and anxiety as they display symptoms such as memory loss and dependency of others (Lee et al., 2014).

Caregivers 

Caregivers are classified in the category of family or/and attending nurses. They experience psychological effects such as:

· According to Cross, caregivers experience, depression and anxiety as they go through the progression of dementia through the patient (2018).
· They might be burdened by guilt if they need to admit their loved one or when they are frustrated while offering care to the patient (Lee et al., 2014).

· Their mental health is also unstable due to constant stress.

· The constant care towards the patient can led to anxiety on future expectations

Physical implications

· Patients suffering from dementia start experiencing memory loss and decline in their cognitive function, with the condition progressing (Age Scotland, 2026).

· Due to the loss of memory patients might start showing signs of weight loss as they forget to eat or eat poorly.
· Due to disturbed sleep pattern, patients will start showcasing insomnia (Lee et al., 2014).

· They are highly venerable to diseases as their body is frail and they might unintentionally hurt themselves.

· They loss their independence and have to rely on caregivers in doing simple activities such as bathing and dressing.

Caregivers

· Caregivers are physically exhausted as they take care of the patient.

· They also experience sleep deprivation since they have to be awake at odd hours to administer care. Sörensen & Conwell  assert that this can also result in health problems since they also partially neglect their needs (2011).

· They have a risk of burnout related to long-term care responsibilities.

Social implications

· Withdrawal from social interaction. It starts with family and close members in the community where they start losing that emotional connection (Harris & Johnson, 2017).
· They experience stigma and discrimination from the public, especially from those who do not understand their shortcoming or how to relate with them.

· They have to depend on others for things that they could partake independently before.

Caregivers

· They also experience social isolation since they have to dedicate a lot of their time in caring for the patient (Lee at al., 2014).

· The cost of medication and loss of financial freedom can lead to emotional instability.

· Their relationship undergo changes as the pressure of care for a patient might be transferred to other family members (Harris & Johnson, 2017).

· A study on the impact of dementia on caregivers is changes in the role of family members (Reed et al., 2020). 
Implications on Families involved in Care Provision
Families are directly impacted when their loved ones suffer from dementia. These include:

Physical implications
· Fatigue, which is associated with sleep disturbance

· Neglect of personal health 
· Increased risk of illnesses associated with depression and weakened immunity

Social Implications

· Isolation due to reduced social interaction, especially from peers

· Changes in the role and responsibilities of family members

· Family conflict tends to arise due to assigning responsibility or care

Financial Implications

· Catering to the medical expenses can negatively affect the long-term financial stability of other family members

· As family members reduce their work hours, there is also the issue of reduced income.

Psychological Implications
· Risk of anxiety and depression due to chronic stress

· Ambiguous loss where the family members experience grief or loss despite a member being alive. 

· Emotional burnout

Treatments available in the UK for Dementia

There are several options recommended by NHS when it comes to the treatment of dementia in the UK. These include; medicines, treatment for related conditions or challenging behaviour, alternative remedies, and treatments that do not medicine (NHS, 2023).

· Medicinal Treatment: Several medicines like Acetylcholinesterase inhibitors or Donepezil or Memantine are recommended to treat mild to severe cases of dementia (NHS, 2023). 
· Other ailments such as cardiovascular diseases or diabetes are associated also need to be treated so as not to worsen the progress of dementia (Alzheimer’s Research UK. (2024).
· Alternative remedies such as the use of coconut oil or curcumin can be used though their effectiveness is uncertain and professional consultation on its use needs to be attained (NHS, 2024).

· There are other treatments that do not use medicine that need to be considered such as cognitive stimulation therapy or reminding patients of their history or events (Alzheimer’s Association, 2026).

Models of Care towards Long-term Conditions

Several models are currently being successfully utilized globally and in the UK. These include the: 

· The NHS Model
· House of Care Model

· Integrated Care Model

The NHS Model

According to Starling (2018), in 1972, it was determined that there needed to be coordinated care as an individual or family might need more resources, the National Health Service in England( NHS) devised a care model, which incorporated top-down and bottom-up initiates. It involved funding, examination or evaluation of programs, and other aspects, which helps in elevating the pressure of local and international institutions. 

Figure 1: The NHS Care Model Structure
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Source: Starling, 2018

The first step involves creating a structure of how care will be implemented to the community, this is the initiating change phase. It is followed by monitoring the system to determine if there is any progress in the attainment of set goals. This involves developing plans by working through tests and looking for opportunities to learn from other existing care models (Starling, 2018). The last phase involves implementation; this caters to having a planning body, distributing decision roles, investing in proper workforce, testing as well as adapting to existing factors. Since funding is awarded, the services will be evaluated, planned, allocated funds and distributed to different region both local and national (Maniatopoulos et al., 2020). The above steps are intended for the collaboration between national and local leaders with the aim of cross-organizational change (Starling, 2018).
House of Care (HoC) Model

This model of care facilitates the administration of care where patients and clinicians work together to structure a system that allows patients with long-term conditions to live well. According to Peat et al. (2023), the model is adapted to fit the UK primary care system, it requires the patient to exhibit confidence and skill in task management though they may encounter challenges, the goal is to involve them in the decisions related to their care. the right wall represents the effectiveness of the healthcare professionals and how they work with patients while the left way represents empowered and well-supported patients who are informed of their condition (Coulter et al., 2016).
Figure 2: The House of Care (HoC) Model
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Source: Peat et al., 2023

The roof is the representation of appropriate organization and the processes, which ensure the spread between the national and local regions to ensure that every patient with long-term conditions such as dementia receives the resources needed (Peat et al., 2023). The foundation is the representation of efficient commissioning of support ranging from friends and family, community and voluntary organizations. The support from this level may range from offering time to care for the patients, providing resources and the extension of services. 
Coulter et al. (2016), assert that the HoC model caters to the specific need of the patients from the resources gathered either locally or nationally supplies, however, the resources given are personalized and unique to match their needs, a matter which might not be addressed by the traditional health services provided. Additionally, the caregivers and professionals are involved in the monitoring the patients and work to enhance their services and the experience of the patients. Eventually, the patient needs are properly met, the resources allocated are utilized appropriately, and the experience gained help in improving care delivery.
Integrated Care Model

Integrated care model is defined as a collaboration of different pillars social and health systems with the goal of delivering optimum health and economic outcome for the patient, their family and community, with the levels of integration varying depending on needs and availability of resources (World Health Organization, 2016; Correia de Matos et al., 2025). The integrated model falls under seven dimensions as demonstrated below:

Table 3: Conceptual Framework associated with Integrated Care
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Source: Valentijn et al., 2013
Each framework is designed to ensure proper implementation of resources and improved wellness to patients since it involves the collaboration of different pillars of social and healthcare systems (Correia de Matos et al., 2025). 
National and Local Implementation Social and Health Agenda Implementation Strategies


Dementia is a long-term condition that is faced with challenges such as barriers to resources, lack of training a support of caregivers, uncoordinated collaborations, and facilitators. To overcome this both the local and national bodies require strategies, which can overcome these and ensure proper wellness of both the patient and caregivers (Boeree et al., 2021). Some of the noted agendas include:
· Awareness and stigma reduction campaign, which create awareness of dementia since many people are unaware of the condition and how to access care (World Health Organization, 2016). This leads to stigmatization, seclusion, and in some cases early mortality. 

· National dementia plans, which seek to increase the funding to models associated with efficient care to dementia patients (Boeree et al., 2021).

· Risk reduction and production campaign is concerned with preventative measures that can help encourage individuals to reduce the onset of dementia before it happens.

· Dementia-friendly initiatives help not only the patient but also their family and community in learning more about the condition, how to manage resources, and how to relate well with patients (Boeree et al., 2021). 
Recommendations for Self-Management Care, Person-Centered Care, and End-of-Life Care Approaches for Dementia
Improving the person-Centered Care Approach

· Encourage independency among patients where the care givers can encourage them to perform certain tasks or participate in decisions involving their care.

· Improve the environment where the patients reside in or like to visit. This can be done by introducing signs that show direction, reducing noise in the environment, or having items that are familiar to the patient and can trigger their memory.

· The staff can also change the way they relate with the patients to feel less of a burden and feel like they are part of the solution and not a problem. This approach is referred to as the butterfly approach (Gove et al., 2010).
· They should note that patients are different, each with their story thus care should also be related to their nature and individuality. 
Enhancing the End-of-Life (EOL) Care

· As dementia progresses, it is important to involve the patient in their future care or EOL decision. For example, it is important to know if they would want a DNR order (Gove et al., 2010). 

· Coulter et al. (2016), assert that caregivers should be trained to recognize some vital signs related to dementia and take appropriate measures, this is aimed at ensuring the patient receive proper care.

· Have a team of healthcare professionals to administer palliative care.

· Emotional support from family, community, and caregivers should also be paramount in administering care.
Improving Self-Management

· Encouraging early diagnosis. This helps in enhancing awareness and management.
· Today’s enhanced tech can help patients improve their way of life. This can involve the use of simple gadgets that can offer reminders.

· Encourage social interaction, which can improve their quality of life.

Conclusion

As a long-term condition, dementia should not be a death sentence. A lot of misconception has seen to the degradation of a person’s quality of life, decline in social relations, and stress among family and caregivers. This booklet creates awareness on dementia, the models that can be used to ensure enhance quality of life, and empower caregivers on how to administer care. Though studies are on-going on finding a cure, this booklet offers ways of managing care that can delay the progress of the condition.
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Table 1: International Projections on the Progression of Dementia: A Comparison between Men and Women
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Table 2: UK Projection of Dementia: Comparison between Genders.
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Figure 1: The NHS Care Model Structure
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Figure 2: The House of Care (HoC) Model
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Figure 3: Conceptual Framework associated with Integrated Care
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