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1 Background Introduction
Dementia is typically associated with older adults; however, a notable number of individuals under the age of 65 experience what is known as early-onset dementia. In the UK, approximately 42,000 people live with early-onset dementia, representing a significant minority of all dementia cases (Alzheimer’s Society, 2023). This condition encompasses various types, including Alzheimer’s disease, frontotemporal dementia, vascular dementia, and rare genetic forms. Young adults with dementia face unique challenges compared to older populations, including differences in symptom presentation, slower recognition by health professionals, and difficulties in accessing services designed primarily for older adults (Withall, 2013; Draper et al., 2016).
The social and psychological impact of early-onset dementia is substantial. Individuals may face premature disruption in employment, loss of independence, and increased caregiver burden for family members. The stigma associated with dementia can exacerbate feelings of isolation and stress, further affecting mental wellbeing (Pype et al., 2019). Despite growing awareness of the condition, there is a limited body of research exploring the experiences of younger adults navigating health and social care systems. The available literature often focuses on older populations, resulting in a gap in understanding the needs, challenges, and support requirements of younger people with dementia in the UK (Young, Manthorpe & Iliffe, 2019).

2 Problem Statement
Early-onset dementia presents complex challenges that are not fully addressed by current health and social care frameworks. Young adults often experience delays in diagnosis due to atypical symptoms or lack of awareness among health professionals, leading to misdiagnosis or prolonged uncertainty (Hynes & Birt, 2018). Furthermore, health and social care services tend to cater predominantly to older adults, limiting age-appropriate interventions for younger populations. This gap in service provision can have significant consequences for the wellbeing and independence of those affected (Withall, 2013).
Barriers to accessing services include practical, systemic, and psychosocial factors. Systemic challenges involve limited availability of specialist clinics or multidisciplinary teams trained in younger-onset dementia care. Practical barriers include geographical limitations, waiting lists, and eligibility criteria that may exclude younger adults. Psychosocial barriers, such as social stigma, lack of peer support, and employment pressures, further complicate access to care (Draper et al., 2016; Pype et al., 2019). Understanding these barriers is essential to inform effective interventions, service planning, and policy development aimed at improving the experiences and outcomes for younger adults living with dementia.
In addition to the challenges around diagnosis and access to services, another key issue is how difficult it can be for young adults to navigate the health and social care system. Many services are not well connected, meaning individuals often have to deal with different professionals and organisations without clear guidance. This can be confusing and stressful, especially for someone already coping with the effects of dementia. Instead of receiving smooth and continuous care, individuals may experience delays, repeated assessments, or a lack of follow-up support. For younger adults, who may need a mix of medical, emotional, and practical support, this lack of coordination can make it much harder to get the help they need.
Another important problem is that early-onset dementia does not always receive enough attention in policies or funding decisions. Most dementia services are designed with older adults in mind, which means younger people can feel overlooked. As a result, there are fewer services specifically tailored to their needs, such as support for employment, family responsibilities, or maintaining independence. This can leave individuals feeling unsupported and frustrated with the system.
There is also a wider issue around awareness and understanding. Dementia is often seen as something that only affects older people, so when younger individuals begin to show symptoms, they may not be taken seriously. This can lead to delays in seeking help or being misdiagnosed. It can also make it harder for them to explain their condition to others, increasing feelings of isolation and stigma. Overall, these challenges show that early-onset dementia is not just a medical issue, but also a social and systemic problem that needs more attention and better support.


3 Research Aim
The primary aim of this dissertation is to investigate the barriers that young adults with early-onset dementia encounter when accessing health and social care services in the UK (NHS, 2022; Alzheimer’s Society, 2023). The study seeks to provide a comprehensive understanding of both systemic and personal challenges, identifying gaps in service provision and exploring the impact of these barriers on quality of life, wellbeing, and independence.
As well as identifying the main barriers, this research also aims to understand what these challenges are actually like for young adults living with early-onset dementia. It is important to look beyond just the system and focus on real experiences, such as how delays in diagnosis or lack of support affect everyday life. This includes how people feel emotionally, how their independence changes, and how their relationships with family, friends, and colleagues are impacted.
The study also aims to explore how individuals deal with these difficulties. Many young adults have to find their own ways of coping, whether that is through support groups, online communities, or help from family members. By looking at these experiences, the research can show not only what is going wrong, but also what is helping people manage their situation. This can give a more complete picture of life with early-onset dementia.
Another aim of the study is to look at how services could be improved. Many current services are not designed for younger people, so this research will help highlight what changes are needed to make them more suitable. This might include more flexible support, better communication, or services that fit around work and family life.
Overall, the aim of this research is to give a clearer understanding of the challenges young adults face and to suggest ways to improve support. By doing this, the study hopes to help make health and social care services more useful, accessible, and supportive for younger people living with early-onset dementia.


4 Research Objectives
The objectives of this study are as follows:
1 Examine the difficulties young adults face in obtaining an accurate and timely diagnosis. 
2 Identify the barriers that hinder access to health and social care services. 
3 Explore the impact of these barriers on the quality of life and psychosocial wellbeing of individuals affected. 
4 Assess the adequacy of existing support systems and resources for younger adults with dementia. 
These objectives align with the overall aim of improving understanding of the challenges faced by this population and providing evidence to inform policy and practice.

5 Research Questions
The dissertation will address the following research questions:
What are the primary barriers preventing young adults with early-onset dementia from accessing health and social care services? 
How do these barriers influence the physical, emotional, and social wellbeing of affected individuals? 
What strategies or interventions could improve service accessibility and support for younger adults with dementia? 
These questions will guide the literature review, data analysis, and discussion chapters, ensuring a focused and coherent investigation into the experiences of this population.
In addition to the main research questions, this study also looks more closely at the everyday experiences of young adults living with early-onset dementia. It aims to understand how these barriers affect their daily routines, such as managing work, maintaining relationships, and carrying out normal activities. By focusing on real-life situations, the research can give a clearer picture of how these challenges go beyond just accessing services and affect overall quality of life.
The research also considers how different factors may influence people’s experiences. For example, where someone lives, the type of support they have from family, or their financial situation may all affect how easy or difficult it is to access care. Looking at these differences can help explain why some people struggle more than others and highlight areas where support is not equal.
Another important area explored is how people find and use support. This includes looking at whether individuals feel informed about available services, how easy it is to reach out for help, and whether the support they receive actually meets their needs. It also considers whether people feel listened to and understood by professionals, which can make a big difference in their overall experience.
Finally, the research aims to explore what changes young adults themselves think would improve services. Their views are important because they are directly affected by these systems. By including their suggestions, the study can help identify practical ways to improve support and make services more suitable for younger people living with early-onset dementia.


6 Significance of the Study
The significance of this study is threefold. Firstly, it contributes to the academic literature on early-onset dementia by focusing on the specific experiences of younger adults, an under-researched group (Prince et al., 2016; WHO, 2021). Secondly, it has practical implications for health and social care professionals, highlighting gaps in service provision and identifying areas where interventions or policy changes may enhance care delivery. Finally, it addresses societal implications by emphasizing the importance of reducing stigma, supporting families, and promoting awareness of the unique challenges faced by younger individuals living with dementia.
By addressing these gaps, the study aims to inform evidence-based recommendations for improving diagnosis, access to services, and the overall quality of care and support available to young adults with early-onset dementia in the UK. The findings will be valuable for policymakers, healthcare providers, carers, and researchers, providing insights that may contribute to more inclusive and effective health and social care practices.

Chapter 2 Literature Review 
Introduction
Early-onset dementia, defined as dementia occurring before the age of 65, represents a small but significant portion of all dementia cases. Despite its relatively low prevalence compared to late-onset dementia, early-onset dementia presents unique challenges for patients, families, and healthcare systems. Younger adults with dementia often face delays in diagnosis, limited access to age-appropriate services, and social and occupational disruption, which can negatively affect quality of life (Alzheimer’s Society, 2023; Draper et al., 2016).
This chapter critically examines existing literature on early-onset dementia in the UK, focusing on barriers to accessing health and social care services. The review explores four key areas: (1) prevalence and types of early-onset dementia, (2) diagnostic challenges, (3) access to health and social care services, and (4) psychosocial impacts on individuals and carers. It also identifies gaps in current research and establishes the theoretical framework guiding this dissertation.
Beyond the clinical implications, early-onset dementia also raises important questions about equity and inclusivity within health and social care systems. Current service models in the UK are largely structured around the needs of older adults, often overlooking the distinct life-stage challenges faced by younger individuals. These include maintaining employment, supporting dependent family members, and managing financial responsibilities, all of which can be significantly disrupted following diagnosis. As a result, younger adults frequently encounter systems that are not designed with their circumstances in mind, leading to gaps in both care provision and overall support.
Furthermore, the economic impact of early-onset dementia is considerable, not only for individuals and families but also for wider society. Loss of income, increased reliance on social care services, and the need for long-term support contribute to financial strain and increased public health expenditure. Despite this, early-onset dementia remains under-prioritised in policy discussions, often overshadowed by the higher prevalence of dementia in older populations. This highlights a critical need for more targeted research and policy attention.
In addition, addressing early-onset dementia aligns with broader public health goals of reducing health inequalities and improving access to person-centred care. By focusing on this population, the study contributes to a more inclusive understanding of dementia and supports the development of services that are responsive to diverse needs across the lifespan.
In addition to the challenges already discussed, it is clear that early-onset dementia also has a major impact on daily life and social relationships. Younger adults often find it difficult to maintain employment or continue education, which can lead to financial strain and loss of routine. Workplaces may not understand the condition, and colleagues might be unsure how to provide support, leaving individuals feeling isolated or misunderstood. This adds another layer of stress on top of the symptoms themselves and the challenges of navigating health and social care services.
Social life is also affected. Many younger adults feel out of place in support groups or activities that are designed for older adults. This can make it harder to find peers who understand what they are going through. Isolation is common, and people often struggle to maintain friendships or participate in social activities they previously enjoyed. For carers, usually partners or family members, this can also be a heavy burden, as they try to provide emotional and practical support while managing their own lives.
Another aspect highlighted in recent studies is the importance of clear, accessible information. Younger adults and their families often report confusion about available services, eligibility rules, and what support they can request. Without this guidance, navigating the system can feel overwhelming. Online forums and peer networks sometimes help, but they cannot fully replace professional guidance.
Overall, the literature suggests that early-onset dementia affects much more than memory or cognition—it touches work, relationships, social life, and emotional wellbeing. Addressing these issues requires not only changes to services and policies but also raising awareness among the public, employers, and professionals, so younger adults feel understood and supported in all areas of their lives.


Prevalence and Types of Early-Onset Dementia
Globally, early-onset dementia affects approximately 5–10% of all people living with dementia (WHO, 2021). In the UK, an estimated 42,000 individuals are diagnosed with early-onset dementia, though this figure may be underestimated due to misdiagnosis and underreporting (Alzheimer’s Society, 2023). The condition encompasses several types, including Alzheimer’s disease, frontotemporal dementia, vascular dementia, and rarer forms such as Lewy body and genetic dementias (Withall, 2013).
Research highlights that younger adults may present with atypical symptoms compared to older adults. For example, behavioural changes or executive dysfunction may appear before memory loss, often leading to diagnostic uncertainty (Hynes & Birt, 2018). The diversity in presentation contributes to delayed recognition by healthcare professionals and misdiagnosis, which can impede timely access to appropriate support services.
Another important point is how the diversity of symptoms can affect daily life and relationships. For example, someone experiencing changes in behaviour or personality may struggle with social interactions, which can lead to misunderstandings with friends, family, or colleagues. These challenges are often compounded because people around them may not expect a younger adult to have dementia, so symptoms can be misinterpreted as mood swings, stress, or other mental health issues. This misunderstanding can leave individuals feeling isolated or frustrated, as they try to explain what is happening to those around them.
The type of dementia a person has also influences the type of support they may need. For instance, someone with frontotemporal dementia may require help managing daily routines and behaviour, whereas someone with Alzheimer’s disease may need more memory-related support. Rare genetic forms can create additional stress within families if multiple members are affected, as well as uncertainty about the future. Understanding these differences is important for providing care that is personalised and practical, rather than a one-size-fits-all approach.
Geography and availability of services also play a role. Because early-onset dementia is less common, not all areas have specialist services, which can make it difficult for younger adults to access the right support. Traveling long distances to see specialists or attend support groups can be exhausting and costly, further adding to the challenges they face.
Overall, the combination of atypical symptoms, misdiagnosis, and lack of targeted services makes living with early-onset dementia uniquely challenging. Raising awareness among healthcare professionals, families, and the wider public is essential. By understanding the prevalence and types of dementia in younger adults, society can take steps to provide more effective support, reduce stigma, and improve the quality of life for those affected.


Diagnostic Challenges
Early diagnosis of dementia is critical to accessing timely care, planning future support, and maintaining quality of life. However, diagnostic delays are common for younger adults. Studies indicate that patients may wait several years from symptom onset to formal diagnosis (Draper et al., 2016; Young, Manthorpe & Iliffe, 2019). Delays often arise due to atypical symptom presentation, limited awareness among healthcare professionals, and the misconception that dementia primarily affects older people (Pype et al., 2019).
Misdiagnosis is also prevalent, with symptoms frequently attributed to depression, stress, or other mental health conditions (Withall, 2013). The lack of specialist memory clinics or services equipped to assess younger patients further exacerbates this issue. These diagnostic challenges can have cascading effects on access to care, as many health and social care interventions are contingent upon a formal diagnosis.

Access to Health and Social Care Services
Even after diagnosis, younger adults encounter barriers when attempting to access appropriate health and social care services. Evidence suggests that many services are designed for older adults, leading to gaps in availability and relevance for younger populations (Draper et al., 2016; Pype et al., 2019). Specific barriers include:
1 Age-appropriateness: Services such as day centres, support groups, and residential care are often geared toward older adults, leaving younger individuals feeling isolated or unsupported (Withall, 2013). 

2 Eligibility and funding restrictions: Social care eligibility criteria may not adequately reflect the needs of younger adults, resulting in limited access to formal support (Alzheimer Europe, 2021).
 
3 Geographical limitations: Access to specialist services is often dependent on location, with rural areas particularly affected (Young et al., 2019).
 
4 Professional awareness: Healthcare and social care staff may lack training specific to early-onset dementia, leading to inconsistent or inappropriate care (Pype et al., 2019). 
Overall, these barriers highlight the systemic inequities faced by younger adults, emphasising the need for policy and service reform.

Psychosocial Impacts
Beyond systemic challenges, early-onset dementia significantly affects psychological and social wellbeing. Individuals often experience stress, anxiety, and depression due to uncertainty, stigma, and changes in cognitive abilities (Draper et al., 2016). Employment loss and financial strain are common, as younger adults are often in active working life at diagnosis (Withall, 2013).
Carers, frequently spouses or adult children, also experience significant emotional and practical burdens. The dual challenge of supporting a younger adult while managing their own responsibilities underscores the importance of tailored social care interventions (Hynes & Birt, 2018).
Peer support and age-appropriate social networks can mitigate some of these effects; however, such resources are limited. Research indicates that younger adults often report feeling socially isolated, highlighting an area where services could improve responsiveness (Alzheimer’s Society, 2023).
In addition to the emotional and social challenges already mentioned, early-onset dementia can also affect confidence and independence in very practical ways. Many younger adults find it difficult to complete everyday tasks like cooking, shopping, or managing finances. Even small mistakes can feel discouraging and may make them rely more on family or friends, which can create feelings of frustration or guilt. The constant need for support can also affect self-esteem and personal identity, as people struggle to adjust to the changes in their abilities.
Relationships can be significantly affected as well. Friends may not know how to respond to changes in behaviour or memory, which can lead to awkwardness or withdrawal. Couples and family dynamics often shift, with partners or adult children taking on additional responsibilities. This can create stress and tension, especially if the carer is balancing work, childcare, or other commitments. The emotional load of seeing a loved one go through dementia at a young age can be overwhelming, and carers often feel they have nowhere to turn for advice or relief.
Social isolation is another common issue. Many support groups, day centres, or activities are designed for older adults, which can make younger people feel out of place. Without peers in a similar situation, it can be difficult to share experiences or get emotional support, leaving younger adults feeling alone in their journey. Some may turn to online communities, which help, but they cannot fully replace real-life interaction and face-to-face support.
Financial strain is also a major concern. Early retirement or reduced working hours can affect income, while the cost of care, travel, or treatments may add up quickly. Combined with the stress of managing symptoms and daily life, these pressures can take a heavy toll on mental wellbeing.
Overall, the psychosocial impact of early-onset dementia is wide-reaching, affecting emotions, independence, relationships, social life, and finances. Recognising these challenges is key to creating better, more supportive environments for younger adults and their families.


Theoretical Framework
This dissertation is guided by the Health Inequalities Model, which examines how structural, social, and individual factors impact access to healthcare (Marmot, 2010). In the context of early-onset dementia, inequalities manifest in delays to diagnosis, inadequate service provision, and psychosocial impacts. The Person-Centred Care Framework is also applied, emphasizing care that is tailored to individual needs, preferences, and circumstances, particularly for populations often overlooked by conventional services (Kitwood, 1997).
Using the Health Inequalities Model and the Person-Centred Care Framework together helps explain why younger adults with dementia face such different experiences. Not every person has the same opportunities to access support, and this can make living with early-onset dementia even harder. For instance, some people may not know where to go for help, or they may face long waiting lists for specialist services. Others might find that local services are mostly designed for older adults, so they feel out of place or unsupported. By looking at these inequalities, the Health Inequalities Model shows that the problem is not just about the disease itself—it’s also about the system and society around the person.
At the same time, Person-Centred Care reminds us that people are more than their diagnosis. Two people with the same type of dementia might have very different needs. One might want to continue working or volunteering, while another might need help managing daily tasks. One person may feel isolated and want more social contact, while another may value privacy and independence. A one-size-fits-all approach doesn’t work. Services that consider personal preferences, history, and lifestyle can make a huge difference in quality of life.
These frameworks also highlight the importance of communication and relationships. Carers, families, and professionals need to listen carefully and involve the person with dementia in decisions about their care whenever possible. This helps maintain dignity and independence and reduces feelings of frustration or helplessness.
Finally, using both frameworks together allows researchers and policymakers to see both sides of the issue: the wider structural barriers that make accessing services difficult, and the individual needs and experiences of younger adults living with dementia. This dual perspective ensures that recommendations are practical, realistic, and truly centered on improving the day-to-day lives of those affected. It also reinforces the idea that addressing early-onset dementia is not only about medical treatment but about creating fair, supportive, and flexible systems of care.


Research Gaps
Despite growing attention, several gaps remain:
Limited qualitative research exploring lived experiences of younger adults with dementia navigating services (Young et al., 2019). 
Few UK-based studies examining systemic barriers in depth. 
Inadequate evaluation of policy and service interventions aimed at younger populations. 
These gaps justify the need for the present dissertation, which seeks to integrate current knowledge while identifying practical implications for policy and practice. While research on dementia has increased over the years, much of it still focuses on older adults, leaving younger people with early-onset dementia less understood. This creates a situation where the experiences and needs of younger adults are often overlooked when designing services, policies, or support programs. For example, support groups, day centres, and care facilities are mostly aimed at older people, which means younger adults may feel out of place or unsupported. Without research that highlights these differences, it is difficult for healthcare providers and policymakers to respond effectively.
Another gap is the lack of in-depth understanding of the day-to-day challenges that younger adults face when trying to access health and social care services. While statistics can show how many people are diagnosed or receiving support, they cannot explain the personal struggles, frustrations, or coping strategies that individuals use. These personal experiences are vital because they reveal practical barriers—like long travel distances to clinics, long waiting lists, or inflexible eligibility criteria—as well as emotional impacts, such as feelings of isolation or frustration.
Furthermore, there is limited research that evaluates whether current policies and services actually meet the needs of younger adults. Even when programs exist, we do not always know how effective they are or whether they truly help people live more independently and improve their quality of life. Without this evaluation, gaps in service delivery may continue unnoticed, leaving people without the help they need.
Finally, intersectional factors, such as gender, ethnicity, socioeconomic background, and geographic location, are often underexplored. These factors can make a big difference in the experiences of younger adults with dementia, influencing how easily they can access care, how supported they feel, and what challenges they encounter. Understanding these gaps emphasizes the importance of research like this dissertation, which aims to capture real experiences and provide evidence for better, more inclusive services and policies.


Summary
The literature indicates that early-onset dementia presents unique diagnostic, systemic, and psychosocial challenges. Barriers to accessing health and social care are multifaceted, including delayed diagnosis, lack of age-appropriate services, professional awareness gaps, and social stigma. Younger adults often experience reduced quality of life, social isolation, and caregiver strain. Research gaps, particularly in qualitative understanding and UK-focused studies, highlight the importance of this dissertation. By critically reviewing existing literature, this chapter establishes a foundation for subsequent methodological decisions and data analysis. Overall, the literature makes it clear that early-onset dementia is very different from dementia in older adults, and the challenges faced by younger people are often overlooked. While there is some awareness of the condition, services, support groups, and care facilities are generally designed with older adults in mind. This means younger adults can feel out of place, unsupported, and sometimes invisible within the system. It also highlights how important it is to consider their social, emotional, and practical needs when developing services or policies.
The literature also shows that delays in diagnosis are a major issue. Because symptoms in younger adults often appear differently than in older people—such as behaviour changes or difficulty at work rather than memory loss—healthcare professionals may misinterpret them. This can lead to frustration and uncertainty for the individuals themselves and their families, sometimes lasting months or even years before a proper diagnosis is made. These delays have real consequences, not just for treatment, but for accessing benefits, social care, and support networks.
Social and emotional impacts are another key area highlighted in the research. Younger adults with dementia often face isolation, anxiety, and depression. Losing the ability to work or participate in social activities can deeply affect self-esteem and identity. Carers, usually partners or adult children, experience stress and a high emotional burden as they try to support someone navigating these challenges. Peer support, tailored programs, and age-appropriate services are limited, leaving many younger adults without the connections and assistance they need.
Finally, the gaps in research, particularly around lived experiences in the UK, show why this dissertation is so important. By exploring the real-life challenges that younger adults face, this study can provide insights that go beyond statistics, giving a voice to those often ignored. This foundation is essential for designing more inclusive, practical, and responsive health and social care services, which is the goal of the research.



Chapter 3: Methods 
1 Introduction
This chapter outlines the research design, methodology, and methods employed to investigate the barriers faced by young adults with early-onset dementia when accessing health and social care services in the UK. The chapter justifies the chosen approach, explains data collection and analysis procedures, addresses ethical considerations, and discusses the study’s limitations. The methodology has been selected to ensure that the research achieves its objectives while maintaining ethical and rigorous academic standards.
This chapter also explains why it was important to choose a method that allows participants to share their personal stories and experiences in their own words. Early-onset dementia affects people in very different ways, and everyone’s journey is unique. Some may struggle with memory or decision-making, while others might experience changes in mood or behaviour first. By listening directly to the people affected, the study can capture details that numbers or surveys alone would miss. This approach helps to show not just what the barriers are, but how they feel, how they affect daily life, and what might make a real difference in support and care.
The chapter highlights the careful planning involved in the study. Every step, from creating interview questions to choosing who to talk to, was designed to make participants comfortable and able to express themselves. For example, the researcher made sure that interviews were conducted in a quiet, safe space or online if that was easier. Time was allowed for participants to explain their experiences fully, and follow-up questions were used to clarify anything that was unclear. This flexibility is important because dementia can affect communication, and people need time and encouragement to share their thoughts.
Another key point is that the research process itself needs to be fair and respectful. This includes explaining the purpose of the study in simple language, making sure participants know their rights, and checking that they consent to take part. It also means being aware of emotional challenges. Talking about dementia can bring up feelings of frustration, sadness, or anxiety, so the researcher made sure support resources were available if needed.
Overall, this introduction sets the stage for the rest of the chapter and the study. It shows that the research is designed to be ethical, thoughtful, and focused on understanding real-life experiences. By being clear and transparent about the methods, readers can trust the findings and see how they reflect the everyday challenges faced by younger adults living with dementia.


2 Research Design
Given the exploratory nature of this study, a qualitative research design was selected. Qualitative research is appropriate for understanding lived experiences, perceptions, and complex social phenomena, which aligns with the aim of exploring barriers to health and social care for younger adults with dementia (Creswell, 2014). This design enables the researcher to gather rich, detailed data that can illuminate the nuanced experiences of participants.
A descriptive phenomenological approach was adopted, focusing on the lived experiences of individuals directly affected by early-onset dementia (Giorgi, 2012). Phenomenology allows for a deep understanding of personal experiences, capturing subjective perspectives while identifying common themes across participants.

3 Research Approach
The research follows an inductive approach, allowing patterns and themes to emerge naturally from participant responses rather than imposing preconceived hypotheses. This approach is particularly appropriate for under-researched areas, such as the experiences of young adults navigating health and social care services. By employing inductive reasoning, the study aims to generate insights that are grounded in empirical data and reflective of participants’ realities (Braun & Clarke, 2006).
Using an inductive approach means that the study does not start with fixed ideas about what the answers will be. Instead, it begins with an open mind, listening carefully to what participants have to say. This is especially important when researching early-onset dementia because the experiences of younger adults are not as widely studied as those of older adults. By letting themes and patterns emerge naturally from conversations, the study can capture real experiences, rather than trying to fit them into pre-existing categories or assumptions.
This approach allows participants to share what matters most to them. For example, some people may talk about difficulties with accessing services, while others may focus on the emotional impact of isolation or losing their jobs. By observing these patterns, the researcher can identify common challenges that may not have been considered initially. It also highlights differences between individuals, showing that experiences are not uniform and that personal circumstances—like location, family support, or work situation—can significantly affect how a person navigates health and social care.
Inductive research is flexible, which is useful when working with participants who may have fluctuating memory, concentration, or communication abilities. It allows the researcher to follow the participant’s lead during interviews, ask questions that clarify their experiences, and explore unexpected topics that arise. This makes the findings richer and more reflective of everyday life.
Another advantage of the inductive approach is that it encourages learning from participants. Instead of treating people as data points, it treats them as experts in their own lives. Their insights guide the study, helping to uncover barriers, solutions, and ways services can be improved. This approach ensures that the research is grounded in real-world experiences, making the results relevant and meaningful for healthcare providers, policymakers, and support organisations.


4 Data Collection Methods
Semi-structured interviews were chosen as the primary method of data collection. This approach provides a balance between guiding the conversation with predetermined questions while allowing flexibility for participants to share experiences in their own words (Kallio et al., 2016).
Participants
The study targeted young adults aged 18–64 years diagnosed with early-onset dementia in the UK. Inclusion criteria required participants to have received a formal diagnosis and have the cognitive capacity to provide informed consent. Family members or carers may be included to provide additional insights, particularly in cases where participants’ communication abilities are limited (Alzheimer’s Society, 2023).
Sampling Strategy
A purposive sampling strategy was employed to identify participants with relevant experiences. Purposive sampling ensures that the sample includes individuals who can provide rich, detailed information on the phenomenon under investigation (Etikan et al., 2016). Recruitment was facilitated through dementia support organizations, social media platforms, and local healthcare providers.
Interview Procedure
Interviews were conducted via video conferencing or face-to-face meetings, depending on participant preference and COVID-19 safety guidelines. Each interview lasted approximately 45–60 minutes and followed an interview guide with open-ended questions designed to elicit experiences related to diagnosis, service access, and psychosocial impacts. Interviews were audio-recorded with participant consent and transcribed verbatim for analysis.

Data Analysis
Data were analysed using thematic analysis, which allows for the identification, analysis, and reporting of patterns within qualitative data (Braun & Clarke, 2006). The six-step process outlined by Braun and Clarke was applied:
Familiarisation with the data through repeated reading of transcripts. 
Generation of initial codes to capture significant features of the data. 
Searching for themes by collating codes into broader patterns. 
Reviewing themes to ensure they accurately reflect the data. 
Defining and naming themes to convey the essence of each pattern. 
Producing the report, integrating themes with research objectives and literature. 
Thematic analysis is flexible and well-suited to exploring complex social experiences, making it ideal for understanding barriers encountered by young adults with dementia.

Ethical Considerations
Ethical approval was sought from the university’s research ethics committee prior to data collection. Key ethical principles were upheld throughout the study, including:
Informed consent: Participants were provided with detailed information about the study, their rights, and the voluntary nature of participation. Written consent was obtained. 
Confidentiality: Personal identifiers were removed from transcripts, and data were stored securely in password-protected files. 
Beneficence: The study aimed to minimize potential harm and distress. Participants were informed they could withdraw at any time without consequence. 
Vulnerable population considerations: Extra care was taken due to the participants’ cognitive impairments. Researchers ensured questions were clear, simple, and sensitive to participants’ comfort levels (Hynes & Birt, 2018). 

Reliability and Validity (Trustworthiness)
In qualitative research, reliability and validity are conceptualized as trustworthiness, encompassing credibility, transferability, dependability, and confirmability (Lincoln & Guba, 1985). Measures taken to enhance trustworthiness included:
Triangulation: Including both patients and carers to provide multiple perspectives. 
Member checking: Participants were invited to review transcripts and themes to confirm accuracy. 
Audit trail: Detailed documentation of research decisions, coding, and theme development. 
Reflexivity: The researcher maintained reflective notes to account for potential biases and assumptions throughout the study. 

Study Limitations
Several limitations are acknowledged:
Sample size: Purposive sampling may limit generalizability, as findings reflect the experiences of a small, specific population. 
Recruitment bias: Participants engaged with support organizations may have different experiences compared to those not connected to services. 
Self-reporting: Interviews rely on participant recall, which may be affected by cognitive impairment or subjective interpretation. 
Despite these limitations, the methodology is robust for exploring the lived experiences of young adults with early-onset dementia, providing valuable insights into barriers to accessing care.

Summary
This chapter has outlined the qualitative, phenomenological research design and methodology employed to investigate barriers faced by young adults with early-onset dementia in the UK. Semi-structured interviews and thematic analysis provide a rigorous framework for capturing rich, detailed insights. Ethical considerations, trustworthiness, and study limitations have been addressed, ensuring that the study is conducted with academic and ethical integrity. The next chapter will present the findings and discussion, linking participant experiences to the literature reviewed in Chapter 2.
[image: ]

Chapter 4
Introduction
This chapter presents the findings from the qualitative study exploring the barriers faced by young adults with early-onset dementia when accessing health and social care services in the UK. The results are presented thematically, reflecting recurring patterns in participants’ experiences. Following the presentation of themes, a discussion integrates the findings with the literature reviewed in Chapter 2, highlighting areas of convergence, divergence, and emerging insights. This chapter is designed to give readers a clear picture of what the participants shared about their experiences. By presenting the findings in a way that focuses on themes, it becomes easier to see the common challenges and issues that younger adults with early-onset dementia face. These themes are not just numbers or statistics—they reflect real stories, feelings, and day-to-day struggles that can sometimes be hidden in larger studies. The chapter also looks at how these experiences compare with what is already known from the literature, helping to show where services are succeeding and where gaps remain.
Presenting the results thematically also allows the research to highlight patterns across different participants while still respecting each person’s unique experience. For example, multiple participants might talk about delays in diagnosis, but the reasons and impacts of those delays can differ depending on their age, location, or type of dementia. By exploring these nuances, the study can provide a deeper understanding of what it is like to live with early-onset dementia and try to access health and social care services in the UK.
Another purpose of this chapter is to give the reader a sense of the emotional and social aspects of living with early-onset dementia. The interviews reveal more than practical barriers—they also shed light on feelings of isolation, frustration, and worry about the future. Including this perspective is important because it helps professionals, policymakers, and carers understand the full impact of the condition beyond the medical side.
Finally, this chapter sets the stage for actionable insights and recommendations. By clearly showing the challenges and difficulties faced by participants, it provides a foundation for thinking about how services could be improved, what support is needed, and how younger adults with dementia can be better included and understood within the health and social care system.


Participant Characteristics
The study included 10 participants, aged 38–62, all formally diagnosed with early-onset dementia. Participants were recruited via dementia support organizations, online networks, and healthcare providers. Six participants were male and four were female. Two participants had additional input from family carers due to communication challenges. All participants had experienced at least one healthcare or social care interaction following their diagnosis, providing relevant insight into barriers encountered.

Emerging Themes
Thematic analysis identified five key themes:
1. Delays and Challenges in Diagnosis 
2. Inadequacy of Age-Appropriate Services 
3. Systemic and Structural Barriers 
4. Psychosocial Impacts and Isolation 
5. Navigating Support Networks 

Delays and Challenges in Diagnosis
All participants reported significant delays in receiving a formal diagnosis, ranging from 12 months to over three years after initial symptom onset. Misdiagnosis with depression, stress, or other psychiatric conditions was common. Participants described experiencing frustration and confusion due to lack of clarity and support during this period.
“I knew something was wrong, but the doctors kept telling me it was just stress. It took two years before they finally said it was dementia.” – Participant 3
These findings are consistent with previous research indicating that younger adults often experience atypical symptoms, which healthcare professionals may fail to recognize (Draper et al., 2016; Withall, 2013). Delayed diagnosis not only postpones access to medical interventions but also hinders eligibility for social care services, compounding stress and uncertainty.

Inadequacy of Age-Appropriate Services
A prominent theme was the lack of services tailored to younger adults. Day centers, support groups, and residential care facilities were reported as predominantly designed for older populations, making participants feel socially isolated.
“The local support group is full of people in their 80s. I felt completely out of place.” – Participant 7
Participants expressed frustration at the scarcity of peer networks for younger adults, limiting opportunities for meaningful social engagement. These findings align with previous literature emphasizing the need for age-appropriate interventions (Alzheimer Europe, 2021; Pype et al., 2019).

Systemic and Structural Barriers
Structural barriers included eligibility criteria, funding limitations, and geographic disparities. Participants living in rural areas reported that accessing specialist services required long travel, adding financial and logistical burdens.
“The nearest specialist clinic is over an hour away. I can’t drive anymore, so getting there is almost impossible.” – Participant 5
Additionally, inconsistencies in professional knowledge and training led to variable care quality. Some participants reported encountering staff who were unfamiliar with early-onset dementia, resulting in inadequate or inappropriate interventions. These findings support evidence that service provision is often fragmented and inequitable for younger adults with dementia (Young et al., 2019).

Psychosocial Impacts and Isolation
Participants described significant emotional and social challenges, including anxiety, depression, and social isolation. The loss of employment was frequently mentioned, creating financial stress and reducing self-esteem. Family carers also reported emotional strain and difficulty accessing support services.
“I had to leave my job. That was a huge blow. I felt useless, even though I’m still capable in many ways.” – Participant 2
These experiences reinforce prior findings that early-onset dementia profoundly impacts mental wellbeing, social identity, and family dynamics (Draper et al., 2016; Withall, 2013). The lack of tailored psychosocial support contributes to these negative outcomes, highlighting a gap in service provision.

Navigating Support Networks
Despite these challenges, participants identified strategies to navigate the system, including seeking advice from peer networks, online forums, and advocacy organizations. Some highlighted the importance of proactive self-advocacy and involvement in care planning.
“Connecting with other younger people online helped me understand my options. Otherwise, I would have felt completely lost.” – Participant 8
These findings suggest that informal support networks partially mitigate barriers but cannot replace formal, accessible services. This aligns with literature emphasizing the need for integrated, person-centered approaches (Kitwood, 1997).

Discussion
The findings of this study corroborate existing literature while providing new insights into the experiences of young adults in the UK.
1 Diagnostic Delays
Delays in diagnosis remain a major barrier. The study reinforces prior evidence that atypical presentations and professional knowledge gaps contribute to misdiagnosis (Hynes & Birt, 2018). Early and accurate diagnosis is critical for timely access to medical interventions, social care, and support networks.
2 Service Gaps and Inequities
The study confirms that younger adults are underserved by existing health and social care systems. Age-inappropriate services, eligibility restrictions, and geographic disparities exacerbate inequities (Alzheimer Europe, 2021). There is a clear need for policy reforms to ensure equitable access to services tailored for younger populations.
3 Psychosocial Consequences
Participants’ experiences underscore the psychosocial burden of early-onset dementia, including isolation, employment loss, and caregiver stress. These findings echo prior research and highlight the importance of holistic care addressing emotional, social, and practical needs (Draper et al., 2016; Pype et al., 2019).
4 The Role of Informal Support
While informal networks provide critical support, reliance on them underscores systemic gaps. This emphasizes the importance of integrating formal services with peer support initiatives to ensure comprehensive care (Kitwood, 1997).
5 Implications for Practice
The findings suggest several practical implications:
Professional Training: Healthcare and social care staff require education specific to early-onset dementia. 
Service Development: Creation of age-appropriate day centres, support groups, and residential options. 
Policy Reform: Revising eligibility criteria to accommodate younger adults with complex needs. 
Holistic Approaches: Incorporating mental health, social, and occupational support in care plans. 

Limitations of Findings
While this study provides valuable insights, several limitations should be acknowledged:
Small, purposive sample limits generalizability. 
Self-reporting and recall bias may affect accuracy. 
Potential selection bias as participants connected to support organisations may have different experiences than those who are not engaged. 
Despite these limitations, the findings offer rich, detailed insights into barriers experienced by younger adults with dementia and highlight areas for future research.

Summary
This chapter has presented the results of the qualitative study and discussed them in relation to the existing literature. Five major themes emerged, highlighting diagnostic delays, inadequate services, systemic barriers, psychosocial impacts, and strategies for navigating support networks. The findings reinforce and expand upon previous research, providing evidence of unmet needs among younger adults with early-onset dementia in the UK. These insights will inform recommendations and conclusions in Chapter 5.

Chapter 5
Introduction
This chapter presents the key recommendations arising from the findings of this study, followed by the overall conclusions. The research aimed to explore barriers faced by young adults with early-onset dementia when accessing health and social care services in the UK. Drawing upon the findings in Chapter 4 and the literature reviewed in Chapter 2, this chapter provides actionable recommendations for practice, policy, and future research. The chapter also reflects on the study’s contributions, limitations, and implications for improving the quality of life for younger adults with dementia.
This chapter is important because it not only summarises what the research has found but also looks forward to practical ways that the lives of younger adults with early-onset dementia can be improved. The aim is to move beyond identifying problems and focus on solutions that can make a real difference. By reflecting on the experiences shared by participants, this chapter considers how services, policies, and support networks can better meet the needs of younger adults who often feel overlooked or underserved.
The chapter also considers the bigger picture of what these findings mean for families, carers, and the wider community. Early-onset dementia does not just affect the individual diagnosed; it impacts partners, children, and friends who often take on caregiving roles. Understanding these wider effects is crucial for creating support systems that address both practical and emotional challenges.
In addition to providing recommendations, this chapter highlights the contribution of the study to understanding early-onset dementia in the UK. While much research focuses on older adults, this study gives a voice to younger people and shows that their experiences are unique and need to be addressed differently. The chapter also acknowledges the limitations of the research, such as the small sample size and the fact that participants were connected to support organisations, which may not represent all experiences.


Recommendations for Practice
Enhancing Early Diagnosis
The study highlights significant delays in diagnosis due to atypical symptoms and limited awareness among healthcare professionals (Draper et al., 2016; Hynes & Birt, 2018). To address this, healthcare systems should:
Increase professional training: General practitioners, neurologists, and mental health practitioners should receive targeted education on early-onset dementia symptoms, assessment tools, and referral pathways. 
Develop specialized diagnostic pathways: Dedicated clinics or rapid-access memory services for younger adults could reduce delays and improve accuracy of diagnosis (Withall, 2013). 
Raise public awareness: Campaigns aimed at younger populations and their families can help identify symptoms early and reduce stigma associated with dementia. 

Expanding Age-Appropriate Services
Participants reported that many social care services are designed for older adults, leaving younger adults socially isolated and underserved (Alzheimer Europe, 2021; Pype et al., 2019). Recommendations include:

Creating peer networks: Establishing support groups and day centres specifically for younger adults can improve social inclusion and psychosocial wellbeing. Tailored occupational programs: Initiatives that support continued employment, volunteering, or skill development for younger adults can mitigate the impact of early retirement and social disengagement. 
Flexible residential care options: Developing housing or care services that consider the social, recreational, and independence needs of younger adults is essential for person-cantered care. 

Improving Accessibility and Equity
Structural barriers, including geographical disparities and restrictive eligibility criteria, were identified as significant challenges (Young et al., 2019). To enhance equity:
Policy reform: Review eligibility criteria for social care to ensure younger adults with dementia can access appropriate support regardless of age or location. 
Integrated care models: Promote collaboration between health and social care services to provide holistic, coordinated support. 
Digital and remote solutions: Utilize telehealth and online support platforms to increase accessibility, especially for rural populations or those with mobility limitations. 

Supporting Carers and Families
Carers experience emotional, practical, and financial challenges when supporting younger adults with dementia (Draper et al., 2016; Hynes & Birt, 2018). Recommendations include:
Carer training and respite services: Providing education and temporary relief can reduce stress and improve the quality of care. 
Inclusive care planning: Encourage active involvement of carers in decision-making, ensuring that interventions consider the family unit. 
Emotional support services: Access to counselling, peer support groups, and mental health services for carers is crucial to prevent burnout and maintain wellbeing. 

Recommendations for Policy and Research
Policy Recommendations
National strategy for early-onset dementia: Policymakers should develop targeted strategies to address the needs of younger adults, including service provision, workforce training, and funding allocation. 
Monitoring and evaluation: Systematic evaluation of existing services can identify gaps and inform continuous improvement. 
Legislation and funding adjustments: Ensure that policies and funding models accommodate the unique challenges faced by younger adults, including long-term care planning and employment support. In addition to these core policy recommendations, it is important for decision-makers to take a more practical and people-focused approach. For example, policies should be designed to make it easier for younger adults to access services without having to meet criteria that were originally created for older adults. This could include simplifying referral processes, reduce waiting times, and ensure that support is flexible enough to meet different needs, whether someone is still working, raising a family, or living independently.
Policymakers could also focus on raising awareness among local authorities and healthcare providers about early-onset dementia. By improving understanding at all levels—from frontline staff to service managers—services can become more responsive and reduce the frustration and isolation often experienced by younger adults. This could include mandatory training for healthcare and social care staff, workshops for local councils, and guidance for employers to support staff diagnosed with early-onset dementia.
Another key area is ensuring that funding is allocated in a way that allows innovative services to be developed. For example, creating age-appropriate day centres, peer networks, or online support platforms can help younger adults feel less isolated and more included in their communities. Policy should encourage collaboration between health services, social care, charities, and community organisations to provide integrated care.
Finally, policies should actively involve people with early-onset dementia and their carers in decision-making. Listening to lived experiences ensures that strategies are grounded in reality and meet real needs rather than assumptions. Regular consultation, feedback loops, and co-design initiatives can make policies more effective, equitable, and practical. By adopting these approaches, policymakers can create a system that not only addresses medical needs but also supports emotional wellbeing, independence, and social inclusion for younger adults living with dementia.
 
Research Recommendations
Conduct longitudinal studies to understand the evolving needs of younger adults with dementia and the long-term effectiveness of interventions. 
Investigate digital and technological innovations, such as telehealth, apps, or virtual support networks, to improve service accessibility. 
Explore intersectional factors, including socioeconomic status, gender, and ethnicity, to identify disparities in access and outcomes. 

Conclusion
This dissertation has explored the barriers faced by young adults with early-onset dementia when accessing health and social care services in the UK. The study demonstrates that diagnostic delays, inadequate age-appropriate services, systemic inequities, and psychosocial challenges collectively hinder effective care and negatively impact quality of life.
Key contributions of this research include:
Evidence-based insights: The study highlights real-world experiences of younger adults, adding depth to existing literature dominated by older populations. 
Identification of systemic gaps: Findings illuminate structural and policy-related barriers, providing a foundation for service improvement. 
Practical and policy recommendations: The dissertation offers actionable steps for healthcare providers, policymakers, and social care practitioners to enhance the wellbeing of younger adults with dementia. 





By addressing these recommendations, it is possible to foster a more inclusive, responsive, and person-centered approach to dementia care for younger adults. Ultimately, the study emphasizes that early-onset dementia requires recognition as a distinct healthcare challenge, demanding tailored services, informed policy, and ongoing research to support affected individuals and their families. In addition to the key contributions, this study also highlights the human side of living with early-onset dementia. Beyond the statistics and policies, younger adults experience real struggles every day—uncertainty about their future, changes in relationships, and challenges maintaining employment or hobbies. These personal experiences underline why it is so important for health and social care systems to move beyond a “one-size-fits-all” approach. Care needs to be flexible, responsive, and designed with the person at the centre, recognizing that younger adults have different priorities, lifestyles, and social roles compared to older adults.
Another important takeaway is the role of informal support. Families, friends, and peer networks often act as lifelines for younger adults, helping them navigate a system that is not always welcoming or easy to understand. However, relying solely on informal support is not enough. Policymakers and service providers need to ensure that formal services are accessible, practical, and tailored to the needs of this population. This could include age-appropriate day centres, online platforms, employment support, and mental health resources, all designed to help younger adults maintain independence and quality of life.





The findings also emphasize the importance of listening to the voices of those affected. People living with early-onset dementia and their carers have valuable insights that can inform service improvements, shape policy, and inspire innovative solutions. Involving them in decision-making ensures that changes are meaningful, realistic, and directly address their needs.
Ultimately, this dissertation shows that improving care for younger adults with dementia is not just about medical interventions; it is about creating a supportive environment where individuals can live with dignity, remain engaged in society, and feel understood. By combining evidence, practical recommendations, and the lived experiences of younger adults, this research aims to inspire more inclusive, empathetic, and effective approaches to dementia care.
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