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Chapter 1: Introduction
1.1 Background and Context
Alzheimer’s disease, a progressive neurodegenerative disorder, represents one of the most pressing global health challenges associated with ageing. It leads to cognitive decline, memory loss, and significant impairment in daily functioning, ultimately impacting independence and quality of life (Barbe et al., 2018). Within the UK, Alzheimer’s disease and related dementias currently affect an estimated 944,000 individuals, a figure projected to exceed one million by 2030 and 1.6 million by 2040 (NHS England, 2024). As the UK population ages, dementia care provision has become a key public health priority. However, disparities persist across ethnic groups, with individuals from minority backgrounds often facing greater challenges in accessing timely diagnosis and appropriate support (Giebel et al., 2015; Co et al., 2023).
South Asian communities, including those of Indian, Pakistani, Bangladeshi, and Sri Lankan heritage, constitute one of the largest and fastest-growing minority groups in the UK. Despite their growing demographic presence, evidence indicates that South Asian older adults (aged 60 and above) remain underrepresented in dementia diagnosis statistics and service use (Hussain, 2022). The NHS Race and Health Observatory reports that less than 3% of dementia diagnoses occur within Black and South Asian groups, although these communities collectively account for around 7–8% of the UK’s elderly population (Co et al., 2023). This disparity not only signals inequity in access to healthcare but also points to deeper systemic, cultural, and informational barriers preventing early recognition and management of Alzheimer’s disease within these communities (Hussain, 2022).
The significance of addressing these inequalities cannot be overstated. Research consistently demonstrates that early diagnosis and intervention are key to improving symptom management, delaying institutionalisation, and enhancing both patient and caregiver outcomes (Hossain and Khan, 2020). Yet, among South Asian families, dementia is often misunderstood, culturally stigmatised, or normalised as a natural aspect of ageing (Giebel et al., 2015; Hussain, 2022). Consequently, formal care pathways are frequently underutilised, and many cases  go undiagnosed until symptoms become severe (Hussain, 2022). This study situates itself within this context


of inequality and cultural complexity, seeking to identify and synthesise the key barriers to Alzheimer’s care access for South Asian elders in the UK and to evaluate evidence-based strategies that could mitigate these barriers.
1.2 Problem Statement
Despite policy efforts to promote health equity, South Asian elders in the UK continue to experience disproportionate challenges in accessing Alzheimer’s-related services (Alladi et al, 2022). These challenges manifest through multiple, interconnected layers: cultural beliefs that frame dementia as a personal or spiritual issue, stigma that prevents open discussion, language barriers that hinder communication, and limited awareness of available resources (Hussain, 2022; Raphael, 2022). The healthcare system, meanwhile, often lacks the cultural competence required to engage effectively with South Asian families, leading to mistrust and reduced uptake of diagnostic assessments (James et al., 2024).
This underdiagnosis is particularly concerning given the demographic trajectory of the UK’s ageing South Asian population, which is expected to double by 2031 (Alzheimer’s Society, 2023). Without targeted and culturally sensitive interventions, disparities in dementia care are likely to widen, deepening health inequities and increasing caregiver burden (Alladi et al, 2022). The absence of comprehensive, population- specific evidence further complicates efforts to design effective interventions. Most existing research treats minority ethnic experiences as a monolithic category, thereby obscuring the distinct socio-cultural dynamics within South Asian communities (Hossain et  al., 2020). This dissertation addresses that gap  by systematically reviewing literature focused on South Asian elders’ access to Alzheimer’s care in the UK.
1.3 Existing Research and Knowledge Gaps
The existing body of literature provides valuable insights into general dementia care challenges across ethnic minority populations. Studies consistently report barriers such as low awareness of dementia symptoms, stigma, language difficulties, and lack of culturally appropriate services (Cipriani et al., 2020; Giebel et al., 2015). However, few studies focus specifically on South Asian communities in the UK, and those that do often lack depth or generalise experiences across diverse subgroups.


Research has shown that within South Asian families, cognitive decline in older relatives is often viewed as a natural or spiritual process rather than a medical condition requiring professional care (Hossain and Khan, 2020). Stigma surrounding mental and cognitive disorders can result in concealment of symptoms, delaying medical consultation (Hussain, 2022). Moreover, family-centred caregiving norms, where elder care is considered a filial duty, further limit the perceived necessity of professional services (Hossain et al., 2020).
Informational barriers also play a critical role. Many South Asian elders and their families have limited access to dementia-related information in languages they understand, such as Urdu, Punjabi, Bengali, or Tamil (Cipriani et al., 2020). As a result, awareness of early symptoms, diagnosis pathways, and available support remains low. Mistrust in healthcare systems, sometimes rooted in  past experiences of discrimination or communication failures, exacerbates this disengagement (James et al., 2024).
Emerging evidence suggests that culturally adapted interventions, such as bilingual outreach programmes, faith-based education sessions, and community ambassador models, can improve dementia awareness and help-seeking behaviour (Alzheimer’s Society, 2023; Garcia et al., 2024). However, these initiatives are often small-scale or lack rigorous evaluation. Therefore, there is a need for a systematic synthesis of available research  to  identify which cultural  and informational barriers  most significantly hinder  access,  and  what  interventions demonstrate promise  in overcoming them.
1.4 Rationale
The rationale for this study is twofold. Firstly, the underdiagnosis of Alzheimer’s among South Asian elders represents a critical gap in health equity, with far-reaching clinical and social implications. Early diagnosis facilitates timely treatment, planning, and support for both patients and caregivers (Hossain and Khan, 2020). Secondly, while NHS and public health frameworks increasingly prioritise culturally competent care, their effective implementation requires community-specific evidence (James et al., 2024). By systematically reviewing relevant literature, this study contributes to the evidence base needed to design culturally sensitive outreach, multilingual education,



and community-based care strategies that can address the unique barriers faced by South Asian elders
1.6 Research Question, Aim and Objectives 1.6.1 Research Question
What are the cultural and informational barriers that hinder South Asian older adult patients in the UK from accessing appropriate Alzheimer's care services, and which strategies are effective to mitigate these barriers?
1.6.2 Aims of Research
To explore the key barriers that affect access to Alzheimer's care among South Asian older adults (aged 60 and above) living in the UK.
1.6.3 Objectives of Research
1.  To  explore  how  cultural beliefs  and attitudes influence help-seeking for Alzheimer's care in South Asian communities and identify culturally sensitive approaches to improve engagement.
2.  To assess awareness and understanding of Alzheimer’s and available services among South  Asian  older  adults  and  families and recommend targeted educational interventions to bridge knowledge gaps.
3.  To examine how language barriers, stigma, and mistrust in healthcare systems affect access to care, and evaluate community-based and translation-supported strategies to overcome these challenges.
1.7 Scope of the Study
This systematic review focuses specifically on older adults aged 60 and above from South Asian backgrounds residing in the UK. It considers individuals of Indian, Pakistani, Bangladeshi, and Sri Lankan descent, reflecting the major South Asian communities in the country. The review is confined to research addressing cultural and informational barriers to accessing Alzheimer’s care, including diagnostic, treatment, and support services. While other factors, such as socioeconomic status or healthcare infrastructure, may influence access, these are considered only insofar as they intersect with cultural and informational dimensions. The time frame of the literature reviewed prioritises studies published within the last ten years, reflecting contemporary demographic and policy contexts.


1.8 Significance of the Study
This  study  holds  academic,  practical,  and  policy relevance. Academically,  it contributes to the under-researched area of ethnic and cultural disparities in dementia care by offering a focused analysis of South Asian experiences. Practically, the findings may inform healthcare providers, community organisations, and policymakers seeking to enhance culturally competent dementia care. By identifying effective strategies, such as multilingual education campaigns, community liaison roles, or faith- based  awareness programmes,  this  research  supports  the  development  of interventions that resonate with community values and improve health outcomes. Ultimately, the study aims to advance the NHS’s broader commitment to reducing health inequalities and fostering inclusive, person-centred care  for  all ageing populations (Nedelec et al., 2023).
1.9 Structure of the Dissertation
This dissertation is structured into six chapters, each building upon the before present a coherent and evidence-based examination of the research question.
Chapter 1: Introduction: This introductory chapter establishes the background, significance, and scope of the study. It outlines the research problem, rationale, objectives, and research question while situating the topic within broader academic and policy debates.
Chapter 2: Literature Review: Chapter 2 presents a critical synthesis of existing research on Alzheimer’s disease and dementia care access among ethnic minority groups, with an emphasis on South Asian communities in the UK. It explores themes such as cultural perceptions of dementia, stigma, language and informational barriers, and existing community-based interventions.
Chapter 3: Methodology: This chapter outlines the systematic review approach used in this research. It details the inclusion and exclusion criteria, search strategy, data extraction methods, and quality appraisal processes, ensuring transparency and replicability.
Chapter 4: Findings: Chapter 4 presents the key themes emerging from the reviewed literature.  It  identifies recurring cultural  and informational barriers,  such  as misconceptions about dementia, stigma, linguistic challenges, and limited awareness
of services, as well as strategies reported to mitigate these barriers.


Chapter 5: Discussion: This chapter interprets the findings in relation to existing theoretical and policy frameworks. It evaluates how cultural and informational factors interact to influence access and discusses the implications for culturally competent care delivery in the UK context.
Chapter 6: Conclusion and Recommendations: The final chapter summarises the main findings of  the study, reflects on  its limitations, and proposes practical recommendations  for  healthcare practitioners, policymakers,  and  community organisations. It also identifies areas for future research to further enhance equitable
access to Alzheimer’s care among South Asian elders.
1.10 Summary
In summary, this chapter has introduced the focus of the dissertation, examining cultural and informational barriers that hinder South Asian older adults in the UK from accessing appropriate Alzheimer’s care. It has contextualised the issue within broader demographic and healthcare inequalities, highlighted the existing research gaps, and articulated the study’s aims, objectives, and significance. By addressing these gaps through a systematic synthesis of evidence, this research seeks to inform culturally sensitive strategies that enhance early diagnosis, improve service accessibility, and promote equitable dementia care for South Asian elders across the UK.
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Chapter 2: Literature Review 2.1 Introduction
This chapter examines existing research relevant to understanding the barriers faced by South Asian older adults in the UK when accessing Alzheimer’s care. It begins by outlining what Alzheimer’s disease is, including its causes, symptoms, prevalence, and impact on individuals and families. The chapter then explores access to healthcare among minority and migrant populations in general, before narrowing the focus to South Asian communities. Key barriers relating to culture, awareness, language, communication, and systemic issues are analysed to understand their influence on help-seeking behaviour and service engagement. Strategies and interventions aimed at improving accessibility are reviewed, followed by theoretical frameworks that help explain decision-making processes within this group. Finally, gaps within the existing literature are identified to demonstrate why further research is needed. Together, these sections provide a structured foundation for understanding the context,
rationale, and relevance of the present study.
2.2 Understanding Alzheimer’s Disease
Alzheimer’s disease  is  a progressive neurodegenerative condition  that affects memory, thinking ability, behaviour, and functional independence (Zvěřová, 2019). It is the most common form of dementia and primarily affects older adults, although symptoms may begin years before diagnosis. Alzheimer’s develops gradually and worsens over time, leading to severe cognitive impairment and an increasing need for daily support (Sohrabi and Weinborn, 2019). The disease is characterised by the gradual destruction of brain cells, particularly in areas related to memory and reasoning (Ribas et al, 2023). As a result, individuals may struggle with tasks such as remembering names, navigating familiar environments, or making decisions. Over time, symptoms progress  to  significant confusion, communication difficulties, personality changes, and loss of physical autonomy (Zvěřová, 2019). Because of its slow and subtle onset, many individuals and families fail to recognise the early warning signs, which contributes to delayed diagnosis and reduced access to appropriate care (Sohrabi and Weinborn, 2019).


Alzheimer’s disease is irreversible, and there is currently no cure. Management focuses on slowing symptom progression, improving quality of life, and supporting both patients and caregivers (Zvěřová, 2019). Treatment may involve medications, behavioural interventions, and structured support services. Early diagnosis  is considered beneficial, as it enables families to plan, access resources, and make informed decisions before symptoms become severe (Sohrabi and Weinborn, 2019). However, many communities, including South Asian families in the UK, experience delays in diagnosis due to limited awareness, stigma, cultural beliefs, and challenges navigating the healthcare system (Ribas et al, 2023). Understanding the nature of the disease, its causes, symptoms, and progression is therefore critical to analysing barriers to care in specific populations (Ribas et al, 2023).
2.2.1 Causes of Alzheimer’s Disease
The causes of Alzheimer’s disease are recognised as multifactorial, involving a combination of biological, genetic,  and environmental influences that develop gradually over time (Adams, 2021). Biologically, the most distinctive feature of Alzheimer’s is the abnormal buildup of toxic proteins within the brain. Two key proteins are believed to contribute to this damage: amyloid beta and tau. Amyloid beta accumulates between  nerve  cells, forming  sticky plaques  that interfere with communication between neurons (Scheltens et al, 2016). At the same time, tau proteins inside the cells become twisted into tangles, disrupting the transport of nutrients and chemicals essential for cell survival. These combined processes contribute to inflammation and the gradual death of brain cells, particularly in areas responsible for memory, reasoning, and cognitive regulation (Sheppard and Coleman,
2020).
Genetics also play a meaningful role  in increasing susceptibility to Alzheimer’s disease. While most cases are not directly inherited, individuals with a close family history, such as a parent or sibling, have a higher risk of developing the condition (Adams, 2021). In a small number of cases, specific inherited genetic mutations can cause Alzheimer’s at an earlier age, typically before 65. However, for most older adults, genes influence risk rather than determine certainty (Scheltens et al, 2016). Age remains the strongest contributing factor, with the likelihood of developing the disease rising significantly after the age of 65. This increase may be linked to natural


ageing processes such as oxidative stress, reduced cell repair, and changes in the immune system (Sheppard and Coleman, 2020).
Environmental and  lifestyle elements also contribute to  the development of Alzheimer’s disease. Factors such as cardiovascular health, diet, physical inactivity, smoking, and chronic conditions like diabetes or hypertension are believed to play a role by affecting blood flow and the health of brain cells (Scheltens et al, 2016). Social isolation, low levels of mental stimulation, and limited education in early life have also been identified as potential long-term risk factors. Taken together, research suggests that Alzheimer’s  disease  emerges  from  the  complex  interplay  of  biological vulnerability, lifestyle exposures, and ageing, rather than a single identifiable cause (Sheppard and Coleman, 2020).
2.2.2 Symptoms and Progression
The symptoms of Alzheimer’s disease vary widely between individuals and generally worsen over time as the condition progresses. In the early stages, symptoms may appear subtle and are often mistaken for normal ageing (Dietlin et al, 2019). Common early signs include forgetfulness, difficulty recalling recent conversations or events, and challenges in organising tasks or managing daily routines. Individuals may misplace items, become confused in unfamiliar environments, or struggle to find the right words during conversation (Bature et al, 2017). These early changes can affect confidence and independence yet may go unnoticed by family members until they become more frequent or disruptive (Parnetti et al, 2019).
As Alzheimer’s progresses to the middle stage, symptoms become more noticeable and increasingly interfere with  daily activities. Individuals may have  difficulty recognising familiar faces, including close friends or relatives (Dietlin et al, 2019). Challenges in communication become more pronounced, with reduced vocabulary and difficulty expressing needs or understanding instructions (Bature et al, 2017). Behavioural and emotional changes often emerge, including irritability, anxiety, confusion, agitation, or withdrawal from social interactions. Decision-making and judgement decline, which may lead to safety concerns such as wandering or vulnerability to accidents (Dietlin et al, 2019).



In  the advanced stage, symptoms become severe, and individuals experience profound cognitive and physical decline (Bature et al, 2017). Memory loss becomes extensive, and the person may no longer recognise immediate family members or understand their surroundings. Basic functions such as swallowing, walking, dressing, or using the bathroom require significant assistance or may become impossible without full-time care  (Parnetti  et  al,  2019).  Speech is  greatly reduced, and communication may be limited to sounds or facial expressions. The long-term nature of Alzheimer’s, combined with increasing dependency, places significant emotional, financial, and physical strain on families and caregivers (Dietlin et al, 2019).
2.3 Impact on Older Adults and Families
The impact of Alzheimer’s disease on older adults can be profound. Individuals often experience distress due to confusion, memory loss, and the loss of independence. Emotional responses may include fear, frustration, anxiety, or a sense of loss as they struggle with tasks that once seemed routine (Maresova et al, 2016). Reduced ability to communicate or maintain relationships can lead to loneliness and withdrawal. Many individuals also develop behavioural or psychological symptoms such as aggression, paranoia, or depression. These changes can affect a person’s dignity and sense of identity, making compassionate and person-centred care essential (Scerri, 2017).
For families and caregivers, the burden is often substantial. Providing care may involve emotional labour, time investment, and significant lifestyle adjustments. Family members may be required to support daily living activities such as bathing, dressing, or feeding (Maresova et al, 2016). Over time, caregiving responsibilities can disrupt employment, social relationships, and personal well-being. Stress, burnout, and emotional strain are common among caregivers, particularly when support services are limited or difficult to access (Scerri, 2017). In many South Asian families, caregiving is traditionally seen as a family responsibility rather than a role to be shared with formal care providers (Maresova et al, 2016). While this may offer emotional closeness, it can also restrict access to appropriate support and increase caregiver strain. The emotional and practical demands highlight the importance of accessible, culturally appropriate support services (Scerri, 2017).



2.4 Access to Healthcare Services in Minority and Migrant Populations
Accessing healthcare is influenced by multiple social, cultural, and systemic factors, and these challenges can be more pronounced for minority and migrant groups. Barriers such as unfamiliarity with healthcare pathways, language differences, and confusion about the role of medical services may delay help-seeking (Duran-Kiraç et al, 2022). Additionally, some individuals may have expectations shaped by healthcare systems in their countries of origin, where services may only be accessed in emergencies rather than for prevention or early diagnosis (Sun et al, 2019). Mistrust, perceived discrimination, and reliance on family or community networks for health guidance can also contribute to lower engagement. When healthcare systems lack cultural sensitivity or do not actively address these factors, formal services may appear inaccessible, unwelcoming, or irrelevant to minority groups (Sagbakken and Kumar, 2017).
In the UK, healthcare aims to be universally accessible, yet inequalities remain, particularly in relation to long-term conditions such as dementia and Alzheimer’s disease (Duran-Kiraç et al,  2022). Migrant and minority populations are often diagnosed later and are less likely to access specialist memory services, support groups, or early intervention programmes (Sun et al, 2019). Limited culturally tailored services, insufficient bilingual support, and a lack of targeted health education campaigns contribute to these disparities. For conditions requiring early recognition and ongoing engagement, such as Alzheimer’s disease, these barriers significantly affect health outcomes and delay essential care (Sagbakken and Kumar, 2017). Understanding these systemic challenges is crucial when examining the experience of South Asian older adults within the UK's dementia care landscape (Sun et al, 2019). 2.5 Cultural Barriers to Accessing Alzheimer’s Care
Cultural beliefs significantly shape how health conditions are understood and managed, with a profound impact on help-seeking behaviour among South Asian communities (Solis, 2024). In many cases, memory loss or confusion in older age is perceived as a normal and inevitable part of the ageing process rather than a symptom of a medical condition such as Alzheimer’s disease (Sorrentino et al, 2025). When cognitive decline is interpreted as a routine stage of life, families are less likely to


consider medical assessment or intervention. In some South Asian households, illness may also be understood through spiritual or moral frameworks, where symptoms are seen as a test of faith, destiny, or the result of life experiences rather than a biological disorder (Parveen et al, 2017). These interpretations can lead to acceptance rather than action, resulting in delayed recognition and treatment. In addition, discussions about cognitive health may be avoided due to discomfort or concern about causing distress, meaning that early warning signs are often ignored or minimised (Sorrentino et al, 2025).
Stigma presents another influential cultural barrier. Mental health-related conditions are sometimes associated with shame or social consequences, due to misconceptions linking dementia with madness or loss of control (Parveen et al, 2017). As a result, individuals and families may conceal symptoms to avoid judgment from the wider community. The strong cultural value placed on family duty also affects care decisions (Solis, 2024). In many South Asian families, caring for older relatives is viewed as a moral responsibility rooted in respect, cultural identity, and traditional generational values. Seeking formal support may be interpreted as failing to fulfil family obligations or exposing private matters to strangers (Parveen et al, 2017). These beliefs can make families hesitant to use external services, even when symptoms become difficult to manage (Sorrentino et al, 2025).
To effectively address these cultural barriers, healthcare services must adopt approaches that respect cultural norms while increasing awareness of the medical nature of Alzheimer’s disease (Solis, 2024). Providing culturally sensitive education, engaging trusted community figures, and normalising conversations about dementia can help promote earlier recognition and improve access to appropriate care (Sorrentino et al, 2025).
2.6 Awareness and Knowledge-Related Barriers
A lack of awareness and understanding of Alzheimer’s disease presents a significant barrier to accessing care among South Asian communities. Many individuals are unfamiliar with the medical nature of the condition, its symptoms, or the importance of early intervention (Erel et al, 2017). When early signs such as confusion, repetition, or difficulties with daily tasks are mistaken for stress, ageing, or temporary forgetfulness,


families may not recognise the need for medical assessment. This misunderstanding reduces the likelihood of seeking help during the early stages when interventions may be most effective (Lazarova and Petrova-Antonova, 2024). In some cases, families may believe that Alzheimer’s has no treatment or outcome benefits, further reinforcing the perception that medical support is unnecessary. This lack of knowledge can delay diagnosis and limit engagement with available care pathways (Lim and Sharmeen, 2018).
Knowledge barriers also affect awareness of the range of services available to support individuals living with Alzheimer’s and their families. Many South Asian families are unfamiliar with memory clinics, specialist assessments, or community support groups that can provide guidance and practical help (Erel et al, 2017). When information is available primarily in English or presented through unfamiliar platforms, older adults may find it inaccessible (Lazarova and Petrova-Antonova, 2024). Additionally, formal services are not always promoted through culturally comfortable or trusted channels such  as religious settings, ethnic media, or community associations (Lim and Sharmeen, 2018). As a result, families may rely on informal networks or attempt to manage symptoms without professional guidance. Increasing awareness through culturally tailored outreach and education, delivered in relevant languages and community settings, is essential to encourage earlier help-seeking and facilitate better access to appropriate Alzheimer’s care (Erel et al, 2017).
2.7 Language and Communication Barriers
Language plays a central role in navigating healthcare, and limited English proficiency can significantly hinder access to support for older South Asian adults. When individuals cannot confidently describe symptoms, understand medical terminology, or follow advice, their ability to engage with services is reduced (Giebel et al, 2021). Dementia-related symptoms are often complex and subtle,  and without clear communication, there is  a  risk of misunderstanding or misdiagnosis. Although interpreter services exist, some individuals may feel uncomfortable sharing personal or sensitive information through a third party (Hockley et al, 2025). In addition, interpreters may not always be trained in medical terminology or dementia-specific language, which can affect the accuracy and quality of discussions. Differences in


dialect, literacy levels, or the absence of written translations in relevant languages can further exacerbate communication difficulties (Volkmer et al, 2024).
Communication barriers are not limited to language alone but also relate to differences in  interaction  style  and  health  literacy.  Some  South  Asian  individuals  may communicate indirectly or avoid asking clarifying questions to avoid appearing disrespectful or uninformed (Giebel et al, 2021). This may result in passive agreement rather than genuine understanding. Confusion, frustration, or mistrust may develop if individuals feel unheard or unable to express themselves (Hockley et al, 2025). These challenges emphasise the need for culturally informed communication approaches, accessible translated materials, and multilingual support to ensure equal access to Alzheimer’s care (Volkmer et al, 2024).
2.8 Systemic and Structural Barriers
Systemic and structural barriers play a significant role in limiting access to Alzheimer’s care for South Asian older adults. One major barrier relates to how dementia services are organised and delivered (Adkins‐Jackson et al, 2023). Navigating healthcare systems often requires familiarity with referral pathways, appointment procedures, and follow-up processes, which can be overwhelming for those unfamiliar with the structure of the UK healthcare system (Watson et al, 2021). This is particularly challenging for first-generation migrants who may have had limited interaction with formal healthcare systems earlier in life. Long waiting times, limited availability of culturally appropriate dementia services, and a lack of continuity in care can further discourage families from seeking support (Aranda et al, 2023). Availability of professionals trained in culturally sensitive dementia assessment is also inconsistent, which may affect diagnosis accuracy and patient comfort. These systemic limitations can lead to delayed diagnosis and inconsistent care, particularly for individuals whose symptoms are not immediately recognised or prioritised (Adkins‐Jackson et al, 2023).
In addition to structural complexity, healthcare environments may unintentionally feel unwelcoming or inaccessible. Limited representation of culturally diverse staff, inadequate translation support, and the absence of culturally familiar care practices can contribute to feelings of discomfort or exclusion (Adkins‐Jackson et al, 2023). Some South Asian families may struggle to find dementia support services that


consider dietary preferences, religious needs, gender-sensitive caregiving, or family- centred decision-making models (Watson et al, 2021). Practical challenges such as transport difficulties, digital exclusion, or unfamiliarity with booking systems, especially as many services move online, can further restrict access (Aranda et al, 2023). These barriers are compounded by inequalities in socioeconomic status, meaning some families may lack the financial or logistical resources needed to attend appointments or arrange specialist care (Adkins‐Jackson  et  al,  2023). Overall, systemic  and structural challenges create additional layers of difficulty for South Asian older adults and their families, reinforcing disparities in service utilisation and diagnosis outcomes (Watson et al, 2021). Addressing these barriers requires intentional adaptation of health services to reflect cultural diversity, improve accessibility, and promote equitable dementia care (Aranda et al, 2023).
2.9 Strategies and Interventions to Improve Alzheimer’s Care Access
Improving access to Alzheimer’s care for South Asian older adults requires strategies that recognise cultural values, communication needs,  and community health behaviours (Amador et al, 2021). Culturally tailored awareness campaigns are one effective approach, particularly when delivered through trusted community spaces such as places of worship, cultural associations, or ethnic media (Mattke et al, 2024). Providing information in relevant South Asian languages, using simple terminology, and presenting content in ways that reflect cultural understanding of ageing can help reduce confusion and stigma (Collins et al, 2019). Involving community leaders, faith figures, and bilingual health ambassadors can also help build trust and reinforce the message that Alzheimer’s is a medical condition requiring support rather than a private family matter or part of normal ageing (Amador et al, 2021).
Another key strategy involves adapting healthcare services to be more inclusive and accessible. This may include expanding professional interpreter services, offering bilingual staff, and developing dementia assessments and care pathways that reflect cultural communication styles and family involvement (Amador et al, 2021). Training healthcare providers in cultural competence can help improve relationships between patients and professionals, reducing misunderstandings and increasing confidence in services (Collins et al, 2019). Community-based memory clinics, outreach events, and


family education programmes can also support early identification and help families understand available resources (Collins et al, 2019). By combining culturally sensitive communication with structural support, interventions can encourage earlier help- seeking and more equitable access to Alzheimer’s care (Mattke et al, 2024).
2.10 Theoretical Frameworks
Theoretical frameworks provide  a  lens  through  which  barriers  to  accessing Alzheimer’s care can be understood and analysed. They help explain how cultural beliefs, perceptions of illness, and experiences with healthcare systems shape health behaviours and decision-making. In the context of South Asian older adults, theoretical models are useful for exploring why symptoms may be normalised, how stigma or lack of knowledge affects help-seeking, and why some families rely on informal care instead of formal services. Using frameworks such as the Health Belief Model and the Theory of Planned Behaviour enables a structured examination of attitudes, beliefs, system-level challenges, and external influences that contribute to delays in diagnosis or  limited  service  engagement. Applying  these  models  supports  a  deeper understanding of behavioural patterns  and provides direction  for developing interventions that better align with cultural values and healthcare needs.
2.10.1 Health Belief Model
The Health Belief Model (HBM) offers a valuable framework for understanding how individuals interpret health information and make decisions about seeking care. The model suggests that health behaviours are influenced by perceptions of severity, susceptibility, benefits,  and barriers (Zakrzewski et  al,  2024).  In  the  case  of Alzheimer’s disease, perceived susceptibility refers to whether individuals believe they or a family member is at risk of developing the condition (Jalili et al, 2019). Within some South Asian communities, memory loss is often seen as a normal part of ageing rather than a sign of illness, leading to a low sense of vulnerability and reducing the urgency to seek assessment (Kaushal et al, 2024). If symptoms are seen as expected rather than concerning, the motivation to engage with medical services remains limited
(Zakrzewski et al, 2024).
Perceived severity plays an important role in decision-making. If Alzheimer’s disease is not recognised as a serious medical condition, or if misconceptions exist about its


nature, families may delay or avoid seeking help (Jalili et al, 2019). Some may assume that cognitive decline cannot be  treated  or improved, leading to feelings  of helplessness or resignation (Kaushal et al, 2024). Perceived benefits also shape behaviour. When people are unaware of available treatments, support services, or the value of early diagnosis, they may see little benefit in pursuing care (Zakrzewski et al, 2024).
Perceived barriers are often the strongest influence on behaviour within minority populations. Language difficulties, stigma, mistrust, and cultural beliefs about family responsibility can all act as deterrents to seeking formal care (Jalili et al, 2019). Cues to action, such  as awareness campaigns, community outreach,  or healthcare professional guidance, may help overcome these barriers by providing information that supports recognition and reduces hesitation (Zakrzewski et al, 2024). Self-efficacy, or confidence in navigating the healthcare system, also affects outcomes; individuals who feel unsupported or uncertain may disengage (Kaushal et al, 2024). By applying the Health Belief Model, it becomes easier to identify intervention areas that can enhance motivation, reduce barriers, and encourage early help-seeking among South
Asian families affected by Alzheimer’s disease (Kaushal et al, 2024). 2.10.2 Theory of Planned Behaviour
The Theory of Planned Behaviour (TPB) provides another perspective on how beliefs shape decisions and actions related to health-seeking. This framework argues that behavioural intentions are influenced by three key components: attitudes toward the behaviour, subjective norms, and perceived behavioural control (Schiffman and Werner, 2021). In the context of Alzheimer’s disease, attitudes may include beliefs about the usefulness of diagnosis, concerns about stigma, or assumptions about whether symptoms represent illness or normal ageing (Tang et al, 2025). If families perceive formal diagnosis as unnecessary, ineffective, or frightening, their intention to pursue medical evaluation diminishes (Gamage et al, 2024).
Subjective norms relate  to  perceived expectations or pressures from  family, community members, and cultural traditions. In many South Asian communities, caregiving is seen as a family responsibility, and seeking external support may be perceived as failing in that role (Schiffman and Werner, 2021). Fear of judgment or social gossip may also influence decisions. If families believe that others in their


cultural group do not seek formal care, they may be less inclined to do so themselves (Tang et al, 2025).
Perceived behavioural control reflects confidence in one’s ability to engage with healthcare systems. Factors such as language barriers, unfamiliarity with services, limited culturally appropriate resources, or past negative experiences can reduce perceived control (Schiffman and Werner, 2021). When individuals feel unable to navigate healthcare pathways, they are less likely to seek help even if they recognise a need (Tang et al, 2025). By applying the Theory of Planned Behaviour, researchers and  practitioners  can   better  understand  how  social  expectations,  cultural interpretations, and  confidence  in  navigating  services  influence help-seeking (Gamage et  al,  2024).  This framework supports the development of tailored interventions that build confidence, shift cultural norms surrounding help-seeking, and promote positive attitudes toward early diagnosis and formal dementia care (Gamage et al, 2024).
2.11 Research Gaps and Limitations in Existing Literature
Despite growing awareness of health inequalities, research exploring Alzheimer’s care among South Asian older adults in the UK remains limited. Much of the existing literature focuses broadly on dementia awareness in ethnic minority groups, rather than specifically examining cultural and systemic barriers unique to South Asian communities. As a result, there is an incomplete understanding of how cultural beliefs, migration  history,  and generational differences  shape help-seeking patterns. Additionally, many studies rely on small sample sizes or focus on specific subgroups, such as Indian or Pakistani families, which may limit the ability to generalise findings across the wider South Asian population.
Another gap in the literature is the lack of longitudinal studies tracking how beliefs and behaviours evolve, particularly as social norms shift and younger generations take on caregiving roles. Much research also focuses on family perspectives, with fewer studies capturing the views of older adults themselves, especially those with early- stage cognitive decline who may still have the capacity to reflect on their experiences. Language barriers and stigma may contribute to their limited representation, but their perspectives are essential for developing person-centred care models.


Practical evaluation of interventions is also limited. Although there is increasing recognition of the need for culturally adapted services, few studies have measured the long-term effectiveness of community-based outreach, bilingual support strategies, or culturally sensitive diagnostic tools. As a result, there is insufficient evidence on which approaches most effectively reduce inequalities in access. Finally, literature often underexplores the role of health policy, funding, and workforce diversity in shaping service delivery for this population. Addressing these research gaps is necessary to design interventions that are not only culturally appropriate but also sustainable and accessible.
2.12 Summary
This chapter explored the key factors influencing access to Alzheimer’s care for South Asian older adults in the UK. It examined cultural beliefs, awareness levels, language and communication challenges, and systemic barriers that affect help-seeking and service engagement. The discussion highlighted how cultural interpretations of ageing, stigma, lack of knowledge, and limited culturally adapted services contribute to delayed diagnosis and reduced use of support systems. Theoretical frameworks were used to understand how beliefs and structural factors shape behaviour, and existing gaps in research were identified. Together, these findings demonstrate the complex interplay of cultural, informational, and structural influences affecting Alzheimer’s care access and emphasise the need for tailored strategies to support earlier intervention and equitable care.
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Chapter 3: Methodology 3.1 Introduction
This chapter outlines the research methodology adopted to examine the cultural and informational barriers that hinder South Asian older adults in the United Kingdom from accessing appropriate Alzheimer’s care services. The methodology provides a systematic framework for identifying, selecting, analysing, and synthesising relevant studies to ensure a transparent and rigorous review process. A systematic review design has been chosen to collate existing evidence comprehensively and derive conclusions grounded in multiple data sources. The chapter discusses the research philosophy, approach, study design, strategy, and data collection methods. It also presents the inclusion and exclusion criteria, database search procedures, ethical considerations, and data analysis techniques used in this review. Each component of the methodology is structured in accordance with PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) guidelines to ensure accuracy, credibility,
and replicability.
3.2 Research Philosophy
The philosophical foundation of this study is rooted in interpretivism, which focuses on understanding social phenomena through the subjective meanings and experiences of individuals (Acharya, 2024). Given that this research investigates cultural and informational barriers within specific communities, the interpretivist paradigm is appropriate, as it acknowledges that knowledge and understanding are socially constructed rather than objectively measured (Hunt et al., 2018). Interpretivism allows the exploration of how cultural norms, beliefs, stigma, and language influence South Asian elders’ perceptions and experiences of Alzheimer’s care in the UK (Scott, 2017). Unlike positivism, which seeks universal laws and quantifiable data, interpretivism recognises the complexity and diversity of human behaviour, enabling an in-depth examination of context-specific issues such as mistrust in healthcare systems and
culturally rooted misconceptions surrounding dementia (Raj and Renumol, 2022).
Furthermore, the interpretivist philosophy aligns with the qualitative nature of much of the existing literature in this field, where researchers employ interviews, focus groups, and ethnographic methods to capture personal experiences and cultural narratives


(Scott, 2017). By integrating evidence from both qualitative and quantitative studies, this review aims to interpret rather than simply measure the realities of healthcare access among South Asian elders. This philosophical orientation enhances the ability to derive culturally relevant insights that reflect the lived experiences of the community, thereby guiding the development of practical, inclusive, and culturally sensitive recommendations for healthcare providers and policymakers (Sekhon et al., 2014). The interpretivist perspective thus underpins this review’s aim to move beyond statistical representation and focus on meaning, understanding, and contextual
interpretation of barriers in Alzheimer’s care (Acharya, 2024).
3.3 Research Approach
This study adopts a deductive-inductive hybrid approach, combining elements of both to achieve a comprehensive understanding of the research topic (Sinaga et al, 2025). The deductive component is based on pre-existing theoretical knowledge and evidence that cultural and informational barriers influence healthcare access among ethnic minorities (Szabó et al, 2025). These theoretical assumptions guided the initial formulation of search terms, inclusion criteria, and thematic codes for analysis (Hunt et al., 2018). The deductive process ensures the research remains aligned with established frameworks and scholarly discourse on health inequalities and cultural competence in dementia care (Szabó et al, 2025).
The inductive component, on the other hand, allows themes to emerge organically from the selected literature without imposing rigid theoretical constraints (Braun and Clarke, 2021). As studies are reviewed, new themes, such as fear of social judgment, intergenerational differences in awareness, or language-related dependency, may arise. Integrating both deductive and inductive reasoning ensures the review remains both theory-informed and evidence-responsive (Sinaga et al, 2025). This balanced approach enhances the validity and depth of the findings, allowing the review to not only confirm existing knowledge but also generate novel insights relevant to South Asian populations in the UK. It provides flexibility, ensuring the synthesis captures
emerging cultural patterns and evolving healthcare dynamics (Wæraas, 2022).





3.4 Study Design
This study employs a systematic review design, chosen for its ability to synthesise and evaluate evidence from multiple sources systematically and transparently (Hunt et al., 2018). The systematic review method is particularly suitable for addressing the study’s objectives, as it allows identification of recurring cultural and informational barriers across diverse research contexts. By following the PRISMA framework (Stewart et al., 2015), this review ensures methodological rigour through clearly defined inclusion and exclusion criteria, systematic data extraction, and quality appraisal.
The design encompasses qualitative, quantitative, and mixed-method studies to ensure a broad and balanced understanding of the topic. It prioritises studies published within the last ten years to maintain relevance to current healthcare systems and cultural dynamics (Raj and Renumol, 2022). The systematic approach reduces bias by following structured steps: defining the research question, developing search strategies, screening studies, extracting data, and synthesising findings (Foo et al, 2021). This enables the identification of consistent themes such as stigma, cultural misunderstanding, or mistrust of Western medical practices.
The systematic review design is appropriate because it aggregates fragmented evidence into a coherent synthesis, enhancing understanding of how cultural and informational barriers intersect to shape access to Alzheimer’s care (Lame, 2019). It also facilitates the evaluation of interventions that have been implemented to improve service accessibility for South Asian elders. By critically analysing existing evidence rather than generating new primary data, the design provides a comprehensive and cost-effective method to inform culturally responsive policy and practice (Mannethodi and Nashwan, 2025).
3.5 Research Strategy
The research strategy for this study is guided by the PRISMA protocol, ensuring transparency, reproducibility, and systematic progression through all review stages (Lame, 2019). The strategy begins with a structured database search across PubMed, ScienceDirect, and  Google Scholar, focusing on peer-reviewed journal articles published in English within the last decade. Boolean operators (AND, OR) will refine search terms such as “Alzheimer’s disease,” “dementia,” “South Asian,” “UK,” “cultural barriers,” “stigma,” and “language barriers” (Raj and Renumol, 2022). Reference lists

of included articles will also be reviewed to identify additional relevant studies. This comprehensive approach ensures the inclusion of diverse sources addressing both cultural and informational barriers to Alzheimer’s care in South Asian populations.
The research strategy also incorporates a multi-stage screening process, title and abstract screening, followed by full-text assessment, to ensure that only studies meeting inclusion criteria are retained. Approximately 10–12 high-quality studies will be selected for final analysis (Wee and Banister, 2024). To ensure accuracy, the screening and selection process will be documented using a PRISMA flow diagram, detailing the number of records identified, screened, excluded, and finally included. This  strategy  ensures  that  the  review  remains transparent, traceable,  and methodologically robust.
3.6 Method of Data Collection
Data collection will involve retrieving studies from selected electronic databases using structured search terms and Boolean combinations (Gough and Richardson, 2024). Each search result will be imported into a citation management tool to identify and remove    duplicates.    The     inclusion     of     multiple    databases    enhances comprehensiveness, ensuring the capture of diverse academic perspectives (Aloui et al., 2021). The search will focus on studies published within the last ten years to ensure contemporary relevance. Secondary searches will involve screening the reference lists of included papers to identify additional studies not captured in the initial database search (Gough and Richardson, 2024).
A structured data extraction sheet will be developed to ensure consistency across included studies. Information extracted will include author(s), publication year, country, participant demographics, research design, key findings, limitations, and identified barriers to Alzheimer’s care. Particular attention will be paid to themes such as cultural stigma, language barriers, mistrust, and awareness gaps (Aloui et al., 2021). All data will be compiled in tabular form to facilitate comparison and analysis. This systematic approach ensures reliability and transparency throughout the data collection process.






3.7 PICOS Framework Element                  Description

Population (P) Intervention (I)
Comparison (C) Outcome (O)
Study Design (S)


South Asian older adults aged 60 years and above living in the UK with Alzheimer’s disease or related dementias.
Access to Alzheimer’s care services, including educational and community-based   initiatives    addressing    cultural    and informational barriers.

Comparative understanding of barriers in relation to other ethnic groups or within South Asian subgroups.

Identification  of  cultural  and  informational barriers  and strategies to improve service access and engagement.

Qualitative, quantitative, and mixed-method studies published in peer-reviewed journals within the last ten years.


3.8 Inclusion and Exclusion Criteria 3.8.1 Inclusion Criteria
Studies will be included if they examine South Asian adults aged 60 years or older living in the UK who have been diagnosed with Alzheimer’s disease or related dementias. Eligible research must explore cultural or informational barriers that affect access to care, such as stigma, language difficulties, lack of awareness, or mistrust in healthcare systems. Both qualitative and quantitative studies published in English within the last ten years will be considered to ensure relevance and accuracy. Peer- reviewed journal articles will be prioritised for credibility. Research that investigates or evaluates interventions, including culturally adapted education, translation assistance,


or community awareness initiatives, will also be included, as these studies contribute to understanding strategies that improve access to appropriate Alzheimer’s care.
3.8.2 Exclusion Criteria
Studies will be excluded if they focus on populations outside the UK, on non-South Asian groups, or on participants below 60 years of age. Research published more than ten years ago or in languages other than English will not be considered. Non-peer- reviewed sources such as opinion pieces, grey literature, or conference abstracts lacking full data will be omitted to ensure methodological quality. Additionally, studies that discuss dementia care without addressing cultural or informational aspects will be excluded. Research limited solely to clinical interventions or biomedical outcomes, without consideration of community, cultural, or educational perspectives, will also be excluded to maintain the study’s focus on social and informational barriers to Alzheimer’s care access.
3.9 Database Search Procedure
Database searches will be systematically conducted using predefined keywords combined with Boolean operators (AND, OR) to refine results. The search will focus on peer-reviewed journal articles published in the last ten years to ensure relevance and currency (Veginadu et al, 2022). Titles and abstracts will first be screened for suitability, followed by a detailed full-text review of eligible studies (Gough and Richardson, 2024). Reference lists of included articles will also be checked to identify any additional relevant sources. All search activities and decisions will be documented in accordance with PRISMA guidelines, using a flow diagram to illustrate the number of records identified, screened, excluded, and included (Veginadu et al, 2022). This structured process ensures methodological transparency, replicability, and adherence to best practices for systematic reviews (Stewart et al., 2015).
3.10 Ethical Considerations
As this study constitutes secondary research based solely on previously published data, formal ethical approval  was obtained from  the university. Nonetheless, adherence to ethical principles of academic integrity, transparency, and responsible scholarship will be strictly maintained throughout the research process (Hasan, 2021). Only peer-reviewed studies that have been approved by relevant institutional ethics


committees will be included to ensure that all original research participants were treated ethically, with informed consent, voluntary participation, and confidentiality safeguarded (Jol  and Stommel, 2016). Furthermore, the research will  ensure impartiality and fairness in data selection and synthesis by adhering to rigorous and transparent procedures outlined in the PRISMA framework. This commitment ensures that ethical accountability is embedded within every stage of the review process (Mathers et al., 2018).
To uphold ethical rigour, findings will be reported accurately and objectively, avoiding misinterpretation or selective representation of evidence (Mathers et al., 2018). All sources will be properly cited and referenced to prevent plagiarism and intellectual dishonesty, maintaining the academic integrity of the study (Jol and Stommel, 2016).. Any limitations, such as the exclusion of non-English studies, grey literature, or older publications, will be clearly acknowledged to promote transparency and allow readers to assess potential bias (Hasan, 2021). The data extraction and synthesis will be conducted systematically to minimise subjectivity, ensuring that interpretations are grounded in empirical evidence. By maintaining honesty, precision, and openness in reporting, this study reinforces the ethical principles of fairness, respect for original
authorship, and responsible use of secondary data (Jol and Stommel, 2016).
3.11 Data Analysis and Critical Appraisal
Data extracted from the selected studies will be synthesised using thematic analysis, a method suitable for integrating diverse research designs and identifying recurring patterns (Braun and Clarke, 2021). The six-phase framework proposed by Braun and Clarke (2021) will guide the analysis: (1) familiarisation with the data through repeated reading, (2) generating initial codes, (3) searching for potential themes, (4) reviewing themes, (5) defining and naming themes, and (6) producing the final synthesis. Codes such as stigma, language barriers, cultural perceptions, and  trust  issues will be developed and refined throughout this process (Ayre and McCaffery, 2022).
The identified themes will then be grouped into broader categories, such as “Perceived Normalisation of Symptoms,” “Fear of Social Judgment,” and “Communication and Trust Barriers” (Wæraas, 2022). Subthemes will  be  created where necessary, capturing nuances such as generational awareness differences or variations across


South Asian subgroups. This dual-level thematic structure allows both descriptive and interpretive  insights,  linking  cultural  dynamics  with  healthcare  accessibility (Brignardello-Petersen et al, 2025).
Each included study will undergo critical appraisal using the Critical Appraisal Skills Programme (CASP) tool (Smith et al., 2025). The CASP checklist will assess clarity of research aims, appropriateness of methodology, validity of findings, and ethical conduct. High-quality studies will receive greater weight in synthesis, while findings from weaker studies will be interpreted cautiously (Mannethodi and Nashwan, 2025). Using CASP ensures methodological transparency and enhances the reliability of conclusions.
The final synthesis will integrate findings across studies to construct a comprehensive understanding of cultural and informational barriers. Relationships between identified themes will be analysed to highlight how stigma, language, and mistrust interact to influence access (Kushnir, 2025). This systematic, interpretive synthesis will produce evidence-based insights to inform culturally competent policy and community-level interventions in dementia care for South Asian older adults in the UK (Wæraas, 2022).
3.12 Summary
In summary, this chapter has detailed the methodological framework used to conduct the systematic review. Grounded in  an interpretivist philosophy and  a  hybrid deductive–inductive approach, the study follows PRISMA guidelines to ensure rigour and transparency. The systematic review design, structured search strategy, and thematic analysis enable the comprehensive identification and synthesis of cultural and informational barriers to Alzheimer’s care among South Asian older adults in the UK. Ethical standards, including integrity, transparency, and responsible scholarship, are maintained throughout the process. The following chapter will present the results
derived from the reviewed studies.
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Chapter 4: Results
4.1 Introduction
Chapter 4 presents the results of the systematic review examining barriers to accessing Alzheimer’s care among South Asian older adults (aged 60 and above) living in the UK. This chapter synthesises findings from the selected studies to address the research question and objectives, with a specific focus on cultural, informational, linguistic, and systemic barriers influencing access to care. The results are organised to highlight key themes emerging from the literature, including cultural beliefs and stigma surrounding dementia, levels of awareness and understanding of Alzheimer’s disease and available services, language and communication challenges, and trust in healthcare systems. In addition, this chapter outlines strategies identified within the literature that have shown potential in mitigating these barriers, such as culturally sensitive interventions, community-based approaches, and targeted educational initiatives.
4.2 PRISMA Flow Diagram
The study selection process followed the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines  to  ensure transparency and methodological rigour (Vu-Ngoc et al, 2018). An initial comprehensive search of electronic databases yielded a substantial number of records. After the removal of duplicates, titles and abstracts were screened against the predefined inclusion and exclusion criteria (Dickson and Yeung, 2022). Studies that did not focus on South Asian populations, older adults, Alzheimer’s or dementia care, or the UK context were excluded at this stage. The remaining full-text articles were assessed for eligibility, resulting in a final set of studies included in the review (Dickson and Yeung, 2022). The PRISMA flow diagram summarises this selection process, detailing the number of records identified, screened, excluded, and ultimately included in the synthesis (Vu-
Ngoc et al, 2018).








PRISMA diagram for the study

Articles collected from databases (N= 7780)


Remove Duplicates (N= 5401)



Screening the titles and abstracts for relevance.
(N= 210)

Full text assessment of articles (N= 60)

Article meeting inclusion criteria/ selected articles
(N= 10)


Excluded articles (N= 190)

Full-text articles excluded (N= 15)
- Information from the study is repeated from other included articles (n=20)
- Lack of detail for adequate evaluation (n=11)
- Outcomes are not relevant (n=4)



4.3 Data Extraction
Data extraction was conducted systematically using a structured data extraction table to ensure consistency and accuracy across studies (Caldwell and Bennett, 2020). Key information extracted included author(s), year of publication, study design, sample characteristics, South Asian subgroups represented, and the UK setting. In addition, data relating to identified barriers to accessing Alzheimer’s care, such as cultural beliefs, stigma, language difficulties, lack of awareness, and mistrust of healthcare
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Following extraction, the data were carefully reviewed and synthesised using a narrative thematic approach (Caldwell and Bennett, 2020). This process involved comparing and grouping findings across studies to identify recurring patterns and key themes relevant to the research objectives. Attention was paid to similarities and differences across South Asian subgroups and study designs to enhance the depth of analysis. This structured approach to data extraction and synthesis provided a robust foundation for the thematic presentation of results and the subsequent discussion in
later chapters (Caldwell and Bennett, 2020).


Table 4.1: Data extraction table
Study          Objective/purpose Setting/sample      Study design        Strength Author’s
name/ year


Hossain       To examine barriers  Bangladeshi and Khan,    to health care             community 2020             service use for           residing in
dementia within the    England. Bangladeshi               Participants were community living in    members of the
the UK, with a focus  Bangladeshi ethnic on cultural,                 minority
religious, and             community, systemic factors         including influencing access     caregivers and to care.                       community
members involved in dementia care (exact sample size
not specified in abstract).








James et al, 2024

To explore the care and support received and
desired by UK South Asian and
White British people affected by dementia, and to

Conducted across eight memory clinics within four
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Hypertension, dyslipidaemia,
obesity, and diabetes were more prevalent among
minority ethnic groups than White individuals. The impact of
hypertension, obesity, diabetes, low HDL
cholesterol, and sleep disorders on
dementia risk was significantly greater
in South Asian people compared
to White people. Hypertension had a stronger association with dementia risk in
Black individuals.
partnership with South Asian service users and carers, are
essential to improve access,
effectiveness, and overall care
experiences.

Religious communities
represent an underutilised
resource in dementia care. Engaging religious
institutions through outreach,
scripture-informed dementia education, face-to
-face communication
with translators, and community-
based identification can
improve awareness,
reduce stigma, support carers,
and promote informed
dementia care choices among
South Asian populations.
Dementia prevention
strategies should be targeted
towards minority ethnic groups, including South
Asian populations, and tailored to
address risk factors that have
a disproportionate impact. Findings
support the need for culturally
appropriate and early preventative
interventions to reduce future dementia burden.










Regan,         To investigate the      West Midlands,        Exploratory             Strong theoretical 2015            influence of religion    UK. Participants      qualitative study     framework
on access to and        were drawn from      using Critical          allowing experiences of            five service user       Realist Grounded  exploration of dementia care             and service               Theory                     underlying social services among         provider cohorts      methodology.         and cultural South Asian                within South Asian  Multi-methods        mechanisms. individuals from          Sikh, Hindu, and      approach                Inclusion of
Sikh, Hindu, and         Muslim                     including semi-       multiple Muslim                       communities,          structured               stakeholder communities.             including people      interviews and        perspectives
with dementia,        observations          enhanced depth. carers, and               across a three-       Focus on religion professionals           phase data              as a key but under
(exact sample size   collection and         -explored
not specified in         analysis model.      determinant of abstract).                                                    dementia care
access. High relevance to UK
South Asian contexts.

generalisable to all South Asian
subgroups.







Sample size and detailed
participant demographics
not clearly specified in the abstract.
Findings may not be
generalisable beyond the
West Midlands. Complexity of
methodology may limit
replicability.










Mukadam    To investigate            England, UK. et al, 2023   ethnic differences in  Anonymised
the associations        electronic primary between potentially   care records of modifiable risk            865,674 adults factors and                  aged 65 years and dementia, with a         older, with
focus on South           8,479,973 person- Asian and Black         years of follow-up populations                between 1997 and
compared to White    2018. individuals.

Quantitative            Very large,                Reliance on observational         nationally                 routinely
cohort study using representative         collected data routinely collected  sample with long      may lead to primary care data;  follow-up period.     misclassification Cox proportional    Use of real-world     or incomplete hazards                   primary care data    recording of regression to           enhances external  diagnoses and examine main         validity. Robust        risk factors.
and interaction       statistical analysis   Observational effects between      examining                design limits ethnicity and risk    interaction effects    causal
factors.                    by ethnicity.             inference. Findings relate to dementia risk rather than lived experiences or
service access.
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Hossain et al, 2022
To investigate whether the
timeliness of access to memory assessment services differs
between older adults of White British and South
Asian ethnicity.













To assess Alzheimer’s disease
(AD) knowledge and perceptions among
UK adults aged 18–49 years,
compare knowledge across ethnic groups (Asian, Black, and White), and examine associations
between demographic factors
and AD knowledge.








To explore the experiences of
South Asian family carers of people
with dementia living in the UK, focusing on perceptions of
dementia, access to services, and
planning for end-of- life care.
Nottingham Memory Study, UK; outpatient
secondary mental healthcare.
Sample included 3,654 White British and 32 South Asian older
outpatients referred for
memory assessment.










United Kingdom. Convenience sample of 186 younger adults
recruited online: 16.1% Asian, 16.7% Black, and
67.2% White; majority aged
18–34 years (87.6%).












United Kingdom. Sixteen South Asian family
caregivers of people living with
dementia participated in face
-to-face interviews.
A lower proportion of South Asian
outpatients (43.8%) achieved timely
access (within 90 days) compared to White British
outpatients (62.2%). After
adjustment, South Asian ethnicity was
associated with a significantly
reduced likelihood of timely access
(OR 0.47). The difference was not
significant when restricting analyses
to British nationality or English as a first
language.

Overall, AD knowledge was
low, with only 45% of responses
correct. No significant
differences were found in total AD
knowledge scores between ethnic
groups. However, significant
differences emerged in the symptom knowledge domain,
with White participants
demonstrating greater awareness
of AD symptoms than Black
participants.
Four key themes emerged: (i) lack of awareness at diagnosis; (ii) ongoing challenges
of living with dementia; (iii)
preparation for end- of-life; and (iv)
burial preferences. Carers struggled to
interpret early symptoms and
navigate behavioural
changes while balancing cultural
Older South Asian outpatients
are less likely to access dementia
diagnostic services in a
timely manner compared with
White British outpatients.
Findings suggest that language and
nationality-related factors contribute
to delays, highlighting the
need for targeted strategies to improve equitable
access to memory
assessment services.
AD knowledge is inadequate
across all ethnic groups in younger
UK adults. Ethnic differences in symptom
recognition suggest varying
health communication
needs, highlighting the
importance of tailored educational
interventions to improve early awareness and
understanding of Alzheimer’s
disease.

South Asian carers face
significant challenges
related to limited early awareness,
cultural expectations, and end-of-life decision-making.
Culturally sensitive and
religiously informed dementia support
services are needed

analyses adjusted  multiple                    reduces
for socio-                confounders            generalisability. demographic         strengthens              Use of referral- factors,                    internal validity.       based cohort deprivation, and      Direct relevance to  may miss
prior mental             UK dementia           individuals not health service         diagnostic                accessing
use.                          pathways.                 services at all.










Quantitative cross -sectional study
using the 30-item Alzheimer’s
Disease Knowledge Scale (ADKS); statistical analysis
conducted using ANOVA/ANCOVA
.












Qualitative study using semi-
structured interviews; data
analysed thematically.

Use of a validated knowledge assessment tool
(ADKS). Inclusion of multiple ethnic
groups enabled comparative
analysis. Focus on symptom-specific
knowledge provided nuanced insights relevant to early recognition.










Addresses an under-researched
area, particularly end-of-life
planning in South Asian dementia care. Inclusion of carers’
perspectives from diagnosis to end-
of-life enhanced depth and
continuity. Strong cultural and religious
contextualisation of findings.

The sample is limited to younger adults, reducing direct
applicability to older
populations and caregivers.
Convenience sampling may introduce selection bias.
Asian group not disaggregated
into South Asian subgroups.







Qualitative design and
modest sample size limit
generalisability. South Asian
subgroups were not clearly
disaggregated. Perspectives of people living with dementia
were not directly included.
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To explore dementia
knowledge, attitudes towards dementia risk
prediction, and barriers and
facilitators to accessing dementia services among
socioeconomically and ethnically
diverse populations in England.








England, UK. Task groups conducted
in Nottingham and Newcastle. Sample of 147
participants (mean age 63 years; 62%
female) from low- income and
ethnically diverse backgrounds; 24%
identified as Asian or Asian British.








Qualitative study using task group
methodology; data analysed
using framework analysis.








Large qualitative sample with strong ethnic and socioeconomic diversity.
Community-based data collection
enhanced inclusivity. Framework analysis allowed
systematic comparison across groups and
themes.








Findings not specific to South
Asian populations,
limiting subgroup-
specific conclusions. Group-based
methodology may limit
exploration of sensitive topics. Perspectives of people with
diagnosed dementia were
not specified.

and religious values of dignity,
honour, and respect.



Participants had partial knowledge
of dementia and expressed a need
for better access to information.
Knowledge of dementia risk
factors was relatively high,
while understanding of
risk prediction was low. Barriers to
accessing services included stigma,
denial, language barriers, and cultural and religious beliefs. Recommendations
included community engagement, culturally competent workforce training,
multilingual information, and
improved access to interpreters.

throughout the care pathway,
including during diagnosis, ongoing care, and
end-of-life planning.
The study highlights
persistent informational,
cultural, and language barriers
to dementia services among
diverse UK populations.
Findings support the development
of culturally inclusive,
community- engaged, and
linguistically accessible
dementia services to improve early
access and prevention efforts.




4.4 Thematic Analysis
4.4.1 Theme 1: Cultural Beliefs, Attitudes, and Social Norms Influencing Help- Seeking for Alzheimer’s Care
Cultural beliefs and attitudes play a central role in shaping help-seeking behaviours for Alzheimer’s care among South Asian older adults in the UK. Across multiple qualitative studies, dementia was frequently interpreted through religious, moral, and familial frameworks rather than biomedical models, influencing whether and when families seek professional support. Hossain and Khan (2020) and Regan (2015) highlight how religious interpretations, such as viewing dementia as a test from God or part of normal ageing, can delay recognition of symptoms and reduce engagement with formal services. Strong cultural norms around family responsibility and filial duty often



position caregiving as  a private matter, discouraging external help-seeking and reinforcing reliance on family-based care (Regan, 2015; James et al., 2024).
Social norms within families and communities also significantly influence attitudes toward help-seeking. Using the Theory of Planned Behaviour, Hailstone et al. (2017) demonstrated that perceived social pressure from significant others, particularly family members, was the strongest predictor of willingness to seek medical help for memory problems. Feelings of embarrassment, fear of community judgement, and concerns about honour were found to outweigh factual knowledge about dementia. Similarly, Hossain et al. (2022) reported that carers struggled to balance cultural expectations of dignity and respect with the practical challenges of managing dementia, particularly during later stages and end-of-life planning. These findings suggest that attitudes embedded within family and community structures strongly mediate engagement with Alzheimer’s services.
Importantly, cultural beliefs were not uniform across South Asian communities. James et al. (2024) found considerable variation in care preferences within ethnic groups, challenging assumptions that South Asian families universally prefer informal care. Some families actively sought formal support when culturally and linguistically appropriate  services  were  available.  This  indicates  that  culturally  sensitive approaches, such as involving religious leaders, community outreach, and co- production of services, can positively influence engagement. Regan (2015) and Jutlla and Arblaster (2023) both emphasise that engaging religious institutions and community organisations can reduce stigma, improve understanding, and normalise help-seeking. Overall, addressing culturally rooted attitudes through community- based, culturally informed strategies is essential to improving access to Alzheimer’s
care among South Asian older adults.
4.4.2 Theme 2: Awareness, Knowledge, and Understanding of Alzheimer’s Disease and Available Services
Limited awareness and understanding of Alzheimer’s disease and available care services emerged as a consistent barrier across the reviewed studies. Several qualitative investigations reported that early symptoms of dementia were often misunderstood or normalised as part of ageing, delaying diagnosis and access to support (Hossain and Khan, 2020; Hossain et al., 2022). Carers frequently described difficulties in recognising cognitive decline and behavioural changes, resulting in late


presentation to services, often at crisis points. This lack of awareness extended beyond symptoms to a limited understanding of diagnostic processes, post-diagnostic support, and long-term care options (Jutlla and Arblaster, 2023).
Quantitative and mixed-methods studies further reinforced these findings. Kafadar et al. (2021) demonstrated that overall Alzheimer’s knowledge was low across ethnic groups in the UK, with only 45% of correct responses, and highlighted disparities in symptom recognition. While this study focused on younger adults, its findings are relevant in understanding intergenerational knowledge gaps that may influence family decision-making. Importantly, Hailstone et al. (2017) found no association between dementia knowledge and willingness to  seek help, suggesting that increasing knowledge alone may be insufficient without addressing underlying beliefs and attitudes. However, Mukadam et al. (2023) showed that South Asian populations experience a higher burden of modifiable dementia risk factors, underscoring the importance of targeted education for both prevention and early intervention.
The  evidence  indicates  a  need  for  targeted,  culturally  tailored educational interventions that go beyond generic information provision. Bajwa et al. (2025) and Jutlla and Arblaster (2023) emphasised that information must be accessible, relevant, and delivered through trusted community channels. Participants expressed a preference for face-to-face engagement, community-based education, and materials in familiar languages. Educational initiatives that incorporate cultural values, religious contexts, and practical guidance on navigating services were identified as particularly effective. Collectively, these findings highlight that improving Alzheimer’s awareness among South Asian older adults and families requires culturally sensitive, community- led education strategies that address both knowledge gaps and contextual barriers to understanding.
4.4.3 Theme 3: Language Barriers, Stigma, and Mistrust in Healthcare Systems Language barriers, stigma, and mistrust in healthcare systems were repeatedly identified as key structural and interpersonal obstacles to accessing Alzheimer’s care. James et al. (2024) and Ogliari et al. (2020) demonstrated that limited English proficiency significantly reduced access to timely diagnosis and appropriate services. Ogliari et al. (2020) found that South Asian older adults were significantly less likely to receive timely memory assessments compared to White British counterparts, with


disparities becoming non-significant when language and nationality factors were controlled. This underscores the critical role of language in mediating access to diagnostic pathways.
Stigma surrounding dementia further compounded these barriers. Several studies reported that dementia was associated with shame, denial, and fear of social exclusion within families and communities (Regan, 2015; Bajwa et al., 2025). Stigma was often linked to misconceptions about mental illness and reinforced by cultural and religious narratives. Hossain and Khan (2020) noted that gendered caregiving roles and expectations intensified stigma, particularly for women, limiting help-seeking and increasing caregiver burden. Even  when services were accessed, participants reported feeling misunderstood or marginalised due to a lack of cultural competence among healthcare professionals (Jutlla and Arblaster, 2023).
To overcome these challenges, studies consistently highlighted the effectiveness of community-based and translation-supported strategies. Bajwa et al. (2025) and Regan (2015) recommended investment in trained interpreters, multilingual resources, and culturally competent workforce training. Community outreach delivered in religious and social spaces was identified as a powerful tool for building trust and reducing stigma. Co-production of services with South Asian communities, as advocated by Jutlla and Arblaster (2023), was shown to enhance relevance, acceptability, and engagement. Overall, addressing language barriers, stigma, and mistrust requires systemic changes that prioritise cultural competence, community partnership, and inclusive communication to ensure equitable access to Alzheimer’s care for South Asian older
adults in the UK.
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