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[bookmark: _Toc235189476]1. Introduction and Background
[bookmark: _sbk0ubegmeg0][bookmark: _Toc235189477]1.1 Overview of Dementia
Dementia is a collection of progressive neurological conditions involving impaired memory, thinking, behaviour and language that affect a person's ability to function in everyday life. Alzheimer's type dementia is the most common type of dementia, followed by vascular dementia, Lewy body dementia, and frontotemporal dementia (Wijesinghe, 2026). Dementia is most commonly seen in older adults, but it does not occur automatically as a result of being old. The condition slowly affects people's thinking, making it harder for them to function in everyday life, less independent, and lowering the quality of life for them, which puts a tremendous emotional, social and financial strain on families and the healthcare system. The World Health Organization (WHO) estimates that over 55 million people globally are estimated to currently suffer from dementia and that almost 10 million new cases are diagnosed each year. In the UK, there are around 900,000 people living with dementia and this is likely to increase as people grow older. Early diagnosis is well known to be a critical component of the care of dementia. Early diagnosis means that people and their families can get timely diagnosis, support services, care plans and interventions that can help to slow the disease and make life more comfortable (Chaib et al., 2025). It can also give health care providers a greater control of symptoms and help patients select appropriate treatment for the future.  
[bookmark: _f1dm6ih11723][bookmark: _Toc235189478]1.2 Dementia in South Asian Communities
In the United Kingdom, people from South Asian backgrounds are among the largest ethnic minority groups within the country, including Indian, Pakistani and Bangladeshi people. There is some evidence to suggest that certain South Asian communities might be at a greater risk for dementia due to elevated prevalence of diabetes, hypertension, cardiovascular and other chronic diseases that are associated with cognitive impairment in this region. Despite the fact that many South Asian communities do not receive a diagnosis of dementia, this is due to a variety of reasons including cultural beliefs, stigma and understanding or awareness of the symptoms of dementia. Memory loss is generally considered an age-related phenomenon and not a disease and therefore not specifically assessed by a "medical" health care professional (James et al., 2024). Some families may not want people to seek help for medical conditions due to a stigma or embarrassment associated with social stigma. Delayed diagnosis is also caused by language barriers, low health literacy and lack of culturally appropriate healthcare services. Leicester is one of the largest South Asian communities in the UK and is recognised to be culturally and ethnically diverse and thus an important context for this research.  
[bookmark: _qnl2pe7cehwv][bookmark: _Toc235189479]1.3 Literature Review
In previous studies, ethnic minorities' dementia diagnosis was delayed compared with the general UK population.In past studies all ethnic minority groups had been reported to be diagnosed with dementia later than the general UK population (Pardi, 2024). A number of factors have been identified as barriers to progress in research, including lack of awareness of dementia, misconceptions about older age, stigma associated with mental illness, language barriers and mistrust of health care service. Often these symptoms are not made known, and they are treated at home by the family, and only appear and are noticed as their symptoms become serious and noticeable that is when they seek help. Issues of culturally relevant communication and lack of interpreters and outreach to the community have also been mentioned by healthcare providers. There are very few studies that have specifically focused on Leicester, and although there has been an increase in research about the lives of people with dementia in South Asian communities across the UK, there is little literature focusing on Leicester (Ehsan et al., 2026). Likewise, there are no qualitative studies that have explored the older adult, caregiver, and health care providers' perceptions of barriers to timely diagnosis in the local community.  
[bookmark: _kmj0bnhwqpg0][bookmark: _Toc235189480]2. Prevalence of the Problem
Dementia is an increasing public health problem in the United Kingdom and approximately 900,000 people are diagnosed with dementia. This can be expected to hit 1 million plus over the next decade with the ageing population and ever increasing life expectancy. Dementia is present in all ethnic groups, but ethnic minority groups (e.g. people from South Asian ethnic groups) are less likely to be diagnosed at an earlier age in the disease. Leicester has a large South Asian population, and is a key area for studying inequalities in dementia care (Wijesinghe and Mukaetova-Ladinska, 2024). There is some literature that suggests that cultural stigma, lack of knowledge on the symptoms of dementia, language barriers, and challenges in accessing healthcare services are all factors that delay the dementia diagnosis among the South Asian community of older adults. These delays diminish the chances for early intervention, treatment and care planning. It is therefore essential that there is an awareness of the extent and reasons why people are not diagnosed with dementia early, if this is to improve health outcomes, to reduce inequalities and to effective public health planning in Leicester's rich and varied communities.
[bookmark: _td24zeb08xbo][bookmark: _Toc235189481]3. Rationale and Research Aim
Leicester's older population is growing and there is an increasing number of older people who could be more vulnerable to developing dementia. Research indicates that many South Asians are significantly later to be diagnosed with dementia, perhaps because of cultural beliefs, stigma, language barriers and the lack of knowledge of symptoms. Late diagnosis not only means that people are unable to access treatment and support services, but also future care planning, impacting on the person and their family (Wijesinghe and Mukaetova-Ladinska, 2024). Hence there is a need for culturally appropriate dementia services which acknowledge the linguistic, religious and cultural needs of the South Asian population. It is also significant for the NHS and social care providers to understand these barriers, as this can help enhance the delivery of more inclusive health and care policies, better access to memory services and minimise health inequalities.
Research Aim
To explore the reasons why older people from the South Asian community in Leicester may not be diagnosed with dementia in a timely manner.
Research Objectives
· To identify cultural barriers influencing timely dementia diagnosis.
· To explore healthcare-related barriers affecting access to diagnostic services.
· To investigate family perceptions and attitudes towards dementia.
· To recommend strategies for improving timely dementia diagnosis within South Asian communities.
[bookmark: _b23lzmxvt79][bookmark: _Toc235189482]4. Research Methodology
[bookmark: _p2998x9prcq3][bookmark: _Toc235189483]4.1 Research Philosophy
This study will use an interpretivist approach due to the focus on understanding the personal experiences, beliefs and perceptions of older South Asian people in Leicester that impact their timely diagnosis of dementia. Interpretivism assumes that reality is constructed socially, and that individuals construct meaning from the situations they encounter based on their understanding of the cultural, social and personal context in which they live (Mirza, 2025). Diagnosis of dementia is hindered by cultural values, family dynamics, language and health service experiences and an interpretivist approach is used. This philosophy enables the researcher to gain a full picture of the participant's viewpoints, rather than relying on the quantitative data, thus helping with a deeper understanding of the issues affecting the healthcare seeking behaviours of the participants.
[bookmark: _3yrsb6jat57i][bookmark: _Toc235189484]4.2 Research Approach
The method used will be qualitative research as it is appropriate to study complex social and cultural issues which are not easily explained by numerical data. In qualitative research, participants are able to voice their experiences, beliefs and attitudes in their own words, which may result in a more detailed understanding of the barriers to timely dementia diagnosis (Bajwa et al., 2025). This approach can be very effective when talking about sensitive topics such as talking to health care providers, family decision making and dementia stigma. The results should help to share context-based evidence that can contribute to dementia services improvements to be culturally appropriate.
[bookmark: _946onc2zqb8z][bookmark: _Toc235189485]4.3 Research Design
This exploratory research design will be used as there is limited research looking at barriers to timely diagnosis of dementia in South Asian older people in Leicester. Using exploratory research is suitable if there is an incomplete understanding of a specific issue and additional research is needed (Rana, 2024). The data will be gathered using semi-structured interviews which enable the researcher to question the respondent on predetermined questions and still be able to delve further into new issues that come up during the interview. This strategy offers an opportunity to discuss experiences freely, thereby obtaining rich, detailed information on cultural beliefs and experiences with health care services and diagnostic processes that may not be obtained on questionnaires.
[bookmark: _rdausvwr182j][bookmark: _Toc235189486]4.4 Study Setting
The study will take place in Leicester which has a high South Asian population and is recognised worldwide as a city with a diverse population. Data will be collected and shared with organisations from the community, GP practices and memory clinics that provide support to older adults and their families (Shafiq, 2025). The settings are suitable as they provide access to those who have first-hand experience of the experience of diagnosis and care from dementia. The study being conducted in familiar community and healthcare settings also could enhance the willingness of participants to engage in the study and quality of their responses through comfortable and accessible interview settings.
[bookmark: _g0ujnoqgssw][bookmark: _Toc235189487]4.5 Sampling
Participants will be recruited using purposive sampling and will be individuals with relevant knowledge/experience in the diagnosis of dementia in the South Asian community. This type of sampling offers an opportunity to include people who can provide deep information and insights that are applicable to the research's objectives (Darko et al., 2025). The number of participants is about 10 to 15 which is deemed to be adequate in qualitative research to gain in-depth understanding of the phenomenon under study with the absence of statistical generalisation. Recruitment will be ongoing until adequate information is obtained to meet the goals of the study and “data saturation” is reached.
[bookmark: _8pyj5t3ncse][bookmark: _Toc235189488]4.6 Participants
This will be achieved with people, aged 60 and over, whose dementia had been diagnosed by Adult Services in Leicester, family carers of a person living with dementia, and Adult Services staff involved in assessments and care for people diagnosed with dementia (Hussain, 2022). The inclusion of these groups will give several viewpoints on the issue of delays in diagnosing. Those who are cognitively impaired, and unable to provide informed consent, will not participate, in order to uphold ethical standards. Also, a subject that is not South Asian will not be studied as the study focuses mainly on learning about the experiences of people who are South Asian.
[bookmark: _yqy85gwoevpp][bookmark: _Toc235189489]4.7 Data Collection
Data will be collected through individual semi-structured interviews, face to face or online interviews as the participant's convenience and availability permits. An interview guide will help to make the activity consistent, while affording freedom for each participant to explore and discuss the issues that are important to them (Lim et al., 2026). Topics for interview will include knowledge and understanding around dementia, cultural beliefs around memory loss, experience of stigma, issues with language and communication, GP experience and experience of memory services, and factors that result in delayed diagnosis. Interviews will be tape-recorded with the interviewees' permission, and later transcribed word for word for accurate analysis.
[bookmark: _k8f70pwi7gqh][bookmark: _Toc235189490]4.8 Data Analysis
The collected data will be analysed using the thematic analysis method (Braun and Clarke 2006). Transcripts of the interviews will be read multiple times to get used to the data. The initial codes will then be elaborated to gain insight into relevant patterns that are relevant to the research interests (Atefi et al., 2026). The codes that are similar will be summarised under more overarching headings before being arranged under possible themes that might represent the major obstacles to timely diagnosis of dementia. Themes will be developed, elaborated and well defined during the process of reviewing them so that they are reflective of the experience of the participants. Finally, themes will be analysed in relation to the themes in the literature and the study aims, providing an overall picture of the cultural, family and health factors impacting on the diagnosis of dementia for older people of South Asian origin in Leicester.
[bookmark: _kg2t1s9fmqdy][bookmark: _Toc235189491]5. Ethical Considerations
Ethical aspects are crucial to ensure that this study is carried out in an ethical manner and that the rights and well-being of all participants are respected. Before conducting the research, ethical clearance will be obtained from the relevant committee of the university and the relevant health care institutions (Brar et al., 2024). All participants will be given an in-depth participant information sheet detailing the purpose of this study, procedures, potential risk and benefit of partaking before informed consent is given. All participants will be asked to sign up to the study and can withdraw from the study at any time without having to give a reason or be penalized in any way. Confidentiality and anonymity of the interviewees and the research subjects will be maintained by removing the names and other identifying details from transcripts of interviews and by anonymising interviewees' names in all research reports. The study will follow the UK General Data Protection Regulation (GDPR) by ensuring that digital recordings and transcripts will be secure and only be accessed by the researcher and the research supervisor using password protected devices. Part of this interview will be done in a special way, taking older adults with dementia into account, so they can give informed consent and not be unnecessarily distressed (Shafiq et al., 2026). Interviews will be suspended or discontinued where any participant feels uncomfortable during an interview to ensure the wellbeing of the participant.
[bookmark: _8a2ay01tv75r][bookmark: _Toc235189492]6. Implications of the Research
This research study could help the diagnosis and care of older people who are South Asian with dementia in Leicester. The project could potentially feed into the NHS Leicester culturally responsive dementia services and outreach (Pardi et al., 2026). This will enable general practitioners and memory services to have a greater awareness of cultural beliefs, communication challenges and the delay in diagnosis and lead to earlier referrals and engagement with patients. The results can be utilized by public health bodies to create targeted awareness campaigns, which can help to alleviate stigma and encourage earlier help-seeking. There is a need for strengthening community organisations working with healthcare organisations to provide improved education and support to South Asian families living with dementia (Roche, 2023). The study may also be used to inform policy makers to develop health policy which is inclusive in addressing ethnic inequalities in dementia care. Lastly, the study will make a contribution to future research by providing evidence about local experience in Leicester, and highlight areas that need further investigation to ensure equitable access to the diagnosis and support with dementia.
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