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The costs of caregiving: Exploring the perceived burden of dementia among Bangladeshi caregivers in Britain


Abstract
There are currently 700,000 carers caregiving for 850,000 people with dementia in Britain, with Bangladeshi caregivers three times more likely to provide family care compared with their White British counterparts. However, few studies have been conducted to explore how caregiving for a loved one with dementia affects caregivers in Britain. The purpose of this study was to highlight the impacts of dementia on Bangladeshi caregivers. The roles of the caregivers were physically, psychologically, and socioeconomically demanding, particularly when their relative’s condition gradually worsened. This study will also help improve the advice, care, and support available for other ethnic minority caregivers.
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Introduction
Worldwide, around 46 million people have dementia, and the number of people with dementia in Britain is estimated to be 850,000, representing 1.3% of the British population (Hossain, Stores, Hakak, Crossland, & Dewey, 2019; Luengo-Fernandez, Leal, & Gary, 2010; Prince et al., 2014). It is projected that in the United Kingdom (UK) more than a million people will have dementia by 2025, with one in three persons born in 2015 expected to progress to dementia in their lifespan (Alzheimer's Research UK, 2019). Dementia is an umbrella term for a decline in mental ability that is severe enough to interfere with daily life. A person is affected by dementia when the brain is damaged by diseases such as Alzheimer’s disease, or by a series of strokes. There are many types of dementia, but Alzheimer’s disease is the most common causes of dementia, accounting for two-thirds of cases in the elderly. Other types of dementia include vascular dementia, which is the second most common cause of dementia, occurring after a series of strokes (post-stroke dementia); dementia with Lewy bodies is the third most common cause of dementia, affecting over 15% of the cases in the UK. Fronto-temporal dementia is the fourth most common cause of dementia and is a relatively rare type of dementia (Alzheimer's Research UK, 2013). There is a plethora of research being carried out on the potential treatments of dementia; however, to date, there are no drug therapies that can cure Alzheimer’s disease or any other common type of dementia. 

Dementia in Ethnic Groups
Dementia among Black, Asian, and Minority Ethnic (BAME) groups has been characterised as ‘a hidden problem’ (Brownlie, 1991; Wilkinson, 2002) since each BAME group is a marginalised group and thus the existing literature is limited (Wilkinson & Bowes, 2003). Numerous recent studies, however, highlighted that the projected number of BAME people with dementia in the UK is 25,000, and this number is forecasted to rise to 160,000 by 2051 (Hossain et al., 2018; Hossain & Khan, 2019; Khan, 2015; Truswell, 2014). Among all the South-Asian ethnic groups in Britain and America, the Bangladeshi population is one of the fastest growing minority groups, and yet they have the lowest education rates and experience disproportionately higher rates of unemployment and overcrowding, poorer socioeconomic status, and worse health than the overall population (Garbin, 2005; ONS, 2013; Patel, Rajpathak, & Karasz, 2012). Recent studies also emphasised that there has been little research on Bangladeshi people with dementia and their caregivers’ understanding and management of dementia (Hossain et al., 2018; Hossain & Khan, 2019). Therefore, the voices of Bangladeshi caregivers need to be heard in order to understand their dementia experiences and to address any challenges or unmet needs for supportive services.

Rationale for the Study
Despite Bangladeshis being one of the fastest growing immigrant populations among all major ethnic groups in Britain, America, and around the developed world, there is a scarcity of research addressing the effects of dementia caregiving on Bangladeshi caregivers (Hossain & Khan, 2020; OECD, 2012; Patel, Rajpathak, & Karasz, 2012; Sunder & Uddin, 2007). A small amount of research conducted in America mainly focused on African American, Hispanic, Black Chinese, Chinese American, Korean, Korean American, Latino, White, and US-based European Union carers of people with dementia (Botsford, Clarke, & Gibb, 2011; Regan, Bhattacharyya, Kevern, & Rana, 2012). In spite of the growing interest in caregivers’ roles in family needs and support among BAME communities in Western Europe and America, there is a dearth of published research about caregiver burden, physical health, psychological health, economic situation and quality of life in the UK (Milne & Chryssanathopoulou, 2005). Further evidence from the UK and the US shows that BAME carers provide higher levels of care than their White British/American counterparts (Hossain & Mughal, 2020; Hossain, Stores, Hakak, & Dewey, 2019; ONS, 2001; Sayegh & Knight, 2013; Yeandle, Bennett, Buckner, Shipton, & Suokas, 2006). Among all BAME caregivers, Bangladeshi caregivers are the most deprived, neglected, and effectively hidden group (Hossain, Stores, Hakak, & Dewey, 2019). They identify themselves as fulfilling family duties and do not associate family duties with caregiving. Therefore, the rationale for interviewing Bangladeshi family caregivers was to gain their perspective of caregiving and their personal experiences with their care recipients. Further research is required to explore and understand Bangladeshi family carers’ experiences and feelings, and the ways they cope with their caregiving roles.

Purpose of the Study
A key deficit in the existing research on dementia family caregiving is our understanding of the impact of caregiving on health and quality of life among Bangladeshi caregivers. The purpose of this study was, therefore, to identify factors associated with the impact of caregiving and categorise the effects of caregiving on the health and well-being of Bangladeshi caregivers.

Materials and Methods
[bookmark: _Toc414990732]Design
Qualitative methodology allows inductive, exploratory research to provide a detailed description of how different ethnic groups feel about dementia and what paths they take to access health and social care services for people with dementia. This approach is appropriate to exploring complex personal narratives and experiences of accessing services for ethnic minority people (Mukadam, Cooper, Basit, & Livingston, 2011). The current study utilised qualitative methods: first, focus group discussions were conducted, followed by one-to-one semi-structured interviews with Bangladeshi caregivers, to collect in-depth information about their perceived burden of dementia caregiving. Qualitative methods provided an opportunity to discuss research issues with the participants. The author used an interview schedule to guide the interview. Purposive and snowball sampling were used to collect data from the caregivers. A combination of purposive and snowball sampling was particularly beneficial for dealing with underprivileged, geographically detached, and hard-to-reach Bangladeshi caregivers in Britain, where no practical sampling frame exists (Eland-Goossensen, Van-De-Goor, Vollemans, Hendriks, & Garretsen, 1997).

Recruitment
This study was conducted in two regions of Britain where a comparatively large number of Bangladeshi immigrants have settled permanently. Prospective participants were approached through Alzheimer’s Society, a UK-based care and research charity for people with dementia and their family carers; through local community leaders such as community development workers; and through the mosques’ imams. Initial contacts were made with 38 potential family caregivers; the author contacted them directly or via a male family member or a guardian of a female family caregiver. A total of 22 caregivers expressed an interest in the research. However, the number that finally agreed to participate was lower than had been anticipated. The research thus proceeded with 15 caregivers: 12 of the caregivers were female, and the rest were male.

Data Collection
[bookmark: _Toc414990733]Prior to recruitment, full ethical approval was obtained from a local independent research ethics committee. Written consent was obtained from all participants before data were gathered. An interview schedule was produced based on a qualitative research synthesis (Hossain et al., 2018), which was modified using research evidence and the current research questions. The interview schedule was intended to gain insight into the caregivers’ experiences of caring for a family member with dementia. The topics/questions in the interview schedule provided a frame of reference, rather than an inflexible structured process (Bryman, 2012). All interviews were digitally recorded with the participant’s permission. Participants could opt out of having their interview recorded; however, none chose to do so.

Data Analysis
All interview recordings were transcribed verbatim and the author extensively used NVivo 11 computerised software to produce accurate interview transcriptions. Braun and Clarke’s (2006) thematic analysis was chosen as the preferred method to analyse the findings. NVivo was used as an audit trail, and was found to be a good data management and thematic analysis tool. NVivo served to facilitate an accurate, transparent, and trustworthy data analysis process. Thematic analysis is a comprehensive qualitative data analysis process and is deemed to be the most suitable for any qualitative study that pursues an exploration of a phenomenon of interest through the interpretation of data generated through participant interviews (Alhojailan, 2012; Boyatzis, 1998). Thematic analysis was an efficient component of data analysis as it allowed the author an in-depth understanding of the phenomenon under investigation. The author repeatedly read the transcripts to identify a number of recurring concepts, generating initial codes that were developed until primary recurrent themes emerged.

Results
[bookmark: _Hlk38789241]The major themes that emerged from the data examined caregivers’ perceived physical, psychological, social, and financial impacts of providing care for their family members with dementia. The majority of caregivers lived with the family member with dementia and provided care for them in the family member’s own home. The themes cover Bangladeshi caregivers’ difficult and unpleasant experiences of physical, emotional, and socioeconomic burdens in their caring journeys. It is noteworthy that the manifestation and implication of burden and stress varied according to the family caregiver’s age, gender, and marital status. Themes are described in detail below using participants’ direct quotations as data extracts to demonstrate the themes. Some extracts overlapped across several themes. The participants’ responses from the discussions were not changed. Therefore, any grammatical or unusual wording is an accurate reflection of what the participants said during the discussions. The author chose these specific extracts based on their significance to the main themes and sub-themes.

Physical Burden
This theme explores the perceived physical burden when providing care for a person with dementia, which had a powerful impact on the caregiver’s physical health. Participants described that, as the person’s condition deteriorated, they required constant care that was both physically demanding and challenging. Interestingly, most of the focus group and interview participants stated that caring for people with dementia took more effort than looking after a newborn baby.
Sometime she thinks she is in pain.. so those days would be really miserable. It’s like having a baby, looking after a baby. That you have to change her nappies, feed her, you know you need to do everything for her. That is what physically becomes very difficult. (Participant 2, female)
The caregivers described that they constantly needed to be with their relatives with dementia and that their lives became a lot more restricted as a result. The participants described their typical days spent caring as tremendously busy, full of fatigue and worry, and involving difficult and often simultaneous tasks. During the interview, one caregiver emphasised the difficulties of dealing with her husband’s incontinence and managing his personal hygiene on a daily basis.
Every day three times at least I have to clean him. He cannot say when he needs to go for toilet. Time to time I check on him if he needs to go to the toilet. So, in 24 hours I have to clean him two or three times. I have to clean everything, including his clothes, bedsit, carpet, etc. He is heavy; I cannot move him alone sometimes. This is the main problem. (Participant 3, female)
Half of the caregivers interviewed were suffering from various health issues themselves and lacked the physical strength to continue their caring duties. Caregivers stated that their relatives with dementia required heavy care, involving lifting and physical care, which resulted in strain and physical injury for two caregivers. A wife who was a caregiver, as quoted above, genuinely wanted to provide care for the person with dementia, with whom she shared her entire life. Although she was not suffering from dementia, she was ageing at the same time, as well as lacking the physical strength to provide care. In addition, some participants described that they were deteriorating physically by providing care for their relatives with dementia.
I have many health problems. I have diabetes, cholesterol, and high blood pressure… this increased for my heavy caring duties for my mother. (Participant 1, male)
Participants described that because of their complex caregiving tasks they did not get enough sleep at night. Night-time disturbances were common among the persons with dementia, and the caregivers had to stay awake with them. One male caregiver said that his mother’s bed was next to his bed where he slept with his wife, so that he could keep his eye on her.
My mother needs 24 hours constant care. She sleeps in the same room we husband and wife sleep. Because we cannot keep her in a separate room, it is not possible, anything bad can happen to her anytime. (Participant 1, male)

Sleep deprivation left caregivers feeling exhausted and another caregiver was given sleeping pills by her doctor. However, she did not want to take the sleeping pills in case anything happened to her husband while she was asleep.

Psychological Burden
Some caregivers described how they lost their relatives through dementia. Typically, in an earlier life stage the parent had been the head of the family; they had provided their family with protection and were the principal sources of emotional support for caregivers. Now their roles had been reversed. One caregiver explained that by providing physical and psychological support, she became the mother of her mother with dementia.
Which really upsets me, you know, as a daughter, because this is the person I used to seek for my comfort. And that person is not there anymore, I lost that person. When you have a problem, you go and tell your mom, but we can’t do it anymore. Because our mom doesn’t understand, our real mom, the person herself is not there anymore. She is a very different person now. (Participant 2, female)
However, one of the participants reported adopting a more practical, rather than emotional, approach in their role as a caregiver. Specifically, this individual was more likely to deny or cover up any emotional or psychological issues; however, this approach did not necessarily imply that she lacked interest in caring for her father, who had dementia. Rather, she seemed to manage her emotions, which reportedly helped her cope with her father’s condition.
Umm… (long silence) I don’t know, I’m OK with it. I had to deal with it, I am not an emotional person. I am not sure about my other family members. I know some people find it kind of heartbreaking to see him like that. But I mean, I don’t know, I don’t get anything like that. (Participant 13, female)
Caregivers who delivered long hours of care continuously over a prolonged period of time had higher levels of stress. One spouse carer described her frustration because she was under tension and stress 24/7 due to looking after her husband. Moreover, the caregivers were particularly concerned about the possibility of the persons with dementia getting lost or putting themselves at risk by, for example, leaving the gas fire on in the kitchen. Some caregivers experienced that on multiple occasions: the person with dementia disappeared from the house when they found that the doors were open. As a result, the caregivers were frustrated, and they had to be vigilant 24/7 in case the people with dementia got lost or started a fire.
Oh yes, of course, we are annoyed after doing all the hard work. Looking after older people dementia, husband, children, cooking, cleaning etc. are very difficult for a single person. It is not possible keep an eye on everybody, make everybody happy. (Participant 8, female)
Although agency carers used to come and do the cleaning tasks, most caregivers interviewed stated that they had to stay with the person with dementia while the agency carer cleaned them. The caregivers feared that, due to lack of cultural and religious knowledge, the agency worker would not clean the person with dementia in an appropriate way in line with the caregivers’ cultural standards and values, for example washing their private areas with water rather than wiping with tissue paper or wet wipes. This put greater pressure on the caregivers.
First, it was not OK. Then I had to ask how they should do it. And eventually they did it. Because they used to use only wipers to wipe. They didn't use water. But if you use water after wipe; that cleans much better. They need to understand each culture. (Participant 6, male)
One caregiver described that her father with dementia lost the ability to speak English after he was diagnosed with dementia and this caused her extra stress. Another caregiver explained that the final stages of caregiving for his mother with dementia created a unique psychological challenge for him. His caring duties came to an end when his mother died. Losing a parent to dementia was an excruciating experience for him, and the death of his mother had a profound impact on his personal life. Following his mother’s death, he underwent months of loneliness, depression, despair, grief, and loss.
I was very much devastated by my mother’s dementia condition. I thought  no way I could cope with my mother’s condition. I could not  my mom go through dementia. When she was suffering from severe dementia and when she died, I was very depressed for three months. I could not do anything. (Participant 6, male)

The Risks of Marital Breakdown
Out of the 15 participants, three were male caregivers and were married with children. One of the male participants had recently got married. All the male caregivers and their families lived in the same household as the care recipients with dementia.
We’re newly married, I don’t want to give her the burden of my father. Because she would think, ‘What is going on? I have come to your house and now I have got all the burden from your family already’. (Participant 5, male)
Two of the three caregivers had complex relationships with their wives. The caregivers felt uncertain about their future marital statuses and this led them to experience distress while they were performing their caring duties. The caregivers dreaded that excessive caring duties for the people with dementia would result in frustration and the inability to maintain their marital relationships with their wives. In addition, the lack of time the caregivers had for themselves and their wives had severely affected their married lives. The caregivers described their overwhelming caring duties and that, because of the lack of intimacy, their wives found it difficult to stay with them. Consequently, two caregivers’ marital relationships deteriorated over a period of time and they feared marital breakdown.
My marriage was almost going to break down. But because of our culture and religious background, my wife… understood what was going on. But I don’t know what will happen in the future in our community. (Participant 6, male)
The quotations above demonstrate that there was not only a lack of caring attitudes from the caregivers’ wives, but two wives felt threatened by their husband’s caring relationship with the person with dementia. Although the male caregivers’ enormous caring duties decreased the scope for maintaining intimate husband–wife relationships, that did not prevent the caregivers from continuing their caring responsibilities for their relatives with dementia.
On the other hand, female focus group caregivers critically reflected on their experiences that their husbands were uncooperative, negligent, and unhelpful. The husbands’ impact on their experiences had manifested in the caregivers’ portrayals of the meaning of ‘good husbands’, and the caregivers stated they would cope well with their caring duties if they had good husbands. 
Majority of men in our culture do not look after their wives… If wife becomes ill, a brain stroke, dementia, if a husband helps his wife in that difficult time then he is a good husband. (Participant 11, female)
As mentioned above, most caregivers also perceived that their husbands appeared to hold a steady and negative attitude towards caregiving roles. They said most men do not hold the same caregiving ideologies as women do; none of the female caregivers seemed to have these expectations from the male members of the Bangladeshi community.
No problem for a wife looking after her husband with dementia. But husband looking after his wife with dementia will be very difficult and marriage will break down. (Participant 14, female)
Caregivers explained that their current physical and emotional strains were associated with old age, gender issues, their greater carer burden, being busy, and fatigue. In addition, many caregivers reported that they were suffering from functional decline, which profoundly affected their ability to perform caring duties for their family members with dementia. The caregivers also expressed frustration as they continued their caring duties despite their physical strains.
We women are going through many physical problems, yet we have to do all caring duties in the house. (Participant 9, female)
Expressions of burden differed from person to person and the  intensity of burden that the caregivers experienced in their daily lives often resulted in physical and mental burnout.

Stereotyping Attitudes from Service Providers
The caregivers experienced frustration and conflict with the staff from the local authority social services, which placed a greater psychological strain on them. The stereotyping of particular ethnic minorities was perhaps the most significant factor that impacted the ability of Bangladeshi caregivers to fully access health and social care services. Some participants explained that their perception of the local authority’s intentional discrimination and racism against them as Bangladeshi caregivers was the key reason for their negative attitude towards healthcare services. One caregiver expressed her frustration, anger, and fear as she had to contend with discriminatory and stereotyping attitudes from the benefits office staff members on a regular basis. The caregiver felt that being a Bangladeshi ethnic minority who was in receipt of unemployment benefits, as well as living in supported housing, contributed to the perspective that harsh judgements about her caring role were being made by the staff members at the local benefits agency office. At times, the caregiver felt unsupported and unappreciated as the staff from the benefits office undermined her caregiving role for her mother with dementia.
Most benefit office staff don’t know what dementia is. I told them I’m a 24-hour carer for my mother with dementia. You know the lady in the benefit office was so rude to me, she said, ‘I don’t care if you’re a dementia carer’. They also said, ‘your mother got dementia, so what then?’ They asked me, what I am going to do when my mother has died? (Participant 2, female)
As a result of being frightened and experiencing the anger and shame of being racially harassed by the staff members at the local benefits agency office, she turned down social support for a few weeks.
I was horrified and so upset by the benefit people’s attitude towards my mom and me. How can they say that what will I do when my mother dies. This is why I hate going to them, I hate. You know, I hate to take that benefit money. […] It is just because I’ve got mom with dementia and I’ve got three younger children. I don’t have any other option, I’m so embarrassed, so upset. (Participant 2, female)
Another caregiver, who had been caring for her husband for an extended period of time, experienced similar stereotyping situations. She mentioned that she was dissatisfied and angry with how hospitals and councils reacted. This was not a one-off experience, but rather a record of several experiences.
Hospital does not give me more than two pads for my husband per day. If I asked more they said government is not giving more. Hospital upsets me many times this way. Their behaviour I don’t like, they are not treating us well. Social workers came and shouted on me one day. Social workers said they would provide care one hour in the morning and one hour in afternoon. But they actually provide half an hour. (Participant 3, female)
[bookmark: _Hlk39199941]Two further caregivers also reported fears of racial discrimination and hostility from social workers working with the Bangladeshi community. Participants felt that they did not get the practical support they needed from the government. The caregivers recognised the difficulty of distinguishing between racial discrimination and inability to meet their expectations.
I was very angry that day. I told the social workers I will sue you. Social carers getting money for providing care for my mother but when they come to my house they asked me to do all the work for them. They are not doing their jobs properly, they are not treating us equally as white people. (Participant 10, female)
This type of perceived racial discrimination acted as a barrier to accessing healthcare services. The following caregiver quotation describes racism from the hospital that prevented her from asking for further services from any hospitals.
Can you imagine that agony I was going through for my dad? Three times he fell out of bed, one day he left on the floor for 9 hours. It’s discrimination against minority people. These are the people the nurses would target. Its more about your right. They are such a bully there in X Hospital. The nurses will intimidate you in the hospital. Not only my mother, I would not put anybody in there. I would not want my children to put me there, I wouldn’t want to go there. (Participant 12, female)
However, some caregivers interviewed in a coastal city spoke highly of the service providers and they also appreciated the support delivered by hospital doctors and the reassurance they offered to caregivers and to their relatives with dementia.
Doctors and hospital, they are very good. They helped me so much. Because every time I took him to the hospital they helped me lot. (Participant 5, male)

Socioeconomic Burden
There are substantial social and financial effects associated with providing care to a person with dementia. Many of the caregivers interviewed described that their caring responsibilities restricted their social lives.
Most of the caregivers interviewed stressed that they were apprehensive as a result of their financial difficulties and social disadvantages. All but one of the caregivers experienced unique employment challenges while trying to maintain a balance between their employment and full-time caregiving responsibilities. Two of the caregivers had worked full-time up to two months before their relatives were diagnosed with dementia. One caregiver had never had paid work. One caregiver left his well-paid job and became a taxi driver. Driving a taxi fitted around his caring role for his mother with dementia.
Money was a big problem for me. Because I had to leave my well-paid job. I left my job for my mother’s dementia and jumped into a taxi job. (Participant 6, male)
Two other caregivers also reduced their hours of work because of their heavy caring responsibilities.
But it is extremely hard for me. I have to go to work at 5 o’clock in the morning. I asked caring agency for a carer to look after my dad while I go to work. (Participant 5, male)

For one caregiver, after leaving her job entirely, the caregiver’s benefit was her only source of independent income. However, the weekly benefit she received was not enough for her average household expenses and the extra costs her three children incurred. Therefore, she had to cut back on some expenditures as she was unable to meet her children’s basic needs.
It’s a struggle. I only get £60 weekly carer’s benefit, which is not much. I have got three children, the bills and the expenses for the children. They need more things, they want to do more activities. Sometimes I have to say no to them. I cannot afford that. So financially this not only affects me, affects them too. (Participant 2, female)

Although some caregivers acknowledged the major financial strain that accompanied their caregiving responsibilities, the following caregiver did not express any financial pressures due to her parents’ financially solvent situation. Instead, financial stability gave them the freedom to purchase their own commodities.
We have no financial problems because my father suffers from dementia. If he needs incontinence pads and stuff like that we buy it because he uses different types. It has never been a problem. (Participant 4, female)

Discussion
Several recent studies have investigated the negative consequences of caregiving, such as strain and burden. Evidence suggests that despite a sense of homogeneity among all BAME groups, they experience caregiving differently (Hossain et al., 2018). Even with the increased caregiving literature, there is still a dearth of research on the effects of caring for a person with dementia on Bangladeshi caregivers. Consistent with previous studies, Bangladeshi caregivers in this study demonstrated that dementia caregiving has placed greater pressure on their health and well-being. Current findings suggest that Bangladeshi caregivers were perhaps more resilient to the negative physical, psychological, and economical effects of the excessive caregiving burden than other BAME carers. This study highlights that Bangladeshi caregivers approach caregiving differently from other BAME groups, adopting more of a religiously appropriate person-centred care. Caregivers exhibited a strong sense of family obligation, religious beliefs, and interpersonal motives to provide care for their relatives with dementia at home. Caregivers appeared to accept and take for granted expectations to fulfil challenging caregiving roles. A scarcity of culturally and religiously sensitive resources for the needs of Muslim patients meant that Bangladeshi caregivers were more likely to provide direct care themselves rather than receiving care from service providers. Sending an older family member with dementia to a residential care home was neither a solution nor a preferred option.
Although there is abundant evidence of poor health outcomes for BAME people, compared to their White British counterparts (Evandrou, Falkingham, Feng, & Vlachantoni, 2016), there has yet to be any published studies on institutional racism as a determinant of ethnic minority carers accessing mainstream healthcare services. The caregiver’s socioeconomic status and perceived institutional racism towards them are intertwined with the carer’s and person with dementia’s health and well-being because institutional behaviour determines access to healthcare and other resources. Much of the available evidence reveals there is an increasing level of racism towards many ethnic minority elders and their carers in Britain and America (Karlsen & Nazroo, 2002; Nazroo, 2003; Russell, Clavél, Cutrona, Abraham, & Burzette, 2018). Although experiences of disadvantage and racism are common among BAME carers, significant differences were revealed in this study in terms of dementia caregiving among Bangladeshi socioeconomically disadvantaged caregivers. Consistent with previous studies (Karlsen & Nazroo, 2002; Yin, 2018), our findings have also confirmed that institutional racism can add extra strain and affect the quality of life of caregivers in many ways, but Bangladeshi caregivers in particular may well be socially excluded as service users because of a shortage of religious facilities in the healthcare services as well as a lack of adequate understanding of the religious requirements of the Bangladeshi Muslim community.
The results of this study will provide an understanding to service providers, policy makers, and researchers of the ways in which dementia and family caregiving are experienced in the Bangladeshi community and why they have remained unreported within the broader BAME communities. Previous research on the experiences of family carers of people with dementia in BAME communities delivered practical understandings of the position of women in households, for example daughters-in-law (Godfrey & Townsend, 2001; Hossain et al., 2018; Hossain & Khan, 2019). However, this research also provided insight into the role of males as family carers and their experiences maintaining their marriages while still shouldering the burdens of full-time, complex caregiving roles. A thorough analysis of this current research postulated not just new knowledge about Bangladeshi daughters-in-law who have shifted their roles, but also, for the first time, the results revealed Bangladeshi women’s autonomy in caregiving decision-making, and its acceptance by their husbands. The shifting role of women, from being traditional daughters-in-law to decision-makers, has allowed them to choose not to be dementia family carers for their Bangladeshi parents-in-law, which has consequences, significance, and validity within the Bangladeshi community as well as in the South-Asian immigrant community and other BAME immigrant communities.
[bookmark: _Hlk40564047]

Implications for Policy and Family Practice
The implications of this study for policy and family practice are explored through clarification of the tensions in Bangladeshi caregivers’ responses to family caregiving for their relatives with dementia. Some of the disputes developed in the current study may be transferrable to BAME family caregivers in the United States, some issues are related to people with dementia and their family caregivers, and others echo with previous research on ethnic minority groups’ general barriers to accessing health services. The results of the current research have important implications for any health and social care service providers working with BAME people with dementia and their family carers. The overall findings revealed that there is a lack of appropriate care for Bangladeshi people with dementia and their family carers living in Britain. Although the current study’s findings and recommendations refer to Bangladeshi caregivers in Britain, they may be relevant to healthcare professionals working with Bangladeshi communities in America. Despite the differences between the British and US healthcare systems and cultural values, knowledge, and understanding of dementia, caregiving burden and coping strategies amongst Bangladeshi family caregivers are transferable between these countries. Health and social care providers should have professional training regarding Bangladeshi Muslim culture, beliefs, and lifestyles when they work with the Bangladeshi immigrant community and they should consider how this affects their consultations and advice to family carers. Relevant healthcare staff should be given colloquial Bengali language training or be provided with interpreters through clinic-based link workers.

Strengths and Limitations
There were a few limitations in this study and future research on Bangladeshi caregivers may expand on these areas. First, the study was small and geographically restricted in such a way that results may not be generalisable to the population of family caregivers as a whole. The study was not carried out all over the UK and therefore lacked the views of Bangladeshi caregivers outside of the research settings. Sampling issues are a key problem in research involving South-Asian people with dementia and their family caregivers. Historically, South-Asian immigrants have been a closed group in the UK (Bowes & Wilkinson, 2002). Samples are limited by relatively low response rates. Despite these limitations, the current study has some significant strengths. This study is the first to investigate the impact of dementia caregiving among Bangladeshi caregivers using a nationally representative sample from two different large cities in Britain. Most previous studies in this area relied on broad BAME groups rather than a single BAME group. The findings will be applicable outside of the context of the research setting, with implications for other Bangladeshi caregivers, their families, and healthcare professionals.

Directions for Future Research
Future research should recruit a larger number of participants from more diverse areas of the UK. Since this is the first qualitative study among the Bangladeshi caregivers in the UK, there is no doubt that policymakers, practitioners, and the wider BAME community should expect to see many further studies within this community that examine their various caregiving needs based on their religious needs. Future research can build on this current research, which identifies a clear path to improving caregiving experiences by promoting a religiously appropriate, dementia-friendly atmosphere for Bangladeshi people in Britain and the US. Caregiving accountability among Bangladeshi families does not necessarily replicate the reality of White British or European families; instead, there is an assumption that they tend to look after their own family (Katbamna, Ahmad, Bhakta, Baker, & Parker, 2004). There is scope for a research plan that can explore how a carer’s gender role ideology is associated with the carer’s burden and strain. Are same-sex carers keener to accept the roles of family carers and are opposite-sex carers more reluctant to be family carers of their relatives with dementia? While gender-based caregiving interferes with Islamic religious ideologies, further research will benefit from investigating how Bangladeshi Muslims’ religious values influence experiences of caring for a person with dementia and how their religious beliefs affect their access to and experience of dementia care services. 


Conclusion
Dementia caregiving has a negative impact on the lives of Bangladeshi caregivers of people with dementia. However, some caregivers feel positive about their role. Current study findings reinforce the importance of assessing the needs of caregivers who provide care for relatives with dementia. Help-seeking should be initiated during the early stages of dementia to minimise the negative impact of caregiving on caregivers’ health. In addition, service providers should provide religiously appropriate support for caregivers during the period immediately after the diagnosis of dementia. Like other BAME caregivers, Bangladeshi caregivers of relatives with dementia, particularly caregivers with a low socioeconomic status and no caregiving assistance from others, are more likely to feel burdened in the caregiving role. Interventions for Bangladeshi caregivers should be aimed at increasing the caregivers’ religiously appropriate social support. Moreover, providing religiously appropriate services may increase positive feelings among caregivers about sending their relatives to a care home or a day-care centre, resulting in less strain on caregivers as a result of their caregiving roles.
As the BAME population and dementia prevalence continue to surge in Britain and the US, more qualitative research is needed to investigate and better understand cross-cultural differences in the impact on carers of dementia caregiving issues. Therefore, the findings gained from this study have clear and important implications for other BAME populations, Caucasian caregivers, and the healthcare professionals supporting these communities. It is important for healthcare providers to recognise the roles that ethnic, cultural, and religious identities can have in perception of dementia and how that can affect caregivers in help-seeking and coping with the caregiving burden. Future research needs to contextualise findings within the evidence base so that its results can lead to meaningful implications for practice and policy.
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