
SURNAME 1 
 

 

 

 

 

 

Caregivers 

 

Name 

Class 

Professor 

School 

Date 

 

 

 

 

 

 

 

 

 

 



SURNAME 2 
 

Chapter 1  

Introduction  

This PhD aims to explore the 'caregiving experience' of South Asian caregivers of people 

with Dementia in the UK. Dementia has a huge socio-economic impact globally (Chapko et 

al., 2017) due to the rapid increase in the number of people affected by this condition. In the 

UK, since the Prime Minister's Dementia Challenge (2012) was launched, Dementia has 

become a public health priority. At the same time, the dementia experiences of ‘hard to 

reach’ members of the community have also begun to emerge into focus. However, the racial 

and ethnic disparities in Dementia still exist, and there is not much evidence to interpret these 

inequalities (Mayeda et al., 2016). The predicted seven-fold increase in the number of people 

with Dementia from ethnic minority communities including those of South Asian origin, 

raises important questions regarding the provision of care (Alzheimer Society, 2013; All-

Party Parliamentary Report, 2013).  

 

On the other hand, the substantial contribution to dementia care made by the family members 

of ethnic minority groups has not been fully recognised (Lankers et al. 2010, Lance et 

al. 2008). These groups of caregivers, especially women, are under-represented in the 

provision of dementia services and this has been highlighted as a critical policy issue by the 

DOH (Moriarty et al. 2011; Sorensen et al. 2011). The ethnic minority caregivers are at 

significantly higher risk of developing burnout and stress-related health complications 

compared to adults without this caring role (Shah, 2008; Jutlla, 2013; Shaw et al., 2014; 

Alzheimer's Society, 2014a). Most importantly, people with Dementia (PWD) and their 

families from ethnic minorities experience perceived stigma associated with diagnosis and 

access to services (Nolan et al. 2006). They often face social challenges, language and 

education constraints and cultural barriers when they attempt to access the community 
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services (Moriarty et al. 2011; Alzheimer’s society, 2014). Even those who do manage to 

seek help might not get suitable services a4s there is often a lack of appropriate culturally 

sensitive dementia services available. In the light of these social and political concerns to 

bring Dementia out of the shadows for BME elders, a sensitive approach and a high level of 

understanding about their diverse culture are required. Each BME community has its unique 

context, cultural and linguistic differences; therefore, it is essential to narrow down this study, 

specific to a homogenous group of population. Understanding the tailored needs of 

caregivers, their unique life experiences and how they are coping with the disease may help 

to avoid a 'one size fits for all' approach and develop culturally sensitive interventions to meet 

the needs of the caregivers (Whitlatch et al.,2018).  

 Against this backdrop, this chapter gives an overview of this study. This chapter mainly 

offers some background knowledge to dementia and ethnic minority caregivers' perception of 

the impact that caregiving has on his or her life. The study aimed to explore the experience of 

South Asian caregivers of people with Dementia. This chapter concludes with an overview of 

the whole thesis.   

Overview of thesis 

Chapter 2 is concerned with the background to dementia prevalence globally, nationally and 

locally. While the world population is ageing, the number of people with Dementia and the 

number of family caregivers is also increasing. Dementia caregiving among ethnic minorities 

is a growing health challenge in the UK. There are several underlying differences between 

caregiving among the BME and ethnic minorities vis-a-vis caregiving among the White 

British. While caregiving amongst the minorities is driven by a moral obligation rooted in 

their cultural beliefs, caregiving amongst the White British is motivated by will. This chapter 

seeks to outline and discuss this difference while expounding on the challenges faced by 



SURNAME 4 
 

ethnic minorities in caregiving and Dementia prevalence in the UK. It assesses the cultural 

bias in the instruments used to determine cognitive function with the fundamental issue of 

language barrier cropping up as a cause of this bias as opposed to minority group 

membership. 

Chapter 3 is the narrative literature review which was conducted to evaluate the evidence 

base exploring the experiences of BME caregivers of people with Dementia. The study was 

structured around two central themes. The first section explores the challenges faced by the 

caregivers of PWD from ethnic minority groups, in particular, the South Asians, which is the 

largest non-European community in the UK.  The second section discusses the impact of 

Dementia on South Asian caregivers. These themes expanded upon within the thesis. The 

chapter analyses the psychological effects of caregiving burden. It outlines how the 

caregivers are strained to the point of stress and depression as a consequence of little to no 

support. The main focus will be on how the caregivers take care of the PWD analysing the 

effects on themselves as well as the ultimate effect on the persons living with Dementia.  

Chapter 4 discusses the methodological underpinning of the study and presents an overview 

of some of the findings. To examine the various literature on Dementia among BME 

communities and especially South Asians, I took a scoping review under methodological 

frameworks set. These methods include fundamental theories contributing to the issues 

underpinning how South Asians feel about caring for their family members living with 

Dementia. Throughout the paper, there are several collected data and acknowledges reports 

taken by various scholars and experts to back the claims proposed. 

Chapter 5- Themes  

 

Chapter 6 -Discussion  

Chapter 7- 
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Chapter 8- Conclusion  

Chapter 2- Background  

This chapter is concerned with the background of Dementia and increased caregiver burden 

globally. The caregiver burden is an expression alluding to the adverse effects of the care 

provided to patients with Dementia. Studies have revealed an increase in cases of stress, 

depression, and anxiety among caregivers compared to the general population (Hawkley, 

2020). This analysis is tailored towards examining the caregiver burden and the factors 

influencing it among caregivers of dementia patients in the UK. Caregivers, especially the 

ones from the ethnic minorities, face a lot of impediments since they juggle caregiving with 

their other responsibilities such as raising children, their careers and relationships. This 

chapter expounds on these challenges. 

 

Dementia  

Dementia is a clinical syndrome that causes an individual's cognitive abilities to decline. 

Such interference could be severe enough to disrupt the social and occupational functioning 

of the individual. Dementia is a "progressive" disorder affecting the brain by causing 

complete or partial impairment of concentration, the ability to create thoughts, solve 

problems, memory and mental capacity (Yochim, 2017, p.1924). Different types of Dementia 

exist, though the most occurring one is Alzheimer’s. Dementia is associated with the loss of 

personhood and personal autonomy since it causes changes in the neuropsychiatry, 

pathological and mental systems. Therefore, sometimes the affected persons may not even 

know who they are. These health effects result in the increase of caregiver’s burden (where a 

caregiver has been assigned) and health care costs (Nichols et al., 2017, p.931). The leading 

causes of Dementia are still oblivious to health experts. However, some medical conditions 

have been pegged to the disease. Possible causes of Dementia include high blood pressure 
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and hyper depression. Drugs and alcohol dependence are also argued cause of Dementia. In 

addition to these probable causes, medical disorders such as deficiency of Vitamin B12, 

metabolic diseases such as thyroid and persistent headaches are also believed to cause the 

patient to suffer from acute levels of Dementia. (Mental Health Foundation 2009).  

 

Although Dementia is a worldwide concern, it is prevalent in wealthier countries where the 

mortality rate is considerably low. Therefore, people live longer in those countries. The UK 

falls into the category of such countries. The risk of contracting this Alzheimer's disease 

increases with age. In the UK, there are reports of over 850,000 people living with the 

disease. Only 42,000 of this population are people who've contracted the disease at a young 

age, i.e. below the age of 65. The total cost of Dementia every year is £26.6billion per year. 

Of this cost, the NHS only caters for £4.3 while social care and local authorities’ social 

services pick up £10.3 billion and £4.5 billion respectively. This leaves a deficit of £5.8 

billion to be catered for by the people with Dementia and their families. These costs will 

continue to rise if the system continues to fail to support the PWD and their caregivers. It is 

therefore vital that the national government builds on progress made and tows to adequately 

resourced dementia strategies in the UK. 

Cultural norms and beliefs influence the way mental illnesses are defined. In this regard, 

BME communities have their definition of what Dementia is based on their belief systems. In 

the South Asian communities, Dementia is conceptualised as an Act of God and as a result of 

the normal ageing process. Mental illness, on the other hand, is regarded as shameful. There 

is no distinction between functional and organic mental illness. Consequently, PWD usually 

are stigmatised and isolated. 

 Dementia prevalence in the UK     
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The number of people diagnosed with Dementia in 2015 was estimated to around 850,000 in 

the UK. This was just slightly over 1% of the total UK population at the time. However, these 

numbers are set to rise to almost 2.1 million by the year 2051, more than double the current 

figure, representing nearly 3% of the total population (Alzheimer's Society, 2014).  While 

such a rapid rise in the prevalence of this debilitating disease already presents a considerable 

challenge for the UK, the magnitude of this challenge is even greater for ethnic minorities 

who make up over 14% of the nation's population. A majority of this population are South 

Asians. It is approximated that 25,000 people from ethnic minorities in the UK are affected 

by Dementia. However, the extent of people living with Dementia among the UK South 

Asian community is yet to be established. It is, however, factual that as the prevalence of 

Dementia increases in the UK, it will also increase among the South Asian population. The 

increase in the prevalence of the cases of Dementia adds weight to the burden on healthcare 

services which are pressured to understand the presentation of the disease in the UK South 

Asian community to diagnose and treat the population. 

 

 

 

Dementia among ethnic minorities in the UK   

Dementia caregiving among ethnic minorities is a growing health challenge in the UK. Non-

white ethnic populations in the UK are increasing in size, diversity, geographical dispersion, 

and population share. Reasons include net immigration, high fertility rates combined with 

declining mortality rates for settled immigrant groups, and the birth of children of mixed race 

(Wohland et al, 2010). Projections show the total UK population growing from around 59 

million in 2001 to 78 million by 2051.  Within these totals, the share of white ethnic groups is 

projected to decline from 92 to 79%, while that of non-white ethnic groups is expected to 
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increase from 8 to 21% (Office for National Statistics, 2016; Wohland et al., 2010).   Between 

2011 and 2051 the number of ethnic minority people living with Dementia in England and 

Wales is projected to increase from just 25,000 to about 172,000, and their share in the total 

number living with Dementia is expected to rise from approximately 3% to around 10% over 

the 40 years. This represents a seven-fold increase in the prevalence of Dementia among 

ethnic minorities – significantly higher than the growth projected for the UK population as a 

whole (Jones et al., 2020, p.61).     

Although the number of people from ethnic minorities living with Dementia in the UK is still 

relatively small, the projected rapid increase in their number in the coming decades raises 

important questions regarding the provision of care. In 2013, an All-Party Parliamentary 

Group (APPG) produced a comprehensive report on experiences of black, Asian, and 

minority ethnic communities with Dementia (APPG, 2013). This report notes that people who 

migrated to the UK during the period from the 1950s to the 1970s are now reaching their 

seventies and eighties and their health needs are also increasing. Since age is a primary risk 

factor, Dementia does not discriminate, and the BME elders are prone to develop Dementia. 

Moreover, other vascular factors such as type 2 diabetes, hypertension and stroke also 

contribute to this high prevalence rate.   However, one would expect that the disproportionate 

increase in the number of older black, Asian, and minority ethnic people with Dementia in 

the UK would have led to a rise in their demand for dementia services, but this is not 

reflected in the data. Indeed, the 2013 report of the APPG on Dementia found that people 

from ethnic minority backgrounds are less likely to receive an early diagnosis or 

appropriate support than people from the white population are and are currently under-

represented in dementia care services. Due to this under-representation, the members of BME 

are thought to be cared for by members of their families in their places of residence. Though 

the population of family members caring for their relatives who have Dementia is ambiguous, 
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Carers UK (2011) carried out a report suggesting that 10% of all caregivers; for a most 

medical condition, are from a minority ethnic background. South Asians are predominantly 

the most populous group of these caregivers making up to 2.2% of them, with most of these 

caregivers being responsible for their relatives all through the day and night. The difficulty in 

pointing out the individual carers within the minority ethnic population is attributable to the 

cultural beliefs of the people. The term ‘carer’ is difficult to define for them. According to 

their belief system, family members ought to provide support and care to their own. In this 

paper therefore, the term ‘carer’ refers to family members who take care of their relatives 

with Dementia either through providing emotional support or nursing them (Grace, 2018). 

A frequent misconception amongst BME communities is that the family members are under 

cultural obligation to take care of the elders and that they can do so with the support of their 

large extended families. Evidence has been produced to back that this said assumption has led 

to the carers not being offered the services they need (Carey et al., 2017).  In the UK, for 

example, carers of South Asian descent tend to feel more culturally obligated to care for their 

ageing family than the White British carers. Smith (2019) was of the view that South Asian 

carers of the ageing crop of society with Dementia, tend to hold a more traditional caregiver 

ideology rooted deep in their culture as compared to White British carers. The former view 

caring for their elderly as natural and expected. The doctrine of caring for the elderly is also 

visible in other communities around the world, such as the African American minority in the 

United States. Knight and colleagues (2010) in their findings state that African Americans 

tend to feel more culturally obligated to care for their Dementia afflicted elderly compared to 

their White American colleagues (Sluder, 2020, 69). 

Even though minority ethnic communities have the compulsion to take care of their relatives, 

rooted in their belief systems, the supposition that they can do so since a large extended 

family supports them is false. The dynamics of the family structure system in the 
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communities have had significant changes over the decades. The South Asian families' 

structure, for example, have been shifting due to influences such as the Immigration Act 

passed in 1992, which has made it more difficult for families of immigrant minorities to 

unite. Therefore, the ageing population of the BME communities are left on their own in the 

UK while their family which would have usually taken care of them are locked out (Parveen 

and Oyebode, 2017, 740). Similarly, those fortunate enough to be with their family in the UK 

are affected by economic changes which increase pressure on working-age adults to move 

away from their family to find work. In turn, this has influenced culture change. The affected 

members tend to pick up urban cultures, thus absorbing the dominant religions of the 

majority UK. The concerned South Asian extended families are therefore broken up. It may 

also be essential to note that social obligation to care does not necessarily mean that 

individuals would be willing to care for the elderly. Some sources suggest that though the 

South Asian carers feel culturally responsible for their own, they are not different from the 

White British carers when it comes to their readiness to perform those care duties.  

While it is evident that a majority of minority ethnic families care for their elderly, the 

structure of family care amongst the BME communities is difficult to ascertain. However, 

available literature in the comparison of South Asian carers and White British caregivers that 

while the White British caregivers are mainly the spouses, South Asian carers are 

significantly younger and mostly are the adult children of the afflicted elderly persons. These 

carers often have other dependants; an onerous burden since they must balance between 

taking care of the old parents, their children and their employment. Common practice 

propounds that the designated carer is mostly the appointed next of kin to the older adult. In 

most cases the said person is a male, being either the son or spouse, who accompanies the 

relative to clinical appointments and speaks on their behalf. However, these persons may not 

have the required information on the needs of their relative suffering from Dementia since 
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they do little of their daily care. The burden of the everyday care of the dementia patients in 

the South Asian household often falls on the daughters or daughters in law who dedicate long 

hours of their time to this responsibility. They are often 'hidden carers' who go unrecognised 

and without support. The absence of a single identifiable carer in these minority communities 

makes it hard for the UK government to determine the number of carers who ought to receive 

support from the UK government. 

Underrepresentation of the minority ethnic communities in dementia services is a 

contemporary issue in the battle against the disease. There is substantial evidence alluding to 

the fact that minority ethnic communities are underrepresented in services pertaining to 

Dementia (Raghavan, 2016). BME communities go through several hurdles which may 

hinder access to services. These include misconceptions by some community members who 

do not consider Dementia an illness, stigmatisation of people living with the disease, 

unpleasant experiences of service delivery in the past, lack of culturally appropriate services, 

language barriers and not being aware of the services offered in regards to Dementia. 

A majority of these huddles are caused by high levels of illiteracy as well as language barriers   

In the South Asian community, only a third of the older people above the age of 65 can speak 

English (Geibel et al., 2016, p 375). Of this population, only 21% can further read and write 

in the language; English. Most of these ageing population solely rely on their first language in 

communicating. Such circumstances make the completion of diagnostic tests very 

challenging. In addition to this low literacy levels and language barriers, there is a lack of 

awareness about the disease, Dementia. A majority of people from the South Asian 

community link memory loss to old age. Therefore, a person may show apparent symptoms 

of Dementia, but his family my brush it off as simple ageing. Other symptoms of Dementia 

may also be linked to Asian religious belief. This misinformation and ignorance results in the 

reduced seeking of help from professionals by the affected elderly who are entirely dependent 
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on their caregivers. Therefore, if we are to motivate the South Asian and BME population as 

a whole to seek help early and improve the national ability to provide the group with suitable 

healthcare on Dementia, there is a need to provide them with culturally appropriate services 

(Berwarld et al., 2016, p 114).  At the given moment, there exists no framework for culturally 

relevant services and precisely translated neuropsychological assessments for BME 

communities. 

Even though the minority ethnic carers may go through the same obstacles as the White 

British caregivers, they experience extra challenges such as language and community barriers 

and even institutionalised racism.  The minority caregivers also go through additional stigma 

within their community as they take care of their relatives. This is attributed to the 

community view that Dementia is a curse and the shame accompanied by it. The stigma 

associated with the minority Asian caregivers is often twofold. Not only do they experience 

stigma from their community but also the "minority ethnic status" and the low socio-

economic status attributed to being migrants leave them prone to discrimination and 

stigmatisation in society. In light of this double jeopardy experienced by the South Asian 

minority families, many caregivers of this decent ethnic experience less successful outcomes 

as compared to their White British colleagues. The BME community and other minorities 

tend to experience increased risks of ill health, poverty, social exclusion and unemployment. 

In surveys carried out by Carers UK, the profession of giving care among the minority 

ethnicity is associated with curtailed opportunities to get an education, employment, and 

promotions in their employment places. These factors provide an edge for White caregivers 

putting the minorities at a higher risk of facing skyrocketing poverty, marginalisation and 

discrimination from health and welfare systems. This takes place even though there is no 

evidence to suggest White British outcomes of caregiving are better than the minority ethnic 

outcomes. The ethnic strain caregivers go through, however, is sufficiently bulkier than the 
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White British. This pressure is thus attributed to the South Asian caregivers experiencing 

more anxiety and depression. 

 

 Policy landscape of Dementia in the UK 

Several policy areas raised by Alzheimer's policy experts in England's National Dementia 

strategy seek to improve diagnosis, access to treatment and care coordination. However, other 

pertinent issues like Caregiver assessment, enhanced data, legal ethical and special 

population issues are yet to be addressed (Glasby, and Thomes, 2018).In Scotland, the 

Scottish government envisions access to skilled, well-coordinated support for those with 

Dementia and their caregivers. This is seen through the publishing of three National 

Dementia Strategy that is; the first strategy in 2010, which was aimed at enhancing timely 

diagnosis, treatment and care. The second strategy sought to improve and strengthen post-

diagnostic support. This is further emphasised in the third strategy enacted in 2017. The plan 

is set to enhance the quality of care for people with Dementia and their families which is to 

be achieved through further coordinated works in diagnosis, post-diagnostic support and care 

coordination (McKenzie et al., 2019).  

In North Ireland, various recommendations aimed at improving services to the people with 

Dementia were put forward in a report called 'Listening Well' by the Alzheimer's Society, 

which has been factored in the Regional Strategy on Improving Dementia Services in 

Northern Ireland. This includes; raising awareness on Dementia, improving access to 

information and support after diagnosis and facilitating further research. Stakeholders, 

including the people with Dementia, their families and carers have, on the other hand, put 

forward guiding values and principles to be considered when designing and developing 

services for people with Dementia. These include; Autonomy in decision making, dignity, 
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respect, justice and equity, safe, effective personal centred care, care for carers and skills for 

staff.   

 

 Dementia and South Asians population 

There is limited available demographic and epidemiological data on the South Asian 

population in the UK to inform on the actual state of Dementia among the minority ethnical 

group. This is due factors like their cultural set up, which did not recognise Dementia and 

also the minority status which has affected the response in terms of diagnosis, support and 

access to services. 

The elderly population who are more susceptible to Dementia of South Asia origin is 

predominantly made up of an immigrant population of the 1960s and 1950s. There is a 

tendency within the South Asian community to retain their experiences within the family 

which hinders access to medical services. However, there has been a positive uptake of 

specialist services among the elderly. 

 Dementia and Caregiving  

About two-thirds of the older population in the UK have the community and family members 

as their primary caregivers; this is further prominent in the minority groups among them the 

south Asians population due to limited access to specialist healthcare or social care services. 

Data on dementia care also being scantly available, there is a need to acknowledge the nature 

of the family carers, their ethical diversity and needs which shape their attitudes and beliefs. 

Caregivers, when classified according to two significant altitudes, exhibited consists of those 

who hold traditional caregiver ideology which mainly include the minority ethnical groups 

and those that hold non-traditional caregiver ideology comprising mostly of white British 

children. Among those holding traditional caregiver ideology, caring for the elderly with 

Dementia is perceived more as a chance to reciprocate parental support hence bringing about 
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the sense of contentment and rewards to the caregiver.  Carers holding non-traditional 

caregiver ideology view taking care of the elderly with Dementia as an unprecedented event 

which lacks virtue thereby turning out more as a burden, this absence of reward and increased 

conflicts resulting from the caregiving role generates stress. 

 

 

 Dementia caregiving across ethnic minority caregivers  

Among the black Caribbean and south Asia populations, a research carried out in London by 

Vanessa Lawrence et al. and published in the British journal of psychiatry 2008, indicates 

that caregivers in the minority groups often possess traditional caregiver ideologies. Strong 

religious values inform this, cultural principles and experience in the nursing field among the 

minority population, this inclines the caregiving tendency especially among family members 

as a natural part of life when attending to aged parents or spouse affected with Dementia. 

Caregiving in the minority communities also forms an intrinsic value in their identity for 

those whose career is in nursing which is common among the black Caribbean population and 

is also viewed as the virtue of being right following Hindu and Christianity which are the 

primary religious affiliation among the two minority groups in UK. 

 The starting point for the research   

 The philosophical foundations of this study  

Dementia exerts immense pressure on those living with it, their families and carers and the 

number of those affected are expected to rise in the coming years, this reflects the growing 

number of the ageing population that require care and support. In minority groups like the 

South Asian population, this situation is expected to be increasingly severe, more so cultural, 

traditional and religious affiliation among the ethnical group tends to affect the utilisation and 

access to mental health services and care. The growing ageing population among the minority 



SURNAME 16 
 

population is made up mostly of immigrants who moved in during the 1950s and 1960s 

which presents a new phenomenon among dementia service providers who have not worked 

with the group before. The improvement in the quality of life and increased life expectancy 

within the ethnical group increases the chances of developing Dementia as opposed to if they 

would be in their country of origin (Mohammed, 2017). The prevalence of Dementia among 

the South Asian community also remains high due to high-risk factors common among the 

group like diabetes, hypertension and high blood pressure; this will significantly impact the 

ethnic minority worsened by the low diagnostic rate. According to South Asian cultural 

persuasion, most dementia victims are taken care of with a family carer. With research 

indicating that the minority group offers more attention as compared to white British carers in 

the UK, this places them at an increased danger of ill-health, social exclusion and 

unemployment and poverty (Mohammed, 2017). 

 The theoretical/conceptual foundations of the study –  

Research on global dementia prevalence has stated that dementia prevalence that is age-

specific between world regions varies little. There is a need to increase and improve dementia 

services for the ethnic groups so that everyone can get access to the same health benefits. 

There is a need to intervene for the improvement of promoting help-seeking and early 

dementia diagnosis. South Asians can be used to represent a significant diverse group where 

dementia assessment can be done accurately because they face challenges in accessing care 

like language barriers due to low literacy levels, not being recognised, cost to cater for 

expenses like interpreters and transport, and a significantly low ratio of therapists who have 

clinical skills (Radford et al., 2013, 811). 

 Research Aims. 

Research Aims, Objectives and Phases  
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The PhD aimed to explore the 'caregiving experience' of South Asian caregivers of people 

with Dementia in the UK. 

 

The study objectives are;  

 

Explore how the South Asian people in the UK feel about their experiences of supporting a 

family  

member with Dementia.   

 Understand their perception about caregiving for a family member with Dementia. 
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