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Introduction

Dementia, a progressive neurodegenerative condition, is 

characterised by cognitive decline and behavioural changes. 

Symptoms of dementia include negative emotional out-

comes (eg, depression, anxiety, apathy, irritability), sleep 

and appetite disturbances, and atypical motor behaviour.1-3 

The condition can significantly impact an individual’s daily 

life, making it difficult to perform routine tasks.1-3

Dementia diagnosis in the UK typically involves an initial 

assessment by a medical practitioner, after which the indi-

vidual is referred to a memory clinic.4 At a memory clinic, a 

dementia specialist will conduct a comprehensive physical 

and psychological examination to confirm the diagnosis and 

recommend appropriate care.4 A formal dementia care plan 

considers how an individual with dementia can best maintain 

normalcy, and provides information about services and 

financial support, and how to access them.5

Definition of South Asian

UK South Asians are 1st, 2nd, or 3rd generation individuals 

living in the UK, from the countries of Afghanistan, 
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Bangladesh, Bhutan, India, the Maldives, Nepal, Pakistan, 

and/or Sri Lanka6 and those who have migrated from the 

Indian subcontinent (comprising all South Asian countries 

apart from Afghanistan) to East Africa, and then to the UK 

(East African Asians).7

According to 2021 census data, individuals of Indian, 

Pakistani, and/or Bangladeshi descent make up 6.9% of the 

UK population,8 increasing9 from 5.3% in 2011 and 3.9% in 

2001. Data for other South Asian countries are not 

available.

This systematic review only includes individuals from 

Bangladeshi, Indian and/or Pakistani heritage. However, we 

maintain the use of South Asian as readers looking for 

research regarding dementia and UK South Asians may not, 

without this paper, be met with any discussion on the gener-

alisability of results across all South Asian demographics. 

Further, our search strategy, regardless of which countries it 

returned, would still be inclusive of ‘South Asian’.

Epidemiology of Dementia of South Asians 
in the UK

Literature indicates a higher prevalence of dementia among 

the UK South Asian population compared to the white 

British population.10,11 There is a significantly increased12 

risk of dementia in South Asians relative to those of White 

European ancestry.

In 2011, the number of dementia cases across the South 

Asian and black ethnic groups in the UK was 25 000.11 This 

number is predicted to increase exponentially. By 2026, 

there are expected to be 50 000 individuals living with 

dementia in these groups, with a sevenfold increase to 

172 000 cases anticipated by 2051.11 The South Asian com-

munity is expected to experience the most rapid growth in 

dementia cases during this period.13

Minority ethnic (ME) communities experience delays in 

diagnosis and treatment of dementia14-17 being symptomati-

cally affected at a younger age and dying earlier than White 

populations with the condition.18 Further, ME populations 

have higher rates of dementia risk factors, including vascu-

lar risks (and therefore vascular dementia), marginalisation, 

and deprivation.19,20

Definitions of Barriers and Facilitators to 
Formal Dementia Services

We define a barrier as something participants report as hin-

dering the likelihood of South Asians in the UK with 

dementia from accessing formal dementia healthcare ser-

vices, and a facilitator as an either implemented or potential 

solution to overcoming these barriers.

Existing Systematic Reviews

Previous reviews21-24 have explored barriers to dementia 

service access among South Asians in the UK. These stud-

ies identified several common themes, including reduced 

knowledge about dementia symptoms and services, cultural 

beliefs about the condition, and familial responsibilities.

Three of these reviews21-23 identified a limited knowl-

edge of dementia in UK South Asians. This lack of knowl-

edge included being unaware of symptomologies of 

dementias,21-23 not knowing about formal services,21,23 

and a belief that the condition is God-given.21,23 This lack 

of knowledge was identified as a direct barrier to service 

access in all three articles,21-23 with some individuals 

reporting their beliefs that dementia is a curable 

condition.21

One review22 stated that the belief of dementia being 

God-given causes stigma, while another21 reported an indi-

vidual with dementia will receive blame from their family, 

while also reporting that care is preferred to be kept infor-

mal and within the family unit.

Three of these previous reviews21,23,24 do not provide a 

formal definition of South Asian, while one22 only 

included India, Bangladesh and Pakistan. In this review, 

we have provided a clear and appropriate definition of UK 

South Asian. This allows us to discuss gaps in existing 

literature and the risk of homogenisation of results across 

countries/groups.

None of the previous reviews21-24 formally discuss inter-

relations of themes, with the closest being the aforemen-

tioned reporting of a lack of knowledge (dementia being 

God-given) leading to stigma.22 Our methodology of Braun 

and Clarke’s reflexive thematic analysis25 allowed for a 

more intricate story to unfold by entering the data analysis 

stage without a preset list themes.

Research Question

What are the barriers and facilitators to accessing formal 

dementia services for South Asians in the UK?

Methodology

A systematic review was conducted to address the research 

question outlined above, adhering to the PRISMA 

(Preferred Reporting Items for Systematic Reviews and 

Meta-Analysis) standards.

Search Methodology and Terms

A SPIDER (Sample, Phenomenon of Interest (POI), Design, 

Evaluation, Research Type) search strategy was employed 

across MODEM, Web of Science, PubMed, CINAHL via 

EBSCO, The Cochrane Library, PsychINFO, and Scopus. 

This search was conducted on the 22nd July 2025. The 

PubMed database search is given as an example in 

Supplemental Appendix 1. Search terms are given in Table 1 

below.

MeSH terms were used when searching PubMed, 

PsychINFO, and The Cochrane Library. Equivalent 

CINAHL headings were used when searching CINAHL 

via EBSCO. Keyword searches were done in Scopus, 

Web of Science and MODEM. MODEM does not allow 

truncation so all terms were entered explicitly. Where 

possible, keyword searches included abstract and title 

searches.
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In addition to database searches, the reference lists of 

included studies were examined, along with the aforemen-

tioned review literature.21-24 Furthermore, other literature 

which cited the included papers was assessed for eligibility. 

Originally, grey literature in the form of Google Scholar was 

searched, however this returned results of the order of hun-

dreds of thousands, and was therefore not pragmatic to con-

tinue. Theses were actively excluded as they are not peer 

reviewed literature.

Inclusion Criteria

Literature was considered for inclusion if it concerned South 

Asians of first, second, or third generation descent with 

dementia, or carers for first, second or third generation UK 

South Asians with dementia, whether formal (professional) 

or informal (familial). Further, literature needed to focus on 

barriers and/or facilitators of accessing dementia services in 

the UK, be qualitative in nature, and be primary data studies 

published in 2000 or later. Additionally, only English lan-

guage studies were considered for inclusion.

Exclusion Criteria

Literature was not considered for inclusion if it was con-

cerned with regions outside of the UK, or if it did not 

include South Asian individuals with dementia or carers for 

those with dementia.

Further, literature was excluded if it was not focused on 

access to formal dementia care services, used quantitative 

or mixed methods methodologies, or used secondary data. 

Finally, papers published prior to 2000 or not written in 

English were also excluded.

Quality Assessment

The JBI (Johanna Briggs Institute) critical appraisal instru-

ment for qualitative research26 was utilised to assess the 

quality of studies. Quality assessment was conducted by all 

three researchers, where each study was reviewed by two 

authors. The first author reviewed all 11 studies, while the 

second author reviewed six and the third author the remain-

ing five. Where disagreements occurred, these were dis-

cussed, with the lead author making the final decision. A 

template of the JBI critical appraisal instrument for qualita-

tive research in Supplemental Appendix 2, and study char-

acteristics in Supplemental Appendix 3.

Data Extraction

The Cochrane Data Collection Form (Supplemental 

Appendix 4) was used to extract relevant information from 

the included studies. Extracted data included: First author, 

Year of publication, Title, Study design, Participants, 

Aim(s), Definition of South Asian used, Data collection 

method, Data analysis method, and Data source(s). Data 

extraction was conducted by the first and second authors.

Data Synthesis

Reflexive thematic analysis was used to analyse the data 

from the included studies, to avoid constraining the voices 

Table 1. Search Strategy.

SPIDER element Inclusion criteria MeSH term CINAHL heading Keyword/truncated term

Sample UK South Asian patients 
with Dementia and 
carers of patients with 
Dementia

Afghanistan
Bangladesh
Bhutan
India
Maldives
Nepal
Pakistan
Sri Lanka

Afghanistan
Bangladesh
Bhutan
India
Maldives
Nepal
Pakistan
Asia, Southern
Sri Lanka

Afghan
Bangladesh
Bhutan
India
Maldives
Nepal
Pakistan
South Asia
Sri Lanka

Phenomenon of 
Interest (POI)

Barriers and facilitators to 
accessing dementia care 
in the UK

Dementia Dementia Dementia

Design Interviews, focus groups, 
questionnaires

Focus group
Interview
Surveys and 

questionnaires

Focus groups
Interviews
Questionnaires

Focus group
Interview
Questionnaire

Evaluation Participant views of 
dementia care

Attitude
Awareness

Attitude
Knowledge

Attitude
Aware
Belie
Feel
Know
Opinion
Perspective
View

Research type Qualitative research Qualitative research Qualitative studies Qualitative
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of participants with a preset list of themes and concepts.25 

This approach allowed for the identification of both directly 

discussed themes and novel themes not explicitly addressed 

in the included studies.27

Results

Search Results

Figure 1 provides a PRISMA diagram of the selection of 

studies. In total, the search identified 868 papers from 

the MODEM (565), Web of Science (172), PubMed 

(65), CINAHL via EBSCO (52), The Cochrane Library 

(10), PsychINFO (7), and Scopus (0) databases. Of 

these, 142 were removed due to duplication, leaving 

730 studies to be screened. A further 704 papers were 

excluded during the abstract screening phase. One full 

text could not be retrieved, and 16 studies were excluded 

for criteria including inappropriate/no definitions of 

South Asian (n = 9) and the document being a PhD thesis 

(n = 7). Hence, a total of eight papers were identified for 

inclusion from database searching. Citation searching 

of these eight studies, and previous reviews21-24, identi-

fied three further papers as appropriate for inclusion, 

providing a total of 11 papers which met the inclusion 

criteria. Quality assessment excluded one of these 11 

papers, and so this systematic review includes ten 

studies.

Quality Assessment

Ten of the 11 included papers were assessed to be of high 

quality. The paper28 assessed to be of low quality was 

excluded from the review. Full quality assessment results 

are presented in Supplemental Appendix 5.

Characteristics of Included Studies

A total of 265 participants were included across the 10 stud-

ies,29-38 of which 208 were South Asian. The remaining par-

ticipants were from other ethnicities, as four studies29,31,32,34 

focused on multiple ethnic groups.

Participants in six studies29,31,32,36,37 were exclusively 

carers of individuals with dementia. One study33 focused 

solely on individuals with a dementia diagnosis, two stud-

ies30,38 included both carers and individuals with a diagno-

sis of dementia, and one study33 specified participants had 

a ‘range of backgrounds’.

Pooling age and sex data from the included studies,29-38 

ages ranged from 18 to 83, with 70 males and 95 females 

(additionally one participant’s sex was ‘unknown’). Three 

studies30-32 did not provide information on age range, and 

two studies31,32 did not provide information on sex. 

Additionally, one study30 only provided sex information for 

participants with a dementia diagnosis, not professionals 

within dementia care.

Two studies29,31 specified that participants include South 

Asians who immigrated via East Africa. Eight studies30,32-38 do 

not specify East African South Asian participants in their defi-

nitions. One study31 specified that participants were first, sec-

ond and third-generation South Asian immigrants in the UK.

Table 2 shows the first author, publication year, aim(s), par-

ticipant information, and recruitment settings of each study. 

Full study information is given in Supplemental Appendix 3.

Themes

Lack of Knowledge

Barriers. Eight studies29,30,32-36,38 identified a lack of knowl-

edge as a barrier to timely access to dementia services. Six 

Figure 1. PRISMA diagram.
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Table 2. Summary of Included Studies.

First author J. Adamson A. Bowes J. Adamson J. Mackenzie J. La Fontaine N. Mukadam N. Mukadam M. Z. Hossain R. Herat-Gunaratne M. Z. Hossain

Publication year 2001 2003 2005 2006 2007 2011 2015 2019 2020 2020

Aim(s) To explore 

awareness, 

recognition and 

understanding 

of dementia 

symptoms in 

families of South 

Asian and African/

Caribbean 

descent in the UK

To examine some 

views and 

experiences of 

dementia among 

older South Asian 

people, as well 

as their families 

and carers, and to 

explore central 

issues of service 

support

To examine the 

meanings of being an 

informal carer of an 

older family member 

for South Asian and 

African/Caribbean 

carers

To identify the 

support needs of 

family carers from 

Eastern European 

and South Asian 

communities living in 

a northern England 

city

The paper is a report 

of a study to 

explore perceptions 

of ageing, dementia 

and ageing-

associated mental 

health difficulties 

amongst British 

people of Punjabi 

Indian origin

To explore the 

link between 

attitudes to 

help-seeking for 

dementia and 

the help-seeking 

pathway in the 

minority ethnic 

and indigenous 

population

To determine 

culturally specific 

barriers to timely 

help-seeking for 

dementia among 

people from South 

Asian backgrounds 

and what the 

features of an 

intervention to 

overcome them 

would be

To explore the 

perspectives of 

Bangladeshi family 

carers’ knowledge 

and day-to-day 

experiences 

living in England 

with regard to 

dementia

To explore 

experiences of 

South Asian carers 

of people with 

dementia receiving 

health and social 

care in the UK

To examine the 

barriers to 

health care 

service use in 

the Bangladeshi 

community living 

in the United 

Kingdom

Participants 30 family carers  

(12 South Asians)

9 Female, 3 Male

6 aged ⩽40

6 aged >40

15 total. 11 

professionals 

working with South 

Asian dementia 

patients and 4 

South Asians with 

dementia

For the patients there 

were 3

Female and 1 Male

36 Carers (15 South 

Asian)

21 carers (16 South 

Asian)

49 individuals 

with a range of 

backgrounds

30 Female, 19 Male

Aged 17-61

18 family carers

(5 South Asians)

3 Female, 2 Male

Mean age = 42.2 

(27-76)

53 individuals with 

memory difficulties

31 Female, 22 Male

Mean age = 57.0 

(18-83)

6 family carers

3 Female, 3 Male

Mean age = 41.2 

(23-64)

10 family carers

5 Female, 5 Male

Mean age = 49.4 

(32-69)

27 individuals 

(21 described 

as ‘adults’ and 

6 described 

as ‘family 

caregivers’)

11 Female,

Data Source(s) Carer support 

services, 

day centres, 

community 

psychiatric nurses, 

GPs (given as 

examples)

Professionals and 

community groups

Voluntary day 

centres, Alzheimer’s 

organisations, 

community 

psychiatric nurses, 

generic carer support 

group (services), and 

GPS. Also snowball 

sampling and 

attendance at carer’s 

meetings

Health and social 

care facilities, 

religious centres and 

other community 

resources used by 

older people as well 

as community radio 

stations

Cultural centres, arts 

and leisure centres, 

Gurdwara, women’s 

groups and colleges

Not stated Community centres Not stated NHS memory clinics 

and researchers’ 

professional 

contacts

Not stated
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of these papers29,30,33,34,36,38 reported a lack of knowledge 

about dementia itself, while two studies35,36 presented a 

lack of knowledge where dementia was seen as a normal 

part of the ageing process, and three studies30,32,36 reported 

a belief of some UK South Asians that dementia was a 

result of God.

This lack of knowledge about dementia led to delays 

accessing care, with some not seeking help until there was 

a specific risk.35 Some participants described delays in 

accessing care due to not knowing the symptoms of demen-

tia, thinking the symptoms were related to other conditions, 

or the symptoms not impacting on the patients’ activity due 

to their care being taken over by the family.34

Two papers33,36 discussed how help-seeking for demen-

tia by UK South Asians is often in response to other medi-

cal conditions, for example, eczema treatment. Three 

studies33,35,38 reported a lack of knowledge among individu-

als with dementia and their family/community networks 

regarding how to access dementia care services. One of 

these three studies38 stated that service providers can dem-

onstrate a lack of knowledge about effective methods to 

recruit UK South Asians to dementia services.

Facilitators. One study36 believed that dementia support 

services should discuss dementia with South Asian com-

munities. Another35 emphasised the importance of commu-

nicating that dementia has a physical cause, and the value 

of information coming from a trusted source.

Racism/Culturally Inappropriate Care

Barriers. Racism or culturally inappropriate care was iden-

tified in five studies.29,30,33,37,38 Three papers30,37,38 discussed 

the perception among UK South Asians that care homes 

were culturally inappropriate. There were concerns regard-

ing the ability of healthcare professionals to provide appro-

priate care, particularly in relation to religious needs and 

potential racial discrimination.38

Two studies33,37 highlighted language barriers as a factor 

contributing to the breakdown of dementia support. 

Concerns regarded the ability of families to communicate 

their worries due to language differences.33 Some individu-

als faced difficulties in finding home care workers who 

spoke the same language as their relative with dementia.37

Facilitators. One study35 suggested that information presented 

in leaflets, DVDs, TV adverts, and videos in GP waiting 

rooms could be beneficial. Another study33 reported that a 

more conversational approach would help; taking time to 

build rapport with patients in a friendly environment.

Stigma

Barriers. Five studies30,32,33,35,37 discussed stigma as a bar-

rier for UK South Asians to access dementia services. Indi-

viduals associated the stigma of a mental disorder with 

being much worse than the stigma of a chronic medical dis-

order, for example:

Most illnesses, . . . you can be distanced from them and you can 

deal with them on a practical level. You get diagnosed. You’re 

treated, you do something to make it go away, or live with it, . . . 

but with dementia it’s more devastating, I think, because it 

completely takes over the person. . .it actually takes you away 

from who you are as a human being, with all these connections 

that we have. (Individual with memory difficulties)35

However, one study36 reported that there was no stigma 

associated with dementia. Four studies30,32,33,37 wrote that 

isolation of those with dementia could result from the 

stigma they faced. One article30 raised concerns that indi-

viduals with dementia might isolate themselves due to guilt 

and associated stigma. Additionally, stigma could lead to 

families of those with dementia wanting to conceal their ill 

relative(s) from their wider community.32

Facilitators. Normalising help-seeking was thought to pro-

mote others to seek support earlier,35 emphasising that it is 

nothing to be ashamed about and it is experienced by many 

people. No more specific facilitators were identified.

Familial Duty of Care

Barriers. Six papers31-33,35,37,38 reported strong cultural 

beliefs that the family of an individual with dementia 

should provide care for them. It was discussed32 how fam-

ily carers had limited acceptance of dementia services due 

to feelings of shame in accepting outside help and pride in 

their ability to provide care. There was also a belief that an 

individual’s perceived duty of care may be intrinsically 

linked to their ethnicity and religion.31,32

Facilitators. Family carers indicated reluctance to accept for-

mal care due to the pressures of these cultural expectations. 

One study37 suggested that early implementation of support 

services could facilitate acceptance of dementia services by 

allowing UK South Asians to see the benefits early.

Service Delivery

Barriers. In addition to services not being culturally appro-

priate, service delivery in the UK was identified as a bar-

rier to seeking care, and four papers highlighted issues 

with the process of getting a diagnosis of dementia.33-35,38 

Two papers30,33 highlighted the lack of dementia services 

as a problem in getting help, and a participant in one 

study37 reported an issue with service provision being 

reduced when they had moved in with their relative to 

care for them.

Facilitators. Some participants36 described having a positive 

experience with dementia diagnosis and other participants35 

expressed the view that health and social care support was 

very good in the UK. Three papers30,34,35 reported that par-

ticipants said they would go to their GP in the first instance 

when symptoms were an issue, though as mentioned previ-

ously, some participants34 said they only received a diagno-

sis when seeking help for other physical health conditions.
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Interrelations Between Themes

There is evidence that a lack of knowledge is causally 

related to both stigma and a familial duty of care. One 

study33 found that stigma could be associated with a lack of 

knowledge of dementia. A second study35 discussed the 

belief that the individual with dementia or their family 

could improve the illness.

Discussion

Key Findings

To aid interpretation, we structured the discussion around 

cross-cutting mechanisms linking the five core themes, 

emphasising how individual beliefs, family expectations 

and service design interact to influence help-seeking.

A lack of knowledge emerged as the most prominent 

theme, reported in eight papers.29,30,32-36,38 Supporting 

review literature24 has similarly found that dementia was 

often viewed as a normal part of ageing, as one study38 

reported that only 21% of South Asian participants were 

aware of dementia and its impact on cognitive function. In 

addition to a lack of knowledge about service availability, 

wider research24 has identified transportation as a potential 

barrier to access, with many individuals relying on family 

in order to access services. However, clinicians also 

reported difficulty in knowing how to best to engage those 

with dementia from a South Asian background in formal 

services.38 It has been argued39 that clinicians face chal-

lenges overcoming cultural and language barriers and may 

lack knowledge about best practices for community 

engagement and multilingual service provision. To our 

knowledge, this review is the first to explicitly model the 

interrelations between these determinants using the Health 

Belief Model, illustrating how knowledge deficits may 

precipitate stigma and reinforce familial duty norms that 

deter service use. This conceptual linkage advances the 

field significantly, offering a theoretical foundation for 

developing multifactorial interventions.

Racism or culturally inappropriate care was identified as 

a barrier in five studies.29,30,33,37,38 Existing literature has 

also found that language barriers were a major concern for 

clinicians when considering the inclusion of South Asians 

in clinical trials.39,40 Research41 suggests that hiring health-

care professional from a wider range of backgrounds or 

offering language courses could help bridge the communi-

cation gap.

Stigma was identified as a barrier to accessing dementia 

services in five studies.30,32,33,35,37 Other literature41 has pre-

dicted that 77% of the variance of help-seeking can be 

explained by attitudes towards dementia, highlighting the 

significant influence of perceived social pressure. There is 

discourse in existing literature42,43 that there is great value 

in understanding religious communities as a method to 

reduce stigma.

A familial duty of care was discussed as a barrier to 

accessing dementia services in six studies.31-33,35,37,38 

Cultural expectations regarding family care influenced 

reluctance to seek professional help. One article37 sug-

gested that early implementation of formal support could 

facilitate acceptance of dementia services by allowing UK 

South Asians to see the benefits early.

Figure 2. Health belief model applied to formal dementia care access.
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Service delivery was also identified as a barrier to 

accessing care in four studies,33-35,38 though this is not nec-

essarily an issue specific to UK South Asians. Participants 

reported difficulty with diagnoses and issues with service 

provision, which can be exacerbated by the lack of knowl-

edge around dementia symptoms and services.

A lack of knowledge was found to have a potentially 

causal effect on stigma and a familial duty of care; a novel 

finding from this research not mentioned in existing litera-

ture. We have modelled this in Figure 2 using the Health 

Belief Model, a model which allows for ones personal 

beliefs to be included in assessing why a particular behav-

iour may be reached, and to therefore better assess 

interventions.44

Further literature39,40 also highlighted a lack of knowl-

edge of professionals with regard to providing culturally 

appropriate care, especially language barriers. Therefore, 

addressing a lack of knowledge from both the professional 

and patient sides could result in greater trust and help over-

come the barriers of stigma, culturally appropriate care, and 

a familial duty of care.

Strengths of Review

Within the existing literature, as is apparent in the results 

and discussion of this article, there is far more data regard-

ing barriers to formal dementia care access, than there is 

regarding facilitators to overcoming these barriers. 

However, in synthesising facilitator evidence, we identified 

several promising mechanisms through which access could 

be improved. Educational outreach and multilingual infor-

mation campaigns can directly address the widespread lack 

of knowledge; community dementia champions and peer-

led workshops may reduce stigma and normalise help-seek-

ing; and embedding cultural-competence training within 

primary care pathways can improve service delivery. 

Positioning facilitators alongside the corresponding barri-

ers provides a more applied framework for future interven-

tion design.

Additionally, we believe this to be the first review of this 

subject debating the homogenisation of results across South 

Asian countries. We believe that this should be the starting 

point of any such research, and therefore encourage 

researchers to have this discussion with themselves and 

others when conducting such work and thinking about the 

implications of any results they report. We also believe this 

is a more respectful way to conduct this research, as it 

acknowledges that there are both similarities and differ-

ences in cultures, religions and values between countries in 

South Asia and individuals from those countries, and there-

fore the need to promote the individual representation of 

these demographics.

Limitations of Review

This review only included articles published in English, 

and further, the included papers only reported the views of 

208 individuals, with no participants of Afghani, Bhutanese, 

Maldivian, Nepalese or Sri Lankan nationality or descent. 

The included papers lacked information on specific needs 

in relation to specific countries or religions within South 

Asia.

During the quality assessment stage, two included stud-

ies29,31 did not have clear ethical approval statements, nine 

included papers29-34,36-38 did not have a clearly stated philo-

sophical perspective, nine did not have a clear statement 

locating the researcher culturally or theoretically,29-32,34-37 

and all ten studies29-38 did not entirely state how the 

researcher(s) influenced the research or vice-versa. The 

absence of reflexive accounts within most included studies 

limits our ability to evaluate how researcher positionality or 

cultural assumptions may have shaped data interpretation; 

this introduces uncertainty around the transferability of 

insights about stigma and culturally defined care expecta-

tions. The decision to include these studies, and conduct 

this research, was partly based on the immediate need for 

such an article, given the growing rates of dementia in the 

UK South Asian demographic.10-18 Fundamentally, despite 

the aforementioned quality limitations of the included stud-

ies, the overall quality of research was assessed to be high 

enough for their inclusion, and conducting this research 

now helps push for conversation around this pressing topic.

Ideally, the theme of ‘Racism/Culturally Inappropriate 

Care’ would be separated clearly into ‘Racism’ and 

‘Culturally Inappropriate Care’. This would of course allow 

for a more nuanced discussion of the barriers and facilita-

tors relating to these themes. However, given the data avail-

able in the included studies, it would be too difficult to 

disentangle this neatly into these two categories without it 

feeling like guess work.

Potential publication and language biases are present 

due to the omission of non-English language publications. 

However, as this systematic review addresses UK research, 

we felt it was appropriate to exclude non-English language 

publications. This was also justified by the lack of ability of 

authors to translate all potential languages, adding potential 

time and other resources to this research which we did not 

have. Nevertheless, the consistency of findings across 

diverse qualitative contexts and convergence with wider 

minority-ethnic dementia literature lend confidence to the 

robustness and relevance of these conclusions.

Implications for Research and Policy

Country-specific research is needed for UK South Asians 

with Afghani, Bhutanese, Maldivian, Nepalese or Sri 

Lankan heritage to identify potential differences and inform 

the development of more specific facilitators. In addition, 

research discussing the needs of each South Asian country 

and major religion is required.

Further research is also needed with specific regard to 

facilitators of access to formal dementia services of the UK 

South Asian populace, as current research primarily focuses 

on barriers. Additional research is required regarding the 

interrelation of themes as barriers to formal dementia care 

access. A more complex analysis of these relationships 

could inform the development of effective facilitators to 

access dementia support for UK South Asians.
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Additionally, while this article focuses on South Asians, 

research also indicates the potential vulnerabilities of other 

minority ethnic groups.11 Therefore, important, similar 

research is strongly suggested for other groups. Further 

research focusing on the gendered effects of stigma, gen-

erational differences, socioeconomic groups, and a com-

parison of South Asian countries to other minority ethnic 

groups would add great detail to this growing body of work.

The difficulty in separating what is considered ‘Racism’ 

and what is considered ‘Culturally Inappropriate Care’ with 

existing data leaves space for this to be pursued in future 

research. The impacts of separating these themes are, of 

course, very important, and affect how policy and practice 

(hiring, carer practice, review procedures, working condi-

tions, etc.) should be updated.

We would recommend systems to appoint ‘dementia cham-

pions’ within South Asian communities, building knowledge, 

reducing stigma and normalising help-seeking. This process 

involves recruitment of respected individuals from a commu-

nity, who work to normalise help-seeking behaviours in their 

community, acting as a mediator between those around them, 

and formal services.45 We therefore recommend the contacting 

of religious leaders and community group leaders as potential 

starting points for these roles. As a note, the role of a commu-

nity member as a dementia champion, is not to be confused 

with a formal, healthcare professional working as a ‘Dementia 

Champion’.46 Comparable initiatives such as the Alzheimer’s 

Society’s ‘Dementia Friends’ programme and NHS England’s 

community health ambassador schemes demonstrate the feasi-

bility of community-embedded advocacy roles. Integration of 

these approaches through Integrated Care Boards (ICBs) and 

local voluntary-sector partnerships could provide sustainable 

mechanisms for culturally sensitive dementia engagement. 

While this too could be helpful, there are existing barriers in 

the unpaid time of these professionals to perform such roles, 

which we do not have time to discuss here.46

Further, we believe mandatory cultural competence 

training for dementia specialists would reduce cultural 

divides and allow for practitioners to apply evidenced com-

petencies when communicating with those from South 

Asian backgrounds. Collaboration with community organi-

sations would facilitate co-designed services with South 

Asian patients central to their own framework.

Conclusion

Multiple, nuanced barriers and facilitators exist for 

South Asians accessing formal dementia services in the 

UK. These barriers and facilitators were categorised into 

five themes: a lack of knowledge, racism/culturally inap-

propriate care, stigma, a familial duty of care and service 

delivery. We found a lack of knowledge regarding 

dementia as have a potentially causal effect on both 

stigma and a familial duty of care. Given the lack of 

careful definition of ‘South Asian’ in existing literature, 

and that this systematic review only includes evidence 

regarding the Bangladeshi, Indian and Pakistani demo-

graphics, we advise great care in generalising results, 

including between these three groups.

The combination of projected dementia prevalence and 

underutilisation of formal dementia services by UK South 

Asians creates an unavoidably pressing need for invest-

ment in tailored and thoughtful strategies. The longer the 

wait until such strategies are implemented, the more indi-

viduals will suffer unnecessarily from the effects of 

dementia.
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