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ABSTRACT
Objective  To systematically review and synthesise 
evidence on the experiences of older immigrants living 
with dementia and their carers.
Design  A systematic review and meta-synthesis of 
qualitative studies.
Methods  Studies exploring the experiences of older 
immigrants living with dementia and their carers were 
eligible. Databases were searched including CINAHL, 
MEDLINE, PsycINFO, PubMed, Embase, Web of Science 
and Cochrane Library from January 2000 to April 2021. 
Quality assessment was undertaken using the Critical 
Appraisal Skills Programme checklist for qualitative 
studies. Data were then synthesised using the thematic 
synthesis approach.
Results  The results of this meta-synthesis were reported 
according to the Preferred Reporting Items for Systematic 
Reviews and Meta-Analyses statement and Enhancing 
transparency in reporting the synthesis of qualitative 
research statement. A total of 3857 studies were returned 
from the database search. Eighteen studies were 
included for meta-synthesis. Five synthesised findings 
were identified: living with dementia and caregiving; 
family relationships; barriers to dementia care services; 
stigma and discrimination; and legal and financial issues. 
The experiences of living with dementia and caregiving 
presented multiple challenges for older immigrants living 
with dementia and their families. However, there seems 
to be very little difference between the experiences of 
those who have migrated to a new country and those who 
were born and aged in the same country, but the ability to 
access and use the available services is different.
Conclusion  A lack of culturally appropriate dementia 
services, language barriers and dementia stigma can 
impede access to dementia care for older immigrants. 
Strategies to mitigate these barriers are urgently needed 
to ensure people from culturally and linguistically 
diverse backgrounds with dementia and their families 
have the information, education and support to access 
dementia services, in addition to research that explores 
the experiences of culturally and linguistically diverse 
populations.
PROSPERO registration number  CRD42021277913.

INTRODUCTION
The demand for dementia services among 
immigrants is increasing globally due to 
issues identified across developed countries, 

in relation to the increasing life span, health 
risks and age profiles of this population 
group.1 However, older immigrants experi-
ence several barriers to accessing dementia 
care,2–4 including delay in seeking diag-
nosis and care.5 6 The number of migrants 
is increasing globally, with 34.3 million 
older immigrants (aged 65 years or above) 
worldwide.7 Immigrants are at higher risk 
of developing dementia due to lower educa-
tion levels,8 social isolation caused by migra-
tion,9 cultural differences and language 
barriers,10 poor dietary habits, smoking and 
sedentary lifestyles.11 Several studies have 
reported a higher prevalence of dementia in 
immigrants.12–14

Arora et al15 have reported that the older 
immigrants’ healthcare experiences are 
affected by aspects of their health literacy, 
language barriers and differences in health 
beliefs. Immigrants are a culturally and socio-
economically diverse group, where their 
experiences of health service use, including 
dementia care, can vary considerably from 
the rest of the population.16 Hence, health-
care policies that are sensitive to diversity 
and practices are needed in order to tackle 
the health and social needs of these ageing 

STRENGTHS AND LIMITATIONS OF THIS STUDY
	⇒ This systematic review follows the Preferred 
Reporting Items for Systematic Reviews and Meta-
Analyses statement and Enhancing transparency 
in reporting the synthesis of qualitative research 
statement.

	⇒ Our search strategy was restricted to studies pub-
lished in English and all the selected studies came 
from high-income countries.

	⇒ The Critical Appraisal Skills Programme check-
list was used to assess the quality of the included 
studies, but all the studies were included for meta-
synthesis irrespective of their quality.

	⇒ Meta-synthesis was conducted using the thematic 
synthesis approach and synthesised findings were 
interpreted using the socioecological model. copyright.
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immigrants.17 This should include high-quality, person-
centred dementia care, where the individual needs, 
preferences and values drive the care, rather than a stan-
dardised approach to treatment.18

Understanding immigrants’ experiences of living 
with dementia can help tailor person-centred services 
for people living with dementia and their families and 
carers.19 However, research regarding ageing, illness and 
the dying needs of immigrants and refugees is sparse 
and fragmented, despite its recognition as an important 
public health issue.20 A preliminary search of PROS-
PERO, MEDLINE, the Cochrane Database of System-
atic Reviews and Joanna Briggs Institute of Evidence 
Synthesis at the time of the study revealed no systematic 
reviews on the experience of care for older immigrants 
with dementia. Therefore, this systematic review aimed to 
explore the experiences of older immigrants living with 
dementia, regardless of their country of origin or destina-
tion. The research question ‘what are the experiences of 
older immigrants living with dementia and their carers?’ 
guided this systematic review.

Socioecological model
The socioecological model (SEM) was used in this study 
to provide a multilevel perspective in understanding the 
experiences of older immigrants living with dementia. 
According to the SEM, individual health behaviours 
are influenced by intrapersonal, interpersonal, organ-
isational, community and policy factors that are inter-
related.21 The intrapersonal level includes individual 
characteristics like knowledge, attitudes, skills, behaviours 
and self-concepts, followed by interpersonal factors 
referred to via social networks, relationships with family 
and friends and support systems. The organisational level 
involves institutions with operational rules whereas the 
community level involves relationships among institu-
tions. The policy level refers to legal systems and govern-
ment policies.21

METHODS
Design
A meta-synthesis was deemed appropriate for this system-
atic review, as it allows for in-depth exploration of the 
findings of multiple studies22 in developing an under-
standing of the experiences of older immigrants living 
with dementia and their carers. The results of this 
meta-synthesis have been reported using the Preferred 
Reporting Items for Systematic Reviews and Meta-
Analyses23 statement and Enhancing transparency in 
reporting the synthesis of qualitative research statement.24 
A few amendments from the study registered with PROS-
PERO are discussed in the methods sections.

Eligibility criteria
The inclusion criteria of this systematic review included 
(1) older immigrants living with dementia or described as 
having dementia or receiving care for dementia-related 

conditions. Immigrants were defined as people who 
moved from their country of nationality to live in a 
foreign country as their new place of residence25 whereas 
older people were determined as those aged 55 years or 
older. The age of 55 years was chosen to include people 
from low and middle-income countries, who are known 
to have shorter life expectancies.26 Studies focusing on 
the experiences of carers of older immigrants living with 
dementia were included in the review. ‘Carers’ for this 
review included family caregivers (FCG) who have taken 
up a caring role; and healthcare workers consisting of 
personal care aides, nurses, psychiatric nurses, nurse 
assistants, care managers, physicians, general practi-
tioners, doctors, psychologists, neurologists, voluntary 
sectors, consultants, representatives of immigrants and 
health professionals, as well as intercultural mediators. 
Further to this, the inclusion criteria included (2) the 
phenomena of interest focused on the experiences of 
dementia; (3) primary studies with qualitative or mixed 
methods research design that had qualitative data; 
(4) English-only studies, considering the risk of data 
being misunderstood or lost during the translation27 
as well as for the reason of feasibility. This systematic 
review excluded asylum seekers and refugees as their 
experiences involve challenges that are different when 
compared with immigrants.

Search strategy
A systematic search using an a priori search strategy was 
conducted in CINAHL, MEDLINE, PsycINFO, PubMed, 
Embase, Web of Science and Cochrane Library, with the 
publication dates from January 2000 to April 2021 to 
improve the relevance of studies included, and to align 
with the changing healthcare systems and recent migra-
tion patterns. Manual searching of reference lists of 
included studies was conducted to identify any relevant 
studies. The search strings and the titles extracted from 
each database are shown in table 1.

Study selection
All identified studies were imported into EndNote 
V.X9.3.3 (Clarivate Analytics, Philadelphia, USA) and 
duplicates were removed. PC screened references by 
titles and abstracts, where full eligible texts were assessed 
independently by PC and DP, recording the reasons for 
excluded articles. Discrepancies were resolved through 
discussion with other reviewers.

Critical appraisal
This systematic review used the Critical Appraisal Skills 
Programme28 tool to assess the methodological quality of 
included studies. This is the most frequently used tool29 
that addresses the principles and assumptions underpin-
ning qualitative research.24 PC independently appraised 
all 18 articles, where two reviewers (LW and BL) peer-
reviewed 10 articles each. Discrepancies were resolved 
through discussion.

copyright.
 on M

ay 27, 2022 at S
heffield H

allam
 U

ni C
onsortia. P

rotected by
http://bm

jopen.bm
j.com

/
B

M
J O

pen: first published as 10.1136/bm
jopen-2021-059783 on 24 M

ay 2022. D
ow

nloaded from
 

http://bmjopen.bmj.com/


3Chejor P, et al. BMJ Open 2022;12:e059783. doi:10.1136/bmjopen-2021-059783

Open access

Data extraction and synthesis
PC independently extracted the following data from the 
included studies: study (year), country, study objectives, 
participants and setting, design and main findings. Two 
reviewers (DP and BL) examined the extracted data with 
discrepancies resolved through discussion.

The five levels of the SEM framework were used to frame 
the data. PC conducted meta-synthesis using the thematic 
synthesis method, specifically designed for qualitative 
systematic reviews.30 It was an inductive approach as the 
themes were generated based on the data. First, PC care-
fully read and re-read the included studies to get famil-
iarised with the studies. Second, all the included studies 
were coded line by line. All the coded texts were checked 
to ensure consistency of interpretations and when neces-
sary new codes were created. Third, similar codes were 
grouped and categorised as subthemes. Subthemes 
across articles were compared and matching subthemes 
from different articles were grouped. PC reassessed and 
reorganised subthemes and themes throughout the 
process. Findings, subthemes and themes were examined 
by all other reviewers to ensure rigour. Finally, similar 
subthemes were then grouped into a larger theme and 
interpreted using the SEM framework.

Patient and public involvement
Patients and the public were not involved in the design, 
conception or conduct of this study.

RESULTS
Literature search
A total of 3857 studies were identified and, whereby after 
deduplication, 2681 titles and abstracts were screened. 
After a full-text assessment of 263 articles, 18 studies were 
included in the meta-synthesis. The overall literature 
search and selection process is outlined in figure 1.23

Quality assessment
The quality assessment of the included studies is 
summarised in table  2. Only five studies reported the 
researcher–participant relationship.16 31–34 Six studies 
insufficiently reported the ethical approval process.35–40 
Studies were not excluded based on their quality as there 
is currently no accepted method for the synthesis of 
qualitative research,41 where individual studies may well 
generate new insights.42

Table 1  Titles extracted from each database using search query

Search query

Database

CINAHL MEDLINE PsycINFO Embase WOS PubMed CL

S1 older OR elder* OR senior* OR geriatric 
OR adult* OR aged

2 569 203 8 676 527 2 369 350 11 301 861 6 361 200 8 929 504 954 140

S2 immigrant* OR emigrant* OR migrant* 
OR foreign-born OR overseas-born OR 
non-English-speaking

52 194 60 299 41 150 680 067 153 622 60 018 1588

S3 dementia OR Alzheimer’s OR ‘cognitive 
impairment’ OR ‘cognitive disorders’ 
OR ‘memory loss’ OR ‘memory 
disorders’

165 349 362 851 157 024 455 278 377 185 356 477 32 456

S4 #1 AND #2 AND #3 2417 530 284 432 402 367 46

S5 S4 narrowed by language (English), 
peer-reviewed and publication dates 
(January 2000 to April 2021)

2144 452 217 398 333 271 42

Search date: 5 April 2021.
CL, Cochrane Library; WOS, Web of Science.

Figure 1  Preferred Reporting Items for Systematic Reviews 
and Meta-Analyses (PRISMA) flow chart.
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Study description
Most of the included studies were published from 2014 
to 2020 (n=14).16 19 32–39 43–46 The studies were conducted 
in nine different countries: USA (n=6),37 38 40 46–48 The 
Netherlands (n = 3),33–35 Sweden (n=3),19 36 45 Belgium 
(n=2),43 44 Norway (n=2),16 32 Australia (n=1),49 Germany 
(n=1),39 Scotland (n=1)50 and the UK (n=1).31 Study 
participants were older immigrants living with dementia 
(n=2),19 31 FCGs (n=9),33–35 37 39 40 47–49 person care aides 
(n=1),38 nursing staff (n=2)36 45 and a mixture of FCGs 
and healthcare workers (n=6) consisting of general 
practitioners, nurses, and nurse assistants,16 general 
practitioners, psychologist, neurologist, nurses and inter-
cultural mediators43 44; representatives of immigrants and 
health professionals32; physicians, nurse, social workers, 
programme administrators46; general practitioners, 
community psychiatric nurses, consultants and voluntary 
sector providers.50

Participants were from Poland, Croatia, Finland, China, 
Korea, Vietnam, Pakistan, India, Bangladesh, Sri Lanka, 
Iran, Morocco, Turkey, Lebanon, Africa and South 
America. Most of the participants in the included studies 
were females. Participants were recruited via community 
organisations (dementia centres, mental health teams, 
nursing homes, memory clinics, religious centres) and 
key figures in the community,31–34 39 43 44 48–50 followed by 
community organisations alone.16 19 37 38 40 46 47 Purposive 
sampling16 31 35 37 38 47 48 50 was commonly used to recruit 
participants, with snowball39 43 44 and convenience40 
sampling in a few studies.

Individual interviews were used in 13 
studies,19 31 32 35 36 39 40 43–45 47 48 50 with four studies using 
focus group interviews,37 38 46 49 two studies using both 
individual interviews and focus groups33 34 and one study 
using a mixture of individual, dyad and focus group inter-
views.16 A full description of the study characteristics is 
summarised in online supplemental table 1.

Review finding
Five themes emerged from the meta-synthesis, arranged 
under each level of the SEM as shown in figure 2. Studies 
contributing to each of these themes and subthemes are 
listed in table 3. An overview of themes and illustrative 
quotes is provided in online supplemental table 2.

Intrapersonal: living with dementia and caregiving
The intrapersonal level included the lived experiences of 
older immigrants living with dementia and those engaged 
in providing care, listed under four subthemes: living 
with dementia; caregiving challenges; caregiving obliga-
tion and benefits; and lack of dementia knowledge.

Living with dementia: being forgetful and becoming dependent
Living with dementia was described as living with forget-
fulness.19 31 48 50 Older immigrants described living with 
dementia as sad and embarrassing, as their forgetful-
ness caused problems for their family members.19 Some 
described being incompetent and dependent as they failed 

to do things on their own due to their forgetfulness.19 31 
Older immigrants living with dementia felt worried about 
their future and concerned about the problems caused 
by their conditions,31 although they noted that they felt 
respected and loved within their families.19

Some older immigrants living with dementia expressed 
being comfortable going out whenever they liked, while 
others experienced difficulties integrating into a new 
society due to language barriers.19 Some described their 
efforts to keep things as normal as possible, not telling 
that they had forgotten anything when they experienced 
forgetfulness.19 Living with dementia was described 
as having a profound impact on the daily lives of older 
immigrants as the condition intensified.50

Caregiving: emotionally and physically challenging
Caregiving was described as physically and emotionally 
challenging.43 44 49 Managing behavioural and psycho-
logical symptoms of dementia,35 37–40 43 45 48 50 including 
changes in behaviours like wandering, night activity and 
getting lost in familiar situations,37–39 50 was noted as 
challenging and increasing the caregiving burden. FCGs 
described the impact of caregiving on their health but 
experiened limited time to care for themselves since they 
had to be with older immigrants living with dementia all 
the time.37 49 One healthcare worker attributed her poor 
health to the demanding and stressful impact of the care-
giving role.38

FCGs explained how their marriage had been impacted 
and some described marital breakdowns as a result of 
the caregiving burden.49 They also admitted their lack of 
preparedness to handle the pressure from the demands 
of providing care in addition to the impact of migra-
tion on their livelihood.16 Other challenges included 

Figure 2  Socioecological model.
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difficulties in understanding the needs of older immi-
grants living with dementia16 and the stigma associated 
with dementia40 that augmented their caregiving chal-
lenges. FCGs described a lack of support from family 
members in providing care for older immigrants living 
with dementia,35 37 43 50 with struggles to work full time 
and provide care as other family members abandoned 
them.35

Several FCGs reported that they felt disappointed with 
the lack of support from family members and sought help 
only if it was required.37 There were instances when FCGs 
often directed their frustrations to older immigrants 
living with dementia when they were too tired to provide 
care.35 They had limited time for themselves as they were 
the only ones providing care for older immigrants living 
with dementia,16 33 39 49 50 where some even sacrificed their 
jobs to provide care.35 39

Caregiving: obligation and benefits
Caregiving was described as a family obligation, a reli-
gious or cultural responsibility, a symbol of respect or a 
means of reciprocating love that they have received from 
their parents when they were young.16 32 34 35 37–40 44 48 50 
FCGs described sending their loved ones to a nursing 
home as disheartening, disrespectful and unfilial.47 
FCGs expressed caregiving as a payback for the love and 
care they received from their parents when they were 
young.16 39 44 For some, providing care to a family member 
meant transferring the legacy of caregiving to their chil-
dren so that the younger generations learnt to provide 
care to their elders in the future.48

FCGs believed caregiving to be a means of earning 
respect within the family and community.40 However, 
family caregiving practices limited their choice of care-
giving or seeking formal care.34 One FCG caring for 
her mother-in-law with dementia described her frustra-
tion over her caregiving role,37 while others expressed 
pride about their caregiving duty.35 Some described the 
formation of bonds with the older immigrants living with 
dementia that strengthened their relationship,34 with 
feelings of satisfaction and fulfilment attributed as care-
giving benefits,34 35 39 that in turn further motivated them 
to provide care.34

Lack of knowledge about dementia
Lack of knowledge about dementia affected both the 
FCGs and healthcare workers. FCGs described their 
lack of dementia knowledge,32 38 39 48 50 which impacted 
their access to dementia care. Healthcare workers also 
described the limited dementia knowledge of FCGs32 
while experiencing the need to upskill their knowledge 
about dementia.38 FCGs felt that having a sound knowl-
edge about dementia would increase their patience in 
caring for older immigrants living with dementia.38

One FCG even expressed how their lack of dementia 
knowledge led to delayed diagnosis of dementia as they 
took too long to understand dementia,32 also due to their 
belief that forgetting was normal,44 noting dementia to 

be a result of one’s bad deeds from a previous life.32 44 
FCGs also expressed that not being aware of formal care 
made it difficult for them to avail themselves of appro-
priate dementia care.43 44 One study described how FCGs 
accidentally knew about formal care during their visit to 
a physiotherapist.44

Interpersonal: family relationship
The interpersonal level included relationships among 
carers and family members under two subthemes: family 
conflict and helping the older immigrants living with 
dementia.

Family conflicts
Carers experienced conflicts within the family that 
arose from caring for older immigrants living with 
dementia.16 35 37 38 48 49 One healthcare worker described an 
incidence where family members argued over providing 
care as the caregiving role intensified.38 49 Family conflicts 
ensued when non-caregiving family members blamed 
FCGs for admitting older immigrants living with dementia 
to a hospital, for example.35 FCGs expressed that the 
responsibility to provide care for older immigrants living 
with dementia fell on the principal caregiver as others left 
them behind.43

Helping the older immigrants living with dementia
Few studies described the measures for helping the 
person with dementia (PWD).44 45 47 49 Carers described 
a need for speaking slowly and staying calm to help older 
immigrants living with dementia find words to express 
their needs.45 They also indicated the importance of 
attending to the needs of older immigrants living with 
dementia immediately before they forget.47 Caring with 
humour and kindness helped older immigrants living 
with dementia feel better emotionally and physically.49 A 
nurse described that serving traditional foods and playing 
music in their language created a sense of closeness 
among older immigrants living with dementia.45 Non-
verbal communication, such as body language, helped 
older immigrants living with dementia understand and 
feel connected.45

Organisational: barriers to dementia care
The organisational level included service and language 
barriers impacting dementia care provisions under three 
subthemes: service barriers, language barriers and hesi-
tance towards formal care.

Service barriers
Service barriers to dementia care included a lack of 
culturally appropriate dementia services37 39 45–47 50 and 
difficulty in accessing dementia-related information.32 46 50 
The lack of culturally sensitive diagnostic tools impacted 
the diagnosis of dementia among immigrants.44 Health-
care workers described inadequate care services for immi-
grants living with dementia and stated that the available 
services, if there were any, were culturally inappropriate.50 
Lack of access to information about dementia services was 
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challenging for the FCGs.32 Educating FCGs on dementia 
and creating linkages between healthcare workers and 
FCGs were perceived to minimise barriers to care.43 46 
Carers felt the need for culturally appropriate dementia 
services for immigrants living with dementia so that they 
felt that their cultural needs were understood.39 44

Language barriers
Language barriers impeded the provision of care services 
for older immigrants living with dementia and their fami-
lies.16 32 37 39 43 44 46 47 One FCG described the difficulties 
of not being able to communicate in English, as the 
dementia services were all provided in English.37 Carers 
felt that dementia services needed to provide transla-
tors, bilingual caregivers and information translated 
into different languages,39 44 as older immigrants living 
with dementia were not able to express their needs to 
healthcare workers in English.44 Healthcare workers also 
described that the language barrier hindered communi-
cation with older immigrants living with dementia and 
strained relationships with their family members.16 43 45 
Healthcare workers also described the challenges of diag-
nosing dementia in immigrants due to language prob-
lems.32 Similarly, one FCG indicated a lack of bilingual 
and skilled formal carers, even if they wanted to engage 
in formal care.46

Hesitance towards formal care
FCGs described their hesitance towards formal care due 
to their negative experience with healthcare workers,35 
noting formal care to be viewed as culturally insensi-
tive,32 43 44 50 inadequate16 47 48 and not person-centred 
care.43 44 Some FCGs described that formal care was not 
set up to provide care for immigrants, where older immi-
grants living with dementia were left to suffer.34 47 Further, 
FCGs felt that using formal care was being unfilial35 and 
described their reluctance to use formal care unless 
deprived of alternatives.34 Another FCG mentioned 
formal care as lacking provisions for religious practices,32 
leading some older immigrants living with dementia to 
refuse uptake of formal care.39

Community: stigma and discrimination
The community level included dementia-related stigma 
and shame under two subthemes: hiding dementia and 
dementia-related shame and discrimination.

Hiding dementia
FCGs expressed that they had hidden dementia from 
people outside their families.33 36 40 43 44 They articu-
lated difficulties in talking about dementia openly when 
older immigrants living with dementia did not want the 
community to know about their condition.33 One FCG 
described that they kept the dementia diagnosis of their 
family member a secret to stop people looking down on 
them.46

FCGs stated a lack of dementia knowledge as one of the 
reasons for hiding dementia.32 One healthcare worker 
mentioned that people avoided disclosing dementia 

conditions of their family members thinking it might 
impact marriages.50 Some healthcare workers described 
dementia as a taboo, a reason why people were reluctant 
to be open about it.44 However, some FCGs shared that 
they talked about dementia openly if the older immi-
grants living with dementia felt comfortable.33

Shame and discrimination
Several studies have reported on dementia-related shame 
and discrimination.16 32 33 36 38–40 43 44 46 48 49 Healthcare 
workers noted they were concerned about being accused 
of discrimination and described being very careful about 
what they said to the family members of older immi-
grants living with dementia.43 One FCG described how 
her father living with dementia was treated by a doctor 
without any respect,43 while others experienced being 
racially discriminated48 against and neglected by general 
practitioners.32 50

FCGs recounted being looked down on by people 
when they placed their parents in a nursing home.38 A 
relative described how one of her family members, out 
of concern for how people would treat her, provided 
care to an older immigrant living with dementia at 
home although she was always exhausted.16 Healthcare 
workers also cited that FCGs were ashamed about their 
parents’ dementia.36 A wife caring for her husband 
living with dementia conceded that they stopped going 
out for dinner ever since her husband developed 
dementia.46

Policy level: financial and legal issues
The policy level included the impact of policies on 
dementia care under two subthemes: financial issues and 
legal issues.

Financial issues
FCGs stated that formal care is expensive,32 43 wishing for 
more flexibility in using the help provided by the state. 
One of the participants described the care allowance 
that they received from the state as minimal, with limited 
options for use as they were made to first avail themselves 
of services within the municipality.32

Legal issues
One healthcare worker described not being able to use 
interpreters or other mediator services when dealing with 
immigrants living with dementia due to hospital proce-
dures.43 One FCG described how nurses refused help 
provided by FCGs in washing and dressing older immi-
grants living with dementia in home care.32 However, one 
of the nurses described how she often had to negotiate 
between the family expectancies, needs of older immi-
grants living with dementia and organisational rules, 
citing an example where she allowed family members 
to attend to their older relative when she was dying but 
made them leave the room once the dying woman was 
exhausted.32
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DISCUSSION
This review aimed to synthesise the experiences of 
older immigrants living with dementia and their carers; 
however, only two of the included studies explored the 
experiences of older immigrants living with dementia. 
As such, our findings relate more to caregiver (especially 
FCGs) experiences. Additionally, most of the included 
studies explored the experiences of female FCGs, which 
may be due to the gendered role of caregiving in many 
cultures. While the findings of this review have primarily 
focused on the experiences of female caregivers, as has 
been noted by other authors, efforts to engage male care-
givers are needed.35 44 51

Our findings indicate that the experiences of living 
with dementia are invariably complex and may depend 
on individual attitudes and belief systems (culture), the 
severity of dementia and the ability to navigate through 
health systems. For example, in our review, some older 
immigrants living with dementia felt comfortable going 
out and meeting people, whereas it remained distressing 
and stigmatising for many others.19 Hence, it is imperative 
to consider the influence of culture, social and economic 
aspects on the experiences of living with dementia. A 
synthesis of qualitative studies has found family love as a 
source of strength and inspiration for the PWD,52 helping 
to maintain their dignity.53 Similarly, our review revealed 
that older immigrants living with dementia felt loved and 
respected within the family, demonstrating the impor-
tance of caring with love.

Our review has noted caregiving as physically and 
emotionally challenging. Lack of dementia knowledge, 
lack of culturally appropriate dementia services and 
language barriers challenged the meaningful experi-
ences of living with and caring for dementia. A recent 
systematic review on barriers and facilitators of mean-
ingful engagement among older immigrants living with 
dementia in residential aged care facilities has reported 
communication barriers to impact meaningful engage-
ment among older immigrants.54 The World Alzheimer 
Report 2021 also identified a lack of specialised diag-
nostic tests and diagnosis knowledge as key barriers to 
dementia diagnosis.55

Echoing the findings of this review, the largest dementia 
attitude survey of 70 000 people across 155 countries by 
Alzheimer’s Disease International has revealed that over 
35% of carers globally have hidden the dementia diag-
nosis within their families.56 This review shows that a 
lack of dementia knowledge aggravates dementia stigma 
that stems from differing cultural perceptions about 
dementia. Improved dementia knowledge can lessen the 
cultural perceptions of dementia and create a sense of 
belongingness for carers and families. This will be one 
step towards ensuring quality care for older immigrants 
with dementia, as Brijnath et al57 noted that communi-
cating clearly and empathetically with PWD and their 
families is important in reducing dementia stigma.

The distress, stigma and overwhelming human experi-
ence of dementia are shared by all those who live with the 

condition and the people who love and care for them. 
The fact that there seems to be very little difference 
between the experiences of those who have migrated 
to a new country and those who were born and aged in 
the same country demonstrates the inequity that simply 
coming from a culturally and linguistically diverse 
(CALD) community brings. The experience is the same, 
the needs are the same, but the ability to access and use 
the available services is different. This means that more 
attention must be given to ensuring people from CALD 
backgrounds with dementia and their families have the 
information, education and support to access services for 
help and respite.

Strengths and weaknesses of the study
The strengths of this review include a systematic search to 
inform the meta-synthesis and the use of SEM as a theo-
retical framework that enabled interpretations of expe-
riences of people with dementia from a more holistic 
multilevel approach. Further, to the best of our knowl-
edge, no qualitative systematic review has examined this 
topic.

This review has several limitations. The lack of studies 
from countries other than the USA and Europe questions 
the applicability of findings to countries with different 
health systems, migration policies and cultures. Further, 
the inclusion of studies in our review irrespective of their 
quality cautions the interpretation of the findings. Addi-
tionally, the inclusion of English-only studies introduces 
selection bias while unclear titles and abstracts may have 
possibly omitted relevant studies during the screening 
process. Studies included in this review were conducted 
in a variety of settings which is a strength as the expe-
riences of older immigrants living with dementia and 
carers represented different aspects of aged care settings. 
However, this affects the generalisability of certain find-
ings. Most of the study participants in this review were 
female caregivers, which limits the generalisation of the 
findings to the male caregivers, but it is a strength in that 
we can have higher confidence in the findings related to 
female caregivers.

Future research and recommendations
Research focusing on the specific needs of the older 
immigrants living with dementia have begun to appear 
in the literature. However, several gaps in knowledge 
can be translated into more person-centred care for all 
people and families living with dementia. First, many 
studies included in this review came from the USA and 
Europe (high-income countries), highlighting the need 
for evidence from other multicultural countries with 
different health systems and migration policies. Similarly, 
only two studies in our review focus on the lived experi-
ences of older immigrants living with dementia indicating 
challenges in recruiting PWD for research.

Second, current evidence has not considered the impact 
of socioeconomic status on the experiences of people 
living with dementia. This suggests the need to explore 
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the experiences of FCGs with various socioeconomic 
backgrounds. Third, the lack of data on family conflicts 
from non-caregiving family members indicates that the 
voices of non-caregiving family members are absent from 
the current evidence base. Finally, future studies may 
explore the experiences of living with dementia using the 
SEM for a better understanding of their experiences at 
each level of SEM.

Many countries, including Australia, welcome migrants 
and are working towards the goal of multiculturalism. For 
this to hold true for all citizens and residents, including 
well into late life, it means that aged care and dementia 
services must go the extra mile to give those who need 
to migrate and chose to stay in the new country the care 
they need at this vulnerable time in their lives. From an 
implementation angle, we suggest raising public aware-
ness campaigns using appropriate and culturally sensitive 
language and increasing dementia training for carers, 
as also recommended by Alzheimer’s Disease Interna-
tional,56 to reduce dementia stigma.

CONCLUSIONS
The experiences of living with dementia and caregiving 
present many challenges. A lack of culturally appropriate 
dementia services, language barriers and dementia stigma 
can impede access to dementia care for older immigrants. 
Strategies to mitigate these barriers are urgently needed, 
in addition to further research that explores the experi-
ences of CALD populations from multicultural countries.

Contributors  Conceptualisation: PC, LW, DP, BL. Study design: PC, BL, LW, DP. Data 
search and extraction: PC. Selection of articles: PC, BL, LW, DP. Quality assessment 
of studies: PC, BL, LW. Data analysis: PC, BL, DP. Drafted the manuscript: PC. 
Manuscript review and editing: PC, BL, LW, DP. All authors revised and accepted the 
manuscript. PC is responsible for the overall content as the guarantor.

Funding  The authors have not declared a specific grant for this research from any 
funding agency in the public, commercial or not-for-profit sectors.

Competing interests  None declared.

Patient and public involvement  Patients and/or the public were not involved in 
the design, or conduct, or reporting, or dissemination plans of this research.

Patient consent for publication  Not required.

Ethics approval  Research ethics approval was not applicable as this study is a 
systematic review and did not involve any human participants.

Provenance and peer review  Not commissioned; externally peer reviewed.

Data availability statement  All data relevant to the study are included in the 
article or uploaded as supplementary information.

Supplemental material  This content has been supplied by the author(s). It has 
not been vetted by BMJ Publishing Group Limited (BMJ) and may not have been 
peer-reviewed. Any opinions or recommendations discussed are solely those 
of the author(s) and are not endorsed by BMJ. BMJ disclaims all liability and 
responsibility arising from any reliance placed on the content. Where the content 
includes any translated material, BMJ does not warrant the accuracy and reliability 
of the translations (including but not limited to local regulations, clinical guidelines, 
terminology, drug names and drug dosages), and is not responsible for any error 
and/or omissions arising from translation and adaptation or otherwise.

Open access  This is an open access article distributed in accordance with the 
Creative Commons Attribution Non Commercial (CC BY-NC 4.0) license, which 
permits others to distribute, remix, adapt, build upon this work non-commercially, 
and license their derivative works on different terms, provided the original work is 

properly cited, appropriate credit is given, any changes made indicated, and the use 
is non-commercial. See: http://creativecommons.org/licenses/by-nc/4.0/.

ORCID iDs
Pelden Chejor http://orcid.org/0000-0001-6713-7421
Bridget Laging http://orcid.org/0000-0002-9998-6134
Lisa Whitehead http://orcid.org/0000-0002-6395-0279
Davina Porock http://orcid.org/0000-0003-4161-9697

REFERENCES
	 1	 Truswell D. The impact of dementia on migrant communities: a 

complex challenge in a globalised world. Alzheimers Dement Cogn 
Neurol 2016;1:1–3.

	 2	 Kenning C, Daker-White G, Blakemore A, et al. Barriers and 
facilitators in accessing dementia care by ethnic minority groups: a 
meta-synthesis of qualitative studies. BMC Psychiatry 2017;17:316.

	 3	 Gil-González D, Carrasco-Portiño M, Vives-Cases C, et al. Is health a 
right for all? An umbrella review of the barriers to health care access 
faced by migrants. Ethn Health 2015;20:523–41.

	 4	 Hiam L, Gionakis N, Holmes SM, et al. Overcoming the 
barriers migrants face in accessing health care. Public Health 
2019;172:89–92.

	 5	 Segers K, Benoit F, Colson C, et al. Pioneers in migration, pioneering 
in dementia: first generation immigrants in a European metropolitan 
memory clinic. Acta Neurol Belg 2013;113:435–40.

	 6	 Watari KF, Gatz M. Pathways to care for Alzheimer’s disease among 
Korean Americans. Cultur Divers Ethnic Minor Psychol 2004;10:23.

	 7	 United Nations Department of Economic and Social Affairs. 
International migration 2020: highlights, 2020.

	 8	 Livingston G, Sommerlad A, Orgeta V, et al. Dementia prevention, 
intervention, and care. Lancet 2017;390:2673–734.

	 9	 Berkman LF, Glass T, Brissette I, et al. From social integration 
to health: Durkheim in the new millennium. Soc Sci Med 
2000;51:843–57.

	10	 Martinez-Miller EE, Robinson WR, Avery CL. Longitudinal 
associations of US acculturation with cognitive performance, 
cognitive impairment, and dementia: the Sacramento area Latino 
study on aging. Am J Epidemiol 2020;189:1292–305.

	11	 United Nations Department of Economic and Social Affairs. 
International migration report 2015: highlights. New York, 2016.

	12	 Moon H, Badana ANS, Hwang S-Y, et al. Dementia prevalence in 
older adults: variation by Race/Ethnicity and immigrant status. Am J 
Geriatr Psychiatry 2019;27:241–50.

	13	 Parlevliet JL, Uysal-Bozkir Ö, Goudsmit M, et al. Prevalence of mild 
cognitive impairment and dementia in older non-Western immigrants 
in the Netherlands: a cross-sectional study. Int J Geriatr Psychiatry 
2016;31:1040–9.

	14	 Wong JJ, Kwong JC, Tu K, et al. Ethnic and immigrant variations 
in the time trends of dementia and parkinsonism. Can J Neurol Sci 
2021;3:1–12.

	15	 Arora S, Bergland A, Straiton M, et al. Older migrants’ access 
to healthcare: a thematic synthesis. Int J Migr Health Soc Care 
2018;14:425–38.

	16	 Sagbakken M, Spilker RS, Ingebretsen R. Dementia and migration: 
family care patterns merging with public care services. Qual Health 
Res 2018;28:16–29.

	17	 Abubakar I, Aldridge RW, Devakumar D, et al. The UCL-lancet 
commission on migration and health: the health of a world on the 
move. Lancet 2018;392:2606–54.

	18	 Porock D, Li J, Chang Y-P. Measuring the 'dose' of person-centred 
care in aged care: development of staff and family questionnaires. J 
Adv Nurs 2020;76:1850–61.

	19	 Mazaheri M, Eriksson LE, Nasrabadi AN, et al. Experiences 
of dementia in a foreign country: qualitative content analysis 
of interviews with people with dementia. BMC Public Health 
2014;14:794.

	20	 World Health Organization. The health of older refugees and 
migrants, technical guidance on refugee and migrants, 2018. 
Available: https://www.euro.who.int/__data/assets/pdf_file/0003/​
386562/elderly-eng.pdf [Accessed 21 June 2021].

	21	 Stokols D. Establishing and maintaining healthy environments. 
toward a social ecology of health promotion. Am Psychol 
1992;47:6–22.

	22	 Wray F, Clarke D. Longer-term needs of stroke survivors with 
communication difficulties living in the community: a systematic 
review and thematic synthesis of qualitative studies. BMJ Open 
2017;7:e017944.

copyright.
 on M

ay 27, 2022 at S
heffield H

allam
 U

ni C
onsortia. P

rotected by
http://bm

jopen.bm
j.com

/
B

M
J O

pen: first published as 10.1136/bm
jopen-2021-059783 on 24 M

ay 2022. D
ow

nloaded from
 

http://creativecommons.org/licenses/by-nc/4.0/
http://orcid.org/0000-0001-6713-7421
http://orcid.org/0000-0002-9998-6134
http://orcid.org/0000-0002-6395-0279
http://orcid.org/0000-0003-4161-9697
http://dx.doi.org/10.15761/ADCN.1000102
http://dx.doi.org/10.15761/ADCN.1000102
http://dx.doi.org/10.1186/s12888-017-1474-0
http://dx.doi.org/10.1080/13557858.2014.946473
http://dx.doi.org/10.1016/j.puhe.2018.11.015
http://dx.doi.org/10.1007/s13760-013-0245-z
http://dx.doi.org/10.1037/1099-9809.10.1.23
http://dx.doi.org/10.1016/S0140-6736(17)31363-6
http://dx.doi.org/10.1016/s0277-9536(00)00065-4
http://dx.doi.org/10.1016/j.jagp.2018.11.003
http://dx.doi.org/10.1016/j.jagp.2018.11.003
http://dx.doi.org/10.1002/gps.4417
http://dx.doi.org/10.1017/cjn.2021.7
http://dx.doi.org/10.1108/IJMHSC-05-2018-0032
http://dx.doi.org/10.1177/1049732317730818
http://dx.doi.org/10.1177/1049732317730818
http://dx.doi.org/10.1016/S0140-6736(18)32114-7
http://dx.doi.org/10.1111/jan.14392
http://dx.doi.org/10.1111/jan.14392
http://dx.doi.org/10.1186/1471-2458-14-794
https://www.euro.who.int/__data/assets/pdf_file/0003/386562/elderly-eng.pdf
https://www.euro.who.int/__data/assets/pdf_file/0003/386562/elderly-eng.pdf
http://dx.doi.org/10.1037//0003-066x.47.1.6
http://dx.doi.org/10.1136/bmjopen-2017-017944
http://bmjopen.bmj.com/


11Chejor P, et al. BMJ Open 2022;12:e059783. doi:10.1136/bmjopen-2021-059783

Open access

	23	 Page MJ, McKenzie JE, Bossuyt PM, et al. The PRISMA 2020 
statement: an updated guideline for reporting systematic reviews. 
BMJ 2021;372:n71.

	24	 Tong A, Flemming K, McInnes E, et al. Enhancing transparency in 
reporting the synthesis of qualitative research: ENTREQ. BMC Med 
Res Methodol 2012;12:181.

	25	 International Organization for Migration. Key migration terms. 
Available: https://www.iom.int/key-migration-terms [Accessed 21 Jun 
2021].

	26	 Guruge S, Birpreet B, Samuels-Dennis JA. Health status and health 
determinants of older immigrant women in Canada: a scoping review. 
J Aging Res 2015;2015:393761.

	27	 van Nes F, Abma T, Jonsson H, et al. Language differences in 
qualitative research: is meaning lost in translation? Eur J Ageing 
2010;7:313–6.

	28	 Critical Appraisal Skills Program (CSAP). CASP qualitative studies 
checklist Oxford, 2018. Available: https://casp-uk.b-cdn.net/wp-​
content/uploads/2018/03/CASP-Qualitative-Checklist-2018_fillable_​
form.pdf [Accessed 12 Sep 2021].

	29	 Hannes K, Macaitis K. A move to more systematic and transparent 
approaches in qualitative evidence synthesis: update on a review of 
published papers. Qualit Res 2012;12:402–42.

	30	 Thomas J, Harden A. Methods for the thematic synthesis of 
qualitative research in systematic reviews. BMC Med Res Methodol 
2008;8:45.

	31	 Lawrence V, Samsi K, Banerjee S, et al. Threat to valued elements 
of life: the experience of dementia across three ethnic groups. 
Gerontologist 2011;51:39–50.

	32	 Czapka EA, Sagbakken M. “It is always me against the Norwegian 
system.” barriers and facilitators in accessing and using dementia 
care by minority ethnic groups in Norway: a qualitative study. BMC 
Health Serv Res 2020;20:954.

	33	 van Wezel N, Francke AL, Kayan Acun E, et al. Explanatory models 
and openness about dementia in migrant communities: a qualitative 
study among female family carers. Dementia 2018;17:840–57.

	34	 van Wezel N, Francke AL, Kayan-Acun E, et al. Family care for 
immigrants with dementia: the perspectives of female family carers 
living in the Netherlands. Dementia 2016;15:69–84.

	35	 Ahmad M, van den Broeke J, Saharso S, et al. Persons with a 
migration background caring for a family member with dementia: 
challenges to shared care. Gerontologist 2020;60:340–9.

	36	 Antelius E, Kiwi M. Frankly, none of US know what dementia is: 
dementia caregiving among Iranian immigrants living in Sweden. 
Care Manag J 2015;16:79–94.

	37	 Lee Casado B, Lee SE, Hong M, et al. The experience of family 
caregivers of older Korean Americans with dementia symptoms. Clin 
Gerontol 2015;38:32–48.

	38	 Lee SE, Casado BL, Hong M. Exploring experience and 
perspectives of foreign-born direct care workers in dementia 
care: accounts of Korean American personal care aides caring 
for older Korean Americans with dementia symptoms. Dementia 
2018;17:423–38.

	39	 Monsees J, Schmachtenberg T, Hoffmann W, et al. Dementia in 
people with a Turkish migration background: experiences and 
utilization of healthcare services. J Alzheimers Dis 2020;77:865–75.

	40	 Yeo G, UyenTran JN, Hikoyeda N, et al. Conceptions of dementia 
among Vietnamese American caregivers. J Gerontol Soc Work 
2002;36:131–52.

	41	 Garside R. Should we appraise the quality of qualitative research 
reports for systematic reviews, and if so, how? Innovation: The 
European Journal of Social Science Research2014;27:67–79.

	42	 Lindeza P, Rodrigues M, Costa J. Impact of dementia on informal 
care: a systematic review of family caregivers’ perceptions. BMJ 
Supportive & Palliative Care 2020:bmjspcare-2020-002242.

	43	 Chaouni SB, Smetcoren AS, De Donder L. Caring for migrant older 
Moroccans with dementia in Belgium as a complex and dynamic 
transnational network of informal and professional care: a qualitative 
study. Int J Nurs Stud 2020;101:103413.

	44	 Chaouni SB, De Donder L. Invisible realities: caring for older 
Moroccan migrants with dementia in Belgium. Dementia 
2019;18:3113–29.

	45	 Söderman M, Rosendahl SP. Caring for ethnic older people living 
with dementia - experiences of nursing staff. J Cross Cult Gerontol 
2016;31:311–26.

	46	 Sun F, Mutlu A, Coon D. Service barriers faced by Chinese American 
families with a dementia relative: perspectives from family caregivers 
and service professionals. Clin Gerontol 2014;37:120–38.

	47	 Kong E-H, Deatrick JA, Evans LK. The experiences of Korean 
immigrant caregivers of non-English-speaking older relatives 
with dementia in American nursing homes. Qual Health Res 
2010;20:319–29.

	48	 Neary SR, Mahoney DF. Dementia caregiving: the experiences of 
Hispanic/Latino caregivers. J Transcult Nurs 2005;16:163–70.

	49	 Boughtwood DL, Adams J, Shanley C, et al. Experiences and 
perceptions of culturally and linguistically diverse family carers 
of people with dementia. Am J Alzheimers Dis Other Demen 
2011;26:290–7.

	50	 Bowes A, Wilkinson H. 'We didn't know it would get that bad': South 
Asian experiences of dementia and the service response. Health Soc 
Care Community 2003;11:387–96.

	51	 Snyder CM, Fauth E, Wanzek J, et al. Dementia caregivers' coping 
strategies and their relationship to health and well-being: the Cache 
County study. Aging Ment Health 2015;19:390–9.

	52	 Wolverson EL, Clarke C, Moniz-Cook ED. Living positively with 
dementia: a systematic review and synthesis of the qualitative 
literature. Aging Ment Health 2016;20:676–99.

	53	 Tranvåg O, Petersen KA, Nåden D. Relational interactions preserving 
dignity experience: perceptions of persons living with dementia. Nurs 
Ethics 2015;22:577–93.

	54	 McGrath M, Bagul D, Du Toit SHJ. Barriers and facilitators of 
meaningful engagement among older migrants living with dementia 
in residential aged care facilities: a mixed studies systematic review. 
Scand J Occup Ther 2021:1–12.

	55	 Gauthier S, Rosa-Neto P, Morais JA. World Alzheimer report 2021: 
journey through the diagnosi of dementia. London: Alzheimer’s 
Disease International, 2021.

	56	 Alzheimer’s Disease International. World Alzheimer report 2019: 
attitudes to dementia. London, 2019.

	57	 Brijnath B, Gilbert AS, Antoniades J. Boundary-crossers: how 
providers facilitate ethnic minority families' access to dementia 
services. J Gerontol B Psychol Sci Soc Sci 2021.

copyright.
 on M

ay 27, 2022 at S
heffield H

allam
 U

ni C
onsortia. P

rotected by
http://bm

jopen.bm
j.com

/
B

M
J O

pen: first published as 10.1136/bm
jopen-2021-059783 on 24 M

ay 2022. D
ow

nloaded from
 

http://dx.doi.org/10.1136/bmj.n71
http://dx.doi.org/10.1186/1471-2288-12-181
http://dx.doi.org/10.1186/1471-2288-12-181
https://www.iom.int/key-migration-terms
http://dx.doi.org/10.1155/2015/393761
http://dx.doi.org/10.1007/s10433-010-0168-y
https://casp-uk.b-cdn.net/wp-content/uploads/2018/03/CASP-Qualitative-Checklist-2018_fillable_form.pdf
https://casp-uk.b-cdn.net/wp-content/uploads/2018/03/CASP-Qualitative-Checklist-2018_fillable_form.pdf
https://casp-uk.b-cdn.net/wp-content/uploads/2018/03/CASP-Qualitative-Checklist-2018_fillable_form.pdf
http://dx.doi.org/10.1177/1468794111432992
http://dx.doi.org/10.1186/1471-2288-8-45
http://dx.doi.org/10.1093/geront/gnq073
http://dx.doi.org/10.1186/s12913-020-05801-6
http://dx.doi.org/10.1186/s12913-020-05801-6
http://dx.doi.org/10.1177/1471301216655236
http://dx.doi.org/10.1177/1471301213517703
http://dx.doi.org/10.1093/geront/gnz161
http://dx.doi.org/10.1891/1521-0987.16.2.79
http://dx.doi.org/10.1080/07317115.2014.970316
http://dx.doi.org/10.1080/07317115.2014.970316
http://dx.doi.org/10.1177/1471301216647832
http://dx.doi.org/10.3233/JAD-200184
http://dx.doi.org/10.1300/J083v36n01_08
http://dx.doi.org/10.1177/1471301218768923
http://dx.doi.org/10.1007/s10823-016-9293-1
http://dx.doi.org/10.1080/07317115.2013.868848
http://dx.doi.org/10.1177/1049732309354279
http://dx.doi.org/10.1177/1043659604273547
http://dx.doi.org/10.1177/1533317511411908
http://dx.doi.org/10.1046/j.1365-2524.2003.00440.x
http://dx.doi.org/10.1046/j.1365-2524.2003.00440.x
http://dx.doi.org/10.1080/13607863.2014.939610
http://dx.doi.org/10.1080/13607863.2015.1052777
http://dx.doi.org/10.1177/0969733014549882
http://dx.doi.org/10.1177/0969733014549882
http://dx.doi.org/10.1080/11038128.2021.1898675
http://bmjopen.bmj.com/


Table 1    Characteristics of included studies    

Study (year); 

Country 

 

Study objectives 

 

Participants; Setting 

Design; Data 

collection 

 

Main findings  

Sagbakken, et 

al. 16 (2018); 

Norway 

 

Explore and describe the views and 

experiences of family members and 

professional caregivers regarding the 

care provided to immigrants with 

dementia. 

 

12 family caregivers and 

27 health caregivers (GPs, 

doctors, nurses, and nurse 

assistants); Homecare, 

Nursing home, clinics, GP 

centres. 

Qualitative study; 

In-depth, focus 

group, and dyad 

interviews using a 

semi-structured 

interview guide. 

FCG struggled to find a balance between caregiving roles and personal 

life. Family conflicts occurred over caregiving decisions. Formal care was 

considered insecure and inadequate for individualized care.       

 

HCW struggled to collaborate with families of OIWD owing to language 

barriers.  

Lawrence, et 

al. 31 (2011); 

United 

Kingdom 

 

Examine the subjective reality of 

living with dementia from the 

perspective of people with dementia. 

30 OIWD aged 67-96 

(Black Caribbean, South 

Asian, White British); 

Homecare and Dementia 

specific day centre 

 

Qualitative study; 

In-depth interviews. 

 

OIWD experienced forgetfulness, lost their ability to do things on their 

own and became dependent on family support. OIWD were concerned 

about their condition straining family relationships and couldn’t visit 

places unless there were other OIWD. 

Czapka and 

Sagbakken 32 

(2020); 

Norway 

 

Explore the barriers and facilitators in 

accessing and using dementia care 

services by minority ethnic groups in 

Norway. 

 

8 family caregivers and 11 

health caregivers 

(representatives of 

immigrants and health 

professionals); Not 

specified 

Qualitative study; 

In-depth semi-

structured 

interviews. 

 

FCG experienced a lack of knowledge and awareness of dementia and 

related services, language barriers and cultural differences in accessing 

dementia care. Having healthcare personnel in the family facilitated 

access to dementia care services.  

van Wezel, et 

al. 33 (2018); 

Netherlands 

 

Study the insights into the differences 

and similarities in the explanations 

for dementia and how freely this 

illness can be discussed, from the 

perspectives of female family carers. 

41 female family 

caregivers; Not specified 

 

Qualitative study; 

Individual 

interviews and 

focus group 

interviews. 

 

FCG experienced not being open about dementia outside their family 

circle as family members never wanted the wider community to know 

about their dementia diagnosis. They experienced embarrassment about 

the behaviours of OIWD. 

van Wezel, et 

al. 34 (2016); 

Netherlands 

 

Describe the perspectives of female 

Turkish, Moroccan and Surinamese 

Creole family carers in the 

Netherlands about providing family 

care to a close relative with 

dementia. 

 

41 female family 

caregivers; Not specified 

 

Qualitative study; 

Individual semi-

structured 

interviews and 

focus group 

interviews. 

 

FCG experienced caregiving physically and mentally challenging, lack of 

time for social life and limited freedom of caring options due to 

community pressure and family expectations. They derived a sense of 

fulfilment from their caregiving roles and developed a strong relationship 

with OIWD. 
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Ahmad, et al. 
35 (2020); 

Netherlands 

 

Elucidate cultural and social dynamics 

that impede care sharing.  

12 female family 

caregivers; Not specified  

 

Qualitative study; 

In-depth semi-

structured 

interviews. 

 

FCG found caregiving challenging and had limited time for themselves. 

They felt proud of their caregiving roles over the non-caregiving family 

members and experienced conflicts in the family occurring over 

caregiving decisions.  

Antelius and 

Kiwi 36 (2015); 

Sweden 

 

Explore how dementia is understood, 

explained, and experienced among 

Iranian immigrants working as a care 

staff at a Persian-oriented dementia 

care facility. 

Health caregivers (nurses, 

certified nurses, care 

managers); Residential 

care and homecare 

 

Qualitative study; 

Interviews (and 

observations.  

 

HCW encountered families refusing to accept the dementia diagnosis of 

their loved ones due to dementia stigma. Family caregiving was 

considered a filial responsibility and hence formal care was not sought. 

OIWD were ashamed of using formal care as it indicated the failure of 

their children to provide care.  

 

Chaouni, et al. 
43 (2020); 

Belgium 

 

Explore how dementia care is 

provided to these Moroccan older 

people with dementia, and what 

challenges do caregivers face in 

providing care. 

 

12 family caregivers and 

13 health caregivers (GP, 

Psychologist, Neurologist, 

Nurse, Intercultural 

mediator); Not specified 

 

Qualitative study; 

Individual semi-

structured 

interviews. 

 

FCG experienced a lack of dementia knowledge, person-centred care, 

culturally sensitive care, and high costs of care. Negative experiences 

with, and discrimination by formal carers prevented them from seeking 

formal care.  

HCW experienced collaborating with families difficult, language barriers, 

fear of being accused of discrimination, and lack of knowledge about 

other cultures. 

 

Chaouni and 

De Donder 44 

(2019); 

Belgium 

 

Collect in-depth information about 

the experiences of informal and 

formal caregivers of older persons of 

Moroccan origin with dementia. 

12 family caregivers and 

13 health caregivers (GP, 

Psychologist, Neurologist, 

Nurse, Intercultural 

mediator); Not specified 

Qualitative study; 

Individual semi-

structured 

interviews. 

 

FCG believed dementia as a part of normal ageing, struggled revealing 

dementia diagnosis to their elders, and had limited knowledge about 

available dementia services.  

HCW found a lack of culture-sensitive tools for dementia diagnosis, 

language issues and cultural differences impeding dementia care. 

 

Lee, et al. 38 

(2018); United 

States 

 

Examine Korean American personal 

care aides' experience and 

perspectives concerning dementia 

caregiving, knowledge and beliefs 

about dementia, and family 

caregiving. 

10 female health 

caregivers (Personal Care 

Aides); Homecare 

Qualitative study; 

Focus group 

interviews. 

 

HCW reported limited dementia knowledge, difficulty managing BPSD, 

and encountered conflicts among families of PWD. Stress from families 

and caregiving role impacted their health. However, caregiving became 

easier as they learned more about dementia and caring with empathy. 

Lee Casado, et 

al. 37 (2015); 

United States 

 

Understanding the experiences and 

concerns among family caregivers of 

Korean Americans with dementia in 

their own words. 

 

23 family caregivers; Not 

specified 

 

Qualitative study; 

Focus group 

interviews. 

 

FCG reported caregiving as distress and impacted their health, but filial 

responsibility kept them going. Experienced conflicts with family 

members over caregiving duties. Language and cultural barriers hindered 

them from using dementia care services. 
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Mazaheri, et 

al. 19 (2014); 

Sweden 

 

Explore the subjective experiences of 

living with dementia among Iranian 

immigrants in Sweden. 

15 OIWD aged 66-88 years 

with Iranian background; 

Homecare and group 

dwelling for OIWD 

Qualitative study; 

Individual semi-

structured 

interviews. 

OIWD experienced forgetfulness and incompetence but felt loved and 

respected within their families. They felt confident and secure in the 

community but also worried about their condition causing conflicts in 

the family. 

Monsees, et 

al. 39 (2020); 

Germany 

 

Explore caregiving experiences of 

family carers, identify barriers to 

using healthcare services and 

information for dementia patients, 

and assess recommendations from 

caregivers of people with dementia. 

8 family caregivers; Not 

specified 

 

Qualitative study; 

Individual semi-

structured 

interviews. Not 

specified 

 

FCG experienced caregiving as challenging managing BPSD. They 

suffered from stress, headaches, physical pain, sleep deprivation, 

depression, and lack of time for their work. A need for improved access 

to information and culturally appropriate services was felt. 

 

Söderman and 

Rosendahl 45 

(2016); 

Sweden 

 

Explore and describe the nursing 

staff’s experiences of caring for non-

Swedish speaking persons living with 

dementia in a Finnish speaking group 

concerning a Swedish speaking group 

home in Sweden. 

27 health caregivers 

(Nursing staffs); Group 

homes 

 

Qualitative study; 

Individual semi-

structured 

interviews. 

 

HCW experienced OIWD becoming aggressive due to communication 

barriers. Speaking to PWD in their native language lifted their emotions. 

Speaking slowly, repeating words, and using facial gestures, and eye 

contact helped OIWD. Traditional foods and music played in their native 

language helped OIWD. 

 

Sun, et al. 46 

(2014); United 

States 

 

Explore the perceptions on service 

barriers faced by Chinese American 

family caregivers and the service 

professionals in Arizona, United 

States. 

6 family caregivers and 6 

service professionals; Not 

specified 

 

Qualitative study; 

Focus group 

interviews. 

 

FCG experienced a lack of knowledge about accessing dementia services, 

lack of culturally appropriate services and bilingual formal caregivers. 

They experienced dementia stigma and were looked at differently by 

others. 

 

Kong, et al. 47 

(2010); United 

States 

 

Describe Korean immigrant 

caregivers’ experiences regarding 
American nursing home placement of 

their non-English-speaking older 

relatives with dementia. 

10 family caregivers; 

nursing home 

 

Qualitative study; 

In-depth semi-

structured 

interviews. 

 

FCG experienced OIWD becoming aggressive due to their inability to 

express their needs because of communication problems. Cultural and 

language barriers made PWD feel isolated and formal care was 

considered inadequate. 

Neary and 

Mahoney 48 

(2005); United 

States  

 

Explore the phenomenon of 

dementia caregiving in an ethnically 

diverse group of Latino caregivers, to 

identify cultural influences on the 

caregiving experience.  

11 family caregivers; 

Homecare and nursing 

home 

Qualitative study; 

in-depth semi-

structured 

interviews. 

FCG experienced OIWD doing things that they normally wouldn't do, 

getting lost in familiar places and not recognizing family members. 

Experienced stress from managing BPSD, family conflicts, and limited 

time for themselves. Caregiving was considered a filial obligation. 

Experienced being discriminated against by health professionals. 

 

Yeo, et al. 40 

(2002); United 

States 

 

Elicit conceptions of dementia held 

by Vietnamese caregivers of elderly 

with dementia.  

9 family caregivers; Not 

specified 

Qualitative study; 

Individual 

structured 

interviews. 

FCG experienced their inability to provide full care for OIWD due to their 

work. They have hidden dementia diagnosis of their elders from the 

community, and external support was not sought believing it was not in 

their culture.  
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Boughtwood, 

et al. 49 (2011); 

Australia 

 

Provide the first examination of the 

experiences and perceptions of 

family carers of the PWD from four 

Australian CALD communities. 

121 family caregivers; Not 

specified 

 

Qualitative study; 

Focus group 

interviews.  

 

FCG experienced difficulties in managing BPSD, embarrassment from 

behaviours of OIWD and had limited time for themselves. They 

experienced family conflicts and health impacts from their caregiving 

role. Communicating with respect and kindness were found helpful for 

the OIWD. 

 

Bowes and 

Wilkinson 50 

(2003); 

Scotland 

 

Examine the views and experiences 

of dementia among older South Asian 

people, as well as their families and 

carers. 

 

11 health caregivers (GPs, 

community psychiatric 

nurses, consultants, 

voluntary sector providers) 

and South Asia OIWD 

family caregivers; Not 

specified 

Qualitative study; 

Individual semi-

structured 

interviews and case 

studies. 

 

FCG experienced poor quality of life, stress from managing BPSD, limited 

time for oneself, lack of dementia knowledge and access to appropriate 

services. Caregiving was considered an obligation.                                                

HCW encountered FCG hiding dementia diagnosis of their families. Lack 

of dementia knowledge and culturally appropriate diagnostic tools were 

barriers to dementia care. 

FCG: Family caregivers; HCW: Healthcare workers; OIWD: Older immigrants living with dementia 

BPSD: Behavioural and psychological symptoms of dementia; GP: General Practitioners 
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Table 2 Themes, subthemes, and illustrative quotes 

SEM level: Themes  Subthemes  Illustration 

Intrapersonal: 

living with 

dementia and 

caregiving 

Living with 

dementia – being 

forgetful and 

dependent 

“... So she could say where she felt pain when she was in pain right at that 

moment. But she forgot afterwards… That was the problem. That’s the problem 
with old dementia patients.” (FCG, p326)47 

 

   “I myself get upset when I misplace things, which makes them [her family 
members] search a lot to find them...” (OIWD, p3)19 

  “So she went to do something that she was doing all her life and doesn’t 
remember what [ingredient] she has to put in next. …” (FCG, p165)48 

  “I call someone to ask them to bring something to me. When they come, I have 
forgotten what I wanted. Then I just greet and thank them, without saying I 

forgot what I wanted.” (OIWD, p4)19  

  “...I get embarrassed when they are not able to find things. I regret that I took 
those things. But, you know, I cannot stop myself organizing my surroundings.” 
(PWD, p5)19 

  “… You have your own place, you have money. Why should you worry then... 
you know here, I can go out whenever I want.” (OIWD, p5)19   

  “It makes me feel how far am I going, what is the worst that can happen, you 
know it make me feel inadequate . . . sometimes I think oh Lord what is going 

on, am I getting off my brain or what?” (OIWD, p44)31  

  “I would rather be dead than drive somebody least of all my own wife to that 
sort of situation.” (OIWD, p45)31 

  “Because before I used to do everything for myself, go out, go to help people 
and do different things you know, around. I did everything for myself. But now I 

can’t do anything, I always forgetting you see.” (OIWD, p46)31 

  “… It’s a really bad disease to have, not knowing who you are, what time it is or 
where you are, anything ... It was degrading. We didn’t know it would get that 
bad, and we didn’t know that it was so degrading for the person.” (FCG, p389)50 

 Caregiving – 

emotionally and 

physically 

challenging 

“I have to be at her side all the time, going to the bathroom, etc. How could I 
have time to take care of myself? Making a doctor’s appointment for my wife 
becomes my first priority, but my health? I don’t have time to think about it.” 

(FCG, p38)37 

   “... My back becomes extremely sore after all that.” (FCG, p293)49 

  ‘‘I was pretty healthy, but actually after starting taking care of patients with 
dementia, I got sick due to stress.’’ Lee et al. (HCW, p429)38 

  “Despite of my full-time job and voluntary work, I was always there for my 

father... I kept going, I wanted to do everything for my father... The others [non- 

caregiving siblings] wouldn’t do that.” (FCG, p344)35 

  “She [caregiver’s daughter] is busy most of the time, so I don’t go to her for 
little stuff . . . and ask her help only for really important things.” (FCG, p39)37 

 

  “… It’s not about me, but about her... I expected them to do the same as I’m 
doing.” (FCG, p344)35 

  “There were times that I screamed [at her]: “You ruined my life!” But it’s my 
mother, and later when I look at her and see a person who’s half dead... I think: 
“Why do I say those things? But it happens when I’m tired.” (FCG, p346)35 
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  “I took three years off because of my father […] and I haven’t gone anywhere 
[…] it wasn’t possible with my father.” (FCG, p870)39 

  “Until January he was working and now we closed our shop because we have to 
watch my mother.” (FCG, p870)39 

  “... But I have other things (i.e., responsibilities) in my life too, so if I only 
endure, it is not fair to my kids… I have had to accept a lot of criticism, bad 
criticism.” (FCG, p24)16 

  “My circle of friends is getting smaller and smaller. I can’t make any time for 

myself to go outside for a bit.” (FCG, p79)33 

  “I don’t have time for myself or my children or my home.” (FCG, p869)39 

  “I didn’t know much details about the disease, so I had a very difficult time 
when she asked me the same question over and over—like fifteen times. … We 
need to know more about the disease so we can be more patient while dealing 

with them.” (HCW, p431)38 

  “What if she outlives me? Her life will become even more miserable. Yes, she’s 
got our children to look after her, but it’s different to the care from a husband.” 
(FCG, p295)49 

  “I don’t know whether there are any supportive services available in the 
community and nobody told us.” (FCG, p129)46 

  “… But we do not have mechanisms for how to manage stress, to handle all 

these tasks—and the migration process has in many ways isolated us…” (FCG, 
p21)16 

  “... I can’t decide how I want to care for my mother because they consider it a 
bad choice. If I share the care for my mother with a professional they’ll tell me 
I’m a bad daughter for not caring for my mother after all she has done for me.” 
(FCG, p78)33 

 Caregiving – 

obligation and 

benefits 

 “That’s how it is in our culture. It is not forced. It is love I got from him when I 
was small. Now I am returning what I got. It is my responsibility. He has only 

me.” (FCG, p6)32 

  “I did it for Allah. It’s for my religion. I don’t expect anything [in return]...” (FCG, 
p345)35 

  “I feel very happy taking care of her because she was a good mother and she 
deserves to get back a little of that—of everything she did for us.” (FCG, p168)48 

  “This is our mother, this is our father, we have to watch them. They have done 

so much for us, so we have to take care of them now.” (FCG, p868)39 

 

  “… Sending him to a nursing home made me feel like I was abandoning him 
because I didn’t care about him anymore and that made me feel like I was an 
unfilial daughter, which broke my heart.” (FCG, p323)47 

  “When we grew up, we saw my mother dealing with my grandmother. So we 
just sort of pass it on.” (FCG, 166)48 

  “She [caregiver’s daughter] is busy most of the time, so I don’t go to her for 
little stuff . . . and ask her help only for really important things.” (FCG, p39)37 

  “… I really, really don’t like it at all. I don’t know how long  
I can take care of her [mother-in-law], but as long as I can, I will do it, so I do not 

ask any help from other family members.” (FCG, p39)37 
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  “It is very fulfilling for me - I’m pleased to be with her and pleased that I’ve got 
her, and so I’m fully committed to it. It’s fulfilling for me, and yes it’s very tough. 
...I get a lot out of it.” (FCG, p79)34 

  “I get a lot of satisfaction from it because I think that there’s nothing better in 
the whole world. . . I hope I’m doing it right and well, when I hear him talking 
about me and about the care I’m giving, that is very fulfilling.” (FCG, p78)34 

 Lack of 

knowledge about 

dementia  

“I think that people often don’t know that their relatives suffer from dementia. 
they can’t read the symptoms. Perhaps they don’t know about illnesses such as 
dementia.” (HCW, p4)32 

  “I didn’t know much details about the disease, so I had a very difficult time 

when she asked me the same question over and over – like fifteen times… We 
need to know more about the disease so we can be more patient while dealing 

with them.” (HCW, p431)38 

  ‘I would say it might be that we were too slow in getting help for her and 

that it took a while for us to understand that she had dementia. I think it 

would have been different if we had more knowledge. It was after she 

burnt something at home that we decided that was enough and that we 

had to find out what was wrong’. (FCG, p5)32 

  ‘It was by chance. I was talking to my physiotherapist…he asked me if I 
knew about night care, and gave me the name of the organization. … I 
wouldn’t know about it if he hadn’t told me’. (FCG, p9)44 

Interpersonal: 

family relationship 

Family conflicts  “They would argue like ‘‘why don’t you take care, why only I have to do it?’’ If 
it’s just one or two years, it’s okay, but when it becomes like 5, 6, 7 years, then 
conflicts occur within the family...Like the old saying ‘‘there is not piety for a 
lingering illness.’’ When the disease becomes prolonged, the conflicts get 
worse.” (HCW, p431)38 

  “Look, you only see him for two hours; you don’t know what happens the other 
hours.” (FCG, p347)35 

  “We are left only with two of us, me and my sister K – my other sisters and 

brother don’t help anymore.” (FCG, p4)43 

 Helping the PWD “I say to her ‘‘this dementia is not working well for you’’ and I kind of make it a 
joke for her to have a laugh.” (FCG, p293)49 

  “When I used to see her repeating a lot without making sense I would grab her 

hand and pray for her ... she would feel better, emotionally.” (FCG, p293)49 

  “It’s hard to say how much they understand, it is clearly visible from their faces 
and their expressions and so... how they react...” (HCW, p319)45 

  “... I notice that she becomes very happy when I go to her... for us, she has a lot 
to tell, when nobody else is in there...” (HCW, p320)45 

Organizational: 

barriers to 

dementia care 

Service barriers “People with dementia – I don’t think they have any services. There is no access 
and if they have tried using them, then they are not appropriate to their needs.” 
(HCW, p394)50 

  “Immigrants know very little about how to help an elderly person with dementia 
in Norway. I must tell you that I have lived here for 22 years and there is a 

problem with it, because we don’t know where to get information and help.” 
(FCG, p5)32 

  “People often lack sufficient information. You get everything in Norwegian. 
When you go to doctor, everything is in Norwegian. When you go to other 

places, everything is in Norwegian.” (HCW, p8)32 
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  “There are low-income housing apartments for older Chinese adults, but there 

are no special housing facilities for Chinese dementia patients (like my 

husband).” (FCG, p129)46 

  “If you send them to a proper good day center [i.e., a mainstream service], 
nothing is available for them. They don’t understand their religious needs or 
anything … They should have water in the loo, you know, because they don’t 
use tissues, and then, if they have a home help, they need a male home help in 

the house not a female, if he is living on his own.” (HCW, p392)50 

  “Well, I think it is important, so that they can identify themselves with it […] 
that’s why it is important that there are services that consider the culture or 
language. So one feels more understood, also as a family member.” (FCG, 
p871)39 

  “For us, you see, it is normal to wash someone in a dry way, just using a toilet 
glove, but he (patient with dementia) started to get agitated. We didn’t know 
what to do. We finally called the intercultural mediator, who explained to us 

that he needed to be wet washed...” (HCW, p6)43 

 

 Language barriers  “We wanted to look for a home taker [formal caregiver] for my mother, but we 
could not find bilingual and skilled formal caretakers, and there are few 

residential care facilities for Chinese patients.” (FCG, p129)46 

  “Because we don’t speak English, we can’t take advantage of available 
services… When I look for services, they are available, but I can’t use them even 
though I know that they are there… I can’t take her [care recipient] there 
[nursing home] because she doesn’t speak English, and she can’t live eating 
American food.” (FCG, p41)37 

  “… same language would be important, although my grandmother can speak 
German […] but not in a way that she can express emotions…” (FCG, p871)39 

  “People often lack sufficient information. You get everything in Norwegian. 
When you go to doctor, everything is in Norwegian. When you go to other 

places, everything is in Norwegian.” (HCW, p8)32 

 Hesitance toward 

formal care 

“They leave people there, suffering. They have no contact at all with the 
patients. It’s just their job and that’s it - just waiting for them to kick the 

bucket…” (FCG, p77)34 

  “I felt that the nursing home did not treat dementia at all, and I think the 

nursing homes are not the place for providing the treatment or the prescription 

for improvement of dementia.” (FCG, p325)47 

 

  “It’s part of the culture, isn’t it? A kind of taboo... I mean, putting your father in 
a care home is a big no-no for us.” (FCG, p77)34 

  “… If the life of the ill person is in danger or if their illness means that they are 
harming others and if we cannot resolve the situation ourselves and if it really 

cannot go on like that anymore, then a care home could be an option…” (FCG, 
p77)34 

Community: 

stigma and 

discrimination 

Hiding dementia “We do not want to tell the neighbors or the friends in church, first, it is not an 
honorable thing to share and, second, people will look at mother and us 

differently when they hear it.” (FCG, p130)46 

  “The problem is that they don’t wish to admit or accept that their loved one is 
demented.” (HCW, p8)36 

  “These relatives carry a sense of shame about their parent’s dementia.” (HCW, 
p8)36  
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  “It is kept closed. People don’t want to reveal that it is in their families. It may 
bring problems when marriages are being arranged.” (HCW, p392)50 

 Shame and 

discrimination  

“I’m very careful about what I say (to the family members), to avoid being 
blamed for discrimination.” (HCW, p6)43 

  “They know you’re Spanish, and I’m telling you, they do discriminate, especially 
if they hear you on the phone and they know you have an accent.” (FCG, 
p167)48 

   “She (family member) was totally exhausted, had responsibility for her own 
children, to follow them to school and kindergarten. Her GP advised her to 

apply for help from the home-based services, but she did not want to receive 

such help. She worried about what people around her would think about that.” 
(FCG, p21)16 

  “When Korean people hear that somebody sent their parents to a nursing 
home, they point finger at (look down on) them.’’ (HCW, p431)38 

  “You should have seen the way how he (a doctor) talked to me and to my 

father. Without any respect, like we were animals... it hurts me that my father 

has to endure such racism at this stage of his life.” (FCG, p6)43 

  “My daughter and son-in-law used to take us out to eat, but ever since my 

husband had dementia [at very early stage], neither my husband nor I are 

willing to eat outside.” (FCG, p130)46 

Policy: legal and 

financial issues 

Legal issues “You see, we could call intercultural care mediators or translation services when 
we had a patient with a different background – that was helpful, but due to 

hospital decisions we cannot use these services anymore.” (HCW, p6)43 

 Financial issues “There is something called omsorgslønn [care allowance] but it is very low pay. 
The municipality pays for this care allowance. The municipality always wants 

people to use the services from the municipality first. If that is not enough, then 

they say, ‘We can pay a little bit of care allowance.” (HCG, p9)32 
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