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Chapter

An Examination of Factors
Influencing Equitable Access to
Dementia Care and Support
Programs among Migrants and
Refugees Living with Dementia:
A Literature Review
Winnie Sun, Srija Biswas, Michelle Dacanay and Ping Zou

Abstract

Canada is working on improving the diagnosis and treatment of Canadians with
cognitive impairment and promoting living well with dementia. Despite the avail-
ability of support network, Canadians living with dementia are identified to com-
monly experience social isolation and exclusion. This issue is particularly significant
among migrants and refugees, for whom access to dementia care and support pro-
grams are found to be significantly less than the non-migrated Canadians. The
purpose of this critical analysis is to examine the existing literature related to the
sociocultural factors that contribute to the access of dementia care and support
programs by persons with dementia. Specifically, a literature review was conducted
to examine the barriers and facilitating factors that influence equitable access to
dementia care and support programs among migrants and refugees. A thematic
analysis was conducted to identify the following four major themes: (1) stigma, (2)
culturally preferred coping strategies, (3) misconceptions regarding aging and
dementia, and (4) language barriers.. This review identifies the need for future
research to explore the key barriers faced by migrants and refugees with dementia
in accessing timely and appropriate dementia care and support programs, as well as
developing equitable programs and culturally sensitive services that adequately
address their needs.

Keywords: literature review, migrants, immigrants, refugees,
sociocultural barriers, access, dementia care

1. Introduction

1.1 Background

Dementia has been identified as one of the leading issues concerning people over
the age of 65. A number of Canadians aged 40 and older living with Alzheimer’s
disease and other forms of dementia are expected to increase over time. In fact, this
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increase will be from about 395,000 in 2016 to 674,000 in 2031 [1]. In the Statistics
Canada 2016 report, it estimated that 35.6 million global citizens were living with
dementia and that the number is expected to double within the next 20 years [2].
When diagnosing an individual with dementia, physicians refer to the Diagnostic
Manual of Mental Disorders (DSM) as a guide when determining whether the
individual shows progressive tendencies of dementia [3]. The manual that is cur-
rently in practice is the DSM-5, which classifies dementia as a neurocognitive
disorder. Generally, dementia is an umbrella term that encompasses a variety of
symptoms related to the decline of cognitive function, which influences a person’s
ability to execute everyday activities [3]. In order to be diagnosed with dementia,
one must meet certain criterions listed in the DSM-5 when determining major
neurocognitive disorders such as (a) showing evidence of significant mental decline
that interferes with mundane daily routines or (b) for milder cases showing signs
of modest cognitive decline with only little interference of daily active living [4].
The DSM-5 criteria for tendencies of dementia include (1) cognitive changes,
including new forgetfulness and difficulty finding words; (2) psychiatric
symptoms, such as withdrawal or apathy, depression, and anxiety; (3) personality
changes, such as blunting and disinterest and social withdrawal; (4) problem
behaviors, such as wandering, agitation, and restlessness; and (5) changes in
day-to-day functioning, including difficulty driving, getting lost, neglecting
self-care, and difficulty handling money [3].

There are different forms of dementia due to variances in the distinct expression
of symptoms in addition to structural brain abnormalities. One of the most common
forms of dementia is Alzheimer’s disease, followed closely then by vascular
dementia [5]. Other known types of dementia include dementia with Lewy bodies
(DLB) and frontotemporal dementia. Moreover, impaired mental functions that
arise due to the neurodegenerative disease include memory, language and commu-
nication, judgment and reasoning, and attention span [3]. Even emotional control
and social behavior and motivation are altered and may deteriorate as the disease
progresses. Rates of dementia, including Alzheimer’s disease and other forms of
illness, are projected to increase continuously and double every 20 years [6]. It is
estimated that in 2010, over 35 million people worldwide were living with dementia
[7]. Dementia and Alzheimer’s disease are considered as an abnormal process of
aging. Common symptomology includes frequent memory loss and finding family
members and friends unrecognizable [8]. It is believed that people first experience
an asymptomatic period where neurodegenerative changes occur in the brain, while
cognitive abilities remain stable. This preliminary phase occurs for a long duration
and is followed by the progressive cognitive decline and the eventual, late-stage
development of dementia [9].

Living with dementia means coping with the progressive loss of physical and
mental abilities. It can have an overwhelming negative impact on the individual and
those around them by progressively altering every part of their life until the indi-
vidual becomes completely dependent on either their loved ones, paid caregivers, or
a combination of both. Living with dementia imposes a large physical health, men-
tal health, and economic burden on the patients, informal caregivers, and family
member [10]. It can affect the patient in many ways starting from increased
dependency on caregivers for daily life activities, inability to be engaged in activi-
ties that they were previously able to, leading to frustration and short-
temperedness, depression and anxiety, confusion, and fear [11]. Regardless of the
availability of a strong support network, people with dementia have been identified
to commonly face isolation, loneliness, and social exclusion. In order to improve
the quality of life of individuals living with dementia and their caregivers, Canada is
implementing national strategies and community level actions to improve and
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strengthen their support network and with the aim of promoting living well with
dementia [12]. Cultural diversity is one of the key characteristics that defines the
current Canadian demographic shift. It is estimated that by 2031, visible minorities
from multicultural backgrounds among whom majority have lived in Canada for
less than 15 years will make up approximately 63% of the population in Toronto, the
largest city in Canada [13]. Increasing the number of migrants will lead to an
increasing number of persons with dementia from various cultural backgrounds. As
the dementia community possesses increased cultural diversity, it is crucial to
identify the relationship between sociocultural factors and access to support pro-
grams aimed at promoting living well with dementia [14, 15]. Similarly, refugee
populations of every age group living in a foreign country often suffer from various
challenges including language difficulties, acculturative stress, loneliness, and
societal prejudice, leading to a depleted social network and barriers to accessing
necessary services and supports [4]. In particular, a reduced level of participation is
observed in dementia care and support programs among immigrants and refugees
compared to their nonimmigrant counterparts [15]. There is a need to increase our
understanding about the unique needs of the immigrants and refugees with
dementia that would promote their timely and appropriate access to dementia
support services in the community.

1.2 Objective

The purpose of this chapter is to review the existing literature related to the
persons living with dementia who have migrated as a refugee or immigrant and to
explore the sociocultural factors that contribute to the access to dementia care and
support programs among these vulnerable populations. Our literature review will
place special emphasis on the Southeast Asian population because the number of
people living with dementia in the Asia Pacific region will triple between now and
year 2050 with Alzheimer’s disease being projected to rise by 300% among South-
east Asians, the highest projected rise among other ethnic groups [31].

This literature review aims at:

1. identifying the sociocultural factors influencing access to and participation in
dementia care and support programs among migrants and refugees, with
emphasis on Southeast Asian populations;

2. exploring knowledge gaps in the existing literature to identify further research
opportunities in relation to improving access to dementia care and support
programs for migrant and refugee populations.

2. Method

In order to address the above objectives, a literature review was conducted using
a predetermined inclusion-exclusion criteria and search strategy as outlined below.

2.1 Inclusion and exclusion criteria

The search strategy for the literature review included journal articles and
research papers that were published until May 2017. A preliminary search was
conducted on this topic to determine the scope of the existing literature, which has
revealed a lack of published research in the field of dementia care for migrants and
refugees. As a result, no specific boundary was set on the date range of publication,
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and any relevant article was included in the literature review regardless of its
publication date. Articles that were published in English were only included in the
search. The keywords used for the literature search were “migrants,” “cultural
barrier,” and “dementia support program,” and these search terms were used to
explore the cultural barriers faced by migrants in order to access dementia support
programs. “Immigrants,” “refugees,” and “new comers” were also used within the
keyword set as migrated population contains immigrants, newcomers, and refugee
subgroups. Both “dementia” and “Alzheimer” research related to support programs
and care designed for dementia and Alzheimer’s disease are often comparable in
nature and content, and frequently these two words were used interchangeably.
Research regarding both support programs and care services are included in the
literature review to encompass all types of barriers faced in regard to access to
dementia care and support programs. Research conducted on populations including
persons living with dementia, informal and formal caregivers (such as nurses,
personal support workers, and other service providers), and dementia program
facilitators and coordinators were included in the literature review. Research about
barriers to equitable access among certain subgroups such as indigenous people was
excluded from this review. Despite the diverse cultural background of indigenous
population, this subgroup is not considered migrants.

2.2 Search strategy and data analysis

An extensive search of the literature was performed using the University of
Ontario Institute of Technology (UOIT) library databases, including the PubMed
databases and Wiley Library. The search strategy was consistent for every database
and was based on the predetermined set of inclusion and exclusion criteria. Only
full-text papers published in peer-reviewed journals and proceedings were selected
for further review. Editorials, letters, and conceptual papers were excluded. All
papers that addressed the keywords and search terms that were relevant to the
research topic of interest were retrieved, regardless of their study design.

A total of 4451 research publications resulted from the keyword search from
both databases which included peer-reviewed journal articles, eBooks/books, dis-
sertations/thesis, and book chapters. Abstracts that were identified to be relevant to
the research question were kept, and full-text papers were retrieved for further
review. In the absence of an abstract, full-text papers were retrieved and reviewed
for prospective inclusion. Reference lists of selected papers were examined to iden-
tify other relevant articles. There were a total of 15 articles included in the final data
analysis using a thematic analysis method based on its relevance and the scope of
research for data extraction purposes. The data extraction details about these 15
articles are presented in Appendix A. The findings were analyzed and synthesized
to identify common themes, methodologies, and research gaps. In addition to the
scholarly literature, gray literature found in credible websites were used to obtain
information and findings such as statistical data, current approaches, and recom-
mendations from the Alzheimer Society of Canada, Alzheimer’s Society of the
United Kingdom, and Statistics Canada.

3. Results and discussion

3.1 Key findings from literature review

Analysis of the existing literature that explored the underlying factors associated
with the access to dementia support programs among migrant and refugee

4

Redirecting Alzheimer Strategy - Tracing Memory Loss to Self Pathology



populations from diverse cultural backgrounds has led to the emergence of the
following four themes, which are discussed below.

3.1.1 Stigma associated with dementia

The most common and impactful factor associated with the access to dementia
support programs among migrants was stigma. The Alzheimer’s Society of Ireland
(2008) reported on two types of stigma, one as external, indicating stigma toward
the person by community members, and the other as internal, indicating perceived
feelings of shame about themselves that they are “less of a person” because of the
symptoms of dementia [16]. Stigma affects the individual with dementia, which
includes but is not limited to willingness to seek diagnosis and to seek support once
diagnosed and a lack of willingness to participate in research [16]. In some cases,
stigma about mental health impairments such as dementia was so deeply rooted that
individuals and family members would deny to “recognize the illness” [17]. Data
obtained from persons with dementia and family members reported that stigma
often prevented them from seeking necessary information or support as “people
would gossip about you if something went wrong” and “people don’t want to get
branded as odd or weird” [17].

In South Asian culture, mental health impairments including dementia are asso-
ciated with perceived stigma toward the individual and their family members. A
great deal of stigma appears to be associated with mental illness in such cultures
where open discussion of a relative’s mental health issues could cause the family to
be stigmatized, with a reduced social standing that could affect later generations,
such as interfering with marriage arrangements [15]. South Asian migrants thus
appeared to be engaged in “concealment” as a mechanism to protect the reputation
of the person with dementia and reputation of their family [15, 18]. The most
common explanation for not using any support services among informal caregivers
was that seeking support from outside agencies “put an already precarious balance
between shame and inner pride in jeopardy” [18]. In Eastern European cultures,
stigma associated with dementia also reinforces the tendency to “keep it in the
family” instead of seeking support [18] as “going public” about having a family
member with dementia is linked with a perceived fear of inviting condemnation
from others in the community [18]. This reinforces the behavior of informal care-
givers around providing support alone instead of seeking help from social and
community support networks.

Persons with dementia were also identified to be vulnerable to experience
stigma associated with chronic and severe mental illness, such as schizophrenia,
because they shared a set of similar behavioral symptoms including depression,
delusions, hallucinations, and agitation. For instance, researchers from Hong Kong
outlined the social consequences of stigma associated with mental illness among
Asian culture [19]. Lee and colleagues identified that concealment and anticipated
stigmatization had a significant impact on non-compliance with care-seeking
behavior. Persons with dementia and their family members attempted to hide
their diagnosis from the community and forbid further interaction between the
person with the illness and community members in the attempt to hide any
shameful incidence [19]. Among Asian Americans such as Chinese and
Vietnamese, shame and “loss of face” were identified to contribute to
stigmatization associated with dementia [20] where shame was triggered by
public display of abnormal behavior. Concealment was adopted to deflect such
situations [21], resulting in delays and nonadherence to acquiring external care and
support.
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3.1.2 Culturally preferred coping strategies

Culturally preferred coping strategies were most prominent in South Asian
immigrants and refugees where this specific characteristic reflected the ascribed
stigma as discussed above. In fact, religion and culturally preferred coping strategies
were identified to be particularly important within South Asian communities,
opposed to the value of understanding symptom management and access to avail-
able resources, which is observed more in other ethnic minority groups [15]. South
Asian subgroups appear to place high value on family where providing care for a
family member is associated with the perception of responsibility toward their
loved ones. In some South Asian cultures, “caring” was identified to be a religious
obligation regardless of the religion, where caring was perceived as “duty” or a way
of “gaining blessings” or “repaying” the person with dementia for previous acts of
kindness [18]. Thus, South Asians have been reported to prefer providing care for a
family member with a mental illness rather than seeking medical care, social care,
or community support and assistance [15], leading to reduced engagement in
dementia support programs or other social/medical care supports. Some South
Asian subgroups were observed to use “faith” as an alternative coping strategy
where faith is perceived to be associated with enhancing mental resilience and
alleviation of stress experienced by persons with mental illnesses such as dementia
and their caregivers [15]. Meditation and prayers were identified as tools used in
religiously preferred coping strategies. The ideology of “caring” was also observed
among Asian American migrants in addition to South Asian migrants. A study
conducted on Korean immigrants with dementia revealed a concept of “Korean way
of thinking,” where caring for ill elderly in the family is considered a responsibility
and is associated with “saving face” [22].

The concept of “acculturation” also appears as an important concept in terms of
implications for support services among migrants. Acculturation varied depending
on the length of stay in a migrated country and historical time of migration [22, 23].
Adoption of a foreign culture appears to be a selective process where fundamental
values and beliefs appear to stay unchanged after immigration [22]. A study
conducted on Korean immigrants in America indicated that those who migrated
recently are more “Americanized” than those that migrated a long time ago and
tend to preserve their traditional beliefs [22]. Failure to adopt the foreign culture
can lead to the preservation of conventional norms and methods of practice in one’s
culture when dealing with chronic diseases, such as dementia.

3.1.3 Misconception regarding aging and Dementia

“Normalization” of functional and cognitive decline among older adult
populations is observed to be a vastly shared belief in many cultures. Studies reveal
that populations from ethnic minorities are less likely to recognize symptoms of
dementia as an illness than Caucasian individuals, perceiving such symptoms as
part of the aging process [24]. Normalization is observed among Asians, African-
Caribbeans, and Hispanic Americans where dementia symptoms such as memory
loss, disorientation, and loss of functional abilities were recognized but not concep-
tualized as an illness [25]. In Asian culture, dementia related to changes such as
confusion is often normalized and expected as part of the aging process [20]. A
majority of the common symptoms of dementia are interpreted as “age-related
cognitive and functional change.” Symptoms such as “memory failure” or “confu-
sion” are considered normal among “very old” members of the family. Interviews
conducted on subgroups originating from Chinese and Vietnamese cultures identi-
fied a culturally shaped metaphor that emphasized holism and the inevitability of
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deterioration in dementia [20], reinforcing the lack of understanding regarding the
necessity of accessing dementia support programs.

Evidence from South Asian subgroups residing in England has identified that
people from South Asian culture may recognize the symptoms associated with
dementia but not conceptualize these as part of an illness even when they are
severe [17], leading to the idea that individual and family efforts are sufficient to
ameliorate dementia-related symptoms. Research conducted on South Asian fami-
lies recognizes a generalized picture of aging that exists in South Asian culture
where it is perceived that aging changes older people into an “intolerant and wor-
rying” group and aging makes people “difficult and angry” [17]. Many dementia-
related symptoms such as confusion, becoming quiet and sad, feelings of isolation
and loneliness, and other mental health impairments are often viewed as “negative”
aspects of normal aging [17, 24] in South Asian families. This leads to the concep-
tualization of not viewing dementia as an illness and therefore creating a barrier to
accessing the external resources that support living well with dementia.

Another common misconception that exists in many different cultures is the
lack of understanding on the causation of dementia. Dementia is often perceived as
a mental illness by certain South Asian groups who are especially sensitive to
traditional, religious, and spiritual explanations of the nature and causation of
dementia [18]. Many South Asian cultures lack a defined vocabulary to interpret the
word “dementia”; thus cases of dementia are often classified as a mental illness
[15, 18]. Many individuals from South Asian cultures residing in the United King-
dom classify dementia as “madness” as the meaning of dementia is nonexistent in
the vocabulary of South Asian languages [23]. In such cases, family members and
the community at large frequently use concealment for avoiding rejection, which
acts as an obstacle to accessing dementia support programs.

3.1.4 Language barrier

Language barrier was a significant factor leading to the reduced access to
dementia support programs and services. Current literature revealed that migrants
and refugees who do not speak the language of the host country might be at a
greater disadvantage in accessing the health-care system [23], making the individ-
ual with a lack of language proficiency more vulnerable to inequitable access to
dementia support services. Language difficulties often appear in Alzheimer’s disease
and other neurodegenerative dementias with word-finding difficulties, decreased
verbal fluency, or difficulties with naming and comprehension, which are particu-
larly prominent among bilingual individuals [26]. Older bilinguals often revert to a
single language despite a lifetime of dual language use, losing the ability to speak the
second language [26]. This issue is particularly prominent among migrants and
refugees with dementia who lose their ability to speak their second languages,
which is often the language of their host country, leading to difficulty in communi-
cating with the health-care professionals and service providers [27]. Bilingual indi-
viduals with dementia are frequently observed to be inclined to asymmetrical
language impairment with preferential preservation and the use of the first acquired
language [28], which can be inferred among individuals that have migrated to a
foreign country that speaks a different language than one’s country of emigration.
Moreover, recently learned information is retained the least in the case of dementia,
whereas information and memory that are more remote are often relatively pre-
served, leading to a regression toward the predominant use of the language learnt
earlier in life or the first language [26, 28].

Evidence obtained from the study of immigrants in Sweden suggested that
immigrants with dementia noticeably preferred music and television programs that
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had more familiarity, such as programs in their native language [27]. They were also
more likely to participate and engage in dementia support programs and services
where they could communicate in their native language [23, 26]. Research evidence
from Korean Americans with dementia suggested that treatment and intervention
programs designed to promote living well with dementia were observed to be more
effective when using a familiar language or the native language of the individual
[29]. Inability to communicate well in the language of the program due to losing the
ability to speak one’s second language has been identified as one of the leading
issues among individuals with dementia, particularly among those who have
migrated from a foreign country with a different language than the host country.

4. Implications and conclusion

The literature review revealed that the most common underlying factors that
influence reduced participation and access to dementia care and support programs
among immigrant and refugee populations were stigma, culturally preferred coping
strategies, misconceptions regarding aging and dementia, and language barriers. In
particular, coping strategies were significantly influenced by the stigma associated
with dementia as most cultures preferred concealment to avoid being negatively
labeled in the community [15]. Misconceptions regarding aging and normalization
of dementia are a commonly observed phenomenon among the majority of the well-
known cultures in Europe and North America [16].

Research conducted on sociocultural factors and access to dementia care is often
conducted among caregivers as opposed to the persons with dementia themselves,
where conclusions made regarding the needs of persons with dementia were
obtained indirectly from their care partners, formal and informal caregivers, and
service providers. The rationale behind this approach was largely due to the diffi-
culty of conducting research on persons with dementia as a result of their levels of
cognitive impairment. In particular, there is a lack of empirical evidence obtained
directly from persons living with dementia among migrated and refugee
populations. Moreover, majority of the existing research about dementia care were
conducted in certain countries such as in Europe and Australia. Findings from
North American settings focused mainly on the American immigrants with demen-
tia. There is a lack of research about the influencing sociocultural factors and access
to dementia care/support programs among Canadian migrants. Most research
examined barriers to access related to geographical location, economic status, edu-
cational level, and knowledge of dementia/care. There is a lack of empirical evi-
dence on the impact of how stigma, cultural background, and language influence
appropriate access to dementia support programs among migrants. There is also a
lack of research that focuses on identifying the existing needs among immigrant
populations with dementia in regard to their access to dementia care. These findings
highlight the need to conduct further research on Canadian immigrants/refugees
with dementia to further explore the key barriers faced by these populations in
regard to accessing dementia care and support programs, as well as to identify the
facilitating factors that meet the unique needs of Canadian migrants to promote
living well with dementia.

Currently there are 564,000 Canadians living with dementia, and this number is
doubling every 20 years [12, 30]. In addition to the rising number of persons with
dementia, there has been a shift in the population triangle of Canada, with an
increasing number of the population reaching the age 65 and up, which is the most
vulnerable stage of life to develop dementia [30]. In particular, migratory increase
has been identified as the major driving force of population growth in Canada,
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which indicates a change in the composition of the population with an increased
cultural diversity [31]. As a result, it is imperative to increase our understanding of
the influence of sociocultural factors in relation to equitable access of dementia care
and support programs among the Canadian migrants. This knowledge is vital to the
future transformation of the existing programs and services, shaping them to be
more culturally inclusive for the marginalized, migrated, and refugee populations
in Canada.
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Appendix A. Summary of research studies included in the literature
review

Author

(date)

Study purpose Study design Summary of key findings

Swaffer K

(2014)

Exploring the language

being used to represent

people with dementia, and

the presence of stigma to

identify if presence of

stigma toward people with

dementia aggravates the

stigma or prevents the

timely translation of good

research into better practice

Robust literature review

• Stigma affects several

aspects when

considering

dementia, including

the person’s

willingness to seek

diagnosis, to seek

support once

diagnosed, and a lack

of willingness to

participate in

research

• Caregiver stigma has

been explored often

but very little on the

stigma as experienced

directly by people

with dementia
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Author

(date)

Study purpose Study design Summary of key findings

• The language used in

the current literature

and the media and in

the community

creates an incorrect

portrayal of persons

living with the

symptoms of

dementia and creates

and supports further

stigmas and

misconceptions

regarding experience

living with dementia.

This eventually

abolishes the value of

the expression of the

lived experiences,

adding to the disbelief

and stigma

Fontaine

et al.

(2007)

Explore the perceptions of

aging, dementia, and aging-

associated mental health

difficulties among British

people of Punjabi Indian

origin

A focus group study was

conducted between 2001

and 2003, involving 49

British South Asian

individuals speaking

English, Hindi, and Punjabi,

aged 17–61 years. Data was

collected on views of aging

and aging-associated

difficulties in initial groups.

Following primary data

collection, vignettes were

used for more specific

exploration of awareness

and understanding of

dementia in a second set of

groups. Thematic analysis

method was adopted to

analyze data

• Perception of aging

was as a time of

withdrawal and

isolation, and

frequently mentioned

health problems

involved physical or

emotional and

cognitive impairment

• Identified

implications that

symptoms of

dementia partly

resulted from lack of

effort by the person

themselves and

possibly from lack of

family care; thus

overcoming own

problems and family

actions might be part

of the solution

• A sense of stigma and

a lack of knowledge

were identified about

mental illness and

services, along with

disillusionment with

doctors and exclusion

from services

Giebel et al.

(2015)

Examining the barriers and

facilitators in accessing to

culturally appropriate

mental health care among

South Asian older adults

with memory impairment,

dementia, and mental illness

A literature search was

conducted in Web of

Knowledge, PubMed, and

Ovid databases to search for

literatures from 1984 to

2012 regarding South Asian

older adults or their family

carers, their understandings

The following factors were

identified by South Asians

and health professionals

that prevented help seeking

and access to care: a lack of

knowledge of dementia and

mental illness and of local

services, stigma, culturally
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Author

(date)

Study purpose Study design Summary of key findings

of mental illness and

dementia, and their pattern

of service use. Assessment

of abstracts for relevance

and three researchers rated

the quality of each included

study. A narrative synthesis

was used to extract and

chart data

preferred coping strategies,

and linguistic and cultural

barriers in communication

and decision-making

MacKenzie

J (2006)

Summarize findings from a

3-year project to develop

and deliver culturally

appropriate support group

materials for South Asian

and Eastern European

family carers of relatives

with dementia living in the

United Kingdom

Stage 1 involved semi-

structured interviews for 21

participants to explore

carers’ experiences of

caregiving. Stage 2 involved

developing and delivering

of three 10-week support

group programs, specified

to reflect the needs of carers

(identified in Stage 1) in a

range of preferred

community languages.

Follow-up interview was

conducted in stage 3 with

each of the family carers

6 weeks after the

completion of group

program

Understandings of dementia

in different cultural

contexts can become

operationalized through

stigma processes, thus

influencing the ways in

which person with dementia

and their family carers’

participation in formal and

informal support programs

Lee et al.

(2005)

Identify and compare the

interpersonal experiences of

stigma in patients with

mental health impairments,

schizophrenia, and diabetes

mellitus in Hong Kong

Four focus groups were

conducted to develop a self-

report questionnaire. Data

were collected from

outpatients

Stigma was more frequently

experienced among people

living with mental health

impairment from family

members, partners, friends,

and colleagues than those

living with diabetes

Liu et al.

(2008)

Examining the relationship

of stigma and dementia

among Chinese and

Vietnamese family

caregivers

32 qualitative interviews

were conducted among

Chinese and Vietnamese

family caregivers living in

the USA to collect narrative

data and identify key

themes

Two sources of stigma were

identified: the stigma of

chronic and severe mental

illness and a stigma

reflecting negative

stereotypes of aging or the

elderlies. Chinese and

Vietnamese cultural

perceptions of normal aging

accommodate different

paths of aging, some more

and some less desired. With

regard to persons with

dementia, a “normalized”

but negative path of aging

carried with it significant

stigma that was distinct

from but in addition to the

stigma of chronic and severe

mental illness

Yang and

Kleinman

(2008)

An analysis of how “face” is

embodied in China to

understand an articulation

of how the social aspects of

Analysis of existing

conceptual writings and

empirical studies

Face—both moral and in

particular social face—can

be seen to function as forms

of symbolic capital. Shame
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Author

(date)

Study purpose Study design Summary of key findings

stigma might incorporate

the moral standing defined

within a local context

and “loss of face” were

identified to lead to

stigmatization associated

with mental health

impairments including

dementia

Kong et al.

(2009)

To identify and describe

experiences of Korean

immigrant caregivers

regarding American nursing

home placement of their

non-English-speaking older

relatives with dementia

Qualitative descriptive

methods and qualitative

content analysis using a

total of 17 semi-structured

interviews with 10 Korean

immigrant family caregivers

The “Korean way of

thinking” was identified to

be a fundamental cultural

belief about caregiving. Six

major themes were

identified: (a) I never

thought about a nursing

home; (b) if I think in a

Korean way, I feel; (c)

nursing home staff cannot

communicate with; (d) my

care recipient maintains

Korean culture; (e) nursing

home services are better

than expected but; and

(f) my care recipient is

more vulnerable because of

dementia

Iliffe and

Manthorpe

(2010)

Argue that sociocultural/

ethnical issues are

applicable to all individuals

with dementia, independent

of apparent ethnicity, and

that promotion of cultural

competence in service

provision should not be

relegated to an ethnic

minority agenda

Analysis of existing

literature

The experience of accessing

to support is associated with

three key factors:

1. Language and literacy

2. Religious belief and

cultural practices

3. Coping mechanism

and social support

4. Protective factors

Bunn et al.

(2012)

Evaluate the qualitative

evidence regarding how

individuals accommodate

and adapt to the diagnosis of

dementia and its immediate

consequences, to guide

practice

Systemic review of

qualitative studies using 102

studies from PubMed,

PsycINFO, Embase,

CINAHL, and the British

Nursing Index databases.

Thematic analysis was

conducted

Three overarching themes

emerged from the study:

(1) pathways through

diagnosis, including its

impact on identity, roles,

and relationships;

(2) resolving conflicts to

accommodate a diagnosis,

including the acceptability

of support, focusing on the

present or the future, and

the use or avoidance of

knowledge; and

(3) strategies and support to

minimize the impact of

dementia

Mukadam

et al.

(2011)

Explore the factors due to

which people from minority

ethnic (ME) groups with

dementia present later to

specialist, diagnostic, and

Systemic review using three

quantitative and ten

qualitative studies

Barriers to accessing

support for dementia

included not

conceptualizing dementia as

an illness; believing

dementia was a normal
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therapeutic dementia

services

consequence of aging;

thinking dementia had

spiritual, psychological,

physical health or social

causes; feeling that caring

for the person with

dementia was a personal or

family responsibility;

experiences of shame and

stigma within the

community; believing there

was nothing that could be

done to help; and negative

experiences of health-care

services. Accessing to help

was facilitated by

recognition of dementia as

an illness and knowledge

about dementia. Minority of

the ethnic groups face

significant barriers to help

seeking for dementia, often

diagnosed in late stage

McMurtay

et al.

(2009)

To explore whether

regression to a primary

language may be associated

with development of

cognitive impairment and

increased risk for

development of dementia

Studying two cases of

bilingual patients who

presented with early

symptoms of dementia after

regression to their primary

language

The cases described in the

report support the

hypothesis that an

association may exist

between regression to the

use of primary language

among bilinguals and poor

cognitive performance and

diagnosis of dementia

Rosendahl

et al.

(2016)

Explore and elaborate the

experiences of family

members and professional

caregivers regarding the

care provided to immigrants

with dementia in group

homes in Sweden

Exploratory, descriptive

study with a qualitative

approach was chosen using

in-depth semi-structured

interviews. Qualitative

content analysis was

conducted to analyze data

Three main categories were

determined with seven

subcategories. The first

main category was a new

living situation which

included the following

subcategories: adjusting to

new living arrangements

and expectations regarding

activities and traditional

food at the group home; the

second main category,

challenges in

communication with the

subcategories: limited

communication between the

immigrant with dementia

and the Swedish-speaking

nursing staff and the

consequences of linguistic

misunderstandings and

varied communication in a

common language; and the

third main category, the role

of the family member at the
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group home with the

subcategories: a link to the

healthy life story of the

family member with

dementia and an expert and

interpreter for the nursing

staff

Mendez

et al.

(1999)

Explore the linguistic state

of bilingual individuals with

dementia

Survey 51 patients who

reported regular use of

another language, as well as

varying fluency in English,

and who presented for an

evaluation because of

progressive memory or

cognitive problems such as

dementia

Despite patients’ differences

in educational level, age at

acquisition of English,

frequency of use, and

baseline fluency in English,

a greater preference of the

patients for their original

language and decreased

conversation in English was

reported by all participating

caregivers. With regard to

characterizing the errors

made by patients, majority

of caregivers stated a

tendency for words and

phrases from the mother

language used within

English conversational

speech

Kim et al.

(2014)

Explore the relationship

between nursing assistants’

communication style and

behavioral symptoms of

individuals with dementia,

focused on Korean

American older adults with

dementia residing in

nursing homes

Reviewing currently

available studies using eight

studies from PubMed,

CINAHL, PsycINFO, and

ProQuest Digital

Dissertations databases

Utilization of familiar

language can increase an

intervention’s effect to

potentially reduce or

prevent behavioral

symptoms of dementia for

immigrants from various

countries
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