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Summary 
 

South Asian immigrants face unique 

challenges when accessing dementia care.  

Research indicates that a lack of knowledge and 

understanding of dementia, as well as a lack of 

culturally responsive care services lead to a 

myriad of issues:  late or non-diagnosis, minimal 

support for family members and less than 

optimal support for those affected with dementia, 

to name a few. 

The following research identifies several 

themes/barriersthat could be considered in order 

to improve the accessibility of dementia care for 

the South Asian diaspora in the region managed 

by the Champlain Local Health Integration 

Network (LHIN).   

This report consists of two elements: a 

literature review on research related to dementia 

care for the South Asian communities in several 

countries; and an environmental scan of the 

programs that currently exist to support South 

Asian immigrants and their families who have 

been affected by dementia. 

Themes/barriers identified in the 

literature review have been grouped into two 

main sections: (1) The Family’s Perspective: 

Knowledge and Belief Barriers to Accessing 

Dementia Care in the South Asian 

Community.Some studies observed thatthe 

South Asian diaspora is under-informed on 

topics pertaining to mental disorders such as 

dementia, which has led to a community that 

may struggle to recognize dementia and its 

symptoms, may have a negative view on 

external care seeking, and may stigmatize 

dementia.  (2) The Carers’ and Health Providers’ 

Perspective: Barriers for Caregivers and Health 

Providers to Providing Culturally Responsive 

Care.  Researchers have noted challenges that 

caregivers and health providers face, such as in 

accommodating South Asian cultural and 

linguistic needs (particularly given the 

community’s diversity), potential for disparities in 

pharmacological treatment between immigrants 

and non-immigrants, and challenges in 

constructing culturally unbiased cognitive 

assessments. The section also incorporates a 

review of methods to promote help seeking, and 

a brief overview of the experiences and beliefs 

of service providers. 

Moving forward, any future programming 

should address the themes and issues identified 

in this paper, while targeting the issue from four 

distinct perspectives: the families, the patients, 

the clinicians, and the health care providers. For 

example, if programming focuses on improving 

service at the health care provider level, but fails 

to educate the families, families will not be 

inclined to access helpful dementia care. 

Alternatively, if the families are educated, but 

clinicians are still using culturally ineffective tools 

and methodologies, the patients may still receive 

inaccurate or untimely diagnoses.  In both 

examples, programs will not achieve the desired 

outcome. 

Next steps may include continuing 

research in which health care providers are 

interviewed, in order to acquire a practical 

understanding of programs and perceived gaps 

in the region. It is also important to solicit 

information directly from the South Asian 

community in Ottawa to better recognize their 

specific needs. 

 

Introduction 
 

Objective 
 

 The purpose of this report is to support 

an analysis of the unique challenges that the 

South Asian immigrant community in Ottawa 

might face in accessing dementia care services. 

The report also identifies potential obstacles for 

care providers, and includes an overview of 

some of the programs that have been 

undertaken internationally and domestically to 

address the requirements of the South Asian 

immigrant community in accessing dementia 

care. 

 

Scope of Research 
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 This is not formal academic research, 

but rather a high level analysis. It is not intended 

to meet academic standards nor to be published. 

There were no interviews conducted 

withpatients, caregivers (paid or unpaid) or 

clinicians. It is to be used as a reference to help 

design a culturally responsive dementia care 

service for the Champlain Local Health 

Integration Network. This report incorporates a 

literature review used to identify major themes 

and barriers surrounding the issue, as well as an 

environmental scan to identify the practical 

delivery of solutions.  

 

Background 

 
 According to the 2016 census, 

Canadians of South Asian ancestry represent 

5.6% of the Canadian population (“Immigration 

and ethnocultural diversity: Key results from the 

2016 Census,” 2017), and roughly 4% of the 

Ottawa - Gatineau population (“Census Profile, 

2016 Census,” 2017). South Asians are the 

largest visible minority group in Canada and yet, 

are underrepresented in health studies and are 

less likely to receive help for health issues such 

as dementia when compared to the general 

population(McCleary et al., 2013). It is evident 

that South Asians have specific cultural and 

social distinctions when accessing medical care. 

The importance now lies in identifying and 

addressing these unique challenges, so that the 

South Asian diaspora and related care providers 

are better equipped to deal with the unique 

health issues that come with aging. 

 Dementia is a general term used to 

describe a group of cognitive symptoms linked to 

a decline in one’s ability to function in everyday 

life. These symptoms include impaired memory, 

communication, attention, reasoning, and visual 

perception (“What Is Dementia?,” n.d.).Dementia 

is caused by brain cell death, which is brought 

on by disease, stroke, head injury, and tumors, 

along with other reversible factors such as 

vitamin deficiencies and thyroid 

problems(MacGill, 2017). 

 

 

 

 

Causes of Dementia 
 
 Alzheimer's disease, a neuro-

degenerative disorder that accounts for 60-80% 

of cases, is a major cause of dementia. 

Alzheimer's is a progressive disease caused by 

high levels of certain proteins in the brain which  

interrupt regular cognitive function. (“What Is 

Dementia?,” n.d.). More than a tenth of the 

population over 65 years of age have 

Alzheimer’s (MacGill, 2017). 

 Currently there are no cures or methods 

of slowing the progression of Alzheimer's 

disease and related dementia, which is why it is 

extremely important to continue research 

through funding and volunteer enrollment (“What 

Is Dementia?,” n.d.). 

 The second most common cause of 

dementia occurs when blood vessels in the brain 

die, and is called vascular dementia. The blood 

vessel death inhibits blood flow to areas of the 

brain and can lead to extensive cell death in 

areas responsible for memory, thinking and 

reasoning. Both major and minor strokes, as well 

as disease affecting the small vessels within the 

brain can lead to vascular dementia (“Types of 

Dementia,” n.d.). 

 Dementia with Lewy bodies occurs 

when protein deposits known as Lewy bodies 

appear in nerve cells. The appearance of these 

deposits have been linked to low levels of the 

neurotransmitters acetylcholine and dopamine, 

as well as to a loss of nerve cell connections 

leading to cell death. Parkinson’s disease is 

among one of the other illnesses attributed to 

the presence of Lewy bodies (“Types of 

Dementia,” n.d.). 

 A less common form of dementia, 

known as frontotemporal dementia, occurs when 

the frontal and/or temporal lobe is damaged. 

This damage is often brought on by clumps of 

tau proteins which can be found in the brain cells 

of the affected lobes. Rather than the memory 

loss often associated with other forms of 

dementia, symptoms typically include changes in 

personality and behaviour, as well as difficulty 
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with language. Frontotemporal dementia is more 

common in those under 65, and has a greater 

genetic component then other more common 

forms of dementia (“Types of Dementia,” n.d.). 

 

The Family’s Perspective: Knowledge 
and Belief Based Barriers to Accessing 
Dementia Care in the South Asian 
Community 
 

Recognition of Dementia 
 

Upon analyzing the literature, it is 

instantly evident that there is a significant lack of 

knowledge in the South Asian immigrant 

community on subjects pertaining to mental 

disorders, and to dementia specifically. 

Numerous studies indicate that when compared 

to “ethnically British” participants, South Asians 

were less knowledgeable on dementia 

(McCleary et al., 2013). In fact, there is no 

equivalent term for “dementia” in many South 

Asian cultures, in which sometimes symptoms 

are used to describe the illness rather than a 

definitive name (Uppal & Bonas, 2014).  

Due to the lack of knowledge on 

dementia in the South Asian community, along 

with the relative ambiguity of early symptoms, 

there appears to be a tendency to normalize the 

memory and behavioural issues associated with 

dementia. In a study analyzing the experiences 

of South Asian Canadians with dementia, it was 

found that all participants initially normalized 

early symptoms, which led to a delay of one to 

four years between early symptoms and 

recognition of the disorder (McCleary et al., 

2013). Increasing awareness about dementia in 

the South Asian community is the first and 

perhaps most important step to improving 

accessibility, as it allows the family to recognize 

the disorder and thus seek the appropriate 

services. 

 

Beliefs on Cause of Dementia Related 
Symptoms 
 

Along with a general inability to 

recognize dementia, the symptoms of dementia 

may also be attributed to cultural or unscientific 

beliefs. A UK-based study in which 49 people of 

East Indian descent were interviewed, found 

several themes in respondent explanations and 

beliefs for dementia related symptoms (La 

Fontaine, Ahuja, Bradbury, Phillips, & Oyebode, 

2007). Social and emotional, along with physical 

factors were used to explain the presented 

symptoms, and participants did not explicitly 

refer to dementia or any related disorders as an 

explanation. In general, there was a feeling that 

isolation and loneliness were causes of cognitive 

decline, and that a lack of family support could 

worsen this. As far as physical explanations, 

many participants believed that diabetes, high 

blood pressure, and heart disease were the 

causes of the presented cognitive symptoms.  

In the above-noted study, participants 

expressed the common belief that the individuals 

with cognitive behavior symptomatic of dementia 

should help themselves, rather than seek 

professional care. The “self-help” methods that 

were suggested included pushing worries to the 

side, along with going out and partaking in social 

activities. Other studies identified supernatural 

causes as being an explanation some South 

Asians use for dementia related symptoms, 

although this belief appears to be limited (Bowes 

& Wilkinson, 2003).  

By educating the South Asian 

community that dementia is an organic brain 

disorder, and is not caused by social, emotional, 

or unrelated physical health issues, we can 

increase the belief that dementia is a disorder for 

which external care can and should be 

accessed.   

 

Beliefs on Care Seeking 
 

Within the South Asian community there 

are several methods used to deal with dementia 

outside of seeking professional care. While 

these methods, firmly embedded in cultural 

values and norms (notions of family 

responsibility, carer roles by gender, and 

spiritual supports) provide valuable support to 
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those affected with dementia, they can also 

inhibit and delay access to care services which 

may enhance the quality of life of both family 

members and those affected. 

It is very common for the family of the 

affected to provide care rather than an external 

service provider. It was found that South Asians 

are more likely to possess “traditional caregiver 

ideologies”, characterized by a belief that caring 

for one’s elders is virtuous, natural, and 

expected, while white British were more likely to 

possess “non-traditional caregiver ideologies”, 

characterized by a belief that caring for one’s 

elders is non-virtuous, unnatural, and conflicts 

with expectations. Unsurprisingly, those with 

“traditional caregiver ideologies” were more 

likely to limit formal care and to value 

independence. (Lawrence, Murray, Samsi, & 

Banerjee, 2008). A Scottish study in which 53 

South Indians were interviewed found similar 

findings; many participants believed that it was 

best for families to provide care for elderly with 

memory problems without outside help, 

associating this with familial pride and respect 

for the affected (Mukadam, Waugh, Cooper, & 

Livingston, 2015).  

Among South Asian family carers, it is 

often the daughters or daughter-in-laws who 

provide the majority of personal care, while male 

family members tend to have the responsibility 

of decision making and organizing care. It was 

found that daughters and daughter-in-laws rarely 

see themselves as caregiving but rather as 

providing normal filial support (Milne & 

Chryssanthopoulou, 2005). It should be noted; 

however, that the described family care structure 

is slowly breaking down. Socio-economic 

changes and modernization are leading to 

“social and occupational mobility, smaller family 

sizes and women’s increasing participation on 

the labour market” causing a gradual decline in 

close family carers (Milne & Chryssanthopoulou, 

2005).  

On top of valued family care, many 

South Asians rely on religion as an alternative to 

external help (Giebel et al., 2015, Lawrence, 

Murray, Samsi, & Banerjee, 2008). Religion can 

be beneficial in that it can increase resilience 

both for the carers and those affected with 

dementia, and can also provide a useful support 

group, although sometimes problematic if it 

stops the affected from accessing needed 

professional care. Meditation and prayer have 

also been shown to decrease distress and 

depression which are two symptoms often 

related to dementia (Giebel et al., 2015).  

The belief that dementia care is not 

something that one should seek from strangers 

is well spread throughout the South Asian 

community. These beliefs can sometimes inhibit 

those with dementia from receiving professional 

care, but should also be respected and 

acknowledged when trying to provide 

assistance.  

 

Stigma 
 

When something is stigmatized it is 

seen as being deviant and is associated with 

shame - it is the opposite of pride (Mackenzie, 

2006). The literature on minorities and dementia 

identifies South Asians as a group that often 

stigmatizes mental health issues. The origin of 

this stigma can be traced back to religious 

ideology, in which familial care is seen as an 

expected duty and necessary to maintain family 

pride and respect, especially when viewed by 

other families (Mackenzie, 2006). This ideology 

remains relevant today, as some members of 

the South Asian community see dementia as a 

source of shame for the entire family, as well as 

associating it with religious or spiritual 

punishment (Giebel et al., 2015). It is often 

believed that a family member with a mental 

disorder such as dementia could reduce the 

families social standing, or even affect the 

marriages of later generations (Giebel et al., 

2015).  

One of the major problems with 

stigmatizing dementia is that these groups wait 

significantly longer to access care, or only do so 

when a crisis event presents itself. It is typical for 

groups who stigmatize to only seek help when a 

“key incident” occurs, for example, wandering at 

night, or forgetting the name of a close family 

member (Kumar et al., 2017).  
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Once again, however, these patterns 

are beginning to break down with the younger 

generations; extensive mental health education 

has led to a generation of South Asians who 

understand that dementia should be free of 

stigma. But those affected by dementia are not 

alone in their stigmatization; a study it which 

feelings towards dementia were analyzed in 

several European countries found that health 

professionals also stigmatize dementia. This 

broader stigma was thought to be associated 

with the belief among health professionals that 

because dementia is a deteriorative disease, not 

much can be done to treat it (Vernooij-Dassen et 

al., 2005).  

Although mental health stigma is 

gradually declining, there remains an imperative 

need to educate members of the South Asian 

community, as well as health professionals, on 

dementia and its causes. By shortening the 

delay in accessing support, creating better 

supports tailored to community needs, and 

creating tools and structures for the community 

to provide support to its own members by 

decreasing stigma, both the family carers and 

those affected with dementia will be better 

served.   

 

The Carers’ and Health Providers’ 
Perspective: Obstacles for Caregivers 
and Health Providers to Providing 
Culturally Responsive Care 
    

Language and Cultural Sensitivities   
 

For South Asians, a culturally 

responsive care model requires an 

acknowledgement of language, culture and 

dietary restrictions as potential barriers for 

caregivers and health providers in delivering 

care, and for family carers and those affected in 

accessing the care. Care and health services 

available often fail to address the varying 

languages and lifestyles of immigrants. Families 

of immigrants are less likely to access these 

services when they lack essential cultural 

sensitivities, such as dietary alternatives and 

staff who speak diverse languages (Giebel et al., 

2015).  

Language barriers in particular present a 

major issue for providing appropriate care. For 

example, some find it hard to express complex 

emotional difficulties in a second language (La 

Fontaine, Ahuja, Bradbury, Phillips, & Oyebode, 

2007). Language differences can also make it 

more difficult to detect dementia during 

diagnostic processes. Furthermore, many 

immigrants revert to their mother tongue in the 

later stages of dementia, making care services 

an uncomfortable and frightening experience 

(Milne & Chryssanthopoulou, 2005). Sometimes 

interpreters are brought on to help care and 

health providers, although this approach is not 

ideal as interpreters are rarely medically trained 

and often critical health information is lost in 

translation (Giebel et al., 2015). One study found 

that offering Asian language training to social 

service staff increased their caregiving 

satisfaction (Giebel et al., 2015). However, the 

best approach to dealing with language barriers 

may simply be to increase the diversity of staff, 

although the feasibility of this solution depends 

on how diverse the South Asian population is in 

the community (Giebel et al., 2015). 

The literature is noticeably limited on the 

capacity of organizations to accommodate or 

acknowledge lifestyle differences for the South 

Asian community.  For example, there is not 

much research on the impact of dietary 

restrictions (vegetarianism, non-beef 

consumption, non-pork consumption) on 

accessing dementia care.  

The literature identified fear of 

discrimination as being another reason that 

many South Asian immigrants are wary of 

accessing care. The Institute of Medicine (IOM) 

found that “racial and ethnic disparities in health 

care exists even when insurance status, income, 

age, and severity of conditions are 

comparable… bias, stereotyping, prejudice, and 

clinical uncertainty on the part of health care 

providers may contribute to racial and ethnic 

disparities in health care” (Kumar et al., 2017).  

It is clear that biases and perceived 

biases, along with an inability to transcend 
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language and cultural barriers create unique 

challenges for South Asian immigrants in 

accessing care - the fact that some cultural 

barriers (e.g. dietary restrictions) are not even 

addressed by the research indicates that more 

work needs to be done to understand the 

barriers before they can be completely 

addressed. 

    

Disparities in Pharmacological Treatment 
 

 While the previous section referred to 

accessing dementia care services, those living 

with dementia may also benefit from drug 

protocols. There is no body of research 

specifically on South Asian immigrant access to 

drug protocols related to dementia, however 

several research studies do indicate that 

minority immigrants begin taking dementia 

medications later and less frequently than non-

immigrants. 

Although there are currently no drugs 

available that can either cure or slow the 

progression of dementia, there are drugs that 

can help temporarily suppress some of the 

symptoms related to dementia. The two main 

kinds of dementia medication are cholinesterase 

inhibitors and memantine. Cholinesterase 

inhibitors are mainly used to treat early to 

moderate Alzheimer’s and appear to help with 

symptoms relating to memory, thinking, 

language, and judgment, by inhibiting the 

breakdown of the neurotransmitter acetylcholine. 

Memantine are used to treat moderate to severe 

Alzheimer's and can help with symptoms relating 

to memory, attention, reasoning, and language, 

by balancing levels of the neurotransmitter 

glutamate (“Medications for Memory,” n.d.).  

There are few studies available that 

assess the disparities in pharmacological 

treatment among ethnic groups. One study 

assessing the prevalence ratios of anti-dementia 

drug use by race between the years 2001 

through 2003 found that such medications were 

used 30% more often by non-Hispanic whites 

compared to other ethnic groups. Interestingly, 

even after adjusting for “demographic, 

economic, health status, health care access, and 

utilization factors”, the findings remained 

unchanged (Zuckerman et al., 2008). The 

researchers believed that these disparities may 

be a result of active discrimination, differences in 

environments, cultural bias in cognitive 

measurement, or differences in attitudes towards 

dementia. For example, minorities tend to have 

less access to health professionals, resulting in 

fewer prescriptions. Minorities are also placed in 

long term care facilities much later, resulting in 

more minority elders with severe dementia 

remaining in the community (Zuckerman et al., 

2008). A Norwegian study had similar findings 

with ethnic Norwegian’s being 20-50% more 

likely to purchase anti-dementia medications 

than immigrants with dementia, however “the 

differences remained significant only for 

immigrants from middle- and low-income 

countries after adjustment for demographic and 

socio-economic variables” (Kumar et al., 2017). 

Whether or not there are actual 

differences in the effectiveness of anti-dementia 

medications among ethnic groups remains 

unknown, primarily due to underrepresentation 

of non-Caucasians in relevant studies (Kumar et 

al., 2017). The research does, however, indicate 

that minorities access dementia medications 

later and less frequently than non-minorities. It is 

safe to conclude, then, that any dementia care 

program directed at the South Asian community 

must address this concern. 

 

Cognitive Assessment 
 

While it is important that family carers 

recognize and acknowledge the symptoms of 

dementia, health professionals also must be 

able to diagnose dementia amongst South Asian 

immigrants in order to provide early and 

comprehensive care and services. Cognitive 

assessment tools are critical in this diagnosis.  

The lack of culturally appropriate 

psychometric tools for detecting dementia was a 

major criticism in the literature. Currently one of 

the most common tools is the Mini Mental State 

Examination (MMSE) which assesses cognitive 

function and takes approximately 10 minutes to 

complete. Some of the criticisms of the MMSE 
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are that the examinees must be literate, the 

exam is affected by socio-educational variables, 

and is not fully accessible due to copyright 

protection (Carnero-Pardo, 2014). Although the 

MMSE has been translated into several different 

languages (including Gujarati, Punjabi, Urdu, 

Hindi, and Bengali) cultural biases can remain 

(Parker & Philp, 2004). For example, when 

asked about an event which is prominent in 

western culture, a South Asian may have less 

familiarity and thus lose points on the test.  

Several new cognitive tests have been 

developed more recently to address the cultural 

biases that can be observed in the MMSE. The 

Rowland Universal Dementia Assessment Scale 

(RUDAS) is an excellent example. The RUDAS 

was developed in Australia, is available in more 

than 30 languages, and takes approximately the 

same amount of time to complete as the MMSE; 

however, it has proven to be far better at 

minimizing culture and education related 

variance (Kumar et al., 2017). 

Health care providers may not have the 

ability to modify psychometric tools when 

detecting dementia; however, during test 

administration they can recognize that the tests 

may be intrinsically biased. Educating health 

care professionals of the risk of cultural biases in 

tests may then support early and high quality 

diagnosis.  

     

Methods to Promote Help Seeking 
 

 The primary way to promote help 

seeking identified in the literature is by 

increasing knowledge and awareness, although 

ways in which to increase this knowledge were 

barely mentioned. One study mentions reading, 

informal conversation with friends, and even an 

educational Spanish radio program on 

Alzheimer’s as being effective methods of 

educating minority groups on the subject 

(Mukadam, Cooper, & Livingston, 2011). 

Interviewed immigrants from another study 

expressed the need for educational facilitators 

such as DVDs, TV advertisements, leaflets, or 

videos on GP waiting room TVs (Mukadam, 

Waugh, Cooper, & Livingston, 2015). It is 

important to consider the target audience and 

what forms of media are most accessible to 

them. For example, online videos are most likely 

less accessible for older adults.  

 Other than needing to improve 

knowledge and awareness in those affected by 

dementia, there was also a concern that some 

physicians possess inadequate knowledge on 

dementia. One study mentioned several ways to 

improve knowledge among physicians such as 

“campaigning, videos, work in the voluntary 

sector, staff training and personal information 

through word of mouth.” The study also 

identified leaflets as having limited effectiveness 

(Bowes & Wilkinson, 2003). Additionally, it may 

be important for health professionals to ask the 

family members of their South Asian patients 

whether any changes in behaviour has been 

noticed at check ups, as South Asians may not 

find behaviour and cognitive changes relevant or 

relating to mental disorders (McCleary et al., 

2013). 

In summary, an increase in knowledge 

and awareness in both those with dementia and 

in physicians is needed in order to facilitate help 

seeking.  A structured communication campaign 

can help in this area. 

 

Experiences and Beliefs of Service Providers 
 

 As mentioned earlier, there is a demand 

from service providers to receive more training 

for dementia care (Bowes & Wilkinson, 2003). 

Currently many GPs feel ill-equipped to identify 

and handle cases of dementia, as well as to 

provide helpful resources for their patients.  

Some key opinions and observations 

about South Asian dementia care were identified 

in a study in which several service providers 

were interviewed (Bowes & Wilkinson, 2003). It 

was commonly understood that knowledge on 

dementia was not widespread in the South Asian 

community. The service providers believed that 

the best way to explain dementia to South 

Asians was to medicalize it, and focus on it as a 

physiological illness. This was seen as being 

much more accepted and less stigmatized by 

South Asians.  
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Service providers also believed it 

important to maintain an individualized care 

model. By avoiding grouping and stereotyping, 

they can provide service that is optimal for the 

individual and that acknowledges the 

heterogeneity of the South Asian community 

(more on this in the following section). Service 

providers who provided South Asian specific 

services explained that there was huge demand, 

so much so that they were hesitant to promote 

their services for fear of being overwhelmed. 

Although opinions were mixed, it was generally 

agreed upon that it is best to adjust existing 

services to be more culturally inclusive than to 

create many new culture specific care services 

(Bowes & Wilkinson, 2003).  

Overall, service providers seemed 

aware of the difficulties that South Asians face in 

accessing dementia care, while also expressing 

a need for a change in the way current services 

cater to different cultures and ethnicities: an 

individualized care model may come within its 

own challenges in implementation, however it is 

well aligned with the need to recognize the 

heterogeneity in the South Asian population. 

 

Recognizing Heterogeneity in the South 
Asian Population 
 

 South Asians come from India, Pakistan, 

Bangladesh, Nepal, Sri Lanka, Bhutan and the 

Maldives. Within each country, there are 

extensive regional differences in languages, 

dialects, religions and customs.When service 

providers and caregivers are dealing with South 

Asians, or any immigrants for that matter, it is 

extremely important to remember that these are 

heterogeneous groups. Those belonging to the 

groups can differ linguistically, regionally, 

financially, and educationally (Giebel et al., 

2015), which is why “a person centered 

approach” is so essential (Kumar et al., 2017). 

These differences can be especially difficult 

when trying to implement culturally responsive 

care, as the heterogeneity in language, cultural 

practices, and dementia knowledge can often be 

hard to address (Giebel et al., 2015).  

Additionally, it is important to keep in 

mind that many of the studies currently 

available, including some of those referenced in 

this review, that compare South Asian dementia 

care to other ethnic groups, fail to address this 

heterogeneity. Often the barriers identified in 

these studies cannot be attributed to ethnicity 

alone, as cultural, socioeconomic, and 

educational differences are also at play 

(Mukadam, Cooper, & Livingston, 2011). 

Although some studies did address these 

issues, such as Zuckerman and colleagues’ 

pharmacological disparity study (Zuckerman et 

al., 2008), others did not, presenting a large 

need for research improvement. 

Environmental Scan 

Methodology 

 
Key Word Search 

 

The search results were compiled based on the 

following queries: 

 

1. “South Asian” or “Indian” 

2. “Dementia” or “Alzheimer’s” 

3. “Service” or “Day care” or “Education” 

 

Summary of Findings 
 

All results of the search are summarized 

in Tables 1 and 2 below.   

Interestingly, the search yielded 

extremely limited results. This could be due to a 

lack of available programs, a lack of effective 

advertising, or even a lack of funding. There are 

likely more programs than have been listed in 

Tables 1 and 2; however, these programs may 

be ill-equipped to communicate their services.  

 All the programs fell under one of two 

categories: (1) care services and (2) educational 

and outreach services. The former represents 

services where the senior with dementia is taken 

care of by the program providers either for the 

day or for 24 hour care, and where food and 

various suitable activities are provided. The 

latter are services that are focused on providing 
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carers and those with dementia with support 

groups, and educating the community about 

dementia and how to handle it. Additionally, 

several of these programs have home outreach 

programs incorporated into them, in which 

typically volunteers visit those with dementia in 

their houses, nursing homes, or hospitals.  

 The programs were affiliated with the 

LHIN, Alzheimer’s society, and other local 

organizations, generally as sources of funding.
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Table 1. Details of South Asian Specific Dementia Care programs 

Project Name, City, 
Country, Website 
Link 

Services Offered Languages 
Offered 

Affiliations Cost Hours/Days 
of Operation 

Transportation  Methods of 
Intake 
(Referral 
Sources) 

Other Interesting 
Information 

CHATS (Community 
Home Assistance to 
Seniors) South Asian 
Program, Toronto, 
Canada 
 

https://www.caredove.

com/chats/service/det

ail/sid/3796 

- A variety of social and wellness 
activities, companionship, snacks, 
and lunch 
- Individualized plans of care 
- Activities such as exercise, 
mental stimulation, crafts, outings, 
relaxation programs, 
entertainment, health promotion, 
and disease prevention 

- English 
- Tamil 
- Punjabi 
- Hindi 
- Urdu 

- Central 
LHIN 

-$5.25/day - Monday to 
Friday 8:30-
4:30 
 

- CHATS 
transportation 
($2.20) 

- Self 
- Family 
- Physicians 
- Central LHIN 
Home and 
Community 
Care 

- Will not take 
persons with 
dementia with 
responsive 
behaviours 
-Additionally 
CHATS offers 
adult day 
programs specific 
for Italian and 
Korean 
communities 

India Rainbow South 
Asian Senior 
Services, 
Mississauga, 
Brampton, and Peel, 
Canada 
 
http://www.programsf

orelderly.com/social-

india-rainbow-

community-services-

indo-canadian-

seniors.php 

For Patients: 
 
- Activities that promote physical, 
mental, emotional and social 
stimulation 
- Nutritious Breakfast and Lunch 
- Light exercise, mental aerobics, 
word puzzles and indoor games 
- Field trips and outdoor activities 
- Registered nurse on site to help 
with foot care, fall prevention, 
medication management, 
diabetes, blood pressure and 
weight clinic. 
 
For caregivers: 
 
- Support and counselling (one on 
one, or in small group setting) 
- Monthly educational seminars 
with guest physicians 

- English 
- Tamil 
- Punjabi 
- Hindi 
- Gujarati 

- Not 
Available 

- $21.00/day - Mississauga 
location: Mon 
to Fri – 8:00-
5:30, Wed – 
8:00-8:00, Sat 
– 9:00-4:30 
- Brampton 
location: Mon 
to Fri – 8:00-
5:30 
- Peel 
location: Mon 
to Fri – 8:00-
5:30 

- Transportation 
provided through 
Transhelp, Red 
Cross, Canes 
and the 
Passenger 
Assistance 
program. 

- Community 
Care Access 
Centre 
(CCAC)  
- Hospitals 
- Physicians 
- Self 
- Family 
- Friends 
 
 
  
 
 
  
 
  
 

- Will provide 
quick telephone 
calls reassuring a 
senior’s health 
and well-being 
- Trained 
volunteers also 
visit seniors at 
home, in hospital, 
or in nursing 
homes 

South Asian Adult 
Day Program, 
Markham, Canada 
 
http://www.centralheal
thline.ca/displayServi
ce.aspx?id=131662 

- Mild mobility exercises, Yoga 
and laughing yoga 
- Light breakfast, vegetarian lunch, 
and snack and tea time 
- Offer formal spiritual programs 

- English 
- Tamil 
- Punjabi 
- Hindi 
- Urdu 
- Farsi 
- Gujarati 

- Central 
LHIN 

- Free (fully 
funded by 
Central 
LHIN) 

- Mon to Fri 
9:00-3:00 

- Program 
provides 
transport to 
clients through 
York Region 
Mobility Bus 

- Admission 
through the 
Central LHIN 

- No medication 
management 
provided 
- Professional 
clergy in 
community 
provides spiritual 
programs 
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Project Name, City, 
Country, Website 
Link 

Services Offered Languages 
Offered 

Affiliations Cost Hours/Days 
of Operation 

Transportation  Methods of 
Intake 
(Referral 
Sources) 

Other Interesting 
Information 

EAWA Day Care 
Centre, London, 
England 
 
http://www.eawa.org.

uk/day-care-centre/ 

- Activities such as Yoga, Flower 
Arranging, Health Workshops, 
Seated Qi Gong/Tai Chi                              
- Talks by doctors, other 
professionals                               - 
Indian Head Massage, 
Reflexology                                 - 
Board Games, Singing, Activities 
using iPad, Knitting      - Monthly 
manicures 

- Not 
Available 

- Not 
available 

- Costs vary 
based on 
individual 
circumstance 

Mon to Wed 
10:00-3:00 

- EAWA owns a 
Mini Bus, and 
uses Dial a Ride 

- Local Council 
Consultations 
- Family 
- Friends 

- Plan to provide a 
dementia sensory 
room in the future, 
where the aim is 
to stimulate 
mental abilities 

Neem Tree Specialist 
Care Centre for the 
Asian Community, 
London, England 
 
http://www.programsf
orelderly.com/nursing
-neem-tree-nursing-
dementia-care-asian-
seniors-unit.php 

- Full activities program designed 
with consultation from residents 
- Traditional Asian cuisine, 
including Gujarati, Punjabi and 
South Indian styles of cooking. 
Vegetarian options always 
available 
- Several facilities available such 
as a prayer room, cinema room, 
and sensory garden 

- English 
- Punjabi 
- Hindi 
- Gujarati 

- Not 
available 

- Not 
available 

- 24 Hour 
nursing care 

- Public 
transportation 
available 

- Self 
- Family 
- Friends 

- Building design 
is specific for 
those with 
dementia (visual 
cues throughout, 
specific lighting) 
 

Milan (Senior Welfare 
Organization) Ltd Day 
Care Service, 
Edinburgh, Scotland 
 
http://www.milanswo.

co.uk/page6.html 

For patients: 
 
- Talks on health, social welfare, 
and housing 
- Grow your own produce 
- Activities such as gentle 
exercise, yoga, dance exercise, 
beauty treatments, massage, 
outings, arts and crafts 
 
For caregivers: 
 
- Carers group. A safe and 
supportive environment where 
carers can discuss issues with 
caring for elderly, as well as talk 
about their own health and 
wellness difficulties. 

- Not 
available 

- Pilmeny 
Developme
nt Project  
- Lothian 
Racial 
Equality 
Council 

- Not 
available 

Tue, Wed, 
Thu 10:00-
3:00 
With 
Thursdays 
specific for 
those with 
dementia and 
physical 
disability 

- Transportation 
provided for 
those who can 
not use public 
transportation 

- Self 
- Family 
- Friends 
  

- Program targets 
specifically 
Indians, 
Bangladeshis, 
Pakistanis, and 
Mauritians 
- Also provides 
outreach program 
where volunteers 
visit members of 
the elder 
community at risk 
of isolation or 
whom are 
recovering from 
illness 
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Table 2. Details of South Asian Specific Dementia Education Programs 

Project Name, City, 
Country, Website Link 

Services Offered Languages 
Offered 

Affiliations Hours/Days of 
Operation 

Other Interesting 
Information 

Meri Yaddain, Bradford, 
England 
 
http://www.meriyaadain.c

o.uk 

Long term initiative working to spread dementia awareness to South 
Asians through: 
- Community Roadshows 
- Quarterly newsletters (in English) 
- Radio program 
- Home visits                                                                                             
- Support Group                                                                                           
- Telephone advice (can provide referrals to appropriate agencies) 

Pamphlets 
available in: 
- English  
- Punjabi 
- Urdu 
- Hindi 
- Bangla 
- Gujarati 

- Bradford and 
Airedale Teaching 
Primary Care Trust 
- Age Concern 
Bradford 
- Alzheimer’s 
Society Bradford 

- Support group 
meets every third 
Wednesday of 
each month 

- N/A 

LMCP (Learn, Motivate, 
Change, Prosper), 
Manchester and Trafford, 
England 
 
http://www.lmcpcarelink.c

o.uk/older_people_man.p

hp 

- Outreach work 
- Research                                                                                                
- Cultural awareness training 
- Consultancy 
- User engagement                                                                                    
- Capacity building                                                                                      
- Influencing policy                                                                                      
- Supported South Asian informal carers to move into care-related work 

- Not available - South Asian 
informal caregivers 
program funded by 
Tudor Trust / 
Lloyds TSB 
Foundation 

- Not applicable - N/A 

Touchstone BME 
Dementia Service, Leeds, 
England 
 
https://www.touchstonesu

pport.org.uk/services/bm

e-dementia-service/ 

Spreading awareness of dementia in black and minority ethnic groups 
through: 
- Visiting day centres, community groups and religious centres 
- Monthly dementia cafe (time for those with dementia and caregivers 
to chat over tea and cake) 

Awareness 
sessions 
available in: 
- English 
- Urdu 
- Punjabi 
- Hindi 

- Partnership with 
Leeds Playhouse, 
in producing a 
dementia friendly 
play about the lives 
of Touchstones 
service users. 

- Dementia cafe 
held on the first 
and third 
Thursday of every 
month - 1:00-3:00 

- One on one 
support is also 
offered, specifically 
for helping with 
diagnosis 

Etka Project, London, 
England 
 
http://www.ektaproject.or

g.uk 

Helping isolated, confused, frail, and disabled elderly Asians through:                                                                                                
- Community action                                                                                   
- Campaigning                                                                                          
- Advocacy                                                                                                
- Social and health care 

Projects include:                                                                                       
- Support groups who take part in biweekly activities                                                                    
- Health activities including yoga, chair based exercises, physical 
therapy, health screening tests, swimming, Bhangra dance exercises, 
and health talks                                                                                         
- Elder abuse awareness project                                                              
- A storytelling platform 

- Unknown - British Heart 
Foundation 
- Various donors 
(see website) 

- Projects are 
consistent 
throughout the 
week 

- Minibus available 
to take care group 
to different 
activities 
- Volunteers visit 
members at home 
and in hospitals 
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Project Name, City, 
Country, Website Link 

Services Offered Languages 
Offered 

Affiliations Hours/Days of 
Operation 

Other Interesting 
Information 

Alzheimer's Society B.C. 
South Asian Dementia 
Helpline, Canada 
 
http://alzheimer.ca/en/bc/

We-can-

help/Resources/First-

Link-dementia-helpline 

Provide information on: 
- Alzheimer’s and other dementia 
- Diagnosis 
- Planning 
- Maintaining independence 
- Available resources 

- Unknown - Alzheimer's 
Society 

- Mon-Fri - 9:00-
4:00 

- N/A 

U.B.C. South Asian 
Dementia Resources, 
Vancouver, Canada 
 
https://ubccpd.ca/dementi

a-education-mentoring-

resources#asian 

Online resources to aid patients and caregivers in learning about 
dementia such as: 
- Cultural sensitivity webinar 
- Punjabi MoCA webinar (explaining the Punjabi Montreal Cognitive 
Assessment tool) 

- The MoCA 
tool is 
available in 
over 50 
languages 

- Links to several 
affiliated resources 
online 

- N/A - N/A 

*The organized information in Table 1 and Table 2 was taken almost verbatim from the organizations’ websites or other associated websites in order to accurately represent the 

services. 
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Potential Questions Going Forward 
 

These are questions directed to 

members of the South Asian community, which 

may be of use in identifying the current needs in 

delivering culturally responsive dementia care. 

Answers to these questions can be used to 

develop programs and services that will address 

these needs going forward. 

 

1. How would you rate your knowledge of 

dementia? Do you believe you could 

recognize the symptoms and attribute 

them to dementia? 

 

2. If a family member was showing 

symptoms of or was diagnosed with 

dementia, would you be comfortable 

seeking professional help or support 

services? If not, who would most likely 

be the primary caregiver? 

 

3. Do you believe there is a stigma 

surrounding mental illness and dementia 

in your community? Would this influence 

you in accessing external care? 

 

4. Do you believe current dementia care 

services would fit your cultural / linguistic 

needs as a South Asian? If not, how 

could these services be improved? 

 

5. Have you ever felt discriminated against 

by health providers due to your cultural 

background? If so, did this affect your 

decision in accessing care again? 

 

6. What medium of spreading dementia 

awareness and education do you 

believe would be the most effective for 

you? Ex: Informal conversation with 

friends, radio programs, DVDs, TV 

advertisements, leaflets, videos on GP 

waiting room TVs, oral presentations by 

authorities in the field, websites or online 

videos, etc.  

 

7. Do you feel that your regional 

background has cultural specificities that 

would need to be addressed compared 

to the generalized South Asian 

population? If so, please explain. 

 

8. What type of culturally responsive care 

service appeals to you? Ex: Adult day 

cares, 24 hour nursing homes, at home 

services, support groups, education and 

outreach programs, etc. 

 

Conclusion 
 

This report has identified and covered 

the major themes that must be addressed when 

implementing a culturally responsive dementia 

service for South Asians. It has also detailed 

some of the related interventions that already 

exist, and provided some questions for which the 

answers would be useful in developing a 

culturally responsive dementia service. 

The themes that were identified as 

barriers to accessing dementia care in the South 

Asian community are: failure to recognize 

dementia, failure to attribute related symptoms 

to dementia, negative beliefs on external care 

seeking, stigmatizing dementia, services that are 

not culturally and linguistically inclusive, 

disparities in pharmacological treatment, 

culturally biased cognitive assessments, a need 

for better methods of promoting help seeking, 

barriers identified by service providers, and the 

failure to acknowledge the heterogeneity of the 

South Asian community. 

Moving forward, any future programming 

should address the themes and issues identified 

in this paper, while targeting the issue from four 

distinct perspectives: the families, the patients, 

the clinicians, and the health care providers. For 

example, if programming focuses on improving 

service at the health care provider level, but fails 

to educate the families, families will not be 

inclined to access helpful dementia care. 

Alternatively, if the families are educated, but 

clinicians are still using culturally ineffective tools 

and methodologies, the patients may still receive 
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inaccurate or untimely diagnoses.  In both 

examples, programs will not achieve the desired 

outcome. 

Next steps may include continuing 

research in which health care providers are 

interviewed, in order to acquire a 

practicalunderstanding of programs and 

perceived gaps in the region. It is also important 

to solicit information directly from the South 

Asian community in Ottawa to better recognize 

their specific needs. 
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