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Executive Summary 

This exploratory study investigates both the provision of services and the experiences of 
dementia care for CALD communities in the Blacktown Local Government Area (LGA), the 
largest LGA by population in both Greater Western Sydney and NSW (Blacktown City 
Council 2012). Residents of Blacktown LGA speak approximately 156 different languages 
and come from 184 countries of origin. As the populations from various waves of migration 
age, there is an increasing need for research into experiences of dementia care for culturally 
and linguistically diverse (CALD) communities in Australia. This research project sought to 
answer the questions: 

1. How do community service providers and medical professionals in the Blacktown 
LGA provide appropriate diagnosis, treatment and ongoing care for people (from both 
CALD and Anglo-Australian backgrounds) who are living with dementia? 

2. How do the family carers of people (from both CALD and Anglo-Australian 
backgrounds) who are living with dementia experience the onset of the disease and 
the ongoing care needs of their loved ones? 

The research shows that dementia is a major social and health issue for local government 
areas such as Blacktown LGA. Interviews were conducted with local community and health 
sector workers, medical professionals, and carers and family members of people living with 
dementia. Analysis of these interviews shows that the issues associated with dementia are 
common across all communities, with cultural and/or linguistic diversity adding another layer 
of complexity to the journey. 

The community and health sector workers interviewed expressed the belief that people from 
CALD backgrounds face similar difficulties as Anglo-Australians when accessing services, 
but that these are exacerbated by language barriers and cultural differences. Some concerns 
identified by community and health sector workers included: 

• Assessment and diagnostic tools may not be culturally appropriate 
• Dementia may not be well understood by families and community members, leading 

to stigmatisation 
• Family and carer roles may involve gendered expectations and increased pressures, 

especially on women 
• The need for bi/multi-lingual workers, as English proficiency declines 
• Though services were generally thought to be of a good standard, there are not 

enough to meet the increasing needs of the region 
• Concern that aged care reforms may lead to higher fees, reduced service hours and 

a loss of specialised dementia expertise 

Supplementary survey information by medical professionals showed that: 

• Patients from CALD backgrounds were perceived to present for diagnosis at a later 
stage of dementia 

• GPs believe that existing assessment and diagnostic tools are culturally appropriate 
• Most respondents have observed family involvement in care decisions 
• Many medical professionals were able to provide culturally and linguistically 

appropriate information on dementia to patients 
• Respondents had low levels of satisfaction with training and other resources they had 

accessed.  
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Interviews with family carers of people living with dementia demonstrated the importance of 
support networks around the primary carer, regardless of cultural or language background. 
Nonetheless, most carers from a CALD background believed that culture and/or language 
had an impact on their decision making and planning for the future. Interviews revealed that: 

• Obtaining an official dementia diagnosis and appropriate treatment can be a long and 
difficult process, exacerbated by limited English proficiency 

• Carers’ knowledge of dementia had increased through lived experience or informal 
social networks 

• Life and migration histories, family support or conflict, and culture and language 
impacted on the caring experience 

• Carers often struggled to adapt to the changing symptoms and needs of those they 
cared for 

• There is a desire need for more service support, emotional support and information 
exchange in a variety of languages 

• There was a strong preference, for all carers interviewed, to care for their loved ones 
at home for as long as possible 

Given its scoping nature, this study highlights the need for further research in a number of 
areas. For community, health and medical professionals, further research is required to 
examine: attitudes, practices and training of medical professionals diagnosing dementia in 
CALD communities; traditional and alternative treatment options for people with dementia; 
communication of culturally appropriate dementia information by the medical sector to people 
living with dementia, their family carers; staff development in community care providers to 
manage dementia from a CALD perspective; and the impact of national aged care reforms 
(pre- and post- 1 July 2015) on services. Further research with carers and family members of 
people with dementia is required to better understand the impact of cultural and linguistic 
background on: stigmatisation and knowledge of dementia; personhood and maintenance of 
wellbeing for people living with dementia; the health and wellbeing of carers; decision-making 
processes and planning for the future; and the impact of national aged care reforms (pre- 
and post- 1 July 2015) on people with dementia and their family carers. Finally, an 
examination into service provision and access and its intersection with factors such as 
cultural and linguistic diversity and socio-economic status is warranted, as well as the need 
for government investment to meet the service needs of socio-economically and culturally 
diverse areas like Blacktown LGA. Overall, key decision-makers at local or higher levels 
should consider these findings during policy development and implementation to ensure the 
needs of people living with dementia, their carers and families from all cultural backgrounds 
are addressed now and in the future.   
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SECTION 1: Introduction 

The prevalence of dementia in Australia is on the rise as the nation’s population ages. As the 
populations from various waves of migration also age, there is an increasing need for 
research into experiences of dementia care for culturally and linguistically diverse (CALD) 
communities in Australia. The most recent estimates available suggest that around 1 in 8 
Australians with dementia do not speak English at home, with prevalence and incidence 
rates comparable for the Australian population as a whole (Access Economics 2009).  

The need for appropriate dementia care for CALD communities is important for Greater 
Western Sydney, which according to the 2011 ABS Census, is home to 36.1% of NSW’s 
overseas born population (WESTIR Ltd 2012). Projections by the Western Sydney Local 
Health District also suggest that dementia prevalence continues to increase in the region, 
with an estimated 1.08% of the population expected to be diagnosed with dementia by 2020 
(Blacktown City Council 2012). 

In March 2015, the Federation of Ethnic Communities’ Councils of Australia (FECCA) 
released its Review of Australian Research on Older People from Culturally and Linguistically 
Diverse Backgrounds (FECCA 2015). This report provides an overview of the state of 
research into ageing in CALD communities in Australia, across a number of topics relevant to 
older people from CALD backgrounds, including living with dementia; ageing and mental 
health issues; and the impact on family carers. Despite extensive research across these 
broad topics, significant gaps in existing knowledge remain. In particular, research into 
emerging CALD communities is limited, as is research into smaller CALD communities and 
many geographical regions (FECCA 2015, p. 25). Overall, the report found that there was 
‘little information about how people from CALD backgrounds who have dementia cope with 
the disease’ (FECCA 2015, p. 18) and therefore this area requires further research.  

Aim of the study 

With this background in mind, this exploratory study investigates both the provision of 
services and the experiences of dementia care for CALD communities in the Blacktown Local 
Government Area (LGA), the largest LGA by population in both Greater Western Sydney and 
NSW (Blacktown City Council 2012). Blacktown LGA has a heterogeneous population, with 
many cultural and language backgrounds represented. Further information on the cultural 
make-up of the LGA, especially for the ageing population, is presented in Section 5 of this 
research report. Blacktown LGA is also home to the largest Aboriginal and Torres Strait 
Islander (ATSI) population of any LGA in NSW. However, the decision was made early on 
not to include the ATSI population of the area in the research project. Initial surveys of 
existing literature indicated that knowledge of how dementia is experienced by both CALD 
and ATSI communities is limited; this exploratory project aims to fill in a small part of that 
knowledge gap, focusing on a sub-set of the population in a defined geographical area in 
Greater Western Sydney (GWS). 
 
To date, only a small number of studies examining the experiences and perspectives of 
people with dementia from CALD backgrounds have focused specifically on the GWS area. 
Two notable examples are a study conducted by researchers at Liverpool Hospital in 2009-
2010, which included interviews and focus groups with health service providers and family 
carers from Italian, Spanish, Vietnamese and Chinese backgrounds (Boughtwood et al 2011, 
2012; Carers NSW 2010a, 2010b, 2010c, 2010d; Shanley et al 2012), and research by the 
Cultural & Indigenous Research Centre Australia (CIRCA) which explored the experiences of 
people living with dementia, and their family carers, of Chinese, Italian and Vietnamese 
background living in Leichhardt, Bankstown, Fairfield, Chatswood, Campbelltown and Griffith 
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(CIRCA 2008). Other research has been conducted in Victoria and nation-wide; for a full 
literature review, see the recent FECCA report (FECCA 2015). 

This project, therefore, aims to begin the work of filling a knowledge gap, focusing by on a 
specific geographical area of Sydney that has received little attention to date. The project set 
out to answer two research questions: 

1. How do community service providers and medical professionals in the Blacktown 
LGA provide appropriate diagnosis, treatment and ongoing care for people (from both 
CALD and Anglo-Australian backgrounds) who are living with dementia? 

2. How do the family carers of people (from both CALD and Anglo-Australian 
backgrounds) who are living with dementia experience the onset of the disease and 
the ongoing care needs of their loved ones? 

Stage 1 of the project involved interviewing community and health sector workers. From 
these interviews, it was clear that Blacktown LGA’s heterogeneity would make focusing on 
one or two cultural/linguistic backgrounds difficult. This, combined with the relative lack of 
research specific to the Blacktown LGA, led to a decision not to focus on interviewing carers 
from any one cultural or linguistic background. Instead, most of the family carers interviewed 
came from a variety of CALD backgrounds, as did the people they cared for. In addition, two 
carers of Anglo-Australian background were interviewed to ascertain if there were any 
differences in their experiences, compared to the CALD carers.  Further information on the 
research methods, analysis, and ethical considerations is presented in Section 2 of this 
report. 

Structure of the Report 

This report presents analysis of research conducted in 2015 in the Blacktown LGA with 
community and health sector workers, medical professionals, and family carers of people 
living with dementia. Section 2 of the report presents the research methods, analysis, and 
ethical considerations that were used in the fieldwork. Some limitations with the research 
project are identified, along with areas for further study. In Section 3, the literature review, 
existing research into dementia and cultural diversity is discussed. Dementia is a social issue 
as well as a medical disease, and presents a range of issues to individuals diagnosed with 
the disease and their family and primary carers, such as their ability to live autonomously, 
and the community and health services that assist them, such as developing cultural 
competency to work with people from diverse backgrounds. Section 4 provides an overview 
of national, state, and local policies and approaches to dementia care. Aged care policy 
approaches are constantly changing, as governments seek ways to address the needs of an 
ageing population. Significantly, in 2015, a component of the Commonwealth aged care 
reforms called ‘My Aged Care’ was introduced, affecting the ways in which people access 
services as well as the government assistance and the types of services they can access. 
Section 5 presents a more detailed demographic breakdown of Blacktown LGA, introducing 
readers to some of the complexities facing service providers working in the area. Sections 6, 
7 and 8 present the results and analysis of interviews conducted with community and health 
sector workers; the survey of medical professionals and geriatricians; and interviews with 
family carers of people with dementia. Finally, Section 9, the conclusion, provides an 
overview of the report and indicates areas for further research. 
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SECTION 2: Research Methods, Analysis and Ethics 

This research focused on three key stakeholder groups: community and health sector 
workers; medical professionals; and primary carers and family members of people living with 
dementia.  Qualitative, semi-structured interviews were undertaken with the community and 
health sector workers and the carers. Since no GPs agreed to be interviewed, a survey was 
administered to GPs in the area, with a low response rate of 12.5%. Thematic analysis was 
undertaken on interview recordings/transcripts, but given the low number of surveys 
returned, only general observations could be made from these responses. All information has 
been de-identified in this report, to ensure that the information provided cannot be linked to 
any individual participant. 

Community and health sector workers 

A number of community and health sector workers, or expert informants, were interviewed 
for this study. Individuals from peak bodies were approached directly, and snowballing was 
also used by asking them to provide contact details of other individuals working in dementia 
care for CALD clients in the Blacktown LGA. Snowballing is an effective sampling method in 
qualitative studies (Bernard 2000, pp. 179-180; Bryman 2012, pp. 424-425). A total of 25 
participants were interviewed during April and June 2015, through either one on one 
interviews, group interviews or a focus group. A semi-structured interview technique was 
undertaken, following an interview schedule that included open questions and allowed for 
flexibility to pursue topics that arose during the course of the interview (Bernard 2000, p. 
191). Interview questions focused on the process of diagnosis and treatment; the concerns 
for clients and carers/family members after a diagnosis of dementia; the impacts of cultural 
and language differences; existing services and future challenges; and support, training and 
education for community sector staff. A sample of the community sector workers (total=7) 
were also contacted in October and November 2015 via email and telephone to provide 
feedback on the impact to their services of  the aged care reforms that were implemented 
from 1 July 2015.   
 

Medical professionals 

After completing the interviews with community and health sector workers, a notice was 
placed in a GP newsletter, asking for volunteers to be interviewed for the project, however no 
response was received. After careful consideration, the approach was changed and a 
questionnaire was developed that contained both closed and open-ended questions. The 
questionnaire was circulated in July 2015 to medical professionals (specifically geriatricians, 
GPs and practice nurses) working in the Blacktown LGA. In total, 72 questionnaires were 
circulated. The questionnaire was sent by mail, email and fax asking individuals to respond 
and return the form to WESTIR Ltd by a certain date. There are limitations to this approach, 
with response rates often being as low as 20-30% (Bernard 2000, p. 233), however this self-
administered questionnaire was intended to allow professionals who were time poor to 
participate in the research. The final response rate was 12.5%, with 9 out of the 72 
questionnaires returned. The reasons for the difficulty in contacting medical and health 
professionals in this instance are unclear, however it could be due to time constraints or lack 
of incentives, financial or otherwise, usually provided to this sector for research participation. 
The low response rate meant that only general observations, rather than meaningful 
analysis, could be made from this data.  
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Carers of people with dementia 

The final stage of data collection involved semi-structured, face-to-face interviews with carers 
and family members of people living with dementia of both CALD and Anglo-Australian 
background. . Initial analysis of the interviews with community and health sector workers 
indicated that, in the Blacktown LGA, no single CALD community was dominant in accessing 
services. This, combined with the relative lack of research specific to the Blacktown LGA, led 
to, the decision not to limit the carer interviews to any specific CALD background, but to seek 
interviews with people from a variety of CALD backgrounds. In addition, two carers of Anglo-
Australian background were interviewed to ascertain if there were any differences in their 
experiences, compared to the CALD carers. Given the variety of backgrounds of those 
interviewed, the report does not make generalisations about any specific CALD community, 
but discusses the ways in which cultural or linguistic background may have affected the 
experiences of carers and of people living with dementia. Carers were from the following 
cultural/ethnic backgrounds: Anglo-Australian, Afghani, South African (Indian heritage), Fijian 
(Indian heritage), Italian, and Filipino. In addition, two of the people with dementia were from 
a different cultural background to their carer: Dutch and Latvian. Although Blacktown LGA 
has a significant Aboriginal and Torres Strait Islander population, it was beyond the scope of 
this research to include interviews with this cohort. Readers interested in understandings and 
experiences of dementia in Aboriginal and Torres Strait Islander populations are referred to 
the 2013 Koori Dementia Care Project, which operated for two years in a number of 
Aboriginal communities in NSW. 

Interviews were conducted between July and September 2015. A purposive sampling 
approach was used (Bernard 2000, pp. 176-178; Brymnan 2012, p. 422), with recruitment 
occurring in one of two ways. Firstly, researchers attended a monthly dementia carer support 
group in Blacktown, and recruited two people to the research. Researchers also approached 
community sector workers for assistance in contacting other carers and family members of 
people living with dementia. A total of 9 interviews were completed, with 12 carers and family 
members participating Interviews were conducted at a time and place of the participant’s 
choosing. Most of the interviews took place in carers’ homes, as they needed to remain in 
proximity to the person living with dementia, with one interview occurring in a public place 
while the person with dementia was at a day centre, and one interview conducted by 
telephone. 

Data Analysis  

All interviews were voice recorded to ensure accuracy. An inductive approach was taken to 
analyse interviews with both community and health sector workers and carers. Major themes 
were identified by the researchers, and interpreted in relation to existing research. A low 
response rate occurred for the GP survey and therefore only general observations were 
drawn from this data. A peer review of this research report was undertaken by external 
representatives.  

Ethics and limitations 

The NHMRC outlines the main values and principles of research with humans, focusing 
particularly on respect, research merit and integrity, justice, and beneficence (NHMRC 2007, 
pp. 11-13). These guidelines informed this research project. All participants were provided 
with an information sheet about the research, in addition to verbal discussion about the 
research, prior to and during interviews. Community and health sector workers from key 
organisations were contacted, with most agreeing to participate. Interviews with sector 
workers occurred in their workplace, in order to cause minimal disruption to their work 
schedule. For face to face carer interviews, community and health sector workers assisted in 
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contacting participants and brokering a trusting relationship that would allow for the 
exchange of sensitive information between the researcher and the participants. In this 
project, it was important to accommodate participants’ care responsibilities, and to conduct 
interviews in an environment where participants felt relaxed and at ease in discussing a 
difficult topic. For this reason, most interviews with carers occurred in people’s homes, where 
other family members including the person with dementia may be present. Interviews 
sometimes included interactions with other family members, which at times interrupted the 
flow of conversation but at the same time provided an opportunity to observe whether the 
participants’ mannerisms or responses altered as a result of their presence. 

Participants provided informed consent prior to commencing the interviews, and were made 
aware that they could withdraw consent at any time, either before, during, or after the 
interview. Talking about dementia can be an emotional experience, particularly for family 
members; researchers approached emotional responses with care and understanding, 
pausing the interviews where necessary and only recommencing if participants were willing 
to continue. The data collected for this research is securely stored at WESTIR Limited. All 
collected data (including quotes or stories) used throughout this document has been de-
identified to respect the privacy of all participants. All personal and research information has 
only been used for the purpose of social research and has not been provided to any third 
parties for any other use.   

There are a number of limitations to this study that must be pointed out. As mentioned, 
researchers had difficulty consulting GPs for this study; hence this perspective was not 
thoroughly investigated. In addition, one carer and one community and health sector worker 
were unable to meet with researchers face to face, therefore telephone interviews were 
undertaken with these participants. It is acknowledged that the depth of feedback provided 
by these two participants was compromised; however researchers felt that these 
perspectives should nonetheless be collected. Further limitations include the exploratory 
nature of the research, the small sample size of family carers, and the heterogeneity of 
backgrounds of those interviewed. Given these issues, the results cannot be generalised to 
the population as a whole. However, this research is intended to serve as a starting point for 
future research in the Blacktown LGA. It is a snapshot of a particular geographical area at a 
particular moment in time, providing insights into both the service provision for, and the 
experiences of family carers of, people from CALD backgrounds living with dementia in the 
Blacktown LGA in 2015. 
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SECTION 3: Literature Review 

Dementia as a Social Issue 

Dementia is caused by neurological conditions that affect cognitive ability, with the term 
‘dementia’ describing the symptoms of this decline. There are many different types of 
dementia, some very rare and others, like Alzheimer’s disease, quite common. People may 
suffer from different symptoms either because of the type of dementia they have, because of 
previous life experiences, or because of concurrent medical conditions such as Parkinson’s 
disease (Alzheimer’s Australia n.d.). As well as the medical aspects of the disease, people 
living with dementia are affected by a range of social factors. These may include the levels 
and types of support they are able to access, their living arrangements and economic 
resources, or the varying levels of understanding of the disease in their family and in society 
more broadly. Cultural and linguistic diversity are also important considerations, impacting on 
people living with dementia in numerous ways, including communication with doctors during 
initial assessments and diagnosis, the way those individuals and communities deal with 
dementia symptoms, and the care and support arrangements within families, communities, 
and service providers (Botsford & Dening 2015, pp. 9-10; Manly & Espino 2004). 

These social factors are increasingly important, as the numbers of people living with 
dementia increase. A recent publication from Alzheimer’s Disease International (2013, p. 3) 
estimated that in 2013, there were 44.35 million people worldwide living with dementia, with 
that figure to increase to 135.46 million in 2050. In Australia, the number of people with 
dementia was estimated to be 342,000 in 2015,, and is projected to reach approximately 
900,000 by 2050 (Alzheimer’s Australia 2015a). In NSW, there are approximately 112,000 
people living with dementia in 2015, and this is expected to increase to 272,000 by 2050 
(Alzheimer’s Australia NSW 2015).In 2009, it was estimated that across Australia, 211,000 
people living with dementia spoke English at home compared to 35,000 who spoke 
languages other than English (Access Economics 2009, p. 30). 

Australia’s cultural diversity, combined with expected increases in the numbers of people 
living with dementia, means that research into dementia care must incorporate a 
consideration of the social, cultural, and political context in which dementia care is given and 
received. This is no easy task: as highlighted by the Federation of Ethnic Communities 
Councils (FECCA 2015, p. 4), ‘the older people from CALD backgrounds in Australia are not 
a homogenous group; they encounter different outcomes based on individual experiences 
and backgrounds.’ People from diverse cultural and linguistic backgrounds may have 
difficulty accessing services for a variety of reasons, such as ‘proficiency in the English 
language, availability of interpreter services, and length of stay in Australia' (AIHW 2014). 
One way that services can work to address these issues is to develop intercultural 
competence, through keeping an open mind, taking a non-judgmental stance, and 
recognising one’s own cultural biases as much as possible (Safta 2011). Furthermore, in a 
culturally and linguistically diverse environment, it is important to focus on whether or not a 
person’s needs are being met, to ask whether services available are culturally appropriate, 
and to avoid both stereotyping and the imposition of one’s own cultural norms (Shanley & 
Santalucia 2011). 

In order to do this, attention must be paid to the specific issues and needs of diverse groups. 
The NSW Health Dementia Services Framework 2010-2015 (Department of Health NSW 
2011) outlines issues specific to certain populations (e.g. the comparatively early onset of 
dementia in Aboriginal populations, related to lower life expectancy and earlier onset of other 
signs of ageing), and the need for culturally and linguistically appropriate services. 
Specifically, the document states: 
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Interpreters play an important role in dementia assessment, diagnosis and 
management, particularly when people from non-English backgrounds revert to their 
original language. There is a reported shortage of interpreters, not all languages are 
covered and the extra time needed for the interpreter to build trust with individuals is 
often underestimated. (p. 32) 

Nonetheless, it is important not to resort to stereotypical understandings of culture. Culture 
may be an important factor in how people make important decisions such as how best to 
care for the elderly, but culture is itself subject to change as a result of the impact of 
migration on an individual or family; the mass migration of large numbers of people; changes 
in living standards, levels of education or gender equality; increase or decrease in religious 
belief; and so on (Castles, Ozkul & Cubas 2015; Kosberg 1992; World Values Survey n.d.). 
Therefore, rather than understanding culture as an unchanging, immovable, or uniform 
category, the term is better understood as describing ‘the way that people interpret their 
world and act within it’, influencing both people’s ‘perceptions of dementia and [their] 
caregiving practices’ (Iliffe & Manthorpe 2004, p. 287). 

Diagnosis and Treatment 

Problems arise for all people living with dementia and their families, when diagnosis and 
treatment is poor: this can occur as a result of a number of factors including medical 
professionals lacking adequate dementia-specific knowledge and training; diverse symptoms 
and different types of dementia not being picked up by existing screening tools; inconsistent 
ongoing case management and multifaceted needs, particularly as the disease progresses. 
In addition, the Dementia Services Framework 2010-2015 (NSW Department of Health 2011) 
found that access to services is affected by the levels of knowledge and cultural competence 
both within services, and within different communities. For example, ‘CALD and Aboriginal 
people may be likely to approach an identified CALD or Aboriginal service in the first instance 
for support in accessing a mainstream service. Therefore it is crucial that mainstream 
services reach out with culturally appropriate information and develop partnerships with 
CALD and Aboriginal services’ (Department of Health NSW 2011, p. 42). 

Furthermore, screening, assessment and diagnostic tools used to reach a dementia 
diagnosis may be culturally biased (Centre for Cultural Diversity in Ageing, n.d.; NARI 2011; 
Dementia Education Online, n.d.). Existing assessment tools have been developed in 
particular social and cultural contexts, and require translation before they can be successfully 
implemented in other countries. In India, existing assessment tools include culturally 
inappropriate measurements, ‘for example, the item that measures the participant’s ability to 
eat rates eating with one’s hands as impaired, but among this population eating with one’s 
hands is quite common and culturally normal’ (Nair et al. 2012, pp. 5-6). Improving these 
assessment tools is imperative, since India’s population is ageing, and ‘the number of people 
with dementia and other late life mental health problems are expected to increase in the near 
future’ (Shaji et al. 2010). 

Alternative assessment and diagnostic tools are being developed, however. For example, Dr 
Jeff Rowland (20 August 2013) spoke of an assessment tool, the Rowland Universal 
Dementia Assessment Scale (RUDAS), which has been developed for use with CALD 
communities in Australia. Although there is room for improvement for working with all of the 
heterogeneous communities found in Australia, RUDAS seeks to remove educational and 
linguistic biases present in other tools like the Mini Mental States Examination (MMSE), by 
asking questions that test memory/recall, spatial awareness, and so on without assuming 
any particular level of education or literacy (Rowland 2013). 
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Information Sources and Perceptions of Dementia 

Information sources must be accessible for people from different language and cultural 
backgrounds. A report from Alzheimer’s Australia in 2005, on existing resources for CALD 
communities, suggested that ‘the level of dementia specific information is of a ‘basic level’, 
with the majority of material being produced in leaflet or pamphlet format’ (p. 2). Since 2005, 
Alzheimer’s Australia has produced numerous updated materials, including films in a number 
of languages, for example the series ‘It’s not a disgrace... It’s dementia’, available on the 
Alzheimer’s Australia YouTube channel.  

Perceptions of dementia differ across different ethnic communities, as do rates of accessing 
medical and support services (Alzheimer’s Australia Vic 2008; Boughtwood et al 2011, 2012; 
Low 2014; Shanley et al 2012). Understanding the life history, including cultural background, 
of people living with dementia is also important to be able to provide them with appropriate 
care (Low 2014, pp. 33-37). In a research project conducted in south-west Sydney, with 
Arabic, Chinese, Italian, and Spanish speaking family carers of people living with dementia, 
Shanley et al (2012, p. 4) found that families were often reluctant to use services at first, but 
did so ‘when they became familiar with what was available and when they were able to feel 
comfortable about accepting this form of help.’  Findings included a need for language-
specific information on dementia, and culturally competent GPs and service providers, for all 
groups. All groups found it difficult to explain the changes in the person living with dementia 
to other community members, because of stigma attached to either the disease, or the 
symptoms displayed. There were some culturally-specific findings: Arabic speakers were 
concerned that services should be provided to men and women separately; members of the 
Chinese community used a mixture of Western and Chinese medicine and treatments; carers 
in the Italian community expressed a strong preference for caring for the person living with 
dementia in the home, even if this was stressful; while Spanish speakers identified a need for 
more Spanish-speaking specialists (geriatricians, GPs, and so on) (Boughtwood & Kourouch 
2010, Boughtwood & Wu 2010a, 2010b, 2010c).  

Another project focused on Chinese, Italian and Vietnamese communities in Leichhardt, 
Bankstown, Fairfield, Chatswood, Campbelltown and Griffith (CIRCA 2008). This study 
involved interviews with people living with dementia themselves, as well as their family 
carers. The literature review for the study identified current best practice in providing 
dementia services to CALD communities, and the factors affecting CALD individuals’ access 
to services, while the fieldwork found ‘that cultural background has a greater influence on 
attitudes to and experiences of caring, but that the impact of cultural background on attitudes 
to dementia are not as clear’ (CIRCA 2008, p. 26). Both individuals with dementia, and their 
carers and family members, were found to engage in denial in a number of ways: denying 
outright that they had the disease, keeping the diagnosis from elderly parents, or not 
recognising the degenerative nature of the disease. 

Caring and being cared for 

Providing care for people with dementia necessitates an engagement with a range of ethical 
and philosophical questions. For example, the changes in a person brought about by 
dementia can impact on the fundamental questions ‘of language, selfhood and sovereignty; 
of the structure of care both in general and in the clinic; and of the practices and forms of 
reason and of life’ (Liebing & Cohen 2006, p. 2). Developing a person-centred approach to 
care encourages engagement with a number of philosophical questions, including personal 
identity, personhood, and selfhood; citizenship and the maintenance of rights; normality and 
ageing; relationships and social solidarity; and the ‘humanisation’ of care (Borbasi et al 2012; 
Hughes 2013; Nuffield Council on Bioethics 2009). Thus, person-centred care approaches 
need to recognise not only that people living with dementia are rarely completely isolated, but 
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also that those providing care play an integral role in maintaining their personhood and 
wellbeing. 

Of course, individuals living with dementia have different needs. The Race Equality 
Foundation (2013) found that government and community sector support for black and 
minority ethnic older people living with dementia needed to address their needs specifically. 
Changing demographics were a factor, including: an ageing population; the need to reconcile 
expectations of older people with families who ‘may struggle to juggle caring responsibilities’; 
experiencing dementia for the first time, since many ‘did not grow up with older relatives 
around them’; and a higher life expectancy in the UK than in their country of origin (Race 
Equality Foundation 2013, p. 4). Similar to Australia, a common misperception in the UK is 
that people from minority ethnic communities would live with and be cared for by their 
families, in contrast to the reality that an increasing number of older people from these 
groups are living alone (Race Equality Foundation 2013, p. 5). The UK’s All-Party 
Parliamentary Group on Dementia (2013, p. 20) called for new approaches to service 
provision that would increase the access of people from diverse backgrounds, while 
stressing that ‘it is important to acknowledge and respond to the differences within ethnic 
groups and, at an individual level, ensure a person-centred approach is taken’ (All-Party 
Parliamentary Group on Dementia 2013, p. 20). 

For those who do live with family members, their primary carer is often an elderly spouse or 
adult child. The health and wellbeing of people with dementia, then, is closely linked to the 
health and wellbeing of their family carers. Alzheimer’s Australia (2015b, p. 5) found that the 
people caring for someone with dementia were at higher risk of depression, stress and 
anxiety, physical ill-health, social isolation and financial strain than other full-time carers. 
These risks can then affect the wellbeing of the person with dementia. Where carers receive 
assistance from government services to continue caring for their loved ones at home, such 
services must take the carer’s wellbeing into account. One way in which services may do this 
is to become more attuned to cultural differences, both in how people access services, and in 
the types of services they want. This is important throughout the dementia journey, from 
diagnosis to end-of-life care. Cultural differences may lead to some people preferring an 
individualised approach, while others prefer the close involvement of family members; yet 
others may not feel comfortable discussing death at all (Clark & Philips 2010). Since most 
people with dementia and their families, regardless of cultural background, prefer to stay at 
home for as long as possible, ‘there is a need for not only a good system of home care but 
also a comprehensive, evidenced-based approach to supporting informal carers’ 
(Alzheimer’s Australia 2015b, p. 4). 
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SECTION 4: Policy Approaches 

Federal Response 

The Australian Government’s 2015 Intergenerational Report recently highlighted that 
Australia’s population continues to age (Commonwealth of Australia 2015a). By 2054-55, the 
number of Australians aged 65 and over is projected to more than double, with 1 in 1,000 
people aged over 100. In addition, an increase in spending in both dollar terms and GDP is 
projected for health and aged care services. Federal health expenditure is expected to more 
than double over the next 40 years, from $2,800 to around $6,500 per person or 4.2% of 
GDP in 2014-15 to 5.5% of GDP in 2054-55. A projected increase in the number of people 
over 70 will also see Australian Government expenditure on aged care services ‘increase 
from 0.9% of GDP in 2014-15 to 1.7% of GDP in 2054-55, and from $620 to $2,000 in real, 
per person terms’ (Commonwealth of Australia 2015a, p. xvii). A number of key policy and 
reform changes are being negotiated with the aim of ensuring the ageing population’s quality 
of life and quality of care into the future.  

In 2005, Australian Health Ministers jointly agreed to the development of a National 
Framework for Action on Dementia 2006-10, providing a structure for the Commonwealth 
Government and State jurisdictions to develop a more strategic and collaborative response 
to dementia care and support (AHMC 2006). This has led to the Commonwealth Government 
allocating significant funds to the ‘National Dementia Initiative’ which has funded focus areas 
such as dementia-specific community care packages, Dementia Behaviour Management 
Advisory Services (DBMAS), training for aged care staff and research grants. Since 2012, 
dementia has been recognised as the ninth National Health Priority Area to continue to drive 
a collaborative response at tackling this disease with a whole of government approach. A 
new National Framework for Action on Dementia 2015-19 was released in September 2015 
(Commonwealth of Australia 2015c).  

In 2012, the Australian Labor Government released the Living Longer Living Better aged 
care reform package, which will progressively see the Commonwealth Government take full 
operational and funding responsibility from Australian states and territories for services 
catering to those aged 65 years and over (Commonwealth of Australia 2015d). A key aim of 
the reform is towards consumer-directed care underpinned by individualised funding, to 
increase the access, control and participation of individuals in their aged care needs. The 
reform also supports the push for older Australians to maintain independence and live in their 
home for longer. Overall, the main features of the reform include:  

• The introduction of four levels of Home Care Packages to be delivered on a 
consumer-directed basis, replacing Community Aged Care Packages and Extended 
Aged Care at Home packages (mainstream and dementia specific).  
 

• The creation of the Commonwealth Home Support Programme, which brings together 
four programs: Commonwealth Home and Community Care Program, National 
Respite for Carers Program, Day Therapy Centres Program and Assistance with 
Care and Housing for the Aged Program.  
 

• The creation of the My Aged Care contact centre and website which will be the 
central entry point into the aged care system. The new assessment processes 
through My Aged Care will include the introduction of a National Screening and 
Assessment Form and Regional Assessment Services to conduct face to face 
assessment of people seeking entry level support at home through the 
Commonwealth Home Support Programme. More complex assessments will still be 
undertaken by local Aged Care Assessment Teams.  
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• The establishment of a Commonwealth Home Support Programme national fees 
policy, Australian Aged Care Quality Agency and an Aged Care Pricing 
Commissioner.  

The aged care reforms will see the introduction of the ‘Dementia and Cognition Supplement’ 
for all levels of Home Care Packages for those clients who are deemed eligible. Following 
the ‘Dementia Care – Core Business for Aged Care’ Forum in 2014, the Government has 
also announced the establishment of Severe Behaviour Response Teams, a mobile 
workforce of clinical experts who will provide advice to residential aged care providers on the 
needs of those with severe forms of dementia in each state and territory.  

The Australian Department of Social Services has implemented the National Ageing and 
Aged Care Strategy for people from Culturally and Linguistically Diverse (CALD) 
backgrounds to inform the Government how best meet the needs of older people from 
culturally diverse backgrounds (Commonwealth of Australia 2015b). The Strategy has a 
number of action areas related to dementia, including ‘develop initiatives in dementia 
assessment/early diagnosis services, acute care, respite care and palliative care that are 
inclusive of and responsive to the needs of older people from CALD backgrounds’ (Action 
1.3), ‘support and monitor the development and implementation of dementia services to help 
ensure that they are particularly responsive to cultural values and understandings’ (Action 
4.3), and ‘develop services across the aged care continuum inclusive of dementia and 
respite care’ (Action 5.1). The Australian Government is committed to embedding the 
principles of this Strategy, however further research into how the aged care reforms will 
impact older people from CALD communities is still required. 

State Response 

At present, the NSW Government’s commitment to dementia is unclear. There is no longer a 
dementia policy position through NSW Health, and although the Department published the 
NSW Dementia Services Framework 2010-15 in 2011, it was not adopted as an official 
framework. The Framework did however predict that the proportion of older people from 
CALD backgrounds in NSW will grow from 18% in 1996 to 23% of the total older population 
in 2026. This suggests that there will be an increasing need for access to dementia care 
services by people from CALD backgrounds and specific population groups require distinctly 
different dementia care needs and requirements.  

The NSW public health system has a number of services across their local health districts to 
support people with dementia, including dementia-specific and CALD-specific aged day care 
respite services. The NSW Department of Ageing, Disability and Home Care funds a number 
of Dementia Advisory Services across NSW to promote local awareness of dementia; 
provide information, education and support; and link people to dementia support and 
assessment services. The dementia advisory service model continues to operate in NSW; 
however it is unclear how the Commonwealth will deliver thus service beyond July 2016. The 
local health districts also often employ Dementia Clinical Nurse Consultants who provide 
comprehensive home-based assessments, support, referral and education to people with 
cognitive impairment and their carers.  

The Standard Procedures for Working with Health Care Interpreters implemented by NSW 
Health states that professional health care interpreters must be used to facilitate 
communication between people who are not fluent in English and the staff of the NSW public 
health system (NSW Department of Health 2006). The use of professional interpreters allows 
health professionals to fulfil their duty of care when assessing and diagnosing health 
conditions such as dementia. Overall, the public health system recognises the need for their 
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service providers to understand and be sensitive to cultural practices and communication 
protocols in order to meet the needs of their culturally diverse clientele. 

Local Response  

The Blacktown City Ageing Profile 2012+ was implemented by Blacktown City Council to 

address the needs and concerns of the area’s ageing population (Blacktown City Council 

2012). This Ageing Strategy confirms that dementia is increasingly becoming an issue in the 

Western Sydney region, with the 9,700 people living with dementia in 2010 projected to 

increase to 28,300 in 2050. The Profile also acknowledges the cultural diversity of 

Blacktown’s older population: while the post-war immigrant groups from the Eastern 

European and Mediterranean are strongly represented, other communities are emerging in 

the older population as people from different waves of migration age.. Knowing this, there is 

a clear need for further research into the experience of living with dementia among CALD 

communities residing in the Blacktown LGA. 
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SECTION 5: Cultural and linguistic diversity in Blacktown LGA 

Blacktown LGA is a thriving culturally and linguistically diverse community, with 
approximately 156 languages and 184 countries of origin represented across the LGA. The 
two countries with the highest numbers of people born in countries other than Australia were 
the Philippines (19,361 persons / 6.43% of the total population) and India (15,053 persons / 
5% of the total population). The results for the population aged 50 and over are a little 
different, showing the effects of different waves of migration as the population ages. 
According to the Blacktown City Ageing Profile (2012, p. 12), ’in 2011, approximately 9.0% of 
the 301,096 population was aged 65 years and over – this is expected to increase to 
approximately 10.4% by 2021, 11.2% by 2031 and to 11.9% by 2036.’ 

2011 ABS Census data showed that there were 75,111 people aged 50 and over living in the 
Blacktown LGA. Looking at the top ten countries of birth alongside the top ten ancestries, 
there is a great deal of overlap (see Tables 1 and 2, below). Australia, Philippines, England, 
Malta, India and Italy appear on both lists. Fiji, New Zealand, and Sri Lanka appear in the top 
ten countries of birth, but are 24th (Fijian Indian), 27th (Fijian), 44th (New Zealander), and 20th 
(Sri Lankan) on the list of ancestries. Irish, Scottish and German appear in the top ten 
ancestries, but are 34th, 17th, and 14th respectively in the list of countries of birth. 982 people 
aged 50 or over identified as Aboriginal and/or Torres Strait Islander, representing 1.3% of 
the 50+ population. 

Language is another important factor that can impact on people’s ability to navigate the aged 
care system. The 2011 Census showed that 56.5% of people aged 50 and over spoke 
English at home. Other top languages spoken at home were Tagalog (4.7%), Arabic (3.1%), 
Filipino (2.9%) and Maltese (2.6%) (see Table 3). The English proficiency of those who 
spoke another language at home is also relevant. Of the population aged 50 and over, 9% 
spoke another language at home and spoke English either not well or not at all (see Table 4). 

The most distinguishing feature of the overview of the cultural and linguistic diversity of 
Blacktown LGA is the population’s heterogeneity. A wide range of countries of birth, 
ancestries, and languages spoken at home were recorded for people aged 50 and over. This 
heterogeneity was reflected in the interviews conducted with community and health sector 
workers, who had trouble identifying one cultural or linguistic group that was more likely to 
use services. These informants reported that Sydney’s west and south-west, along with 
Wollongong, have high concentrations of people from CALD backgrounds with low levels of 
English combined with low health literacy. Others referred specifically to Blacktown’s 
heterogeneity, while some concentrated on the linguistic diversity and its relationship with 
health literacy: 

‘I don’t know if Western Sydney ever had a cultural identity...if I compare it to south-west Sydney...they 
have an identity...and they are very good at attracting resources based on that identity...whereas 
[Western Sydney is] this fragmented region, it’s quite a diverse region in terms of SES profiling and 
types of neighbourhoods.. And I think they also had a lot more cultural and religious centres out there, 
which I think made it easier for them to build that identity over a number of decades. I don’t know that 
Western Sydney has that as much.’ (Worker Interview #3) 

 ‘I can see Blacktown really becoming a hub hub, so you would imagine there would be more 
intergenerational settlements here as well...That stands out to me as compared to the south-west....So 
Blacktown from that perspective, and from the affordability perspective too....It’s so much more 
multicultural too, and that’s why I call it a hub, while in Liverpool I see more Arabic communities.’ 
(Worker Interview #10) 
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‘NSW, along with Melbourne, has the greatest proportion of non-English speaking people 
here...Sydney south-west, this area [Blacktown/western Sydney], and Wollongong, typically, are areas 
of high density and low health literacy.’ (Worker Interview #9) 

There is also diversity in socio-economic outcomes for people in Blacktown LGA, with the 
ABS’s Socio-Economic Indexes for Areas (SEIFA) 2011 revealing pockets of advantage and 
disadvantage across the area. Some suburbs, for example around Mt Druitt, experienced 
disadvantage in education, income and so on while other areas, for example the newer 
suburbs of the north-east, experienced advantage (WESTIR Ltd 2015). This disparity is 
relevant to the experience of living with dementia, since people with fewer economic 
resources, for example, will tend to rely more heavily on government services, while others 
may be able to access private care assistance. According to the 2011 Census, 45.8% of the 
population aged 50 and over in Blacktown LGA had a weekly income of less than $400 (for 
further information, see Table 5 below). 

 

Table 1: Persons in Blacktown LGA aged 50+, Top 10 countries of birth. 

 

 
50-59 
years 

60-69 
years 

70-79 
years 

80-89 
years 

90-99 
years 

100 
years 

and over 

Total 
(aged 50 

and 
older) 

% of 50+ 
population 

(75,111 
persons) 

Australia 14,279 9,619 4,622 2,132 283 7 30,942 41.2% 

Philippines 3,739 1,644 409 281 42 0 6,115 8.1% 

Not stated 1,695 1,246 750 400 73 4 4,168 5.5% 

England 1,245 1,244 679 305 54 3 3,530 4.7% 

Malta 609 1,015 502 193 23 0 2,342 3.1% 

India 1,213 607 323 109 17 0 2,269 3.0% 

Fiji 1,045 527 206 42 0 0 1,820 2.4% 

Italy 244 425 351 212 17 0 1,249 1.7% 

New 
Zealand 

759 327 106 31 4 0 1,227 1.6% 

China 
(excludes 
SARs and 
Taiwan) 

579 281 207 76 19 0 1,162 1.5% 

Sri Lanka 569 327 148 54 9 0 1,107 1.5% 

 
Source: © 2011 ABS Census. 

NB: No reliance should be placed on small cells. 
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Table 2: Persons in Blacktown LGA aged 50+, Top 10 ancestries. 

 

  

50-59 
years 

60-69 
years 

70-79 
years 

80-89 
years 

90-99 
years 

100 
years 

and over 

Total 
(aged 50 

and 
older) 

% of 50+ 
population 

(75,111 
persons) 

English 8,021 6,271 3,115 1,388 187 8 18,990 25.3% 

Australian 4,623 3,361 1,673 801 110 4 10,572 14.1% 

Filipino 3,469 1,533 392 255 38 0 5,687 7.6% 

Not stated 1,892 1,346 803 433 90 5 4,569 6.1% 

Irish 1,390 1,108 511 219 26 0 3,254 4.3% 

Maltese 972 1,014 503 190 23 0 2,702 3.6% 

Indian 1,540 729 313 86 11 0 2,679 3.6% 

Chinese 1,452 669 309 103 18 0 2,551 3.4% 

Scottish 922 728 375 147 24 0 2,196 2.9% 

Italian 687 531 418 235 24 0 1,895 2.5% 

German 465 357 270 196 29 0 1,317 1.8% 

Aboriginal 
and/or 
Torres Strait 
Islander 

526 315 118 23 0 0 982 1.3% 

 
Source: © 2011 ABS Census. 

NB: No reliance should be placed on small cells. 
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Table 3: Persons in Blacktown LGA aged 50+, Language spoken at home 

 

  
50-59 
years 

60-69 
years 

70-79 
years 

80-89 
years 

90-99 
years 

100 
years 

and over 
Total 

% of 50+ 
population 

(75,111 
persons) 

English 18,641 13,783 6,670 2,962 390 11 42,457 56.5% 

Tagalog 2,234 873 227 145 22 0 3,501 4.7% 

Not stated 1,284 890 543 319 66 6 3,108 4.1% 

Arabic 1,145 762 316 123 8 3 2,357 3.1% 

Filipino 1,257 650 169 109 17 0 2,202 2.9% 

Maltese 558 763 406 181 19 0 1,927 2.6% 

Hindi 1,017 472 187 42 0 0 1,718 2.3% 

Italian 345 429 374 224 23 0 1,395 1.9% 

Cantonese 650 308 149 59 11 0 1,177 1.6% 

Spanish 447 383 187 114 31 0 1,162 1.5% 

 
Source: © 2011 ABS Census. 

NB: No reliance should be placed on small cells. 
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Table 4: Persons in Blacktown LGA aged 50+, English proficiency 

 

 
50-59 
years 

% 
60-69 
years 

% 
70-79 
years 

% 
80-89 
years 

% 
90-99 
years 

% 

100 
years 
and 
over 

% Total % 

Speaks English only 18,641 54.3% 13,783 59.5% 6,672 58.5% 2,962 55.0% 388 48.6% 11 64.7% 42,457 56.5% 

Speaks other language and speaks 
English: Very well 

7,503 21.9% 3,646 15.7% 1,131 9.9% 454 8.4% 44 5.5% 0 0.0% 12,778 17.0% 

Speaks other language and speaks 
English: Well 

4,777 13.9% 2,984 12.9% 1,490 13.1% 686 12.7% 101 12.6% 0 0.0% 10,038 13.4% 

Speaks other language and speaks 
English: Not well 

1,818 5.3% 1,583 6.8% 1,227 10.8% 672 12.5% 126 15.8% 0 0.0% 5,426 7.2% 

Speaks other language and speaks 
English: Not at all 

281 0.8% 316 1.4% 376 3.3% 292 5.4% 72 9.0% 6 35.3% 1,343 1.8% 

Not stated - both language (LANP) 
and proficiency (ENGP) not stated 

1,185 3.5% 792 3.4% 470 4.1% 281 5.2% 57 7.1% 0 0.0% 2,785 3.7% 

Not stated - language (LANP) stated, 
proficiency (ENGP) not stated 

114 0.3% 78 0.3% 42 0.4% 39 0.7% 11 1.4% 0 0.0% 284 0.4% 

Total 34,319 100% 23,182 100% 11,408 100% 5,386 100% 799 100% 17 100% 75,111 100% 

 
Source: © 2011 ABS Census. 

NB: No reliance should be placed on small cells. 
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Table 5: Persons in Blacktown LGA aged 50+, Weekly personal income 

 

 
50-59 
years 

60-69 
years 

70-79 
years 

80-89 
years 

90-99 
years 

100 
years 
and 
over 

Total % 

Negative 
income 

194 123 57 31 4 0 409 0.5% 

Nil income 2,435 1,904 575 202 34 0 5,150 6.9% 

$1-$199 1,497 1,536 697 265 36 0 4,031 5.4% 

$200-$299 3,114 4,903 3793 1,384 137 0 13,331 17.7% 

$300-$399 2,578 3,533 3111 1,904 323 5 11,454 15.2% 

$400-$599 3,469 2,715 1393 635 76 4 8,292 11.0% 

$600-$799 4,548 2,116 409 150 21 0 7,244 9.6% 

$800-$999 3,920 1,579 141 59 5 0 5,704 7.6% 

$1,000-$1,249 3,713 1,362 102 24 0 0 5,201 6.9% 

$1,250-$1,499 2,425 694 42 17 0 0 3,178 4.2% 

$1,500-$1,999 2,740 754 37 9 3 0 3,543 4.7% 

$2,000 or 
more 

1,539 405 32 14 0 0 1,990 2.6% 

Not stated 2,146 1,558 1020 693 159 8 5,584 7.4% 

Total 34,318 23,182 11409 5,387 798 17 75,111 100% 

 
Source: © 2011 ABS Census. 

NB: No reliance should be placed on small cells. 
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SECTION 6: Results and analysis: community and health sector 
workers  

Introduction  

This section outlines the findings from the interviews and focus groups undertaken with 
community and health sector workers in Blacktown LGA. Throughout the interviews, sector 
workers suggested that the issues they raised were common for all people living with 
dementia, with cultural and/or linguistic diversity seen as adding another layer of complexity 
to the dementia journey. The findings are divided according to the major themes that have 
emerged from the analysis of these interviews: dementia diagnosis and treatment: language 
and communication; community awareness; family and carer roles; service provision and 
access; and funding and policy changes.  

1. Dementia diagnosis and treatment  

There was a general perception across the community and health sector workers interviewed 
that people from CALD backgrounds tend to be diagnosed later in the dementia journey as 
compared to their Anglo-Australian counterparts. There were a number of reasons given for 
this, including cultural bias of existing dementia assessment tools and the attitudes and 
practices of medical staff. Other reasons provided included language/interpreting barriers 
hindering the ability of medical staff to diagnose dementia (discussed further in Section 2) 
and cultural (mis)understandings of dementia (discussed further in Section 3). Interviewees 
commented that there was reluctance across all communities to seek diagnosis, although the 
reasons for this may differ between CALD and Anglo-Australian groups.  

“One of the biggest concerns that...people from CALD backgrounds present later for services and 
home support, they present later for diagnosis as well and that's because when our community nurses 
use an interpreter, it is very hard to pick up the nuances you would pick up when you speak to that 
person in English, so they do their word finding when something doesn't quite make sense, it can 
sometimes get lost with the interpreter sometimes, so those little nuances can be missed until 
somebody is quite advanced, so they are often picked up in the later stage” (Worker Interview #8) 

Most interviewees also stated that existing dementia assessment tools (including MMSE and 
MoCA) were inappropriate for CALD communities as they contained cultural and educational 
biases which could lead to a wrongful diagnosis. While still imperfect, the RUDAS was 
generally considered to be the most appropriate assessment tool. Some workers also 
expressed concern that carers were being used as interpreters and to provide information 
during the assessment, leading to biases in the severity of the diagnosis.   

“There are still issues in terms of cognitive screening tools, some of them are better than others and 
none of them are great... the Mini Mental (MMSE) and the RUDAS still has questions that are not 
really culturally appropriate, particularly for Indian communities... I have been made aware recently 
about the Indian community, there is a question on the RUDAS that is about judgement and about 
crossing the road....and of course the road system and the way they cross the road in India is very 
different to here. So you would score nothing if you said you would step out in front of the traffic, which 
is what they do.” (Worker Interview #2) 

“[The medical professional gets] all the information from the carer rather than directly from the client 
and the carers can be biased depending on what they want. Sometimes if they want to get a quick 
service, they will exaggerate the problem. Or they go the other way, being very protective because 
they don't want services or they are in denial saying that forgetfulness is just a part of being old and 
it’s not that serious, so it’s all biased.” (Worker Interview #4) 

Some community and health sector workers had the perception that medical professionals, 
such as GPs, may have attitudes and practices that hinder the diagnosis of dementia for 
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people from CALD backgrounds. GPs may be from a cultural background which promotes a 
biased or limited understanding of dementia or have limited dementia-specific training. There 
was also concern that patients are often diagnosed without being connected to appropriate 
dementia support services. Interviewees had observed varying degrees of trust in doctors 
and the health system across CALD communities, which could impact ongoing dementia 
treatment and support.  

“In the Pacific Island community there’s a real reluctance to engage with the health system at all, 
because there’s a perception that when you go to the hospital you die. It’s the same with Aboriginal 
communities.” (Worker Interview #7) 

“We did an assessment with the Indian community....Their issue was mainly about depression and 
also dementia, some of them mentioned dementia, but then after we finished the talk they were very 
resistant [saying there is no cure].... the doctors are always trying to push you to take medication but 
actually there is no treatment....It’s about mistrust about the doctors, they don’t trust doctors about 
their advice and they feel like, no, whatever they tell you don’t listen, they only give you medication but 
they don’t listen to your issues. But we were saying that’s not the case, it depends on the doctor.... It’s 
opposite with Polish people, they almost like pray to doctors and believe every single thing” (Worker 
Interview #7) 

This study supports previous research that people from CALD backgrounds tend to present 
later with dementia diagnosis than the prevailing mainstream culture, often due to poor 
understanding of dementia and cultural stigma (Race Equality Foundation and Age UK 2013; 
All-Party Parliamentary Group on Dementia 2013). The interviewed workers also 
substantiated the following claim in FECCA’s (2015) recent review in older people from 
CALD backgrounds:   

Language services and interpreters often have limited understanding of cognitive 
assessment processes, while assessors may have little or no training in using 
interpreters effectively. Cultural and language factors may mean a greater risk of 
false positive diagnoses for people from CALD backgrounds on cognitive 
performance tests such as the Mini-Mental State Exam (MMSE). The Rowland 
Dementia Universal Access Screening tool (RUDAS) is now established as a 
culturally appropriate cognitive screening tool for use in Australia (p. 18).  

Overall, this study highlights that further research into the factors influencing the attitudes, 
practices and training of medical professionals diagnosing dementia in CALD communities is 
required to ensure a consistent quality of care for all patients.  

2. Language and communication 

Language and communication are important considerations throughout the dementia 
journey. There was a general understanding across the community and health sector 
workers interviewed that the issues facing people from CALD backgrounds with dementia 
when accessing services are the same as those for all Australians, but are exacerbated by 
language barriers and cultural differences. For example, health literacy and being able to 
understand medical jargon can be a problem for all Australians: 

“Health is notorious for jargon and acronyms and abbreviations and short-hands, and it’s, if somebody 
seems to speak fluent English there’s this assumption that somebody understands when you say 
that.” (Worker Interview #7) 

For people from CALD backgrounds, the possibility of misunderstanding is even greater. 
Written information needs to be translated into the person’s own language, and interpreters 
provided for appointments (FECCA 2015, p. 14).  When language barriers are combined with 
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a reluctance to seek further information, people may be left with a diagnosis that they do not 
fully understand: 

“Another thing is the language barrier, the carer may not understand the medical terms contained in 
the report.... They get a copy of the report but they are too embarrassed to clarify what that means, so 
it affects their care for [the person with dementia] because they don't actually understand the 
diagnosis.” (Worker Interview #4) 

Sector workers in this study commented that there was a lack of face-to-face interpreting 
services available, as a result of limited funding; family members were sometimes asked to 
take on the interpreting role for further discussion, see section 5 below). However, when 
family members step in to interpret, they may lack the necessary background knowledge to 
interpret correctly, or have emotional responses that affect their understanding of what is 
being said: 

“So they’re going through their own emotional journey, and when you are in that mindset, you can filter 
information and choose to hear what you want to hear because it’s a subjective situation too. So really 
relying on carers to interpret that medical terminology may not be – and you know, people don’t do 
that consciously, it just happens to be like that, when people are in the process of grief and loss.” 
(Worker Interview #10) 

When language barriers are combined with cultural differences between community and 
health sector workers and clients, misunderstandings can result, which then impact 
individuals accessing services in the future. In such cases, a worker’s cultural awareness 
and focus on clients’ needs becomes central to providing good quality care (Shanley & 
Santalucia 2011). Body language and staff-client familiarity can help to bridge the 
communication gap: 

“As dementia is going to progress...communication is going to get affected anyway, but you know the 
second language goes faster. And...the cultural differences start to interplay when communication 
fades away more. Because even if you’re not using the language, your own language, your first 
language, as dementia progresses, if you’re in a certain group who are culturally appropriate as well, 
there’s certain things they can pick up even though you may not be speaking them out...[through] body 
language and just implied things.” (Worker Interview #10) 

Within families, communication across different generations may also become difficult. The 
immigrant generation may revert back to speaking childhood dialects as their dementia 
progresses, while family members who were born and/or raised in Australia may struggle to 
communicate with their elderly relatives: 

“The children don’t understand language of the parents, parents live separately, and for children to 
find a, the sign of dementia, it usually takes a long time to take parent to see doctor or some 
professional.  Because mum is talking something, or don’t really know what she’s talking. They don’t 
have, or have very basic language of their mother.” (Worker Interview #7) 

At the same time, a family member who has lived for a long time in Australia may be able to 
navigate the complex health and community service systems more easily than someone who 
migrated more recently: 

“You might get say a husband and wife who migrated on their own and...now they have lost their 
English as soon as they retired, they are isolated and then the husband or the wife gets dementia, 
then they might be reluctant [to access aged care services] as they are not integrated with the rest of 
Australia... but...a family that has children, a daughter who works in an office and she has friends who 
speak English as well as her language, she has children they go to school, they are involved in the 
systems of Australia so aged care is going to be another health system, it very much depends on the 
carer.” (Worker Interview #1) 
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Through developing cultural competency and taking a person-centred approach to service 
provision, community and health sector workers recognise that the clients they work with, 
whatever their background, ‘are not a homogenous group; they encounter different outcomes 
based on individual experiences and backgrounds’ (FECCA 2015, p. 4). As one interviewee 
put it, dementia is not who the person is: 

“[They benefit from] someone they can talk to about the good old days and who understands their 
culture, because a person with a diagnosis of dementia...that’s not who they are. That’s just a 
diagnosis, that’s just a disease, but they’re a person aside from that, so we try to have our staff get to 
know the person...tailor activities, take them places in the community where they enjoy going.” 
(Worker Interview #6) 

The way that people of CALD backgrounds experience ageing in Australia depends on a 
range of factors, from the language skills of both the person living with dementia and their 
carer/s and family members, to their migration journey and support networks in Australia, and 
efforts on the part of sector workers to communicate across language barriers and cultural 
differences. 

3. Community awareness 

Most of the community and health sector workers interviewed had witnessed significant 
levels of misinformation in community understandings of dementia. In some languages, such 
as Arabic, the word ‘dementia’ does not exist and the closest translation may be closer to the 
English ‘senility’ or ‘craziness’. The most common misunderstandings that community and 
health sector workers reported were that dementia is not recognised as a disease; is a 
punishment from God; or its symptoms are misread as mental illness: 

“There is also the issue of shame and stigma and I think a lot of the communities think that it is 
something to be ashamed of if someone in the family is diagnosed and I can't say we can blame them 
for that, because there is a stigma, people try to hide it within themselves as people point fingers, they 
say their mum is crazy or whatever.” (Worker Interview #5) 

“In the CALD communities, and this isn't all CALD communities but some of them and Alzheimer’s 
[Australia] has done a lot to address it, dementia isn't actually seen as a disease, it is seen as mental 
health, it's seen as a stigma on the family, it's seen as the person being manipulative, it's seen as a 
whole heap of other things but not necessarily an organic problem and that impacts on diagnosis as 
well.... In some communities, there is a belief that dementia is a madness, it's shameful, you don't 
address it.” (Worker Interview #8) 

“There is definitely a misunderstanding of what dementia is and non-recognition of it as a medical 
illness, that is right across the board, the stumbling block. In communities where there is generally no 
health literacy, there is no literacy about dementia at all because the symptoms are so confounding 
and so diverse and so frightening for a lot of families, that they misinterpret it as punishment from God 
or witchcraft or there is a whole plethora of myths and superstitions, there is a lot of stigma attached to 
dementia.” (Worker Interview #9) 

Such misunderstandings can be detrimental to the person living with dementia, as well as 
their family carers. People may see a diagnosis as bringing shame on their families, or may 
try to hide the behaviours associated with dementia. Some carers may adopt unhelpful 
attitudes towards the person living with dementia: 

“The misunderstanding leads to stereotyping and sometimes denial by the family members so for 
example, I had a client a few years ago and she was diagnosed as demented and the son was forcing 
her to do things as if she is totally aware of what is around her and I was explaining to him that she is 
already diagnosed with dementia so you need to understand this and this and this, and he was 
justifying his behaviour by saying that she was selective in what to remember and what not to 
remember, so he was accusing her, so lack of awareness is the biggest issue.” (Worker Interview #5) 
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Community and health sector workers identified a range of information resources, available 
in different languages, and community education programs targeting a number of 
communities. The resources available to staff are discussed further in sections 5 and 6 
below. Respondents advocated for more emphasis on community education and case 
management, in order to ensure that clients and their families were better informed about 
how a dementia diagnosis would impact their lives: 

“I think there’s so much more that needs to be done...I would love to have cafes for specific groups...I 
think, it’s just a matter of one person trying to do everything, I guess you need to stick to where you 
can get the most coverage...I think it’s more that if there were more of me, we could do more. We 
could be more proactive in terms of reaching out to people and engaging with other services to 
provide the support we provide for mainstream.” (Worker Interview #2) 

“So I think the biggest gap is that diagnosis is given without a connection to something and I really feel 
and I think that this is across the board, if you give a diagnosis like that, you connect these people to 
something. Unfortunately we don't know what's happening with the Dementia Advisory Service 
because of the funding restructure but if not a dementia advisor, at least the helpline at Alzheimer's 
Australia or something like that or a support network or a carers groups so that they are connected to 
something and someone to talk to.” (Worker Interview #11) 

Alzheimer’s Australia has developed a series of short films, available in 8 languages, titled 
It’s not a disgrace, it’s dementia. These can be viewed on the Alzheimer’s Australia YouTube 
channel, and are available on DVD direct from the organisation. One major innovation of 
these films is that they draw on community leaders to get the message across. For example, 
the film in Khmer (Cambodian) features a Buddhist monk, who provides information about 
dementia as a disease and encourages people to seek help. 

“‘It's not a disgrace, it's dementia’ is such a fabulous resource because it gives us something that we 
can give to people in their own language, in their own culture and I remember in one of the training 
sessions that we did where the Cambodian community got the monk of that community to say on 
camera ‘this is not a punishment from God, this is a disease’ and that was huge, imagine the 
difference that would make to you to have someone held in such high regard in your community 
supporting you on that.... I still however think that there is a whole lot more that we could do.” (Worker 
Interview #10) 

The observations reported by community and health sector workers in these interviews, that 
perceptions of dementia differ across culturally diverse communities, correspond to those 
found in research in other studies (Alzheimer’s Australia Vic 2008; Low 2014; Shanley et al 
2012). However, it is important not to assume that such diversity in attitude is, in and of itself, 
detrimental. As long as the wellbeing of a person with dementia is maintained, how dementia 
is perceived by their family is less important (Shanley & Santalucia 2011). Community 
education and carer support programs need to be better resourced in order to take the 
cultural differences of an LGA like Blacktown into account. 

4. Family and carer roles 

Sector workers recognised that family roles and expectations for care differ from culture to 
culture. Such expectations may put pressure on some people to care for their loved ones at 
home, leading to social isolation and bringing families to ‘crisis point’: 

“Typically, that's what we find with a lot of CALD carers, that by the time the dementia sufferer is 
placed in residential care, the carer is as well, particularly if it’s a spouse.” (Worker Interview #1) 

“I even find that now, even though some of the cultures...some of our clients are at a point where their 
level of care is so high, you have an elderly carer as well, like husband or wife, but their culture says 
no you have to look after them, you can’t put them in a nursing home but really, it’s probably at that 
point where they should be for both of them, but they won’t do it.” (Worker Interview #4) 
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According to the workers interviewed, gender roles were significant factors in decisions 
around care. There was a perception that women in CALD communities were more likely to 
take on care roles, compared to men who were more likely to take on the role of decision-
making, and this could have adverse impacts on the carers themselves: 

“If you have someone who needs 24/7 care, it's just not viable unless you can afford to lose an income 
and so that often puts a lot of pressure on the woman because stereotypically in cultures she is the 
one who looks after everybody, she's the one who gives up career.” (Worker Interview #3) 

 “One of the biggest cultural stumbling blocks is that... the family will care no matter what, generally 
that breaks down to a daughter or a daughter in law shouldering the burden of that care, whether or 
not they are prepared for it or whether they have children of their own and other responsibilities, so the 
burden of care can be very very heavy on people from diverse cultural backgrounds, far more I would 
say than I would observe in mainstream families.” (Worker Interview #9) 

“The carers are often female, and you get situations where there might be a bit of assertiveness, I 
don’t know about aggression but assertiveness by the clients to the carer. So the carer, like certain 
CALD groups, it’s my problem I’ll look after it, so they won’t go and talk to anyone about it. So for 
example sometimes when we’ve done expos and that I’ve had pamphlets about elder abuse and stuff 
like that and people actually start – it’s a good opportunity to get people to [understand] what’s 
acceptable and what’s not acceptable.” (Worker Interview #12) 

The recent ABS Survey of Disability, Ageing and Carers (2012) found that, overall, 70% of 
primary carers were women. Men tended to take on a care role in greater numbers in older 
age groups, with a roughly equal number of male and female primary carers aged 75 or over. 
The results of the ABS survey indicate a strong gender difference in care responsibilities 
across all communities in Australia. The observations of community sector workers may, 
then, indicate that gender differences in care responsibilities are more visible, rather than 
more prevalent, in families from CALD backgrounds. 

Gender differences may also impact on the relationship between client and staff member: 

“The actual client doesn't actually fit into services, the services that are available for him, you can't get 
an Arabic speaker, when you have women in, he believes they are there for his sexual gratification 
and to be used by him, so he needs a male worker and they are of course, thin on the ground as well.” 
(Worker Interview #8) 

The process of finding an appropriate approach to care, once a dementia diagnosis has been 
given, is stressful for people from all backgrounds: 

“Their main concerns are the same as people without CALD. Their main concern is what’s going to 
happen, how is this going to play out, what’s going to happen – will I be able to keep the person at 
home.” (Worker Interview #10) 

However, cultural expectations may impact on the type of service a client prefers (see 
section 5 for further discussion). Interviewees reported that people from some cultures 
showed a strong preference to care for older people in the home, or preferred to access 
services that catered to their dietary or religious needs, for example: 

“Usually in the Arabic communities, you feel loyal to the parents to keep them at home, and instead of 
sending them to a nursing home, in Arabic that is not appropriate to send them to a nursing home.” 
(Worker Interview #7) 

 “And that’s another thing that’s come into play around other services...Do you travel a bit further...or 
do you go for something...that’s a little but closer, and do you put more effort into those services to 
understand those cultural differences rather than going for a complete package of language and food 
and the whole cultural aspects?” (Worker Interview #10) 
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The observations reported in the interviews with community and health sector workers 
indicate that cultural differences impact on the experiences of care for a person living with 
dementia, both in family care arrangements and in interactions with service providers. 
However, it is important not to stereotype or to make assumptions about a person based on 
their cultural background, as individual circumstances will vary. Intercultural competence and 
keeping an open mind therefore become key skills for the community and health sector 
workforce (Safta 2011). 

5. Service provision and access 

Most interviewed workers believed that current CALD-specific or appropriate services in 
Blacktown LGA were of good standard but there were generally not enough services to cater 
to its highly diverse and growing population. Many commented that there was difficulty in 
finding services with staff that were both culturally appropriate (including language support) 
and that could provide specialist dementia care. In many cases, workers felt that people were 
forced to choose services based on which aspect was of most urgency, or most important to 
them. There was also recognition that some CALD-specific services accessed by people 
living in Blacktown may be physically based outside the LGA, possibly creating some 
accessibility issues. 

“There are bigger communities such as Arabic speakers but there is not the concentration of services 
in Blacktown that there are in other areas like in Bankstown... The Indian, South East Asian 
community which is a large community in Blacktown, they do have more services that way, like Sri Om 
Care and SydWest... so I tend to refer the CALD communities there because I have confidence in their 
service.  But I think generally for CALD communities, there are a lot of people in Blacktown and not 
enough services, even if the services that they have are really good” (Worker Interview #1)  

As discussed in Section 2 (above), people from CALD backgrounds can face difficulties in 
navigating an unfamiliar health and community care system, often intensified by their 
language and literacy issues. Interviewees stated that while people from CALD backgrounds 
often preferred a bi/multilingual community care worker, this was not always the case. In fact, 
some clients preferred to receive care from English-speaking workers rather than those from 
similar cultural and linguistic backgrounds. In saying this, most workers believed that the 
preference for bi/multilingual workers increased among people with dementia particularly as 
their English skills declined and they reverted to their first languages.    

“I think one of the things which could be a challenge after diagnosis is also because people from 
CALD communities...would most often like person coming from their own cultural background, 
however that is different in some cases as in some small communities actually they don't want people 
to be coming from their own communities, but as it [dementia] progresses and the language becomes 
a problem and all those things, you know the communication declines, then comes the need for them 
to ask for culturally appropriate care workers.” (Worker Interview #10) 

“We had one lady who was Maltese and she preferred to have an English speaking person because 
she had the insight that she was losing her English skills, so she wanted to keep speaking English.” 
(Worker Interview #6) 

There were mixed feelings as to whether sector workers get enough professional 
development to assist them in working with people from CALD backgrounds living with 
dementia and their family carers. Some sector workers felt they did not receive enough 
training and support, often compounded by poor networking and information sharing. In 
some cases, interviewees felt that colleagues were not aware of dementia information 
sources that were available for CALD communities. Sector workers also stated that 
information resources may not be updated as often as desired, due to staffing issues or an 
uncertain funding environment, or that the information may not be easily accessible to people 
with low literacy or limited access to the internet. The staff who were confident in working 
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with CALD people with dementia attributed that to work or personal experience, previous 
training and/or their own cultural background. Most expressed a need for more professional 
development in this area, including the need to attract more bi/multilingual workers into the 
aged care workforce.     

“We don't have enough [professional] support, that was my own feeling. Because I was thinking back 
to the type of support that we get and I noticed that we only usually network with Alzheimer's Australia, 
but I think we could benefit from more if we could link up with other more relevant CALD specific 
services, I don't know who they are but if they are there, more linkages with them would help, and also 
medical practitioners, allied health, even training organisations and if there are some support networks 
around, I think that we could benefit.” (Worker Interview #5) 

Current research focuses on the access and utilisation of formal services for dementia by 
those with the disease and their family carers from a CALD background. There is often an 
underutilisation of formal community care services by CALD persons as they are unfamiliar 
with the concept, they have issues finding or communicating with these services or there is a 
cultural preference to maintain care within the family unit and keeping dementia sufferers out 
of residential care (discussed previously in Section 4). When services are used however, 
there is a preference for ethno-specific community care services as they are seen as more 
likely to provide culturally appropriate care (Shanley et al 2012). Those who are open to 
accessing formal services may still have issues accessing the preferred CALD-specific or 
appropriate services, as there are not enough of these funded to meet the needs of 
multicultural communities that are both growing and ageing. In addition, the mixed findings 
on staff and workforce development reveal the need for community care providers to better 
understand, develop services for and manage dementia to better cater to CALD 
communities.  

6. Funding and policy changes  

The community and health sector workers interviewed were asked to provide their 
perspective on upcoming changes occurring as a result of the national aged care reforms. 
Most believed that the introduction of a centralised My Aged Care portal should make it 
easier for all Australians to navigate the aged care system, although it may take many years 
to resolve the initial teething problems of the new system. The interviewees did point out that 
people with poor English proficiency and literacy would probably have issues identifying and 
expressing their needs through the My Aged Care portal. Other factors that could compound 
this issue include ineffective phone interpreting services, inexperienced call centre staff with 
little knowledge of local services, lack of support services to provide consumers with advice, 
and limited translated educational material.  

“I don't think that the online aged gateway is going to be a great help to my client groups, I mean the 
younger client groups maybe, but most of them do not use computers. So they will be relying on the 
telephone and the telephone is difficult for people who don't speak English, even with phone 
interpreters, it is very difficult if you don't speak English” (Worker Interview #2) 

Many interviewees expressed concern that the Commonwealth Home Support Program 
guidelines is now placing ‘dementia care as core business’ for all service providers, which 
could ultimately lead to a loss in specialist dementia expertise across the community and 
health care sector. In particular, workers conveyed deep disappointment in the loss of 
dementia-specific advisory services and positions, which had provided valuable information 
and advice networks to both sector workers and the public. At the time of the interviews, 
most workers had no knowledge of what services the Australian Government would establish 
to replace lost dementia-specific services, with many concerned that, as their organisation’s 
funding finished, they were already struggling to find appropriate services to which to refer 
clients with dementia. One interviewee also highlighted that resourcing and training the 
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whole aged care workforce to deal with dementia could be logistically unfeasible, further 
fuelling gaps in service provision.  

“The things that I am hearing that cause me great concern is that a lot of my colleagues that have had 
twenty or thirty years in dementia services are telling me that everything is going to be generic. So 
there will be packages and people will get funded for their needs, whatever those needs are but it 
looks like we are losing the skillset that are trained to be proper dementia workers or support 
people....I don't know if there is anything to counteract that.... but I have a feeling that our organisation 
will get inundated with people out there with nowhere to go, to support them with dementia specific 
things, so that's a huge concern. Like the Dementia Advisors which have been such a great 
networking tool for us...to the community together and get people talking...is the government going to 
roll out something on a similar tone that maybe capture what the Advisor did and if not, how do we do 
all this work?” (Worker Interview #11)  

A number of workers also commented that the introduction of a consumer-directed home 
support system would lead to higher fees and reduced service hours for clients, particularly 
those currently on home care packages as they transition onto individualised budgets. There 
was also concern that the introduction of the national fees policy could make it harder for 
home care services to negotiate and/or waive fees for those in need, which may encourage 
clients to decline support that keeps them at home and independent for longer.  

“For [Commonwealth Home Support] services, they have proposed a national fees policy and it is still 
in draft as people are still giving feedback but I think that they will go ahead with it... that is going to 
impact us more because at the moment we are able to negotiate the fee with the client and when I 
looked at the proposal, it looks like they are wanting us to charge even more than we are now and we 
are struggling to get them to pay now.... In terms of Home Care Packages...it will not change but the 
hours will reduce according to the client's budget. Because with the former system, the funding was a 
pool so I would spend more on a client who is very needy than the client with less need. So we could 
transfer money from one client to another and we could cover most of their needs. But at the moment, 
no way, so even if the client does not spend the monthly budget on that month, it runs over. So I am 
not allowed to take from one client to another. It is very difficult which is why we have resistance in the 
system, people are accusing us that the system is unfair.” (Worker Interview #5) 

Since Australia is currently in the middle of reforming the national aged care system, there is 
limited existing literature to validate these research findings. In saying that, sector workers’ 
concerns were reflected in FECCA’s (2015) recent literature review on older people from 
older backgrounds stating that:  

Navigating this system of aged care [focused on consumer-directed care] will present 
an even greater challenge for older people with limited English, little or no experience 
of using any formal aged care services, or who have a different cultural perspective of 
ageing and what it means to age well (p. 9).  

A recent SBS news report (5 July 2015) also pointed out this issue, as well as the increased 
fees, reduced service hours and expensive interpreting services being experienced by older 
CALD Australians as they are transferred onto the consumer-directed care model. The 
effects on individuals and families with dementia, particularly those from CALD backgrounds, 
should be monitored as the policy changes come into full effect.  

7. Community and health sector workers update  

A sample of community and health sector workers were contacted in October/November 
2015 to understand the impact of key Commonwealth reform structures, notably My Aged 
Care portal and Regional Assessment Services (RAS), which were implemented from 1 July 
2015 (please see Section 4 Policy Approaches for more details).  
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Some workers stated they had not experienced any major changes to their services or 
positions since 1 July 2015, with Commonwealth service agreements still being finalised in 
some circumstances. One service worker commented that this ongoing uncertainty made 
future service planning difficult. One organisation had to undertake a full audit on their 
policies and practices through the Commonwealth Department of Social Services in order to 
be eligible for ongoing funding, which they successfully passed.  

Most workers commented that they had been added to the My Aged Care portal, with 
services starting to receive referrals from the system. Some workers commented that the 
major flaw with the My Aged Care portal at present was that referrals had gone missing, had 
been referred to services outside their region or there had been delays in processing. 
Another service however had experienced so many referrals that they had to reject 
applications because they did not have the capacity to cater for the influx. Overall, the 
assessments provided through My Aged Care portal and the Regional Assessment Services 
were described as inadequate, causing staff to redo assessment at multiple service levels.  

Some workers noted the My Aged Care system was confusing and repetitive, with excessive 
waiting times on phone calls and inadequately trained call centre staff. Others commented 
that they had trained staff to help clients or were sitting down with clients, especially those 
from a CALD background, to assist them in navigating the My Aged Care process. In some 
instances, the new referral system was perceived as more difficult for clients and carers as 
there are different pathways for people over 65 (through the My Aged Care portal) and 
people under 65 (often directly to the service).  

Some service workers also believed a major impact of the post-1 July 2015 reform was 
access to services through the Home Care package levels. One service provider suggested 
that the new system is predicated on client choice but this assumes a level of knowledge and 
understanding of the service system which they believed clients often do not have. Another 
worker was concerned that few services provided case management without a Home Care 
package. She also felt that clients on lower level packages (Level 1 and 2) particularly 
struggled to coordinate case management as they were allocated fewer hours for the same 
money as higher level packages (Level 3 and 4). Another worker commented that higher 
level Home Care packages also restricted certain services, such as social support, which 
clients may still need to access even as their care needs increase. 

Conclusion 

There was a perception across the interviewed community and health sector workers that the 
cultural and linguistic background of people living with dementia and their family carers in the 
Blacktown LGA has a notable impact on their dementia journey. Some existing dementia 
assessment tools may not be appropriate for diagnosing dementia in CALD communities, 
and diagnosis may be further hindered by the attitudes and practices of medical 
professionals. There was a general understanding that people with dementia from a CALD 
background and their support networks face similar difficulties as mainstream Australians 
when accessing services, but this is often exacerbated by language barriers and cultural 
differences. The findings also suggest that many people of CALD background misunderstand 
dementia, misreading it as a mental illness, or perceive it as bringing shame and stigma onto 
families. There is a clear need for more culturally and linguistically appropriate information 
sources to address community knowledge and to assist in navigating service systems.  

Sector workers also recognised that family and carer roles for people living with dementia 
differ from culture to culture, but there was a perception that women in CALD communities 
were more likely to take on care roles while men were more likely to take on the role of 
decision maker. Cultural expectations may also impact the type of service a client prefers, 
with some cultures showing a strong preference to care for older people in the home rather 
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than residential settings. When engaging with formal services, people with dementia from 
CALD backgrounds do not always prefer to receive care from bi/multilingual community care 
workers but this preference may increase as their English knowledge declines and they 
revert back to their first language. There was an overall feeling that current CALD-specific or 
appropriate services in Blacktown LGA were of a good standard but there were generally not 
enough services to adequately meet the complex needs of people living with dementia in the 
region. Sector workers believed they required more professional development to assist them 
in working with people with dementia from CALD backgrounds, their family carers. Many also 
expressed deep concern that the shift to a nationwide consumer directed aged care system 
will present a great challenge for those with limited English skills or little experience in 
navigating mainstream service systems. There was also a concern that the aged care 
reforms will lead to higher fees, reduced service hours and a loss of specialist dementia 
expertise, further fuelling gaps in service provision for people with dementia from all 
backgrounds. 
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SECTION 7: Survey results: Medical professionals 

72 surveys were circulated to medical professionals, including geriatricians, GPs and 
practice nurses. Nine surveys were returned by the due date. This is a response rate of 12%. 
The low numbers of returned surveys do not allow for in-depth analysis; as such, we have 
treated the information received from medical professionals as a supplement to information 
gathered through interviews with carers and community sector workers. 

All respondents said that they had treated someone with dementia from a CALD background. 
Five respondents indicated that these patients were more likely to present at an appointment 
at a later stage of dementia, compared to Anglo Australian patients. Four respondents, in 
contrast, indicated that they were neither more nor less likely to present at a later stage. Six 
of the nine respondents indicated that patients required interpreters, with all of these stating 
that an interpreter was available in the required language. 

Most respondents found that existing assessment and diagnostic tools were culturally 
appropriate, while three did not. Comments in response to this question included: 

“Some tests are quite universal...others such as the social and functional levels have a diverse cultural 
difference.” 

“Language barrier” 

“They have been here for more time therefore no differ[ent] to Aussies.” 

Most respondents observed family involvement in care decisions, with only two indicating 
that they had not noticed a preference for at-home care arrangements for any particular 
cultural group. Those who did notice a preference stated that Asian and Middle Eastern 
families were more likely to prefer to care for the person with dementia at home. In contrast, 
only two respondents thought that people from some CALD groups indicated a preference for 
residential care arrangements. Financial concerns were also listed as a factor. Observations 
of family care decisions included: 

“Some groups are very demanding for care especially demands from family. Other groups are quite 
easy going and happily accept the...process.” 

“Need culture centred (community nursing homes).” 

“Most of these patients were parents visiting their children and had no Medicare facilities, significantly 
altering their access to healthcare due to cost factors.” 

Responses regarding culturally and linguistically appropriate information on dementia as a 
disease, treatment options, and dementia care services were mixed. For the most part, 
respondents were able to provide this information to patients some or most of the time, while 
one respondent was rarely able to do so. Medical professionals felt that their patients were 
less able to access appropriate care services when living in the community, than when living 
in a residential care facility. Comments included: 

“There are more resources once the patient is admitted to the residential care facility.” 

“If living with caring family member specially son or daughter, they prefer caring at home with minimal 
community help.” 

Five respondents had accessed training, information, or other resources to assist them in 
working with people with dementia from CALD backgrounds. Of those five, only two found 
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those resources useful. In response to the question, ‘what information would you like to have 
access to in the future,’ respondents wrote: 

“Perhaps Brochures / Flyers / Education material in various languages for these patients groups - 
especially for the family.” 

“NGOs services” 

“In different languages need explaining of services and rights people can get.” 

More information in differ[ent] language avail[able] on the net to be ??” 

“Community help for carer -More information about medication” 

Information on dementia in other languages - i.e. Sinhalese, Tamil, Hindi, Chinese” 

The variety of levels of interaction with people from different backgrounds and cultural 
awareness, and the low levels of satisfaction with training and other resources, indicate that 
there is more work to be done to enable medical professionals to provide the best possible 
care for people with dementia from CALD backgrounds. Further research with medical 
professionals in the Blacktown LGA is needed to investigate these issues in depth. 
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SECTION 8: Results and analysis: carers and family members of 
people living with dementia 

Introduction  

This section outlines the findings from the interviews undertaken with carers and family 
members of people living with dementia in Blacktown LGA. Carers from a mix of CALD and 
Anglo-Australian backgrounds were interviewed, with cultural and/or linguistic diversity 
adding another layer of complexity to the dementia journey. The findings are divided 
according to the major themes that emerged from the analysis of these interviews: dementia 
diagnosis and treatment; awareness and knowledge of dementia; life histories; maintaining 
wellbeing for the person with dementia; the emotional and physical impact of caring; and 
service provision and access. 

The experiences described in the interviews conducted in Blacktown LGA, with a group of 
carers from a range of backgrounds that reflect the LGA’s cultural diversity, indicates that 
culture is not the only, nor always the most important, element in understanding a person’s 
dementia journey. Cultural background was used by carers as a way of explaining 
experiences of service delivery and in decision-making, but all carers, regardless of 
background, stressed that they wanted to keep their family members at home for as long as 
possible. In this sense, then, rather than maintaining stereotypical understandings of culture, 
the term should be understood as ‘the way that people interpret their world and act within it’, 
influencing both people’s ‘perceptions of dementia and [their] caregiving practices’ (Iliffe & 
Manthorpe 2004, p. 287). 

1. Dementia diagnosis and treatment  

When recounting the journey leading up to diagnosis, many carers stated that they had 
noticed dementia symptoms, such as forgetfulness or aggressive behaviour, exhibited by 
their loved one before their official diagnosis. It was rare for carers and family members not 
to have noticed symptoms, regardless of whether or not the carer had previous knowledge of 
the disease. Sometimes, symptoms emerged suddenly after the person with dementia had 
experienced a stressful event, such as a stroke or the illness of a loved one. According to the 
carers interviewed, the dementia was initially identified through a variety of avenues, 
including when the person diagnosed was in hospital or seeing a specialist for other health 
conditions; through their family doctor; or through an aged care assessment team.  

“All I know at first is he was seeing a doctor for his sleep apnoea, so when he told me that he is seeing 
a neurologist, because his sleep apnoea doctor requested for him to see other neurologist, and I think 
after two sessions with his neurologist, Doctor [name] already told him that on the next appointment he 
has to bring me. So that’s the only time that he told me that he thinks that he is suffering from 
Alzheimer’s and the doctor wants me to be there” (Carer Interview #1) 

“A few years ago, things changed. Something was wrong, with the argument, you know, then I said, 
what is wrong with this, she wasn’t like that all the time. She says, ‘what do you mean I wasn’t like 
that? I was always like that.’ Then I knew something was wrong. I went to the doctor’s and I said look, 
this lady has something wrong. So she’s referred me to [a geriatrician] at Blacktown hospital.” (Carer 
Interview #2) 

“I knew something was going wrong with her before that, I told my family doctor like quite a few times. 
But we didn’t have any proof for this. When she went to hospital. And they kept her for a month, then 
after that they say yes, that’s dementia... Yeah they observed her, she had like specialists, special 
people around.” (Carer Interview #3) 

The process of officially diagnosing dementia was described as long and difficult, sometimes 
taking many months or even years, as aged care specialists or geriatricians had to gather 
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enough evidence to provide an accurate diagnosis. One interviewee who cared for someone 
with no English skills highlighted that language and communication barriers delayed the 
dementia diagnosis further, with professional interpreters required to confirm the diagnosis. 

“Every time the specialist was there for her dementia the interpreter was there... They said, we don’t 
accept family, and I told them if you don’t accept family then you can’t communicate with her. That’s 
why we had to wait in the hospital, let her stay there for a month, because every time the specialist 
was there, there was no translator. They eventually find the people then had a few interviews with her, 
then they diagnosed her.” (Carer Interview #3) 

“To get that diagnosis is very difficult...to actually get someone to say you have dementia is very 
difficult. I mean for someone to come out and say he's got dementia or he's got Alzheimers.” (Carer 
Interview #5) 

Some carers outlined that the person they cared for was prescribed tablets or a patch to 
manage their dementia or another condition, but in many instances this was discontinued 
due to side effects or the resistance of the person with dementia to take the medication. 
Many of the carers stated that they had been informed by their aged care specialist or 
geriatrician that there were few treatments available to the people living with dementia as 
they were too advanced in their age or disease progression. Some carers also used 
alternative treatments such as vitamins or supplements or companion animals to aid the 
treatment of the person with dementia.  

“[The geriatrician] gave her tablets and so on, and she told what the side effects of the tablets would 
be...Yeah, one symptom was coughs, she was coughing all the time, and from this I told the doctor 
this was happening the doctor said, stop that. So no medication, I’m using my own, I’m trying to give 
her all this herbal vitamins.” (Carer Interview #2) 

“Well see he's on a lot of medication because he has a lot of other stuff wrong with him and  [the GP] 
said I wouldn't suggest [the medication for dementia] because with his [other] medication, it will clash 
and you know, I think he was too far gone anyway for the tablets to help.” (Carer Interview #9) 

Most carers took a very hands-on approach to decision making during the diagnosis and 
treatment process, with the main reason cited being the limited cognitive ability of the person 
with dementia. 

“Well I've got to [make the decisions], because at the doctor he doesn't know what is happening.” 
(Carer Interview #9) 

Information on the disease, treatment options, and support services provided by medical 
professionals was inconsistent, with some carers stating that they had received good 
information while others were given none at all. Some carers stated that while they would 
have liked to receive information in their first language, this was not a major concern as they 
felt their English proficiency was adequate or they had other family members who could 
assist in relaying the required information.  

“[The doctor] was saying there is different types of dementia and everything, and what you've got to 
watch for and what this, well I know all that now.” (Carer Interview #9) 

“That’s what I thought also, if...our GP [could give us more information], but no. That’s why we 
changed the GP.” (Carer Interview 1) 

“Sometimes we need [information in our language], we need that sometimes. Yeah. But mainly I talk in 
English...so what the doctors are telling me, I understand what they are saying.” (Carer Interview #4) 

When exploring the diagnosis journey, this research found that in general, the experiences of 
those from a CALD background did not differ considerably from their Anglo Australian 
counterparts. This may be due to a number of factors, such as language proficiency and 



 

Page 40 of 56 
 

length of time in Australia, which will be discussed further in later sections. This research 
found that carers from a CALD background did notice dementia symptoms prior to diagnosis, 
a finding that contradicts the denial documented in other research with CALD communities 
(Boughtwood & Gava 2010). While the diagnosis journey was long and difficult for all carers, 
diagnosis was further delayed for those with poor English proficiency or other communication 
difficulties. The interviews also demonstrated that information provided to family members by 
medical and health professionals was inconsistent, suggesting further work is needed to 
develop these communication pathways. In some cases, carers received assistance from 
family members in obtaining information and making decisions. When mainstream treatment 
options seemed ineffective, some carers opted to try alternative treatments. Little research 
has been done in this area (NSW Department of Family and Community Services (Ageing, 
Disability and Home Care) 2012), suggesting this could be explored further in the future.  

2. Awareness and knowledge of dementia  

Many of the carers interviewed stated that they had little to no knowledge of dementia before 
the diagnosis of their loved one. Carers who did have previous knowledge of dementia stated 
that they had seen other family members go through it, or had experienced it in their 
professional working life.      

“”[I knew] nothing really. I just know it's forgetfulness that's all, but I know just basically.” (Carer 
Interview #6) 

“[I knew] a little bit because my mother also suffered with dementia.” (Carer Interview #1).  

Some carers stated that they had limited knowledge of dementia as it was not well defined in 
their country of origin.  

“[There is] not a word for dementia, but a person like this the people say, she’s back to 
childhood...That she’s a child now again... Or some people say she’s, like these people is crazy, like 
she’s lost her mind. It depends on people how they treat them... No we don’t have the word dementia.” 
(Carer Interview #3) 

“Actually I don’t know about the dementia. I didn’t know about that...Because in Fiji I didn’t know these 
things.” (Carer Interview #4) 

Most carers believed that their awareness and knowledge of dementia had increased since 
becoming a primary carer. They each experienced dementia in different ways, depending on 
the symptoms of the person they cared for. The symptoms they described included short 
term memory loss; recollection of past experiences; screaming and crying; violence and 
aggression; reverting to their original language; and a loss of interest in activities. Many 
carers knew other people with dementia and recognised that the symptoms varied from 
person to person. The level of knowledge about dementia was also impacted by the amount 
of information provided by medical professionals, which is outlined in the previous section.  

“There’s so many kinds of this dementia, there’s not only one type. You have aggressive people, you 
have people don’t want to talk, and don’t want to walk and things. But here my situation here is, as far 
as the mental is concerned, she’s out. But physically, she can walk miles and miles and miles.” (Carer 
Interview #2) 

“The thing is [our friend] does not speak at all. That's part of the dementia, I have a friend who does 
not speak at all. My husband he never shuts his mouth [LAUGHS]... I have another friend who walks 
night and day, all the time walking... And she is aggressive, and [he is] not aggressive.” (Carer 
Interview #5) 

This research confirms that there are variations in understanding of dementia in the 
community, with many carers associating dementia with symptoms such as memory loss. It 
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appears that culture can impact the carer’s knowledge and perception of dementia, with 
some languages not having a word for the disease and subsequently associating it with 
craziness, mental illness or ‘reverting back to their childhood’ (Alzheimer’s Australia Vic 
2008; Santalucia 2011). The interviews also highlighted that informal social networks, such 
as family and friends, were important sources of information for carers in understanding and 
navigating their own dementia journey.  

3. Life histories 

The life histories of both people living with dementia and their families impact on the 
experience of caring and being cared for, as events in a person’s life affect their relationships 
with others and beliefs about what constitutes good care. An important life event to consider 
in a multicultural society is migration, including acculturation to the new country of residence, 
language proficiency and proximity of extended family. For example, there was a notable 
difference in the English-language competency of people living with dementia who migrated 
to Australia later in life, compared to those who migrated here as children. 

“He’s actually an Aussie now, not a Latvian, because they left Latvia when he was 5 years old to go to 
Germany, until they came here as, they called, not – before, they called them displaced persons.” 
(Carer Interview #1) 

“[She speaks] Dari. Yes that’s the biggest problem, because even when the carer’s here like in the 
morning, still I have to be there, because she can’t communicate with her and early in the morning 
she’s a bit lost and confused and then a bit aggressive towards the person.” (Carer Interview #3) 

For those who migrated from countries where English was spoken, language issues were 
less of a problem. 

“Yeah, my language [is] Tamil....And I speak about 7 languages, not in this country but in South 
Africa....No, no but this is our language, English is our language, even back in South Africa.” (Carer 
Interview # 2) 

Of course, life histories influenced the experience of caring and living with dementia for all 
interviewees, including those of Anglo-Australian background. Although Anglo-Australians 
did not face the same difficulties in accessing language-appropriate services, there was 
evidence of stigmatisation and social isolation that was alleviated by family support. 

“Well I’ve only got my sister, my twin sister here...she worked in aged care for 36 years so she has a 
pretty good knowledge of dementia...so he’s over there at the moment actually.” (Carer Interview #7) 

“We haven’t got much family, you know a lot of people steer clear of you sort of thing when this 
happens because you can’t get a conversation out of him, proper conversation, and he just rambles 
on.” (Carer Interview #9) 

Similarly, family roles, cultural attitudes and religious beliefs had a significant impact on the 
way the primary carer expressed their decision to care for the person living with dementia at 
home. Primary carers also took on more or less responsibility depending on the levels of 
assistance received from other family members. As evidenced in the quotes below, CALD 
carers understood their care role through a cultural framework, stating that in their culture, 
elderly people tended to be cared for at home: 

“In my culture, my husband is the oldest son and they think the oldest should do everything....Her son 
and daughter doesn’t care, and I’m trying to keep her at home as much as I can because I feel sorry 
for her, she is like my mother.” (Carer Interview #3) 

“That’s the thing, it’s our culture. If you’re married with a person, as long as you can look after, you 
will. And I’m a priest’s daughter, my father was a [Hindu] priest.” (Carer Interview #4) 
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“I think it is a cultural thing, like when I take mum and dad to their doctor things I do see other sons or 
daughters with their parents at the doctors taking them....But I think the whole living together thing is a 
cultural thing. I don’t think Australians do it.” (Carer Interview #5) 

The Anglo-Australian carers, in contrast, expressed their preference for home care through 
reference to an individualised, emotional tie to the person, rather than through explicit 
reference to cultural practices. This may indicate a lack of reflection on cultural practices 
amongst those from the mainstream culture, rather than a distinct difference in cultural 
practices, since all the carers interviewed lived with and cared for their loved ones in their 
homes, and intended to continue doing so for as long as possible. 

“Well [the situation] kind of forced me, one I was the only one in Sydney and two, like when he was 
living on his own, like I would go over there every weekend and I’d stay there or something but I found 
out that he had falls in the street....so I just asked him, dad do you want to come and live with us? And 
he couldn’t pack his bags quick enough you know.” (Carer Interview #7) 

“Well I went down there [to a residential care home] because they cancelled the one that he was 
booked into because of something with the government, so they sent me down there and I said, well 
I'll have to have a look before I say he goes in there and I walked down and I nearly spun out because 
they were really bad with dementia and I said no, if I had put him in there, he would just kark it I think.” 
(Carer Interview #9) 

Another aspect of family life that impacted on carers was family conflict. Two of the female 
carers interviewed had married older, divorced men, and received little to no support from 
their husbands’ extended families. This confirms findings on the impact of caring for 
someone with dementia by Alzheimer’s Australia (2015b, p. 11), showing that ‘conflict with 
other family members can further reduce opportunities for informal social support.’ 

“I saw them [his children] only once.” (Carer Interview #1) 

“I don’t get any support from any family. [He] has got 6 daughters, no one is coming and asking 
me...I’ll give you some break...No one. Only once a month I see them, otherwise no. No phone calls, 
no nothing.” (Carer Interview #4) 

The life history events that affected interviewees included age at migration; English language 
competence; religion; the level of family support available; family conflict; socio-economic 
status; and expectations placed on carers. These results support findings from other 
research, where ‘life course experiences such as number of years since migration to 
Australia, level of acculturation, and migration experiences influence the health and wellbeing 
of older people from CALD backgrounds’ (FECCA 2015 p. 15). 

4. Maintaining wellbeing for the person with dementia 

For people living with dementia, the maintenance of wellbeing can become fraught, as the 
disease ‘raises issues about citizenship and solidarity, about our nature as human beings in 
the world, about rights...about normality and ageing, about the evaluative decisions involved 
in assessments of capacity, as well as in diagnosis and treatment’ (Hughes 2013, p. 284). 
The decline in cognitive ability can leave people vulnerable to a loss of political rights, along 
with a loss in selfhood, unless others take responsibility for their wellbeing. Thus, providing 
care for people living with dementia requires that personhood and identity be understood ‘in 
more complex terms of transformation and change....which...take place in collaboration with 
other persons, significant others as well as care professionals’ (Hydén, Lindemann & 
Brockmeier 2014, p. 1). 

In order to maintain wellbeing for people living with dementia, their carers must constantly 
adapt to their changing symptoms and needs. All carers interviewed spoke about struggling 
to accept these changes as the disease progressed. In one account, the family member with 
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dementia was described as ‘this woman here’, a turn of phrase that indicates a separation, in 
the mind of the carer, between his wife now and the wife he remembers. 

“There are so many types of dementia, they vary in their symptoms, you know....I see a lot of people 
there, and I feel sorry for them. I feel sorry for this woman here too because you wouldn’t like it [the 
dementia] to be there but there, it is there and what can you do?” (Carer Interview #2) 

In other cases, the person living with dementia was described as lost, no longer responding 
to the world around them, indicating both differences in symptoms and different stages of the 
disease. 

“No I think she really went downhill in the last year or so...she doesn’t even remember what she has 
done in the last hour, she doesn’t remember whether she had dinner or meals or something.” (Carer 
Interview #6) 

“He’s lost interest in everything. He used to have a bet every day...and he didn’t want that anymore 
and then he was a very keen football follower and now when it comes on, he will go to bed, so he’s 
just sort of lost interest.” (Carer Interview #9) 

A number of carers spoke about facilitating the wellbeing of the person with dementia by 
ensuring them a sense of autonomy, however limited. For these carers, responding to the 
actions of the person living with dementia involves respecting their desires, which may be 
expressed through resistance to attempts to control or alter their behaviour. At the same 
time, carers needed to weigh such desires against potential risks to the person’s health. In a 
few extreme examples, there were instances where the person with dementia engaged in 
harmful behaviour, including substance abuse and violence towards the carer. While 
interviewees took care to stress that these behaviours had worsened as a result of the 
disease itself, they recognised that balancing their own wellbeing against that of the person 
with dementia was important, however difficult it may be. 

“When I tell her, can you change your nappy, she says no, it’s not your problem, I don’t want to 
change my nappy. Then you know it’s not good for her health, it’s not good for my kids.....That’s the 
thing that makes her, like things should be on her way. Sometimes it’s impossible. I’m trying to do it, 
but once it’s her health in the middle I can’t do it.” (Carer Interview #3) 

“We had [a different organisation] engaged with the situation and they had two [care workers] but she 
didn’t get along with one of them, she didn’t like her, she wasn’t comfortable with her, it was hiding, 
every time she comes she would hide, she locks herself in her room.” (Carer Interview #6) 

In cases where the dementia had progressed to the point that the person had lost the ability 
to speak, carers spoke about interpreting their needs through body language and facial 
expression. 

“Even in the hospital the doctors asking me, why did you come here? How did you know he’s sick? 
Because he’s not talking any more. I said doctor, I can see from his face he is sick....Because I am 24 
hours I’m there. So I know his sickness, what is coming up now, what he’s going to do with his 
seizure, his twitching.” (Carer Interview #4) 

Other carers spoke about the ways in which the person with dementia engaged in prayer, or 
showed love to a pet. These actions, though small, indicate a continued sense of identity 
through expression of religious beliefs or care for another living being. 

“He started talking in there, and I thought what’s he talking, what’s he saying? But he was praying, he 
was praying all the time, all the time he prays.” (Carer Interview #7) 

“She treats it like a little kid, the dog and all that....And the dog stays on her lap and she’s happy to 
see him there and she pats him....And she’s calm, she’s calm.” (Carer Interview #8) 



 

Page 44 of 56 
 

Throughout the interviews, carers demonstrated a sense of responsibility and of ‘personal 
solidarity, in the form of love, loyalty and compassion’ (Nuffield Council on Bioethics 2009, p. 
30). It is this solidarity that allows individuals living with dementia and their family-carers to 
collaborate to ensure a continued care for their wellbeing, and to maintain their embodied, 
relational personhood, even in the face of ongoing progressive cognitive and physical 
decline. 

5. The emotional and physical impact of caring 

The emotional and physical health of carers is an important consideration. People who care 
for someone with dementia have been shown to be at higher risk of depression, stress and 
anxiety, impaired immunity and other negative physical health outcomes, social isolation, and 
financial strain compared to other full-time carers (Alzheimer’s Australia 2015b, p. 5). All of 
the people interviewed for this research spoke about the effects on their own lives of taking 
on the caring role. Most experienced some form of social isolation, though those without 
family members with whom to share the burden suffered the most in this regard. Developing 
relationships with others who understood the experience of caring for someone with 
dementia was important to carers’ wellbeing. 

“It’s hard to talk to people who haven’t gone through their own experience because as I told you, I’ll 
just... [unclear] not like someone, I’m talking to someone who’s caring, and they can really feel like I 
feel, and they can relate and we can share, oh what did you do when he did this thing, what did you do 
when they say this thing?” (Carer Interview #1) 

“[If] I don't give him his food, he will not eat. Because I was crook on the weekend, really crook and I 
couldn't get off the lounge for two days, he never ate because I didn't get it, but I couldn't get anything 
for myself, I was too sick.... Yeah well I've got friends but they have got their own lives and I don't like 
asking them for much, you know I know they'd come and help me if I was crook but I didn't want to 
bother them.” (Carer Interview #9) 

For some carers, the physical effects of stress were extreme, while for others there was a 
sense of repressed frustration and of their patience being pushed to the limit. For yet others, 
physical health problems compounded to make their care role more difficult, although this 
was mitigated when they received respite services or assistance from other family members. 

“Yes I feel I can do better because sometimes...it’s just so stressful, just things that you’re not 
supposed to say to him but you can’t help it. Especially before sometimes my head feel like it’s going 
to burst, and my lips are hardening and my hands are shaking because of stress...But I’m just so glad 
that [the respite service] run[s] this program and they put me on a weekly massage”. (Carer Interview 
#1) 

“Well it is difficult now because I’m not well enough to go check on her and come back and sit down 
because of my back problem. But actually, it’s not very big problem because...they’re helping her to 
take a shower and clean her room, like a lot of work I have to do for her they do it. So it’s not that bad.” 
(Carer Interview #3) 

“Some of his eating habits are a little bit to be desired, he takes his teeth, he has partial plate top and 
bottom, he'll take his teeth out to eat and then he'll chew it up and spit it up on the plate and I'll think, 
oh, so you know, it's just all that sort of stuff...so in these twelve months I ended up in hospital, yeah 
so, they thought I'd had a mini heart attack but it wasn't, it was just stress.” (Carer Interview #7) 

Another stressor was the stigmatisation of people living with dementia, which became 
evident in some interactions with doctors and other health professionals. Family carers 
expressed concern that health professionals were ridiculing the person living with dementia, 
or not providing the desired level of care. As seen in the second example below, there were 
also cases where the carer’s own wellbeing was not taken into account. Such incidents 
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increase carers’ levels of mistrust and sense of isolation, as they may feel there is no one 
they can turn to for assistance. 

“I had to bring him to hospital....and then on the second night...I think he rang me...he is very lost, and 
he’s told me that he was kidnapped and things like that and I have to call the police, and you know 
what? In the background I heard those people at the nurses’ station laughing at him. So these 
occupation people, really, I cried the whole night because of the treatment to my husband.” (Carer 
Interview #1)  

 “They said no, don’t give him [his medication] and let him die. In the house, don’t call the ambulance 
either. I was shocked.... I was shocked about that.... and then suddenly, my GP, she delete all the 
medication because she listen to the palliative care doctor, she delete all of them and nothing else to 
give him.... So well I didn’t give him the medication.... Straight away he turn his face the other way, 
and he start shaking.... I call the ambulance, they come and see him so he stopped, they went away. 
Suddenly when the carers were gone...nearly he was jumping on the bed. Pulling me, pulling the 
curtain, and whole body was shaking. I was screaming in the house, because I was by myself. And I 
called the GP, I said, you people stop his medication, and look at it..... And then he end up in the 
hospital.” (Carer Interview #4) 

Carers believed that being able to cope day-to-day involved acceptance and an ongoing 
development of skills and knowledge. This indicates the importance of involving carers in 
ongoing training and education, to complement other sources of information (Alzheimer’s 
Australia 2015b, p. 13).  

“I think you need some skills to deal with it, there are times where we just don't know what to do like I 
thought there were times we needed to speak to somebody to deal with the situation but things would 
just get better the next day, she would just behave as normal and forget everything. And I think that 
we are just coping day by day and with the help of [services]...before she was more independent...but 
now she had a number of falls and I think she is just having difficulty walking now, she doesn't have 
the confidence walking herself so she has to hang on onto the wall or chairs or anything.” (Carer 
Interview #6) 

“It happened once here with my father too, he had a heart attack here so we got on him and...did 
CPR, and...we got him back again. We got him back again. The doctor said you did a good job...but 
then once we took him there he said he's very sick, and he had a heart attack at night and he died 
there. But you know, you know something more and you, we get experience from the carers too, we 
see what they do...And we know a lot more than what we knew before. No use yelling at a dementia 
person like that and saying what are you doing or this or that, no no, you've just got to know how to 
take them, you know. What can you say to them?” (Carer Interview #8) 

The carers interviewed were very much aware of the impact that caring for someone with 
dementia had on their own health and wellbeing. In the majority of cases, carers did their 
best to maintain their health, however some carers struggled to do so when they had to rely 
solely on limited government assistance for respite. In some instances, accessing services 
itself became a stressor, for example when a service did not adequately address the needs 
of both the carer and the person living with dementia. 

6. Service provision and access  

Most carers interviewed were happy with the local aged care services they were receiving, 
although many expressed the need for more service hours or more support after hours, such 
as on weekends. 

“Yeah [there are enough services] except most of us we usually need help after hours...and weekends 
as well...because I don’t know any afterhours services for dementia” (Carer Interview #1) 

“But I think if anything, there doesn't seem to be enough help, you know what I mean. Like we can 
only access limited hours...Twelve, thirteen hours a week.” (Carer Interview #5) 
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“Yes, yes, we are really happy. We are happy...it's just the hours are not enough.” (Carer Interview 6) 

When it came to organising services for the person with dementia, many carers found 
navigating the aged care system confusing and frustrating, and ended up relying heavily on 
sector workers to point them in the right direction. One carer stated that she had given the 
responsibility of organising support services to family members proficient in English, as she 
was not confident in navigating the complicated process in her second language.  

“Because I don't really understand [English]. And some of the words, it's a lot of things that I don't 
understand. So I said, I will pass you onto my daughter in law because I don't understand it. I mean 
they were born here and they study here.” (Carer Interview #5) 

Most carers did not have a preference for home care staff from the same cultural 
background. The main reason given for this was that most of the people with dementia were 
comfortable with their current home care staff and were still able to communicate reasonably 
well with them. A preference for staff from the same cultural background was only given by 
those who cared for someone with no English proficiency or whose English skills were 
declining. However, carers often found it difficult to find services able to provide staff 
members who spoke their language. 

“Yeah, I don’t think so they can find anybody [who speaks our language]. If they can find somebody 
that speaks our language, that is the best. But I’m not sure.” (Carer Interview #3) 

“I don't think [she would prefer a worker from her cultural background], we just thought that at least it 
will eliminate all these communication problems, you know, that's all, because that's the only thing 
really...I think she is probably more comfortable speaking in her language you know, we just thought 
that may just be helping.” (Carer Interview #6) 

Many carers commented on the importance of being connected to a local carer support 
group. The carer support group allowed them to get respite from their carer duties; connect 
with people who were going through a similar experience; and get information, advice and 
support for sector workers and other carers. Some carers were not actively involved in a 
local carer support group, however received advice and support from the carers that came 
into their homes.  

 “I've got a great network, you know the carers group that [NAME] and they are very supportive and 
you know, if I need to know anything, they are always there, there is always someone there that can 
give me a suggestion or help in some way. And I have done a few sort of courses with [NAME]” (Carer 
Interview #7) 

“Carer support? No I don’t talk to them, only just talk to the carers who come here. So I just talk to 
them and then they tell me. Well they’re not telling me what the clients’ houses they’re going to, only 
just giving me some advice.” (Carer Interview #4) 

Some carers outlined that the aged care reforms implemented from 1 July 2015 had 
impacted their ability to access services for their family member. Many commented on the 
difficulty in accessing home care or organising local respite beds due to cancellations by the 
Commonwealth; losing access to aged day care services; having to engage extra aged care 
services; or having to move to another organisation for their services. 

“Yeah well he was booked in for, at Blacktown, you know that nursing home at Blacktown? Well, 
anyway, it was booked in and then a couple of months after, they rang me up and said, the 
Commonwealth has cancelled the bed or the money or whatever it is... so then I got onto [another 
nursing home].” (Carer Interview #9) 

“When we got our Level 4 package approved, [the organisation] doesn't provide that level of service so 
then I had to find a replacement and that's when we found [another organisation]. We put her in a 
couple of organisations but she was on the waiting list, it was [that one] who...first offered the position 
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for her... [And they] actually suggested that we go to the [respite centre], apparently there is an aged 
day care centre for people with dementia. So I put her name down and yesterday I found out that 
because she has been approved for Level 4, she is not qualified. So we were really hoping that this 
would be another option for us to consider but it's just disappointing.” (Carer Interview #6) 

Previous research suggests that CALD communities often underutilise formal mainstream 
services and prefer culturally specific services, due to poor English proficiency, cultural 
stigma, or difficulties navigating complex aged care systems (Low et al 2009; Shanley et al 
2012). In contrast, the interviews from this research project show that carers from both CALD 
and Anglo Australian backgrounds utilised a range of mainstream aged care services to 
assist them in their caring duties. Carers who were not proficient in English sought the 
assistance of family members to organise access to services. Most did not express a desire 
for culturally specific services or staff, only raising this issue when the language of the person 
with dementia impacted on their ability to communicate. This research also highlights the 
importance of carer support groups, as they empower carers with a sense of competence in 
the role; create a context where the carer feels understood and emotionally supported; and 
provide opportunities for information exchange, service usage and problem solving (Brooks, 
Ross & Beattie 2015). Carers also highlighted the negative impacts of the post-1 July 2015 
aged care reforms, which warrant further investigation in the future.   

 

7. Planning for the future  

The factors explored earlier in this section, such as treatment options, family support, cultural 
needs and expectations, and service provision, have a notable impact on the ability for 
carers to keep caring and meeting the needs of the person with dementia. During interviews, 
carers also discussed what would impact their ability to continue caring for their loved ones 
at home into the future, and what would make them consider putting their loved one into a 
residential aged care facility. 

Carers believed they would have to consider permanent care for their loved one if they felt 
they couldn’t meet their physical needs, due to their own health status or the deteriorating 
health of the person with dementia; if their safety was compromised through violence or 
aggression; or if they felt ‘it was time’. Most carers spoke of their preference to keep their 
loved ones at home for as long as possible, however many had registered the names of the 
person with dementia at local residential aged care facilities in preparation for a future move.  

“For me...why I’m thinking, because he’s just lying in bed. He is not screaming, not jumping out of the 
bed, no aggressive, just quietly in there....So that’s why I can handle it. And if he was just like doing 
other extra things or something, then no, I couldn’t handle it.” (Carer Interview #4) 

“I'm happy as long as he goes into the toilet himself, I'm happy. The rest I don't care, I can do with a 
little bit of help from the nurse. But if it reaches that stage, I cannot do.” (Carer Interview #5) 

“He's on the list down there and apparently it's a long waiting list because I'm not ready for him to go 
and I don't think he is either.” (Carer Interview #7) 

One carer who cared for someone with no English skills stated that she would try to keep the 
person with dementia at home as long as possible, firstly out of cultural and religious 
obligation but also due to the fact that she was not aware of any culturally specific aged care 
facilities that would adequately be able to meet their needs.  

“Actually that’s [important], we are Muslim first of all, and second she doesn’t know the language. I feel 
so sad and sorry for her if we put her in a nursing home...I’m trying to keep her at home as much as I 
can because I feel sorry for her, she is like my mother. And if I don’t have any other choice and it gets 



 

Page 48 of 56 
 

worse day by day, then I have to....No [I don’t know of any Dari-speaking nursing homes].” (Carer 
Interview #3) 

Research by Cultural & Indigenous Research Centre Australia (2008) and Alzheimer’s 
Australia NSW (2012) highlights the importance of planning ahead for people with dementia, 
not only for their own benefit but also for the benefit of their family carers. This study shows 
that future planning is strongly influenced by the emotional connection between the carer and 
the person with dementia. In some instances, cultural obligations and needs can have a 
notable impact on determining the timing and expectations associated with the future care 
needs of the person with dementia.     

Conclusion  

The interviews with carers and family members of people living with dementia highlight the 
long and difficult process of obtaining an official dementia diagnosis, which can be further 
delayed if the person with dementia has poor or no English proficiency. Information provided 
by medical and health professionals was inconsistent. Most carers from a CALD background 
expressed that culture and/or language had some impact on their decision making. 
Treatment options for the person with dementia varied depending on disease progression; 
age; medication side effects; and resistance to certain treatments. 

Many interviewees stated that they had little to no knowledge of dementia before they 
became a carer, but that their knowledge increased through lived experience or informal 
social networks. Analysis of the interviews highlighted that culture had some impact on the 
knowledge and perception of dementia, for example when a language does not have a word 
for the disease and it is associated with concepts such as mental illness or ‘reverting back to 
their childhood’.  

The life histories, family life, culture and language of both people with dementia and their 
families impact on the experience of both caring and being cared for. Those with dementia 
who migrated to Australia as children or from other English speaking countries often had 
fewer issues with accessing information and services when compared to those who migrated 
later in life or from non-English speaking countries. The role of culture had a notable impact 
on carers’ understandings of care arrangements, with those from a CALD background 
believing that caring for the person with dementia at home was an expression or obligation of 
their culture and/or religion. The expectations and support of extended family also had an 
impact on the level of responsibility taken by the primary carer.  

In order to maintain personhood and wellbeing, carers demonstrated a sense of solidarity 
and responsibility to the person living with dementia even as their cognitive ability declined. 
All carers spoke about the struggle to adapt to the changing symptoms and needs as the 
disease progressed. In some cases, the person with dementia was described as no longer 
responding to the world around them, however carers were keen to facilitate their personal 
autonomy or expression where it was safely possible.  

All carers interviewed spoke of the emotional and physical impact that caring for someone 
with dementia had on their own lives. Most experienced some form of social isolation, 
although family support and friendships with other carers alleviated this burden. Other 
stressors included physical health problems and stigmatisation of people with dementia in 
some interactions with medical and health professionals.  

Most carers interviewed were happy with the local aged care services they were receiving, 
although many expressed the need for more service hours or more support after business 
hours or on weekends. Most did not express a desire for culturally specific services or staff, 
only raising this issue when the language of the person with dementia impacted on their 
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ability to communicate. Many carers expressed the importance of being connected to a local 
carer support group for emotional support and information exchange. The initial impact of 
post-1 July 2015 aged care reforms on service provision were a matter of concern for carers, 
suggesting that this needs to be closely monitored into the future.  

Finally, carers discussed the factors that would impact their ability to continue caring for the 
person living with dementia in the future. Most believed they would have to consider 
permanent care for their loved one if they couldn’t meet their physical needs (due to their 
own health status or the deteriorating health of the cared); their safety was compromised 
through violence or aggression; or whether they felt ‘it was time’. Most carers spoke of their 
preference to keep their loved ones at home for as long as possible, with cultural obligations 
and needs impacting on the timing and expectations associated with the future care needs of 
the person with dementia. 
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SECTION 9: Conclusion 

In conclusion, this research shows that dementia is a major social and health issue for local 
government areas such as Blacktown LGA. The perspectives collected from local community 
and health sector workers, medical professionals, and carers and family members of people 
living with dementia highlight that the issues associated with dementia are common across 
all communities, with cultural and/or linguistic diversity adding another layer of complexity to 
the journey. 

Many community and health sector workers believed that cultural and linguistic diversity had 
a notable impact on the dementia journey. Existing dementia assessment tools may not be 
appropriate for diagnosing dementia in CALD communities, further hindered in cases where 
medical professionals have not had access to adequate dementia and/or cultural awareness 
training. There was a perception that people of CALD background have significant 
misunderstandings and stigma associated with dementia, misreading it as mental illness or 
punishment from God. Family and carer roles for people living with dementia differ from 
culture to culture, but workers believed women from CALD backgrounds were more likely to 
take on carer roles while men took on the role of decision maker. Workers also believed that 
people from CALD backgrounds face similar difficulties as Anglo-Australians when accessing 
services, but that these are exacerbated by language barriers and cultural differences. 
Cultural expectations can impact the type of service a client prefers, for example having a 
strong preference to care for older people in the home or requiring bi/multilingual workers as 
English proficiency declines. Most felt current CALD-specific or appropriate services in 
Blacktown LGA were of a good standard but there were generally not enough services or 
staff development to meet the increasing needs of the region. There was also concern that 
the aged care reforms will lead to higher fees, reduced service hours and a loss of specialist 
dementia expertise, further fuelling service gaps for people with dementia from all 
backgrounds. 

Supplementary survey information by medical professionals showed that some patients from 
a CALD background presented at a later stage of dementia, compared to Anglo-Australian 
counterparts, and often required an interpreter in their own language. Most respondents 
thought that existing assessment and diagnostic tools were culturally appropriate. Most had 
observed family involvement in care decisions, with limited preference for residential care 
arrangements. Many medical professionals were able to provide culturally and linguistically 
appropriate information on dementia to patients, although they had low levels of satisfaction 
with training and other resources they had accessed.  

Interviews with family carers of people living with dementia showed that obtaining an official 
dementia diagnosis and appropriate treatment can be a long and difficult process, often 
further delayed if the person with dementia has poor or no English proficiency. Most carers 
from a CALD background felt that culture and/or language had an impact on their decision 
making and planning for the future. Carers’ perception and knowledge of dementia was 
impacted by information provided by medical professionals as well as previous experience 
and cultural/language background. Many stated their knowledge of dementia had increased 
through lived experience or informal social networks. Interviews also revealed that life and 
migration histories, family support or conflict, and culture and language impacted on the 
caring experience. Carers often struggled to adapt to the changing symptoms and needs of 
those they cared for, further compounded by their own social isolation and physical and 
mental health problems. Most carers expressed the need for more service support, a desire 
for culturally specific staff when the language of the person with dementia declined, and the 
importance of a local carer support group for emotional support and information exchange. 
The initial impact of post-1 July 2015 aged care reforms on service provision were also a 
matter of concern. Finally, carers spoke of their preference to keep their loved ones at home 
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for as long as possible, with cultural obligations and needs impacting on the timing and 
expectations associated with the future care needs of the person with dementia. 

Given its scoping nature, this study highlights the need for further research in a number of 
areas. For community, health and medical professionals, further research is required to 
examine: attitudes, practices and training of medical professionals diagnosing dementia in 
CALD communities; traditional and alternative treatment options for people with dementia; 
communication of culturally appropriate dementia information by the medical sector to people 
living with dementia, their family carers; staff development in community care providers to 
manage dementia from a CALD perspective; and the impact of national aged care reforms 
(pre- and post- 1 July 2015) on services. Further research with carers and family members of 
people with dementia is required to better understand the impact of cultural and linguistic 
background on: stigmatisation and knowledge of dementia; personhood and maintenance of 
wellbeing for people living with dementia; the health and wellbeing of carers; decision-making 
processes and planning for the future; and the impact of national aged care reforms (pre- 
and post- 1 July 2015) on people with dementia and their family carers. Finally, an 
examination into service provision and access and its intersection with factors such as 
cultural and linguistic diversity and socio-economic status is warranted, as well as the need 
for government investment to meet the service needs of socio-economically and culturally 
diverse areas like Blacktown LGA. Overall, key decision-makers at local or higher levels 
should consider these findings during policy development and implementation to ensure the 
needs of people living with dementia, their carers and families from all cultural backgrounds 
are addressed now and in the future. 
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