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Abstract

Background: Older people from culturally and linguistically diverse groups are underrepresented in residential
aged care but overrepresented in community aged care in Australia. However, little is known about culturally and
linguistically diverse family caregivers in utilising dementia services in Australia because previous studies mainly
focused on the majority cultural group. Experiences of caregivers from culturally and linguistically diverse groups
who are eligible to utilise dementia services in Australia are needed in order to optimize the utilisation of dementia
services for these caregivers.

Methods: The aim of the study was to explore the experiences of family caregivers from Chinese, Greek, Italian and
Vietnamese groups in utilising dementia services. Gadamer's philosophical hermeneutics was used to interpret the
experiences of the participants. Focus group discussions and in-depth individual interviews were used to collect
data. Data collection was conducted over a six month period in 2011. In total, 46 family caregivers who were caring
for 39 persons with dementia participated.

Results: Four themes were revealed: (1) negotiating services for the person with dementia; (2) the impact of
acculturation on service utilisation; (3) the characteristics of satisfactory services; and (4) negative experiences in utilising
services. The present study revealed that the participation of caregivers from culturally and linguistically diverse groups
in planning and managing dementia services ranged markedly from limited participation to full participation.

Conclusions: The findings of this study suggest that caregivers from culturally and linguistically diverse groups need to

be fully prepared so they can participate in the utilisation of dementia services available to them in Australia.
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Background

Australia is one of a few developed countries in the world
that relies heavily on immigration to maintain its popula-
tion growth. Overseas-born older people comprise 35% of
the population that is aged 65 years or over and of these,
61% are immigrants from non-English-speaking countries
[1]. The prevalence of dementia in Australia is estimated
to triple from 298,000 in 2011 to 891,400 in 2050. Among
people with dementia in Australia, approximately 12.4%
do not speak English at home. In 2010, 35,549 people
with dementia were from culturally and linguistically di-
verse (CaLD) groups and this number is expected to reach
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119,582 by 2050 [2,3]. Compared to the Australian-born
group, CaLD groups used community aged care services
relatively more frequently.

The current community aged care services in Australia
are divided into low care services called community aged
care packages (CACP) and high care programs that
include the extended community aged care at home
(EACH) and extended community aged care dementia
(EACH-D) programs [3]. The EACH and EACH-D pro-
grams aim to provide frail and elderly patients who prefer
to live at home with clinical nursing care and behavioural
management from multidisciplinary teams of health
professionals [4,5]. In addition, the National Respite for
Caregivers Program (NRCP) assists the caregivers them-
selves [3]. The usage rates of CACP and EACH (including
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EACH-D) were 0.75% and 0.2% respectively in CaLD
groups in 2012, which were higher than those in the
Australian-born group described as 0.73% and 0.16% re-
spectively [3]. The CaLD groups used NRCP as fre-
quently as the Australian-born group. Despite this
frequency of use, little is known about culturally and
linguistically diverse family caregivers in utilising de-
mentia services in Australia because previous studies
mainly focused on the majority cultural group.

The current community aged care services are viewed
as agency-centred, fragmented and inflexible [4,6,7]. This
means that CaLD caregivers of people with dementia,
who often have English as a second language (or do not
speak English) and have limited health literacy, are likely
to face enormous challenges in utilising dementia services.
Indeed, several studies have revealed unmet dementia
care needs and low levels of satisfaction with service
providers in CaLD groups [8-10]. Evidence of this is
found in the failure to provide early interventions or
treatment to people with dementia or associated disor-
ders, cultural clashes between caregivers and health
professionals, and prejudicial attitudes and discrimin-
ation towards people with dementia from CaLD groups
and their caregivers [11-13].

Ethno-specific aged care services, defined as a “Service
category based on ethnic, linguistic or religious commu-
nity providing a service to its own members” [14], are
highly regarded by CalD caregivers. However, this cat-
egory of services differ markedly in terms of the range of
available services, as some only have very minimal care
services whilst others have a wider range of community
aged care packages [12,15]. This is problematic given that
caregivers who depend on bilingual care coordinators to
use dementia services rely on the network of the care co-
ordinators and their ability to facilitate cross-organisation
collaboration in service delivery.

One key factor affecting the use of and satisfaction
with dementia services of caregivers is the level of care-
giver’s acculturation in the host culture [10,13,16]. Ac-
culturation influences the social networks of caregivers
and thus also shapes their ability to access information
and resources in dementia care [17,18]. Berry [17] de-
scribes four levels of acculturation namely: assimilation,
integration, isolation, and marginalization. Migrants can
achieve assimilation if they give up their culture and
adapt completely to the host culture. Most migrants are
able to achieve integration, where they adopt their host
culture whilst maintaining their own cultural values. How-
ever, migrants can become isolated if they are unable to
interact with people from the majority culture and instead
socialise with people from their own culture. Migrants
are viewed as being marginalised if they have little
contact with people from the majority culture or their
own culture.
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Communication barriers are also viewed as a major
factor that inhibits CaLD caregivers to access, plan and
manage dementia services to meet the care recipients’
and their own care needs [13,19]. However, most of the
studies on this issue only explored this issue from the
perspective of the service providers [12,13,20]. How
the caregivers interact with care staff and whether they
are able to comprehend the dementia care information
are not clear. Communication barriers are further com-
pounded by a lack of social networks for immigrants in a
host country. To provide CalLD caregivers with the neces-
sary social and emotional support, it is essential that social
networks are established for them [18,21]. It should be
noted that the NRCP provides caregivers with some social
support; however, there are few studies that examine
the experiences of CaLD caregivers with NRCP.

Another factor that shapes the use of dementia ser-
vices by CalLD caregivers is the level of health literacy.
Studies identified that the low health literacy of some CalLD
family caregivers and a lack of ability to manage care
tasks contributed significantly to the burden, depression,
and lower quality of life for these caregivers [22,23]. Studies
also trialled that dementia education programs for care-
givers showed improved dementia care knowledge and a
better ability to cope with care challenges [7,24,25]. In
addition, well-designed caregiver interventions can also
empower them to select and manage dementia services
to meet the care recipients’ and their own quality of
life needs [22]. The engagement of CaLD caregivers in
dementia education programs and their satisfaction with
the programs remains largely unknown because most
studies in English-speaking countries exclude participants
who are unable to speak English.

This study was undertaken to better understand the
problems faced by CalD caregivers in Australia and
their utilisation of dementia services. Selected caregivers
from Chinese, Greek, Italian and Vietnamese communi-
ties who cared for people with dementia were asked about
their experiences when they utilised dementia services.
These communities are representative of the Southern
European and Asian cultures, and the immigration pat-
terns in Australia [9,26].

Aim

The aim of the study was to explore the experiences
of family caregivers from Chinese, Greek, Italian and
Vietnamese groups in utilising dementia services in
Australia.

Methods

Design

Gadamer's philosophical hermeneutics was used to in-
terpret the experiences of the participants. Gadamer
believed that a human action or experience is similar
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to a “text” and the investigator must interpret this text
[27]. The meanings derived from the interpretation of
the text are a fusion of what the “actor” says and what
it means to the interpreter in a socio-historical context.
This philosophical tradition acknowledges that the in-
terpreter has a prior understanding of the particular
phenomenon under study and that the socio-historical
context influences the interpretive processes.

Setting
The study was conducted in community settings in a
metropolitan city of Australia.

Participants

A purposive sample of family caregivers was selected
from four cultural groups, namely, Chinese, Greek, Italian,
and Vietnamese. The selection criteria in the study in-
cluded: (1) family caregivers who had at least one year of
experience in caring for a person with dementia; (2) who
had daily contact with the care recipient; and (3) resided
in the same or a separate household in close proximity.

Data collection and analysis

The major data collection methods were focus group dis-
cussions and face-to-face in-depth interviews with partici-
pants. Through group interactions, focus groups can
generate a group synergy that is rarely generated in
individual-based interviews [28]. However, individual-
based interviews were also used if caregivers chose this
type of participation or if they were unable to attend a
scheduled focus group.

Data collection was conducted over a six month period
in 2011. The focus group discussions or interviews were
guided by a semi-structured discussion guide that asked
questions of the participants in regard to the research
aim. The guide was translated into four languages and
printed out for the participants who were unable to
speak English well or could not speak English at all. Five
focus groups were conducted, each of which had two
researchers with one acting as a facilitator and the
other as the observer. The observer took notes on the
group dynamics, which helped to provide the researchers
with memory prompts during the analysis phase. To assist
the participants who could not speak English, inter-
preters were used in the focus group discussions and
interviews. The focus group discussions were conducted
in the meeting rooms of community centres where the
caregivers usually attended carer support group activities.
The interviews were conducted in the homes of the
participants. The focus group discussions were 120 to
150 minutes long, while the interviews lasted from 60
to 90 minutes. The focus group discussions and interviews
were audio-recorded and transcribed verbatim for the
data analysis.
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A thematic analysis using the six phases recommended
by Braun and Clarke [29] was undertaken. The first
author undertook the initial data analysis and circu-
lated the findings to the rest of the research team for
cross-checking and discussion in scheduled meetings.
During the preliminary analysis, each transcript was read
for the descriptions were highlighted in the transcripts
of the participants that were significant in terms of ser-
vice utilisation. These highlighted descriptions were then
coded manually. Once the coding was completed, the
codes in the focus group discussions and interviews
were compared to reduce the number of codes through
clustering. The final codes were grouped and summarised
based on their meaning into themes. The researchers
then reviewed, discussed, and further refined the themes
for the final research report based on the emphasis of
importance and relevance according to the participants.

Study rigor was achieved by clarifying issues with the
participants at the end of the focus group discussions or
interviews, and by using sufficient excerpts from the
participants to support the findings. Rigor was further
enhanced by using interpreters, and by cross-checking
the findings within the research team.

Ethical considerations

The Social & Behavioural Research Ethics Committee of
Flinders University approved the study (project No. 5008).
Participants were contacted by letters that requested their
voluntary participation in either a focus group discussion
or an interview. Various community organisations were
asked to help distribute the letters to potential partici-
pants. The letter enclosed a “participant information sheet”,
a list of “semi-structured questions for focus group dis-
cussion and interview”, and a “participant’s response slip”.
Participants who met the selection criteria and were will-
ing to participate in a focus group discussion or an inter-
view were asked to provide their contact details on the
“participants response slip” and return it via a pre-paid,
pre-addressed envelope. A researcher then contacted the
participant by phone to arrange a time and venue for
their participation in either a focus group discussion or
interview. For those who chose to be interviewed, a re-
searcher negotiated the interview time and venue with
the participant. Caregivers in the study were adults over
18 years older and had capacity to give informed con-
sent. The anonymity and confidentiality were discussed
with participants and written informed consents were
obtained from those caregivers prior to the focus groups
or interviews.

Results

In total, 46 family caregivers participated in the project.
Of these, 39 and 7 were primary and secondary family
caregivers respectively. These caregivers cared for 39 people
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with dementia in total. Tables 1 and 2 contain sum-
maries of the demographic information of the persons
with dementia and their caregivers.

Analysis of the focus group discussions and interviews
revealed four major themes regarding the experiences
of the family caregivers in utilising community dementia
services. These themes were: 1) negotiating services for
the person with dementia; 2) the impact of acculturation
on using the services; 3) the characteristics of satisfactory
services; and 4) negative experiences in utilising services.
The cross-cultural comparisons of the data revealed a
number of similarities and also differences between the
four CaLD groups within these themes.

Negotiating services for the person with dementia
Although the participants were willing to care for their
relatives, they also embraced the services that relieved
them from burdensome care activities or substituted
them when they were not available for the care recipients.
However, they had expectations that services would be
flexible to meet their schedules and were also culturally
appropriate. Such expectations made the negotiation of
services unique for the CaLD caregivers. The skills de-
scribed by caregivers in negotiating services included
planning, communication and the searching of services.
An Italian daughter caregiver noted that she had to have
good planning and negotiate skilfully with the service
provider to substitute her caregiver role, as she stated in
the following:

I work full time. I have to get up early in the morning.
There are mornings where she doesn’t want to get up.
Luckily, this morning she actually got up quite early,
which was a saving grace. I have to shower her. I get
her dressed. I have to take her to the toilet because
sometimes she gets disoriented getting to the toilet.
I get 15 hours home care all up for a whole week
and I divide that up how I want it [ltalian 3].

This daughter caregiver was a second generation member
of an Australian Italian family and the community care or-
ganisation she relied on had well-established ethno-specific
dementia services. Therefore, her negotiation with the
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services to suit the care needs of her mother and her
timetable worked most of the time.

An interview with a Vietnamese daughter caregiver
who belonged to the first generation of an Australian
Vietnamese family and was unable to speak English well
stated her ability to negotiate services was affected by
her capacity to access information on available dementia
services and her limited English proficiency. The mother
of the caregiver had been diagnosed with dementia
15 years earlier and was in the advanced stage of demen-
tia. However, the caregiver only used the low care package
(CACP) via two service providers. The caregiver was not
aware of available services for her when she needed them,
as she stated in the following excerpt:

The XX [A service provider] helps me [by providing
day care] two days a week ... and the Domiciliary
Care helps me one day a week. . . I don’t know what
else to suggest and I feel they help me too much
already. ... I was admitted to a hospital to undergo
surgery for bowel cancer and I did not know whom I
should contact to help me care for mum. A social
worker through the hospital arranged respite care in a
nursing home for mum [Vietnamese 1].

This case suggests that service providers need to pro-
vide timely interventions in cases of care crises if the
CalD caregiver is unable to plan, negotiate and manage
dementia care services independently. This study identi-
fied that newly established ethno-specific service pro-
viders could only offer very minimal services for the
same cultural group compared with well-established ethno-
specific service providers (see Table 3). In addition, care-
givers with limited English may encounter great difficulties
in comprehending the complex nature of community aged
care services available. Therefore, it is crucial to prepare
caregivers to gain better understanding through education
and information sessions that are culturally and linguistic-
ally congruent for them and their circumstances.

An interview with a Chinese caregiver who was born
overseas, but was educated in Australia revealed that her
application for dementia services for her mother was
affected by a lack of information and support at the

Table 1 Demographic information of the person with dementia (n =39)

Items Chinese Greek Italian Vietnamese
No. of persons with dementia 10 10 14 5

Male 1 7 4 1

Female 9 3 10 4

Age (range) 77.5 (72-90) 79.2 (75-86) 80.3 (75-94) 834 (78-89)
Years in Australia (range) 17.2 (6-27) 554 (51-63) 533 (28-61) 19.6 (17-26)
Years of dementia (range) 54 (2-8) 7.3 (2-10) 78 (3-11) 8.8 (6-16)
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Table 2 Demographic information of family caregivers (n = 46)

Items Chinese Greek Italian Vietnamese
No. of caregivers (second caregiver) 13 (3) 10 17 (3) 6 (1)

Male 2 2 4 2

Female 1 8 13

Spouses 1 9 4 0

Children 10 1 13 5
Grandchildren 1 0 0 1

Siblings 1

Age (range) 483 (35-85) 778 (52-83) 58.2 (47-84) 50.5 (18-58)
Born in Australia 0 1 12 0
Immigrated to Australia 13 9 5 6

Years in Australia for immigrants 19.3 (8-32) 51.2 (40-63) 53.2 (49-61) 6 (2-32)
Duration in years of a carer role (range) 5-11) 7 (3-10) 78 3-11) 7.1 (2-17)
Bilingual and bicultural knowledge 2 1 12 1

Cannot speak English well 11 9 5 5

Attended dementia care course 0 9 14 0

Did not attended dementia care course 13 1 3 6

Caregivers who lived in the same house 13 9 13 6

Did not live in the same house 0 1 4 0

Codes used in the excerpts Chinese 1-13 Greek 1-10 [talian 1-17 Vietnamese 1-6

clinic of a general practitioner when her mother was
first diagnosed as she stated below:

I took her to the doctor and they basically tested her
out — did a scan and then they said that yep she has
dementia and it’s not going to get any better. . . . the
doctors didn’t tell us anything about dementia care. I
didn’t realise there were any services that were directly
related to dementia. I learned about dementia care
and found the day care service for mum through
internet searches [Chinese 11].

Table 3 Ethno-specific care services available for the
four groups

Items Chinese Greek Italian Vietnamese

v v Vv

Care support groups
Dementia care education

Day Care

Respite Care at Home

Respite Care in nursing homes
CACP'

EACH?

EACH-D? X Vv Vv X

'Community aged care package *Extended aged care at home *Extended
aged care at home dementia.

X X X X <2 X <
BN S -
<L L 2L 2 =2
X o< X X < X

Due to a lack of social networks and knowledge about
healthcare services and the language barriers in the host
country, the caregivers from CaLD backgrounds in our
study relied on health professionals who provided the
dementia diagnosis to gain information about dementia
services and to refer them to the relevant service providers.

The impact of acculturation on service use

In this study, most of the adult child caregivers in the
Italian, Greek and Chinese groups showed an accultur-
ation level of “integration”. By contrast, most of the
spouse caregivers in all four CaLD groups and most of
the adult child caregivers in the Vietnamese group dem-
onstrated an acculturation level of “isolation”. An Italian
adult child caregiver who was born in Australia described
how she was able to explore services for her father by
using her social network and bilingual language skills in
the following excerpt:

The ones that I don’t use are the ones that don’t have
ethno-specific paths. You want elderly people to be
independent and in control of their own lives but the
non-ethno-specific services make people dependent.
People from a CaLD background don’t know how to
navigate those services unless they've got children like
me or people who know how to navigate. Elderly
people don’t know how to navigate unless their English
is fairly proficient [Italian 12].
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Adult child caregivers who had been integrated into
the host country demonstrated an ability to search for
information about services and to negotiate with service
providers, as a Greek caregiver stated below:

I am very aware of my parents’ culture. I organized
services for them, talked to the care coordinator to
make sure that the care staff understand my parents’
needs and also [to] make sure my parents are happy
with these services [Greek 6].

The participants were also capable of monitoring the
quality of care services and acting as an advocate on be-
half of their parents, as one Italian caregiver stated:

I contacted the care coordinators when my mother had
a fall in respite care. I believe the poor communication
skills with clients among the staff contributed to the
fall and I told the care coordinator that the staff there
needed to improve their performance [Italian 7].

The caregivers revealed they sometimes differed from
other family members in terms of their level of accultur-
ation and social expectations regarding the care of rela-
tives with dementia, as demonstrated in the following
Chinese caregiver’s statement:

Although our culture expects that the first son will
take care of the elderly parents, my older brother never
did that for my parents. He and my other brothers
only visit my parents occasionally. My mother lives
with me. She cannot speak English and does not like to
interact with strangers. They [the brothers] thought it
was government’s responsibility to care for Mum. 1
couldn’t get help from them [Chinese 12].

Caregivers who mainly engaged with their own cul-
tural groups and had limited contact with the majority
culture relied on the CaLD community to provide infor-
mation about dementia care. Dementia service utilisa-
tion for some participants relied on care coordinators, as
a Greek caregiver explained:

When my husband showed memory loss, the care
coordinator helped me to organise an appointment
with a GP and to apply for care services. I have been
in the care support group since his diagnosis of
dementia. I have also received support from the care
coordinator to apply for nursing home care recently
after hospitalization for a fall [Greek 2].

Caregivers who were involved in well-established ethno-
specific aged care organisations reported being able to
gain timely support. However, newer immigrants who
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were cared for by community care organisations with
very minimal services and a small number of bilingual
staff may not be as well supported. A Chinese caregiver
in her 80s who had multiple chronic conditions and
was unable to speak English revealed those issues in the
following:

They [the care coordinators] have done excellent
work by providing respite care for my husband here
and having me in the care support group. However,
I am too old to care for my husband at home and
need other care services. My children found
services from other organisations for my husband
[Chinese 5].

Lower levels of acculturation also affected the ability
of the caregiver to engage in quality improvement of ser-
vices, as stated by caregivers. One participant emphasised
the filial piety of the Chinese culture, and another’s needs
were not being met as the following excerpts highlight:

If the care staff forget to do something, I can always do
it myself. You cannot complain considering that really,
the care of an elderly parent is a family responsibility
in my country [Chinese 2].

I stopped sending my father to the day care. I was told
that he was a trouble-maker there. I have to keep him
at home, even though he loves to interact with others
[Vietnamese 3].

Thus, the different attitudes towards service providers,
which were influenced by the level of acculturation, could
affect the implementation and evaluation of dementia
services in older and newly established CaLD communi-
ties. This indicates that not all members of Australian
society will be able to obtain high quality dementia ser-
vices unless the caregivers have been adequately prepared
and informed, the service provider options have been im-
proved, and independent evaluators have been employed
to monitor the quality of care.

The Characteristics of satisfactory services

The caregivers’ satisfaction with services was shaped by
their expectations for culturally and linguistically congruent
caregiver support. Under these expectations, the character-
istics of satisfactory services described by the caregivers
were: (1) supporting caregivers to develop ability to cope
with daily care challenges; (2) providing timely inter-
ventions in cases of care crises; and (3) relieving the
psychological-emotional burden of caregivers by provid-
ing caregiver support groups.
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All caregivers in the study were eager to obtain de-
mentia care knowledge and skills. The majority of care-
givers in the Italian and Greek groups had attended
dementia care courses that were translated into Italian
and Greek through ethno-specific service providers. How-
ever, none of the Chinese or Vietnamese caregivers had
attended similar dementia sessions as such courses were
not available in their native tongue (see Tables 2 and 3).
Focus group discussions about what dementia was and
how to manage this chronic condition at home clearly
identified the disparity between the groups in terms of
their knowledge about dementia. This was exemplified by
the statements of a Chinese caregiver who did not attend
a dementia education program and an Italian caregiver
who did attend a program:

Mum developed signs of forgetfulness and strange
behaviours such as putting the electronic kettle on
the stove to make the water boil. We blamed her
and thought these strange behaviours were related
to her older age. I contacted the GP when we
thought she had gone mad when she accused her
close friend of stealing her books and DVDs
[Chinese 1].

Dementia could be the loved one repeating things,
saying the same things over and over again. I would
tell him a hundred times and then. I would feel really
bad. After I attended the Alzheimer’s program for
caregivers, I was starting telling Dad, “do what you
like Dad, I don’t care”. I try not to get angry, rather,
now I try to show Dad that I am caring for him and 1
speak without demeaning him. It’s about ensuring that
he’s safe [Italian 3].

Even if they had attended a dementia education pro-
gram, the caregivers found that the single program session
that they attended when the care recipients were diag-
nosed with dementia did not provide them with enough
knowledge or confidence to cope with the challenges
they faced during their long caregiving journey. One
way to obtain this knowledge and help was to call demen-
tia service helplines. These resources were only accessed
by those who knew about them and who were fluent in
English, as an Italian caregiver described in the following:

I've also used a lot of Alzheimer Australia services.
For example, I rang them up when she [the mother of
the caregiver] started developing aggressive
behaviours. Staff from the DBMAS [Dementia
Behavioural Management Advisory Service] made
several home visits to assess her when she was very
aggressive. I was taught that her behaviour was
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caused by unmet needs and how to identify and meet
her needs [Italian 4].

Some caregivers reported their ethno-specific service
provider had appointed a bilingual care coordinator for
the caregiver support group in the NRCP who made
regular home visits to assess the needs of the caregivers.
The care coordinator also functioned as a resource
person who helped the caregivers use the services they
needed. An example was an older Greek caregiver who
was unable to speak English. Her husband had been
discharged recently from hospital after prostate sur-
gery. She described how she approached the care co-
ordinator for help, as follows:

He was very resistant about taking medications,
going to the toilet, washing and dressing. He was
very angry each time when I tried to nurse him. He
even tried to choke me by holding my neck. I felt
hopeless and rang Des [the care coordinator]. She
helped me to apply for new services that I have not
used before, for example, behavioural management,
nursing care for the wound, catheter, and continence
services [Greek 1].

The timely crisis intervention of the bilingual care
coordinator helped the transition to home care after
hospitalization and was crucial in preventing a premature
admission to residential aged care. This study showed that
the majority of people with dementia had co-morbidities
(see Table 1) and often had acute episodes of falls, urinary
tract infections, chest infections, acute delirium, and be-
havioural changes. However, many caregivers had not
engaged in culturally and logistically appropriate care-
giver support groups and had no contact with a bilingual
care coordinator. Instead, they had to cope with the care
crises on their own, as one Chinese caregiver stated in the
following excerpt:

One time mum got sick and she couldn’t walk. She
had a fever and she was sitting in the dining room
chair and she couldn’t get up at all. So she had to sit
there all day and I couldn’t lift her up to get her to her
room. I had to wait until my husband came home to
help me lift her to the toilet and to her room so she
could lie down. That’s when I realised that I could not
handle this [Chinese 11].

The mother of this caregiver was soon admitted to a
nursing home, even though the daughter was willing to
care for her at home. Thus, because of the lack of timely
support and interventions from service providers when
they were needed, this caregiver did not use the EACH
package to try to keep her mother at home longer.
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Caregivers were attracted to care services if they
were culturally and linguistically congruent, as a Chinese
caregiver stated:

In the day care, they organised something that mum

and dad used to love, namely, watching 1960s-1970s

kind of movies. Yeah, they would love things like that
and music and sometimes they have karaoke as well

[Chinese 8].

Carer support groups played a key role in sharing
information about different services. However, the use-
fulness of the information for the caregivers depended
on the efforts of the bilingual coordinator to facilitate
the care support group sessions, as a Greek caregiver
explained:

George is incontinent and I did not know about free
pads until the coordinator invited a past caregiver,
Maria, to share her experience of caring for her
mother. She told us about how to find information
regarding free pads [Greek 4].

Most carer support groups were run by volunteers or
the caregivers themselves, and the activities mainly fo-
cused on social and cultural activities such as cooking
and sharing meals, and enjoying music and poetry. Al-
though these sessions were also welcomed by the care-
givers, the dementia care abilities of the caregivers were
limited in this context of support. Formal education and
information sessions were identified as being necessary
to improve their caregiving skills.

Negative experiences in utilising services

This study identified that the negative experiences of the
caregivers when they utilised dementia services contrib-
uted to the irregular or short-term use of services, or
complete withdrawal from needed services. The negative
experiences described by CalD caregivers were associ-
ated with cultural and linguistic factors. For example, An
Italian caregiver attributed medication errors her mother
experienced during respite care in a nursing home to in-
adequate intercultural communication that staff showed
when caring for her mother who spoke little to no English.
She had decided not to use the respite care again, as
she explained:

I was on holiday and she was in there [a nursing home]
for 2 weeks. They gave her someone else’s medication. So
I wasn'’t impressed and so that’s why I get a bit
paranoid about sending her into respite. ...it's upsetting
that such a mistake is made. The doctor said “That
could be why she’s deteriorated so quickly, because she
was given the wrong medication” [Italian 2.
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Another Italian caregiver also shared her concern about
intercultural communication in the healthcare system.
She had not used respite care in a nursing home for her
mother, even though she was entitled to apply for it:

My mother was admitted to a hospital. She had a fall
as she did not know how to use the call bell or ask for
help. I do not feel comfortable putting her in respite
care in a nursing home. I have given up my holidays
in order to care for her [Italian 8].

One Chinese caregiver was concerned about the
loneliness her mother experienced in respite care in a
nursing home because of the lack of culturally and linguis-
tically appropriate care activities and social interactions.

She felt very isolated and had no one to talk to. It is
better to keep her at home if there is no suitable place
for her [Chinese 8].

The analysis also identified the negative experiences of
the caregivers could come from the use of ethno-specific
dementia services. For example, one Vietnamese care-
giver was told not to send her father to the day care
centre after he developed aggressive behavioural prob-
lems. She did not receive a referral from the service pro-
vider to a service that would help her to manage the
behaviours. Therefore, she did not utilise any commu-
nity care services and instead worked alone to care for
her father at home:

I have to force him to take a bath. I have to remind
him 2 to 3 days in advance and he gets angry. He
challenges me when I need to give him a bath or his
medication, and even a glass of water. He gets upset
with me. Once he hit me when I went to give him his
medication [Vietnamese 3].

Caregivers also expressed dissatisfaction with inflexible
services that did not meet the care needs of people with
dementia and their caregivers even when using ethno-
specific services.

During the day, she [the mother of the caregiver]| can
look after dad. We have a problem in the evening. He's
got what is called Sun-downers Syndrome, where he
becomes very agitated. ...He goes in and out of the
home. ...I requested services in the evening, but was
told that no evening services were available for dad
[talian 2].

The underdevelopment of ethno-specific services in
new immigrant groups, understaffing and lack of re-
sources in these service providers might have contributed
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to the situations caregivers described. Supporting mech-
anisms, resource development and regulations could
be strengthened when considering the establishment
of ethno-specific dementia services appropriate to the
needs of clients.

The negative experiences that these caregivers had
when they utilised dementia services suggested that the
service providers could be better prepared to meet the
needs of CaLD groups. To facilitate the use of dementia
services, it is also important to prepare caregivers to be-
come informed participants who understand dementia,
their rights and dementia service choices and flexibility.

Discussion

This qualitative research revealed how caregivers interacted
with service providers and their satisfaction and dissat-
isfaction with dementia services. There are very few
studies that have performed similar in-depth analyses
of CaLD caregivers’ perspectives of dementia services.
Moreover, the few studies on this subject have tended
to regard various CaLD groups as a uniform group. This
may be inappropriate as it overlooks the diverse nature
of different CaLD groups in terms of important factors
such as their acculturation level and readiness to par-
ticipate in planning and control of dementia services.
Viewing various CaLD groups as a uniform group may
also lead to inappropriate stereotyping that will prevent
care service providers from understanding the needs of
their clients [30].

In this study, the caregivers from the Vietnamese and
Chinese groups generally praised the dementia services
that they had received even though they may not have
accessed the services they actually needed. Therefore,
findings from this study suggest that caregivers need to
be well-prepared as informed consumers in order to ac-
cess or participate fully in the use and evaluation of care
services, as has also been found in other studies [7,23].
Given the diverse nature of the different CaLD groups
and the disparities of ethno-specific dementia services
among the CaLD groups, future studies on the effective-
ness of dementia services in Australian immigrant groups
would be invaluable in planning of dementia care services.

The caregivers differed in their abilities to plan, negoti-
ate and manage dementia services. The participants who
could find the services through their social networks
and information sources were generally also able to ne-
gotiate with service providers regarding the types of
services needed and how they should be delivered. Such
caregivers may only need information support while
the more consumer-directed dementia care programs
are being established in Australia [6,7]. The consumer-
directed approach is likely to be suitable for caregivers
who belong to the second generation of Italian and
Greek families as this study revealed these caregivers
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had achieved assimilation to the Australian culture.
They also possessed social networks and the ability to
access information, unlike the Chinese and Vietnamese
caregivers.

By contrast, the spouse caregivers in all four CaLD
groups and the first generation of adult child caregivers
in the Chinese and Vietnamese groups relied to some
degree on care coordinators when utilising dementia ser-
vices. This was because of the caregivers’ limited English
and health literacy. In such cases, it may be advisable to
allocate a service advisor who is also bilingual and not
associated with the service providers to work with the
caregivers in a one-on-one supportive manner. This ap-
proach would obviate the potential conflicts of interest
between the consumer and the service provider that were
identified in our study (see the section of “Negative expe-
riences in utilising services”). In this study when conflicts
of interest arose, the service providers were in a dominant
position to decide on the solutions. The CaLD caregivers
who had limited English and resources to cope with de-
mentia caregiving were in a vulnerable position to nego-
tiate services. Therefore, the use of a bilingual service
advisor may better support this group of caregivers to
negotiate services to meet the care recipient and care-
givers’ needs.

It was also found that culturally and linguistically con-
gruent dementia courses were not equally distributed be-
tween each CaLD group evidenced by the factor that none
of Chinese and Vietnamese caregivers had attended any
dementia education sessions. The lower level of partici-
pation of CalLD groups in planning, negotiating and
managing dementia services may be a result of a lack of
knowledge about dementia care and the range of dementia
services. This study supports findings from other studies
that family caregivers were usually underprepared for
their role and that their education needs were largely
overlooked by the health care system [31,32].

The dependence on care coordinators that some family
caregivers exhibited when using dementia services may be
caused by their limited health literacy. Most of the spouse
caregivers in the Italian and Greek groups had a low level
of literacy in their first language. These findings are
consistent with previous studies in Australia that showed
primary family caregivers were usually female, spouses of
the cared-for person, had a lower level of educational
qualifications, had lower incomes and were often aged
65 or over [2]. Similarly, studies in the United States of
America and other countries found that approximately
30% of adults had limited health literacy that hampered
their ability to access, comprehend health care informa-
tion and to act as informed consumers when using care
services and in managing chronic disease [23,33].

The CalD caregivers may not be able to actively par-
ticipate in utilising and monitoring dementia services
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unless they are well-prepared as informed consumers,
know the service options, and can plan and manage
dementia services based on updated knowledge of de-
mentia care [7,15,23]. Given that caring for people with
dementia is a long-term care journey and that CaLD care-
givers differ in terms of literacy and learning needs, care-
giver education should be individualised with regular
updating of dementia knowledge, rather than being lim-
ited to single program sessions shortly after the diagno-
sis of dementia.

It should be noted that CaLD caregivers in this study
generally come from a collectivist cultural background
that values group achievements over individual ones, and
family members in these cultures are often willing to make
sacrifices in caring for the person with dementia [13,17].
Consequently, in CaLD groups family caregiving for
people with dementia is typically shared by a variety of
family members, whereas people with dementia in Anglo-
Australian families are normally cared for by a spouse
[2,12]. Collectivist cultures have shown some advantages
in relieving dementia care burden via a shared care based
on kinship [34,35]. However, such advantages cannot be
overestimated if the immigrant family does not have
kinship resources and an extended family in the adopted
country. In addition, collectivist cultures are associated
with unique family dynamics due to shared responsibil-
ity of care in the family and some of these dynamics,
such as filial piety can place an additional burden on
family caregivers [13,19]. If the family takes a collectivist
caregiving approach, the whole family could be prepared
as a unit so that all members can participate in demen-
tia care and receive relevant and appropriate dementia
education.

The current community aged care system in Australia
is perceived as being complex and fragmented. This
system requires caregivers to navigate and negotiate with
different service providers [4,6,12]. The community aged
care reform or the new community aged care system
commenced in 2012 is trying to address these issues by
simplifying low and high care in the form of “Home
Care” packages and a “Behaviour Supplement” and by
proposing the “Gateway” (a single entry point for accessing
information) [6,15]. The new system is based on a
consumer-directed dementia care model [7]. Although
this model is viewed as giving more power and autonomy
to consumers to plan and control dementia services, it
may not be suitable for some CaLD groups who have
very limited options to gain culturally and linguistically
congruent dementia services due to the underdevelop-
ment of ethno-specific aged care services in these groups.
Experiences of CaLD caregivers in the new system will
need to be examined in order to make the new model
being implemented more attuned to the CaLD groups
and their ethnic and language needs.
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This study had several limitations. First, the partici-
pants were selected via CaLD community organisations.
Thus, it remains possible that CaLD caregivers who do
not use dementia services or who have no contact with
CalLD community organisations may have different per-
spectives on dementia services. Second, the study did
not include caregivers from the mainstream culture in
the study. Therefore, the study is unable to distinguish
whether the issues identified in this study are specific to
CalD caregivers or common to all caregivers of people
with dementia. Further comparative studies between the
CaLD caregivers and the mainstream cultural group are
needed to examine these issues. Third, CaLD groups
vary markedly within and across groups and/or in dif-
ferent social contexts. Thus, the findings of this study
cannot be generalised, although the findings do identify
similarities and also differences between the cultural
groups may be transferable or applicable to other cul-
tural groups not included in the study.

Conclusions
This study reveals the experiences of CaLD caregivers
in utilising dementia services and their satisfaction with
these services. These experiences were strongly influenced
by their ability to negotiate services, their language, ethni-
city and acculturation levels. The caregivers’ judgment of
dementia services was also influenced by their experiences
and by limitations in their knowledge about dementia
and the dementia services that were available. Some-
times, this led caregivers to have a high regard for service
providers, even though these providers did not meet their
care needs according to the participants themselves and
Australian standards. The second generation of Italian
and Greek adult child caregivers demonstrated inde-
pendence in planning and managing dementia services,
whereas the spouse caregivers in all groups and the first
generation of Chinese and Vietnamese caregivers were
somewhat dependent on care coordinators when utilising
available services. Ethno-specific dementia services were
not equally distributed in the CaLD groups in the study.
Furthermore, the lack of intercultural understanding in
dementia care and barriers in intercultural communica-
tion suggested that the newer immigrant groups found it
more difficult to use or know about dementia services.
The present findings have several implications regard-
ing the improvement of CalD caregivers’ utilisation of
dementia services. First, CaLD caregivers need to be fully
informed of dementia services, dementia itself, their rights
and their obligations in planning, utilising and managing
the dementia services. This information needs to be given
in a manner that is culturally and linguistically relevant
to the caregivers. Second, the support mechanisms that
help CaLD caregivers to make informed decisions need
to be individualised, flexible and tailored to their needs.
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The findings indicate that CaLD caregivers are at different
levels in terms of readiness in accessing, planning and
managing dementia services. One-on-one sessions with a
service advisor are ideal for those caregivers whose health
literacy is limited and who are unable to communicate in
English. Third, the evaluation of dementia services needs
to involve different stakeholders, including independent
evaluators. In addition, the evaluation of CaLD caregivers’
satisfaction with services needs be obtained in a culturally
and linguistically congruent manner.

Abbreviations

CaLD: Culturally and linguistically diverse; DBMAS: Dementia behavioural
management advisory service; EACH: Extended community aged care at
home; EACH-D: Extended community aged care dementia; NRCP: National
respite for caregivers program.

Competing interests
The authors declare that they have no competing interests.

Authors’ contributions

LDX designed the research, developed study conception, collected, analysed
and interpreted data, and developed the manuscript. ADB co-designed this
research, developed study conception, collected, analysed and interpreted
data, and made significant changes to the manuscript. LH and HK helped in
the recruitment, data collection, data analysis and critiqued the manuscript.
All authors read and approved the final manuscript.

Acknowledgements

We thank the participants in the interviews/focus groups. Our thanks also to
these organisations who supported this study: Alzheimer Association SA,
Chinese Welfare Services SA Inc, Greek Orthodox Community Care of SA Inc.
Helping Hand Aged Care Inc, Italian Benevolent Foundation SA Inc. Uniting
Care Wesley, Vietnamese Community in Australia SA Inc. and Western Linkages.
We acknowledge the funding that supported this study was provided by a
Faculty of Health Sciences Seeding Grant from Flinders University.

Author details
"Flinders University, GPO Box 2100, Adelaide 5001, Australia. Alzheimer’s
Australia South Australia, 27 Conyngham Street, Glenside, SA 5065, Australia.

Received: 18 August 2013 Accepted: 21 October 2013
Published: 22 October 2013

References

1. Australian Bureau of Statistics: Australian Social Trends 2007. Canberra:
Australian Bureau of Statistics; 2007.

2. Access Economics: Making choices. Access Economics Pty limited:
Canberra; 2000.

3. Australian Institute of Health and Welfare: Aged care packages in the
community 2010-11: A statistical overview. Canberra: AIHW Australian
Institute of Health and Welfare; 2012.

4. Brodaty H, Cumming A: Dementia services in Australia. Int J Geriatr
Psychiatry 2010, 25(9):887-895.

5. Brodaty H, Donkin M: Family caregivers of people with dementia.
Dialogues Clin Neurosci 2009, 11(2):217-228.

6. Department of Health and Ageing: Living longer. Living better. Canberra:
Department of Health and Ageing; 2012.

7. Tilly J, Rees G: Consumer-directed care. Canberra: Alzheimer's Australia; 2007.

8. Hunt KA, Gaba A, Lavizzo-Mourey R: Racial and ethnic disparities and
perceptions of health care: Does health plan type matter? Health Serv Res
2005, 40(2):551-576.

9. Rao DV, Warburton J, Bartlett H: Health and social needs of older
Australians from culturally and linguistically diverse backgrounds: issues
and implications. Australas J Ageing 2006, 25(4):174-179.

10.  Sayegh P, Knight BG: Cross-cultural differences in dementia: the
Sociocultural Health Belief Model. Int Psychogeriatr 2013, 25(4):517-530.

20.
21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

32.

33.

34.

35.

Page 11 of 11

Alzheimers' Australia: Timely diagnosis of dementia: Can we do better?
Canberra: Alzheimer's Australia; 2011.

Boughtwood D, Shanley C, Adams J, Santalucia Y, Kyriazopoulos H, Pond D,
Rowland J: Culturally and linguistically diverse (CALD) families dealing
with dementia: an examination of the experiences and perceptions of
multicultural community link workers. J Cross Cult Gerontol 2011,
26(4):365-377.

Yeo G: Ethnicity and the dementias. Routedge: Hoboken; 2006.

Department of Health and Ageing: National ageing and aged care strategy
for people from culturally and linguistically diverse (CALD) backgrounds.
Canberra: Department of Health and Ageing; 2012.

Department of Health and Ageing: Consumer directed care evaluation.
Canberra: Department of Health and Ageing; 2012.

Mukadam N, Cooper C, Livingston G: A systematic review of ethnicity and
pathways to care in dementia. Int J Geriatr Psychiatry 2011, 26(1):12-20.
Berry JW: Conceptual approaches to acculturation. In Acculturation:
Advances in theory, measurement and applied research. Edited by Chun KM,
Organista PB, Marin G. Washington, DC: American Psychological Press;
2003:17-37.

Bernosky de Flores C: A conceptual framework for the study of social
capital in new destination immigrant communities. J Transcult Nurs 2010,
21(3):205-211.

Boise L: Ethnicity and the expereinces of dementia. In Excellence in
dementia care. Edited by Down M, Bowers B. New York: Open University
Press; 2008:52-69.

Productivity Commission: Caring for older Australians. Canberra; 2011.
Neufeld A, Harrison MJ, Stewart MJ, Hughes KD, Spitzer D: Immigrant
women: making connections to community resources for support in
family caregiving. Qual Health Res 2002, 12(6):751-768.
Gallagher-Thompson D, Tzuang YM, Au A, Brodaty H, Charlesworth G,
Gupta R, Lee SE, Losada A, Shyu Y-I: International perspectives on
nonpharmacological best practices for dementia family caregivers:

a review. Clin Gerontol 2012, 35(4):316-355.

US Department of Health Services: Improving health literacy in older adults.
US Department of Health Services; 2009.

Gallagher-Thompson D, Wang P-C, Liu W, Cheung V, Peng R, China D,
Thompson LW: Effectiveness of a psychoeducational skill training DVD
program to reduce stress in Chinese American dementia caregivers:
results of a preliminary study. Aging Ment Health 2010, 14(3):263-273.
Kurz A, Wagenpfeil S, Hallauer J, Schneider-Schelte H, Jansen S, Grp AS:
Evaluation of a brief educational program for dementia carers: the
AENEAS study. Int J Geriatr Psychiatry 2010, 25(8):861-869.

Hugo G, Luszcz M, Carson E, Hinsliff J, Edwards P, Barton CA, King P: State of
ageing in South Australia. Department for Families and Communities:
Adelaide; 2009.

Gadamer HG: Truth and method. New York: The Crossroad Publishing
Corporation; 1989.

Bloor M, Frankland J, Thomas M, Robson K: Focus groups in social research.
London: SAGE Publications; 2001.

Braun V, Clarke V: Using thematic analysis in psychology. Qual Res Psychol
2006, 3(2):77-101.

Department of Health and Ageing: National ageing and aged care strategy.
Canberra: Australian Government Department of Health and Ageing; 2012.
Bookman A, Harrington M: Family caregivers: a shadow workforce in the
geriatric health care system? J Health Polit Policy Law 2007, 32(6):1005-1041.
Mastel-Smith B, Stanley-Hermanns M: It's like we're grasping at anything.
Qual Health Res 2012, 22(7):1007-1015.

Lee S-YD, Tsai T-I, Tsai Y-W, Kuo KN: Health literacy, health status, and
healthcare utilization of taiwanese adults: results from a national survey.
BMC Public Health 2010, 10(614):1-8.

Chan S: Family caregiving in dementia: the Asian perspective of a global
problem. Dement Geriatr Cogn Disord 2010, 30(6):469-478.

World Health Organization: Dementia: a public health priority. Geneva: World
Health Organization; 2012.

doi:10.1186/1472-6963-13-427

Cite this article as: Xiao et al: The experiences of culturally and
linguistically diverse family caregivers in utilising dementia services in
Australia. BMC Health Services Research 2013 13:427.




	Abstract
	Background
	Methods
	Results
	Conclusions

	Background
	Aim

	Methods
	Design
	Setting
	Participants
	Data collection and analysis
	Ethical considerations

	Results
	Negotiating services for the person with dementia
	The impact of acculturation on service use
	The Characteristics of satisfactory services
	Negative experiences in utilising services

	Discussion
	Conclusions
	Abbreviations
	Competing interests
	Authors’ contributions
	Acknowledgements
	Author details
	References

