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Abstract

Dementia incidence rates are rapidly increasing among culturally and linguistically diverse (CALD) Australians, and there is very
little local research to inform practice. In response, a qualitative study employing focus group methods was undertaken with
carers from 4 CALD communities—Arabic-speaking, Chinese-speaking, Italian-speaking and, Spanish-speaking. The study exam-
ined the experiences and perceptions of these family carers with regard to their caregiving for a person living with dementia
(PLWD). Analysis revealed that while considerable similarities exist across the experiences and perceptions of carers from all
4 CALD communities, there were nevertheless some important distinctions across the different groups. These study findings
have significant implications for those working with CALD communities.
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Introduction
A Focus Upon Anglo-Australian Carers in Past Literature

People living with dementia are frequently cared for by family
members.! The physical, psychological, financial, and rela-
tional impact of family caregiving for dementia has been
explored in many studies.>* Nevertheless, the majority of car-
egiving research in Australia has focused on Anglo-Australian
families. This research suggests that carers experience signifi-
cant levels of stress, partly due to difficulties communicating
with health professionals and accessing support services.*”
Although Anglo-Australian carers are involved in visits and
care planning with doctors,* they have also been found to be
concerned about their ability to cope with caregiving, the beha-
vioral and personality changes of the person living with demen-
tia (PLWD), and the necessary modifications to their own daily
routines in order to accommodate the PLWD.®

Culturally and Linguistically Diverse Communities and
Caregiving: Drawing Upon North American Literature

The predominant focus upon majority culture in caregiving
literature in Australia is to some extent also reflected in other
Western countries such as the United Kingdom and United
States.” Nevertheless, cultural diversity has more recently
emerged as a focus of dementia caregiving research especially
in North America with work examining African American,

Chinese, and Hispanic/Latino communities.® Research with
African American carers reveals that the respect accorded to
elders often means families provide care and numerous rela-
tives are involved in caregiving.’ Other findings from this
study suggest African Americans have negative experiences
with formal health services and use religion as a source of
support.”!'® Research rebutting these findings claims that the
experiences African American carers cannot be isolated from
other structural and financial difficulties in their lives.''
While African American carers struggle to access services,
after gaining access, they report positive experiences with
service providers.

Past literature has identified important aspects of Chinese-
speaking families which impact upon family caregiving for the
PLWD. One is the stigma associated with dementia,'? and
another is the centrality of filial piety, whereby children have
a duty to care for their elderly parents.'® As a result of these
2 features, Chinese-speaking families have been found to more
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often provide home-based care for relatives, as opposed to using
formal services.'*!> The concept of familism (familismo in
Spanish), referring to a prioritization of family needs over individ-
ual needs,'® has been identified in research with Hispanic/Latino
carers. Familism is seen as informing the decision of many
Spanish-speaking families to provide home-based care.!”!®

Studies have also identified acculturation as impacting upon
the decision making of Chinese-speaking and Spanish-
speaking families about caregiving, particularly with regard
to residential care.”'> In 1 study, adult children carers ex-
pressed concern that the next generation may not provide the
same level of care when needed as previously provided to the
elderly individuals in their culture.'®

Although some US research may be applicable to the
Australian context, there are differences between the systems
and the communities in the 2 countries and caution should be
employed in making comparisons (Barker, 2010, personal
communication). For example, aside from the fact that
Australia has a public health service (albeit not comprehensive)
whereas US healthcare is largely unavailable without private
insurance, the close proximity between the United States and the
country of origin of US-based Spanish speakers may make it eas-
ier to provide family-based care in the United States, irrespective
of cultural values. Furthermore, Spanish is the second language
in the United States, which has a large Spanish-speaking
community,”® whereas the number of Spanish speakers in
Australia is significantly smaller.

Selected Culturally and Linguistically Diverse
communities in Australia: A Brief Context

The study presented here examines the experiences and percep-
tions of family carers from 4 culturally and linguistically
diverse (CALD) communities—Arabic-speaking, Chinese-
speaking, Italian-speaking, and Spanish-speaking.

Arabic migration to Australia began in 1903 and Arab
migrants were predominately Lebanese until the 1960s. The
Lebanese remain the largest group of Arabic-speaking migrants
in Australia, but people have also more recently come from
Egypt, Iraq, Jordan, Palestine, and the Arab Peninsula.>' There
have been multiple waves of Chinese migration to Australia.*?
A significant number of Chinese migrants arrived in the 1970s
and 1980s and many sponsored family members after obtaining
residency.”? Italians are 1 of the oldest CALD communities in
Australia. Italian migration began in the 1800s and large num-
bers came between World War I and I1.>* Spanish-speaking
people in Australia come from a range of countries, with large
numbers from Chile, Argentina, and Uruguay.”* There are dif-
ferences in the migration circumstances of various Spanish
speakers. In the 1960s, Spaniards came under a skilled worker
scheme, while in the 1970s Spanish speakers were mostly from
South America and often escaping military regimes.*>*

Australian investigations into family caregiving practices
suggest that older Chinese, Italian, and Arabic people expect
their children to care for them and that the Arabic and Italian
elderly individuals often believe they will die at home.?

Australian Spanish-speaking communities also place impor-
tance on family-based care, although some people are aware
that this is difficult for children juggling other commitments.**

Given the paucity of Australian research examining
family caregiving within CALD communities,?’ the potential
difficulties of drawing upon international literature and the
rapid ageing of CALD populations in Australia,”® there is a
pressing need to provide a local evidence base to inform prac-
tice in this area.?” The aim of this study is to provide the first
examination of the experiences and perceptions of family
carers of the PLWD from 4 Australian CALD communities.
This investigation provides a basis for understanding the roles
and needs of family carers for a PLWD across and between
individual CALD communities.

Methods
Design

This article is part of a larger qualitative study examining
family caregiving for dementia in CALD communities in
Australia. Following a modified grounded theory approach, the
study employed focus group methods and in-depth interviews
to examine the experiences and perceptions of a number of
stakeholders regarding CALD family caregiving. Interviews
were conducted with multicultural workers, bilingual general
practitioners, and geriatricians while family carers participated
in focus group discussions. This article focuses specifically
upon the experiences and perceptions of the CALD family
carers and draws exclusively upon the focus group data collec-
tion with these participants.

The project received ethics approval from the University of
Queensland Human Research Ethics Committee and the
Sydney South Western Area Health Service (Western Zone)
Human Research Ethics Committee.

Focus groups were considered an appropriate methodology
for this investigation, given that they provide an opportunity
for a group discussion of a topic and highlight contrasting and
shared views among group participants.”’ Moreover, focus
groups, like qualitative methods more generally, are also con-
sidered well suited to exploring topics about which little is
known—the experiences and perceptions of CALD family
carers for the PLWD being 1 such topic.

Sample

The selection of the 4 language communities for examination
in this study—Arabic-speakers, Chinese-speakers, Italian-
speakers, and Spanish-speakers—was based upon their being
the most prevalent CALD groups in the local area and their
distinction from each other in terms of language, migration
history, and acculturation. Acknowledging the diversity among
these language communities, participants were recruited on
the basis of language spoken.

Family carers were included in the study if they had an
immediate or extended family member with dementia who they
cared for within the last 12 months (for 1 month or more). The
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PLWD had to meet 2 criteria: to be diagnosed with dementia
and speak (or prefer to speak) a language other than English
at home. There was no differentiation between the types of
dementia. No information was collected on the PLWD, partici-
pants simply indicated whether the PLWD met the above cri-
teria. More than 1 member of a family was allowed to
participate in focus groups and all language communities had
groups with more than 1 family member present. Participants
were excluded if they or their family member who was a
PLWD did not meet the relevant criteria discussed above.

A total of 16 focus groups were conducted (4 per commu-
nity). A total of 121 family carers (19 Arabic, 37 Chinese,
40 Italian, and 25 Spanish speaking) participated in the focus
groups, with an average of 8 participants per group. Data
collection was terminated in line with thematic saturation—the
point at which no new significant issues arise from subsequent
fieldwork. The youngest carer was 17 years and the oldest
was 90 years; 88 were female and 33 were men. In all, 25 were
spouses, 93 were adult children (or the spouse of the PLWD
adult child), and 3 grandchildren of the PLWD.

Procedures

Bilingual fieldworkers were central to the study. One fieldwor-
ker per community was employed. The fieldworkers were
responsible for recruitment and facilitation (moderation) of
focus groups. In addition, fieldworkers also promoted the
project (both verbally and in writing) to community organiza-
tions and groups, ethno-specific health/welfare services, and
places of worship. Each fieldworker, in close consultation with
the research team, was responsible for developing recruitment
flyers and study announcements in the community language.
Fieldworkers also consulted with interpreting staff to ensure
the accuracy of translations and word choice.

In selecting the fieldworkers, priority was placed on choos-
ing individuals who were involved with their communities in a
health, welfare, or educative role and, if at all possible, had
research experience. The fieldworkers all had undergraduate
degrees in social science or related areas and were trained by
experienced members of the research team in duties and skills
necessary to facilitate the focus groups. In addition, a member
of the research team was also present (with an interpreter) at all
focus groups. This provided an opportunity to maintain
ongoing training and support and ensure the quality of the field-
workers’ tasks throughout the research process.

A set number of questions were provided to loosely help
guide the focus group discussions. However, it was emphasized
to fieldworkers that discussions should be predominantly
inductive and flexible, as consistent with a grounded theory
approach. The initial questions focused upon a number of
areas/issues including community understandings of dementia
and dementia-related information; pathways to obtaining a
diagnosis; aged care services, and support for family carers.
Each fieldworker translated the questions for their community.

Following approvals from the relevant ethics committees,
the written information about the study and consent forms were

professionally translated into each of the 4 languages by the
Health Language Services (Translation Service). The Health
Language service employs people accredited by the Australian
National Accreditation Authority for Translators and Inter-
preters (NAATI).>® In translating a document, an accredited
translator translates the text and then forwards the translation
and the English version to another accredited translator to
check for omissions or mistranslations (Health Language
Service, 2011, personal communication). Documentation asso-
ciated with the research was provided in both English and the
appropriate community language.

As well as the bilingual fieldworkers, 4 NAATI accredited
translators were also employed on the research project and
attended the focus groups. Their role was to produce, in
English, a transcript of the focus group discussion for data
analysis. The reason data were analyzed in English was one
of the necessities, as only 1 researcher was bilingual in 1 com-
munity language. Steps were taken to ensure concepts were not
lost in translation such as interpreting staff adding notations to
help explain the significance of cultural idioms.

All focus group participants were provided with taxi vou-
chers for their travel to and from the focus group sessions.
Department store vouchers ($50) were also provided as an
incentive for participation. Fieldworkers explained the study
and consent process to all participants prior to conducting the
focus group and including explanation of the aims of the
research, how information and data were stored and later
used. All participants signed consent forms, either in their
own language or in English. The focus group discussions
were conducted mainly in the community languages, digitally
recorded, and lasted between 1 to 2 hours and 3/4 hours in
duration.

Data Analysis

All fieldwork digital recordings were transcribed to word file
and thematic analyses were undertaken without the aid of a
qualitative analysis computer package. The thematic analysis
followed some core tenets of the framework approach as dev-
eloped by Pope et al*! such as familiarization, indexing, chart-
ing, and mapping/interpreting the data. Themes were initially
developed by 1 researcher and checked by 2 other members
of the research team in line with researcher triangulation. The
explanations and merits of any competing interpretations of the
data within the research team were then discussed until a con-
sensus was established.

Data were initially analyzed and coded separately for each
language group. Data were then combined and broad themes
across language groups coded. A number of subthemes within
these broad themes were then identified. Transcripts were
coded according to themes.

Results

Four themes emerged from the analysis. These are outlined in
Table 1 and discussed in more detail below.



Boughtwood et al

293

Table 1. Findings applicable to specific Cultural Group

Carers Duties

Physical Emotional Assistance Seeing Advocacy in
Care Care Doctors Hospital
Arabic 4 v v
Chinese v v v
Italian Vv v v v
Spanish v V4 v V4
speaking
Family-Related Issues
Different Levels of
Gender Involvement in Family
Matters Families Conflicts
Arabic v
Chinese v
Italian \/ \/ \/
Spanish v v v
speaking
Emotional and Personal Concerns
Deterioration
Griefand No Time  Worry About in Carers’
Loss for Self the Future Health
Arabic V4 v 4 v
Chinese v v v v
Italian v v v
Spanish v V4 V4 V4
speaking

Dementia-Related Concerns

Behavior Confusing Family Safety
of a PLWD Members Issues
Arabic v v
Chinese v
Italian v v v
Spanish speaking v v v

Carers Roles

Physical care of the PLWD. Family carers from all CALD
backgrounds reported assisting their relatives with activities
of daily living including bathing, dressing, and eating. In
describing the assistance provided to the PLWD, a theme of
simultaneous commitment and strain emerged in carers
discussions

We got married when we were 20 years old .... So, I will do
everything for her without complaining. I should look after her
and serve her .... She is big and fat, I can’t lift her up. What
I usually do is pull over all of the chairs we have. Then I gently
put her onto the shortest chair, and from there, put her onto a
higher chair, and then the highest chair to help get her up.

My back becomes extremely sore after all that (Chinese family
carer, husband)

Many carers performed physical care duties unquestioningly,
despite the physical strain it placed on them. The carers
described being attentive to the various needs of the PLWD and
some mentioned managing aspects of the illness that were
outside their knowledge and/or role, including reducing medi-
cation or advocating for the PLWD to be on different medi-
cations. Both Arabic-speaking and Italian-speaking carers
described how they often had to orientate to the PLWD as a
child, and Chinese-speaking and Arabic-speaking carers sug-
gested they had a cultural tradition whereby the older person
“becomes like a child again.” One Chinese carer suggested it
would be helpful if more community members also understood
dementia in this way rather than in the highly negative terms
experienced.

Family members from both genders and with various rela-
tionships to the PLWD were involved in the provision of care.
Some participants acknowledged the duties they performed as
different from cultural and/or gender expectations. A grand-
child of a PLWD explained

He did go to the toilet in the bed and I didn’t know what to do
the first time, I rang my dad at like 2 in the morning ... and he
said ... “well clean it” ... “well, I don’t wanna clean it”
... 'm Italian ... my mum still leaves my clothes on the bed
in the morning ... how am I supposed to clean an 80 year old
man’s you know ... I did and then I went outside and spewed
my guts out

Emotional support for the PLWD. Family carers explained
how attending to the emotional and social needs of the
PLWD was as important as responding to their physical
needs. A number of the Arabic-speaking and Spanish-
speaking carers mentioned constant endeavors to keep the
PLWD happy

I say to her “this dementia is not working well for you” and
I kind of make it a joke for her to have a laugh (Spanish-
speaking family carer, daughter)

Arabic-speaking carers discussed the need to communicate
respectfully to the PLWD and emphasized the importance of
not leaving the PLWD alone for their safety and emotional
well-being. Arabic-speaking participants suggested that pray-
ing for the PLWD, both with them and alone, helped

when I used to see her repeating a lot without making sense
I would grab her hand and pray for her ... she would feel
better, emotionally (Arabic family carer, daughter)

Chinese carers explained the importance of treating the PLWD
with kindness as this was seen as impacting their overall
condition. However, in an attempt to stop the PLWD deterior-
ating further, several Chinese carers explained how the PLWD
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needed to be corrected when perceived to be behaving
inappropriately.

Assisting the PLWD to visit doctors. Family carers from all
4 CALD communities were involved in assisting the PLWD
to visit and consult with doctors, by offering a transport option,
interpreting for them, or advocating on their behalf or a combi-
nation of all 3.

I always took Mama to the doctor and I translated, she was
happy with what the doctor said (Italian family carer, daughter).

When the doctor did not speak the language of the PLWD,
some carers interpreted the discussion between the doctors and
the PLWD (and sometimes also for other family members).
Family carers also explained how they often followed up after
initial medical appointments in terms of arranging subsequent
appointments with specialists, completing prescriptions and
phoning services as necessary.

Advocating for appropriate treatment in hospitals. Family carers
from Italian-speaking and Spanish-speaking backgrounds
suggested that hospital staff were often unable or unwilling
to accommodate the language and cultural needs of the PLWD

The problem in hospital is that, as his English is gone, the
nurses the doctors do not understand him, then if he needs to
go to the toilet there is nobody (Spanish-speaking family carer,
wife)

The carers’ perceptions of hospitals as unable to cater to the
needs of the PLWD often led to carers strategically devoting
significant periods of time to supporting the PLWD in the
hospital setting. In some cases, hospital staff requested families
stay to help translate and understand the patient’s needs. In
other cases, this request was made by the PLWD who was
scared to be left alone in hospital.

Family Issues
Gender Matters in Caregiving

Some of the Italian-speaking and Spanish-speaking carers
explained care provision in their families as drawn along gen-
der lines. This was not often questioned and carers did not
reflect on the consequences or implications for themselves or
others. Female carers defined themselves as responsible for
specific tasks such as bathing their mother-in-law which was
seen as an inappropriate task for male family members to per-
form owing to cultural norms. Female carers also noted that
female children seemed more willing to assist older family
members than sons

My boys ... they stand back but my daughter, when I left her
tonight she was feeding her grandfather (Italian family carer,
daughter)

Fitting with this perception, male family carers noted that in
doing particular tasks they were transgressing what would
normally be expected of them. However, some male carers,
mainly spouses, mentioned they were doing new tasks as a
result of responding to their partners’ dementia

I’ve cooked for the last six months, I’ve never been able to fry
an egg, but I’ve learnt to (Italian family carer, husband)

Different Levels of Involvement in Families

Family carers indicated that, due to various factors, some
family members were more involved in the care of the PLWD
than others. Sometimes this was due to a preference on behalf
of the PLWD. In the Chinese community, such preference was
usually for the spouse of the PLWD

I can only look after him for two or three hours because after
that, my father starts to look for my mother. He would ask
me where my mother has gone to and say that he wants her
back. He is used to my mother (Chinese family carer, son)

It was common, particularly in the Arabic-speaking commu-
nity, for a number of family members to be providing rela-
tively equal amounts of care for the PLWD. In contrast,
while Italian-speaking and Spanish-speaking carers received
help from extended family, there tended to be 1 or 2 pri-
mary family carers (in the case of a husband and wife).
With the exception of the Chinese-speaking participants,
carers from all communities explained how having many
people involved in caregiving introduced a range of opi-
nions and perspectives and how this could often lead to dif-
ficulties when making decisions about care.

Family Conflicts

Indeed, on a broader level, many family carers described how
decision making around care for the PLWD sometimes led to
family arguments. There were 2 main scenarios outlined by the
respondents as causing conflict; the first was that some rela-
tives refused to be involved. In most of these cases adult chil-
dren family carers resented their siblings not getting involved
in their parent’s care (attributed by the participants as an inabil-
ity or refusal to understand dementia and its impact on other
family members). In addition, a few Italian spousal carers
stated they would like more support from their own children.

They work, on the weekend do sport. All well, they have differ-
ent lifestyles (Italian carer, husband).

A second scenario of conflict outlined by adult children
carers only related to difficulties between them and their
spouse due to the demands involved in caring for the
PLWD. Carers explained that sometimes they had to dedi-
cate extensive periods of their time at their parents’ home
and/or that they were often too exhausted from caring to
properly engage with or support their partners at other
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times. A number of carers explained how their own mar-
riage had suffered and in some cases broken down directly
due to what they perceived as the strains and demands of
the caregiving role.

Emotional and Personal Concerns
Grief and Loss for the PLWD

Family carers from all communities expressed much grief
about the PLWD condition and one specifically challenging
issue experienced was the knowledge that despite the time and
effort devoted to caregiving, they could not “cure” the PLWD.
Carers also struggled with not being recognized by the PLWD,
with what they perceived to be the PLWD’s loss of dignity and
with the ongoing changes as a result of dementia.

Lack of Time for Self

A significant number of Arabic, Chinese, and Italian spouse
and children carers described their lack of time to focus on
other aspects of their lives, including personal and professional.
In recounting their experiences, carers struggled with mixed
emotions pertaining to their love for the PLWD, their “role”
as family members, their cultural obligations, and the strain
they experienced as carers. Some carers noted that even when
they were alone the PLWD remained the focus of their
thoughts. Several carers claimed methods of relaxation sug-
gested by service providers and friends such as beauty treat-
ments or massage were either too expensive or did not
provide any satisfactory stress relief.

Worry About the Future

Study participants from all communities except Arabic-
speaking carers expressed concern about the progression of
dementia, both in terms of the condition of the PLWD and the
level of assistance they as carers would need to provide. Spou-
sal carers worried what would happen if they were to die before
the PLWD

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

Deterioration in the Health of the Carer

Carers from all language communities were concerned about
their health and many attributed their health problems to care-
giving. Carers’ health problems were both physical and men-
tal—some had recently been diagnosed or believed they had
depression. A significant number of carers suggested they had
become accustomed to coping with multiple problems, like
other family issues and financial difficulties, but that dementia
was a particularly stressful and constant burden which contin-
ued to affect them greatly.

Dementia-Related Concerns

Behavior of the PLWD. Notwithstanding the negative
associations with dementia in some CALD communities,
Chinese-speaking, Italian-speaking, and Spanish-speaking
carers all reported the behaviors of the PLWD as quite antiso-
cial and as having the effect of isolating the PLWD along with
other family from wider society. Carers using home care were
embarrassed when the PLWD was rude to service providers,
including accusations of stealing.

Family carers outlined an ongoing struggle to understand
and accept the changed relationship with the PLWD. Carers
explained that although prior to the diagnosis the relationship
had been close and loving, it was now described as prone to
volatility, disruption, and conflict.

Safety issues. Many participants expressed great concern
about the safety of the PLWD in their home. Carers of all
backgrounds except those who were Chinese speaking recalled
troubling incidents where the PLWD had left the stove or tap
on or had burned or cut themselves accidentally without realiz-
ing. As aresult, carers talked of the considerable emotional and
physical burden of attempting to provide constant presence and
support to the PLWD.

Discussion and Conclusions

The aim of the study was to explore CALD carers’ experiences
and perceptions regarding caregiving and being a carer for a
PLWD. Analysis has revealed that while considerable similari-
ties exist across the experiences and perceptions of carers from
all 4 CALD communities, there were nevertheless some impor-
tant distinctions across the different groups. All communities
were heavily involved in the care for the PLWD. However,
Arabic-speaking and Chinese-speaking carers did not take an
advocacy role in hospitals as described by the Italian-speaking
and Spanish-speaking carers. Arabic-speaking and Chinese-
speaking carers also reported less conflict with other family
members about caregiving decisions than Italian-speaking and
Spanish-speaking carers. Gender was not described as impacting
care decisions in these latter CALD communities to the extent that
it was by the Italian-speaking and Spanish-speaking carers
participating in the study. Arabic-speaking carers expressed much
emotion and grief about the condition of the PLWD, worry about
the future, and the impact of caring on themselves. However,
Arabic-speaking carers were also less concerned about
dementia-related behaviors than the other 3 groups. Unlike carers
from the other CALD communities, Chinese-speaking carers did
not report worrying about the safety of the PLWD.

In discussing these findings, it should be emphasized that
while some cultural groups did not mention certain issues, this
does not necessarily indicate that these are not prevalent issues
for their communities. For example, Arabic-speaking and
Chinese-speaking carers may not have discussed gender as
impacting caregiving, but this may have been due to an uncri-
tical acceptance that family members of a certain gender pro-
vide care.
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There are some similarities between the current findings and
North American research with regard to Chinese-speaking and
Spanish-speaking carers. Cultural piety and familism were iden-
tified as having an impact on families’ decision making about
caring in the current study. Comparisons can also be made with
Anglo-Australian carers. Like Anglo carers, CALD families
struggle with managing changes in the PLWD and worry about
being unable to cope with the demands of dementia caregiving.
The CALD carers in our study reported stress, as have Anglo
caregivers.* However, it is noted by Janevic and Connell® that
caregiving-related stress is not always similar across cultures,
so caution is required in comparing these findings.

The research reported in this article has implications
for practice and education. If CALD communities prefer to pro-
vide care at home, programs should be developed that enable
carers to do so safely, in terms of mobilizing the PLWD as well
supporting for carers themselves. Although Anglo carers are
involved in visits and care planning with doctors,* CALD
carers appear to adopt a more substantial role in helping the
PLWD with doctors’ appointments. Certain tasks, such as hav-
ing to interpret doctor-patient or doctor-relative communica-
tion are likely to add to carers’ stress. There are also the
difficulties and ethics associated with using family members
as interpreters. Clinicians dealing with family carers from
CALD communities need to reflect on these issues and con-
sider the ways in which they could possibly support such carers
in the medical encounter. Clinicians also need to be prepared
for the possibility of the involvement of multiple family mem-
bers in caregiving decision making—a situation sometimes
accompanied by conflict and emotion.*?

One limitation of the study is that Anglo-Australians were
not included, which would enable more direct comparisons
between CALD and non-CALD family carers. Future research
should also consider investigating the experiences and percep-
tions of other populations, such as CALD communities not
included in this study. Another limitation of our study is the
focus upon just 1 stakeholder group—family carers—within
the wider family structure. It would be beneficial for further
research to examine how the carers’ experiences and percep-
tions, especially with reference to family disagreements and
difficulties around decision making, compare and contrast with
the perspective of other family members.

In conclusion, it appears from this qualitative study that the
CALD carers from the Arabic-speaking, Italian-speaking,
Chinese-speaking, and Spanish-speaking communities in
Australia experience the physical and emotional work of care-
giving as closely intertwined with cultural issues. In order to
provide sensitive, supportive care, it is imperative that clini-
cians and other health professionals be aware of the specific
cultural context of such caregiving and the barriers and chal-
lenges experienced by those providing care for a PLWD in such
CALD communities.

Declaration of Conflicting Interests

The authors declared no potential conflicts of interest with respect
to the research, authorship, and/or publication of this article.

Funding

The authors disclosed receipt of the following financial support for the
research, authorship, and/or publication of this article: This work was
funded by a grant from the National Health and Medical Research
Council Dementia Grants Program Round Two.

References

1. Betts Adams K. The transition to caregiving: the experience of
family members embarking on the dementia caregiving career.
J Gerontol Soc. Work. 2006;47(3/4):3-29.

2. Aguglia E, Onor ML, Trevisiol M, Negro C, Saina M, Maso E.
Stress in the caregivers of Alzheimer’s patients: an experimental
investigation. Am J Alzheimer’s Dis Other Demen. 2004;19(4):
248-252.

3. Vellone E, Sansoni J, Cohen MZ. The experience of Italians car-
ing for family members with Alzheimer’s disease. J Nurs Sch.
2002;34(4):323-329.

4. Bruce DG, Patterson A. Barriers to community support for the
dementia carer: a qualitative study. International Journal of Ger-
iatric Psychiatry. 2000;15(5):451-457.

5. Bruce DG, Paley GA, Underwood PJ, Roberts D, Steed D.
Communication problems between dementia carers and general
practitioners: effect on access to community support services.
Med J Aust. 2002;177(4):186-188.

4. Hinton L, Franz CF, Yeo G, Levkoff SE. Conceptions of dementia
in a multiethnic sample of family caregivers. J Am Geriatr Soc.
2005;53(8):1405-1410.

5. Neary S, Mahoney DF. Dementia caregiving: the experiences
of Hispanic/Latino caregivers. J Transcult Nurs. 2005;16(2):163-170.

6. Draper B. Dealing with Dementia. Australia: Allen and Unwin;
2004.

7. Farran CJ, Paun O, Elliot MH. Spirituality in multicultural care-
givers of persons with dementia. Dementia. 2003;2(3):353-377.

8. Janevic MR, Connell CM. Racial, Ethnic, and cultural differences
in the dementia caregiving experience: recent findings. Gerontol-
ogist. 2001;41(3):334-347.

9. Mahoney DF, Cloutterbuck J, Neary S, Zhan L. African American,
Chinese, and Latino family caregivers’ impressions of the onset
and diagnosis of dementia: cross-cultural similarities and differ-
ences. Gerontologist. 2005;45(6):783-792.

10. Vickrey BG, Strickland TL, Fitten LJ, Rodriguez Adams G,
Ortiz F, Hays RD. Ethnic Variations in dementia caregiving
experiences: insights from focus groups. Journal of Human Beha-
vior in the Social Environment. 2007;15(2/3):233-249.

11. Fox K, Hinton L, Levkoff S. Take up the caregivers burden: stor-
ies of care for urban African American elders with Dementia. Cult
Med Psychiatry. 1999;23:501-529.

12. Liu D, Hinton L, Tran C, Hinton D, Barker JC. Reexamining the
relationships among dementia, stigma, and aging in immigrant
chinese and vietnamese family caregivers. J Cross Cult Gerontol.
2008;23(3):283-299.

13. McBride MR, Morioka-Douglas N, Yeo G. Aging and Health:
Asian and Pacific Islander American Elders. Palo Alto, CA:
Stanford Geriatric Education Centre; 1996.

14. Dilworth-Anderson P, Gibson BE. The cultural influence of
values, norms, meanings and perceptions in understanding



Boughtwood et al

297

15.

16.

17.

19.

20.

21.

22.

dementia in ethnic minorities. Alzheimer Dis Assoc Disord. 2002;
16(Suppl 2):56-63.

Wang PC, Gallagher-Thompson D. Resolution of intergenerational
conflict in a Chinese female dementia caregiver: a case study using
cognitive behavioral methods. Clin Gerontol. 2005;28(3):91-94.
Villa ML, Cuellar J, Gamel N, Yeo G. Aging and Health: Hispanic
American Elders. Palo Alto, CA: Stanford Geriatric Education
Centre; 1993.

Borrayo EA, Goldwaser G, Vacha-Haase T, Hepburn KW. An
inquiry into Latino caregivers’ experience caring for older adults
with Alzheimer’s disease and related dementias. Journal of
Applied Gerontology. 2007;26(5):486-505.

. Los Angeles County Department of Public Health. Alzheimer’s

Disease: An Emerging Public Health Concern. Los Angeles,
CA: Office of Health Assessment and Epidemiology; 2008.

Ho B, Friedland J, Rappolt S, Noh S. Caregiving for relatives
with Alzheimer’s disease: feelings of Chinese-Canadian women.
Journal of Ageing Studies. 2003;17(3):301-321.
Reynoso-Vallejo H. Support group for Latino caregivers of
dementia elders: cultural humility and cultural competence.
Ageing Int. 2009;34:67-78.

Batrouney T. From White Australia’ to Multiculturalism: citizen-
ship and identity. Partl, Introduction: 37-62. Hage G, ed. Arab
Australians  Today: Citizenship and Belonging. Australia:
Melbourne University Press; 2002.

Jones P. Chinese-Australian Journeys. Records on Travel, Migra-
tion and Settlement, 1860-1975. Canberra: National Archives of
Australia; 2005.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

Berisic M, Nesvadba N. Perceptions of Dementia in Ethnic
Communities. Melbourne: Alzheimers Australia; 2008.
Aizpurna RL. Through the Women's Eyes: Latin American
Women’s Experience of Immigration to Australia [dissertation].
Melbourne: Victoria University; 2008.

Garcia 1. Operacion Canguro. The Spanish Migration Scheme,
1958-1963. Sydney: Spanish Heritage Foundation; 2002.

Legge I, Westbrook M. Intergenerational help giving and receiv-
ing: attitudes of six Australian communities. Aust J Ageing.
1993;12(3):14-20.

Low LF, Draper B, Cheng A, et al. Future research on dementia
relating to culturally and linguistically diverse communities. Aust
J Ageing. 2009;28(3):144-1448.

Access Economics. Dementia Prevalence And Incidence Among
Australians Who do not Speak English at Home. Australia:
Alzheimers Australia; 2006.

Morgan DL. Focus Groups as Qualitative Research. London:
SAGE; 1998.

The National Accreditation Authority for Translators and Inter-
preters. Accessed 26/04/11, from www.naati.com.au

Pope C, Ziebland S, Mays N. Qualitative research in health care.
Analyzing qualitative data. British Medical Journal. 2002;
320(7227):114-116.

Gallagher-Thompson D. The family as the unit of assessment and
treatment in work with ethnically diverse older adults with
dementia. In: Yeo G, Gallagher-Thompson D, eds. Ethnicity and
the Dementias. USA: Routledge; 2006:119-124.




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.3
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 266
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 200
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.00000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages false
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 266
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 200
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.00000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages false
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 900
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 600
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.00000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (U.S. Web Coated \050SWOP\051 v2)
  /PDFXOutputConditionIdentifier (CGATS TR 001)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /Description <<
    /ENU <>
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (sRGB IEC61966-2.1)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /ClipComplexRegions true
        /ConvertStrokesToOutlines false
        /ConvertTextToOutlines false
        /GradientResolution 300
        /LineArtTextResolution 1200
        /PresetName ([High Resolution])
        /PresetSelector /HighResolution
        /RasterVectorBalance 1
      >>
      /FormElements true
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 9
      /MarksWeight 0.125000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
  /SyntheticBoldness 1.000000
>> setdistillerparams
<<
  /HWResolution [288 288]
  /PageSize [612.000 792.000]
>> setpagedevice


