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Abstract

Background:Current literature indicates low uptake of advance care planning (ACP) among the Chinese-speaking community
in Australia. To increase the uptake of ACP among the Chinese-speaking community, a better understanding of their attitudes
and perceptions on end-of-life (EOL) matters, and ACP is required.Objective: This study aimed to identify significant events
and social and cultural factors that influence participants’ values and characterize the attitudes and perceptions towards ACP
among older Chinese-speaking Australians. Methods: A qualitative study explored participants’ experiences through semi-
structured one-to-one interviews. The interviews were conducted in Mandarin, Cantonese or English, then translated and
transcribed into English. The transcripts were coded and analysed thematically. Results: Twenty participants were recruited
(14 female, six male). Participants typically reported a preference to make health-related decisions autonomously. Their
perspectives were grounded in past experiences of illnesses and EOL decision-making of loved ones, personal values, and
perceived needs. Family dynamics and intimacy of relationships appeared to influence the role and responsibility of family
members in EOL decision-making and ACP. Most participants perceived the need to engage in ACP only when encountering
significant health changes or higher care needs. Conclusion: Healthcare professionals should initiate ACP discussion using
culturally appropriate communication with consideration of personal values, past experiences and family dynamics. Efforts
should be invested in raising public awareness of ACP within the Chinese-Australian community.
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Introduction

Advance care planning (ACP) is an ongoing process that
supports adults of any age or stage of health in outlining one’s
care preferences and end-of-life (EOL) wishes for a time when
they no longer have the decision-making capacity or ability to
communicate for themselves.1 ACP promotes autonomy and a
person-centred approach to care decisions to ensure that
people receive medical care consistent with their values, goals,
and preferences.1 ACP may also include entrusting someone
else to make a medical decision when they can no longer
decide.1 When documented and adhered to, ACP has been
reported to reduce unwanted hospitalization and aggressive
treatments, reduce stress and anxiety among the staff, the
patients and the family members, and avoidance of decision
conflicts among family members.2-4

In Australia, the legal status of ACP is supported by
statutory law and common law. The legislation varies between
the states and territories.5 In New South Wales (NSW) where

this study was conducted, the ACP process is supported under
the common law. An ACP discussion may result in an advance
care directive (ACD) which could take two forms, firstly, a
legally-binding documentation of the person’s preferences
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regarding their future care choices; and secondly, the ap-
pointment of a substitute decision-maker who could provide
consent for healthcare and medical treatments on behalf of the
person when their decision-making capacity is lost.6

Recent studies have found that only one in four older
Australians aged 65 years or above has an ACD in place; and
the awareness of ACP amongst community-dwelling older
Australians and their families were reportedly low.7,8 Sinclair
et al.9 found that among older adults aged 65 years or above,
the rates of ACD completion were lower among those who
were born outside of Australia than those who were born in
Australia. The uptake of ACP was somewhat lower among
those born in Asia compared to other birth regions such as
Europe.

As Indicated by current literature, the awareness and uptake
of ACP are comparatively low among people from Culturally
and Linguistically Diverse (CALD) communities in Aus-
tralia.9-13 Many older adults from CALD backgrounds en-
counter challenges in communicating their EOL preferences
due to language barriers, lack of awareness of ACP, low health
literacy, lack of social or familial support or lack of com-
munication due to death being a taboo topic.7,14,15 People with
life-limiting illnesses from CALD background and their carers
often report unmet needs at the end of life, including infor-
mation, instrumental, and emotional support needs.10,11,15,16

Advance Care Planning Australia is a national program funded
by the Australian Government Department of Health and
Aged Care to provide education and advocacy on ACP to the
general public, as well as healthcare professionals.17 Acting as
the “go to” national resources on ACP, its website content is
also available in multiple languages. There has not yet been a
nation-wide education or awareness program targeting the
CALD communities in Australia.

In Sydney, Australia, more than one-fifth (21 per cent) of
Australians speak a language other than English at home.18

Mandarin is the most common language, with Cantonese
being the next most common. Many Australians originating
from China and other Asian countries or regions self-identify
as Chinese ancestry and Chinese-speaking.18 Death is con-
sidered a taboo topic by many migrants from Asia.19 Many
migrants who self-identify as Chinese still uphold the phi-
losophy of Confucianism, particularly the older generation.20

According to Chinese Bioethics experts, the traditional phi-
losophy of Confucian advises against revealing the prognosis
to the patients with the reason that the imminent truth would
do more harm than benefit to the patient.21 Therefore, families,
in particular, the eldest son or sibling is entrusted with the
responsibility and authority to make EOL decisions in the
patient’s best interest.22 Avoidance of EOL conversation and
obligation of filial piety (family take over decision making)
has been identified as significant barriers for people from
Asian cultures in taking up ACP and accessing palliative
care.10,11,19 There has been no research reporting on the as-
sociation between the social and cultural conditions and the
perceptions and readiness for the uptake of ACP among

Chinese -speaking older Australians. This research aimed to
characterize attitudes towards ACP and EOL decision-making
among Chinese-speaking older Australians living in Sydney.

Methods

This study is a qualitative study with an inductive approach.23

Data were collected by conducting one-to-one semi-structured
interviews in the participants’ preferred language –Mandarin,
Cantonese or English, and then analyzed to draw thematic
insights.23,24

We aimed to recruit 20 participants or until data saturation
(i.e., no more new themes emerge). While recognizing that
there will always be new information, data saturation is de-
termined to be reached when the ability to obtain additional
new information from further interviews is limited.25

Culturally appropriate communication strategy

The interview guide was designed to derive meaning from the
participants’ life events, social and cultural conditions, and
perceptions. A de-personalized communication strategy of
using another person’s story was adopted to broach the’ taboo’
discussion about EOL matters.26 Participants were told a story
of how a Chinese family navigated through a common EOL
scenario, followed by questions to prompt reflection on their
views (see Appendix 1). The research team developed the
interview guide used in this study based on the team’s ex-
perience working with Chinese-speaking patients in health
and aged care settings.

The recruitment and interview processes were conducted
by the first author, a bi-lingual researcher who self-identifies
as Chinese and is proficient in both Mandarin and Cantonese
to minimize language barrier. All communication materials,
such as the participant information sheet and the consent
form, were presented in traditional Chinese, simplified
Chinese and English. A local service provider specializing in
working with Chinese-speaking clients was consulted to
ensure the translations of the materials were contextually and
culturally appropriate.

Participants and setting

Participants consisted of Chinese-speaking older Australians
65 years old and older and informal carers or family members
18 years and older living in the Sydney metropolitan area.
Participants were recruited purposively through referrals made
by the community and aged care providers, self-referral and
snowball referrals.27

Data collection

Interviews were conducted and recorded either face-to-face or
via phone call. Interviews in Mandarin or Cantonese were
transcribed verbatim and then translated into English by the
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first author who is a bilingual researcher. The final English
transcripts were summarized and back-translated into the
participant’s preferred language by the same author, enabling
participants to validate the authenticity of the transcript
summaries.28

Data analysis - coding and theme formation

This study drew insights from participants’ sharing using a
thematic analysis approach.24 During coding, we focused on
the meanings or concepts behind the words or phrases instead
of the word or phrase itself.29 Initial coding focused on
breaking down the data into discrete units of meaning, then
examining and comparing them. The authors reviewed and
discussed discrepancies or disagreements and agreed on a
preliminary coding framework, which was then used to code
the remaining transcripts. Coded data were read and re-read to
identify themes.23,24,29

Ethics approval

The Human Research Ethics Committee of the Northern
Territory Department of Health, Menzies School of Health
Research approved the protocol.

Results

Our recruitment effort stopped when we had successfully
recruited 20 participants and the data had reached saturation.
Twenty participants were recruited and completed the inter-
views in the period of May to October 2022. Four interviews
were conducted face-to-face, while the others (16) were
conducted via phone calls. The average length of the inter-
views was 45 min. Table 1 describes the participants’ de-
mographic characteristics, place of origin, and preferred
language, distinguished by their roles as either older partic-
ipants or carers.

Recruited participants were mostly healthy community
dwelling older Australians who described their functional
capacity as independenct and effective in self-care. The types
of illnesses or impairments reported by the participants
ranged from hypertension, type 2 diabetes, chronic vertigo,
osteoarthritis, Parkinson’s disease and vision impairment.
None of the participants was in a critical or end stage of their
illness at the time of the interview. Most older participants
reportedly saw general practitioners or specialists who spoke
their language or had access to interpreters when accessing
medical care.

Despite long residency in Australia, English literacy among
the participants remained relatively low, and some who spoke
English well chose to conduct the interviews in their native
language, which suggested a solid attachment to the Chinese
language and culture. Consequently many participants relied
on their family for support and assistance in navigating the
health and aged care systems. Although the participants were

open to discussing EOL issues, most had not heard of ACP
before their interviews.

The themes identified were:

· The meaning of being alive in the context of serious
illness

· Significance of life events
· Role of the individual and family members in decision

making
· Social and cultural influences on EOL decision-making
· Attitudes and awareness towards ACP

A compilation of representative quotes for these themes
can be found in Table 2.

The meaning of being alive in the context of
serious illness

Participants emphasized self-determination and meaningful
engagement with life when talking about EOL. An older
participant elaborated, “The meaning of being alive is not
about living longer… being alive means accomplishing
something, emotionally and mentally being happy. That’s
what living is.” (78 years old, female, Taiwan) Both older
participants and carers viewed the medical prolongation of life
with ongoing suffering and living in total dependence as futile
and meaningless. An older participant stated, “When you have
lost vital functions, your life no longer has meaning. You are
just a lump of meat lying there, even though you are still
alive.” (76 years old, male, Mainland China).

Carers, likewise, reported prioritizing avoidance of suf-
fering when considering the risk and benefits of invasive
measures at EOL of their loved ones. A carer stated, “When I
cared for my mother, I felt so sorry for her. When under so
much suffering, it is cruel to delay death.” (60 years old,
female, Taiwan).

Significance of life events

All participants shared life stories involving illnesses of
themselves and loved ones, where the participants were di-
rectly or indirectly involved in the care delivery and EOL
decision-making. Participants posited that these events
prompted them to confront their inhibitions towards death and
helped them identify what matters most to them at their end of
life. An older participant stated, “It’s very confronting. You
sort of never sit down and think about all these things until you
see it (death of loved ones) happen in front of your eyes… and
sort of like it’s something for me to ponder over my own life.”
(65 years old, male, Malaysia).

An older participant shared that learning from the hardship
she endured while caring for her husband had prompted her to
complete an Advance Care Directive (ACD). She stated, “Just
imagine if I fainted suddenly or had cancer, and you tookme to
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the nursing home… Then I’ll end up like my husband, just
lying there, waiting to be fed, waiting for the shower after my
meals, and then waiting to be fed again. I don’t want this kind
of life.” (77 years old, female, Hong Kong).

A carer highlighted the significance of life experience in
shaping a person’s views and attitudes aptly, “If one has never
cared for someone who is critically ill and has not observed the
pain and suffering of the patient, they may not be able to
comprehend why I prayed to the Buddha to take my mother.”
(60 years old, female, Taiwan).

Role of individual and family members in
decision-making

Participants’ views and attitudes on decision-making varied
across a broad spectrum. While some participants asserted that
dignity and control are the main determinants in decision-
making, others maintained that they preferred to make deci-
sions autonomously to avoid burdening their families.

The older participant who completed an ACD before the
interview emphasized the importance of control and dignity by
stating, “It is my own choice. My sons do not have the right to
tell me what to do. I don’t need their opinions; decisions are
entirely up to me. If I cannot make the ultimate decisions, then
it won’t work for me.” (77 years old, female, Hong Kong).

Some older participants emphasized that one’s EOL de-
cisions should be made in unison with their families, however,
the perceived benefits for the family should not override the
individual’s wish. Reflecting on recent medical decision-

making, an older participant stated, “I made the decision.
Well, I discussed it with my wife. I cannot simply act or decide
on my own accord. At the same time, they cannot force me to
agree with them. It has to be a unanimous decision.” (76 years
old, male, Mainland China).

Most carers acknowledged that older people have the right
to decision-making since they know their health conditions
better than others. Although some carers recalled internal
struggles between holding on and letting go, they maintained
that the family has the duty and obligation to respect and
honour the patient’s wishes.

When prompted to elaborate on the role of the family in
EOL decision-making, participants generally asserted that the
level of involvement of a family member in the EOL decisions
is determined by their role in the family and the intimacy of the
relationship. They described a family member who undertakes
a primary caring role as having more authority in decision-
making than others. Participants also suggested that if the
relationship among the family members were intimate and
close, they would know the individual’s values and prefer-
ences and could be entrusted to substitute decision-making.

Most participants posited that a spouse has a duty to
support and honour the patient’s wishes. However, some
participants speculated on the potential contradiction between
the spouses’ and the patient’s desires, which might deter their
spouses from executing their EOL wishes.

Some carers observed that the eldest among siblings often
had to decide. At the same time, some participants believed the
responsibility should not be on one person’s shoulder, and
decisions were often reached by voting among the family

Table 1. Demographic Characteristics of the Participants (Older Adults: Carers).

Participant characteristics Older adults Carers and family members

Gender (female: Male) 10:5 4:1
Mean (SD) age (years) 74 (5.3) 54 (6.9)
Mean (SD) years since migration 35 (15.2) 25 (7.7)
Living arrangement
Living alone 7 1
Living with family/spouse 8 4

Marital status
Divorced 2 0
Widowed 5 0
Single 0 1
Married/partnered 8 4

Place of origin
Mainland China 5 2
Hong Kong SAR 6 2
Taiwan 2 1
Malaysia 2 0

Preferred language
Mandarin 4 1
Cantonese 8 0
English 3 4
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Table 2. Representative Quotations of the Themes – Older Adults and Carers Perspectives.

Theme Older participants Carers

The meaning of being alive
in the context of serious
illness

“The meaning of being alive is not about living longer… Being
alive means accomplishing something, emotionally and
mentally being happy. That’s what living is.” (78 years old,
female, Taiwan)

“When I cared for my mother, I felt so sorry for her. When
under so much suffering, it is cruel to delay death.”
(60 years old, female, Taiwan)

“When you have lost vital functions, your life no longer has
meaning. You are just a lump of meat lying there, even
though you are still alive.” (76 years old, male, Mainland
China)

“Well, the chance may be slim, but there’s still a chance,
right?” After the surgery, will he (the patient) recover?
Or will he suffer a lot before dying? I think that’s more
important to me. I don’t want to see my dad suffer.”
(53 years old, female, Hong Kong)

Significance of life events “It’s very confronting, you sort of never sit down and think
about all these things until you see it (death of loved ones)
happen in front of your eyes… and sort of like it’s
something for me to ponder over my own life.” (65 years
old, male, Malaysia)

“If one has never cared for someone who is critically ill and
has not observed the pain and suffering of the patient,
they may not be able to comprehend why I prayed to
the Buddha to take my mother.” (60 years old, female,
Taiwan)

“Just imagine if I fainted suddenly or had cancer, and you took
me to the nursing home… Then I’ll end up like my
husband, just lying there, waiting to be fed, waiting for the
shower after my meals, and then waiting to be fed again. I
don’t want this kind of life.” (77 years old, female, Hong
Kong)

Role of individual and
family members in
decision-making

“It is my own choice. My sons do not have the right to tell me
what to do. I don’t need their opinions; decisions are entirely
up to me. If I cannot make the ultimate decisions, then it
won’t work for me.” (77 years old, female, Hong Kong)

“I think my mom is very aware of what she wants. She has
her own mind and she knows what she’s going to do.”
(52 years old, female, Mainland China)

“I made the decision. Well, I discussed it with my wife. I cannot
simply act or decide on my own accord. At the same time,
they cannot force me to agree with them. It has to be a
unanimous decision.” (76 years old, male, Mainland China)

“Actually, he didn’t want to go. But he understood that
nursing home is the place to be because my mum and I
could not take care of him anymore. It is safer, for his
own sake.” (53 years old, female, Hong Kong)

“so you sort of say okay, you nominated your wife (to be the
substitute decision maker), but is she going to do it? Even
though this is what you say that you want. And when you’re
at that stage and when she is at a stage of emotional and
whatever, is that possible?”(65 years old, male, Malaysia)

“I was not in the country. My sister asked every single
sibling, and we voted. My mother had eight children, all
of us were involved, and we voted. We agree
unanimously.” (66 years old, female, Hong Kong)

Social and cultural
influences on EOL
decision-making

“Even if you are well prepared, the younger generation may
not choose to obey; therefore, it is fruitless.” (71 years old,
male, China)

“I think it is very common in Chinese culture that the
parents need to trust their children to make decisions
for them. I think it’s not a completely bad thing. You give
this hard decision to the children because they are
younger, and they are less vulnerable.” (52 years old,
female, China)

“The Chinese customs usually listen to the son. Even if you are
the next of kin and have the Power of Attorney,
whatever…The son’s opinion is more important because
they understand more about the doctor’s decision. You
wouldn’t do it by yourself.” (72 years old, female, Hong
Kong)

“The father’s wishes precede the son’s wishes. So are his
mother’s wishes, which should precede the son’s… Rights
of the eldest son no longer exist in China.” (76 years old,
male, Mainland China)

(continued)
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members. An older participant recalled how an EOL decision
was reached among her family, “I was not in the country. My
sister asked every single sibling, and we voted. Mymother had
eight children, all of us were involved, and we voted. We agree
unanimously.” (66 years old, female, Hong Kong).

Social and cultural influences on EOL decision-making

Older participants who emphasized autonomy in decision-
making had some characteristics in common. They were fe-
male, divorced or widowed and lived alone. Most of them
migrated to Australia over 30 years ago, and most of them also
had experienced the traumatic death of loved ones or deci-
sional conflicts among family over the death of their loved
ones in the past. This cohort of older participants demonstrated
a high affinity towards ACP. At the time of the interview, one
of these participants already had an ACD. Another had
completed a “Do Not Resuscitate” order in Taiwan and said
she wanted to complete an ACP in Australia. Two intended to
discuss with their children about the nomination of a substitute
decision-maker and their EOL preferences. The others had
asked for the relevant forms and indicated they would consider
ACP in the future.

Most participants acknowledged the Chinese tradition of
family duty in decision-making and the prioritized role of a
son. However, a few older participants expressed doubts about
their wishes being respected and honoured by the younger
generation. They also suggested that the privileged rights of
the eldest son are no longer in practice.

Attitudes and awareness towards ACP

Most older participants posited that one should only consider
making plans when encountering significant changes in one’s
health condition or at risk of losing decision-making capacity.

Some participants reasoned that their family might not be
open to the discussion prematurely, and they are likely
changing their minds, or their social conditions may change
over time. A carer suggested only broaching the subject upon
their loved ones’ admission to the hospital or a nursing home.
On the other hand, those who displayed high affinity towards
ACP distinctively implored it is wise to seize the opportunity
while one still has the capacity.

Most participants had not heard about ACP before their
interview. When asked about ways to raise awareness of ACP
in the Chinese community, many felt it was essential to discuss
the subject openly, for example, through community educa-
tion sessions.

Most participants found the indirect communication
strategy of story-telling and scenario-based questions used to
conduct the interviews helpful in initiating discussions,
prompting reflections and generating insights.

Discussion

Despite the common belief that death is taboo within the
Chinese-speaking communities, we found our participants
were open to talking about death and dying and willing to
explore the concept of ACP. Consistent with literature sug-
gestions, indirect communication strategies used in the study,
i.e., storytelling and scenario-based reflective questions, were
effective in facilitating deep reflections and eliciting one’s
values, views and perceptions about death and dying.26,30 Our
participants also indicated that reflection on a variety of
significant events, such as events of illnesses or death of loved
ones, involvement in EOL decision-making and previous
exposure to ACP, have profound influences on their attitudes
and perceptions. According to the participants, these expe-
riences helped them overcome the taboo of death, prompted
them to ponder their own life, and helped them articulate their

Table 2. (continued)

Theme Older participants Carers

Attitudes and awareness
towards ACP

“I’m not to that stage yet. Everything is ok at the moment. No
dementia yet.” (72 years old, female, Hong Kong)

“But I thought that it’s usually that we only need to talk
about this when someone is admitted to the hospital or
nursing home.” (53 years old, female, Hong Kong)

“I am in good health now, so even if I am willing to
communicate with her (daughter), she may not be able to
accept it.” (75 years old, female, Mainland China)

“If I bring this up (directly), they might think, why do you
talk about this? Am I dying now? An indirect way to
make them think is probably the easiest approach.”
(53 years old, female, Hong Kong)

“And I have everything in place. When I’m still in my good
faculty, I write down everything, what I want to do, and what
I wish to be done… If I’m taken ill suddenly and can’t make
any decision, my children know what needs to be done.”
(73 years old, female, Malaysia)

“I think there should be more promotion. Like in Taiwan, there
were talks delivered by health professionals. They explained
the importance of the initiative to create public awareness
and acceptance.” (78 years old, female, Taiwan)
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values and preferences. The strategy of reflecting on another
person’s EOL care experience has also been found to be
consistently effective in broaching EOL discussion with
Chinese patients in the palliative care setting.30

Participants in this study shared similar values and
preferences to those from other cultural backgrounds in
Australia. They viewed being in a state of total dependence
or prolonged suffering as futile and undignified.31 This
suggests that older Australians from various cultural back-
grounds value the quality of life when deciding on EOL
matters. Therefore, our findings emphasize the importance of
framing EOL discussions around what one values most in life
rather than focusing solely on future health trajectories and
treatment options.16,31,32

This study found that participants’ attitudes and percep-
tions towards ACP were profoundly influenced by their past
experiences of involvement in EOL care and decision-
making.1,13,33,34 In this study, the participants who had ex-
perienced decisional conflicts and those who had witnessed
the traumatic or sudden death of loved ones were found to
display self-determination and high affinity towards ACP.
This observation supports the current literature, which posits
that the experience of decisional conflicts among family
members, the associated emotional burden and having wit-
nessed the suffering induced by the decisions are associated
with higher affinity towards ACP.35,36

While exercising autonomy and control, most older par-
ticipants also valued their family’s involvement and con-
sensual agreements on their decisions. The findings are
consistent with the existing literature on the value of collective
or familial decision-making.20,22,37 Our findings are demon-
strably consistent with the findings of Yap et al10 who sug-
gested that individual and familial decision-making are not
mutually exclusive.

When reflecting on the role and responsibility of family
members in EOL decision-making, many participants looked
to their spouses or the eldest children as their main collab-
orators in decision-making. Contrary to the Chinese tradition
of family duty in decision-making and the prioritized role of a
son, some participants posited that the privilege and re-
sponsibility of making significant decisions no longer rests on
the shoulder of the eldest son. Instead they suggested that
family members who undertook the primary carer role should
have the authority to be the substitute decision maker, and
families may consider collective decision-making through
voting. Our findings suggest that attitudes and perceptions of
Chinese-speaking participants were broadly consistent with
the structures embedded in the ‘hierarchy of persons re-
sponsible’ in NSW, which depicted the primary non-paid carer
as having precedence over a close relative (e.g., son) in
substitute decision making.6 These findings indicate the im-
portance of including the family members in the ACP dis-
cussions and to listen to their thoughts, fears and perception on
the patient’s decisions. Current literature suggested that when
a spouse or family member is being listened to, they are more

likely to honour the patient’s preferences.38,39 Therefore,
consistent with the literature, we recommend to allow for both
parties to have their perspectives heard and to consider how
the decisions about one may affect the other as a part of the
ACP discussion.38,39 Our findings also emphasized the im-
portance of considering the family dynamics and addressing
the other family members’ concerns and conflicting interests
in future health-related discussions and planning.20,22,37,40

Many studies have observed the shift of views and attitudes
on EOL decisions and ACP of migrants in Western countries
towards the Western mindset as they integrated with the host
nation’s dominant culture over time.36,41,42 We found that
although the “self-determination” mindset was observable,
and participants reportedly had access to health services in
their preferred languages, their awareness and uptake of ACP
remained low due to the lack of promotion of ACP within the
community. Yap et al. posited that the cultural taboo of dis-
cussing death and the preference for familial decision-making
might have deterred community leaders and providers from
broaching ACP with their community members. Community
leaders and aged care providers serving the Chinese-speaking
community play a crucial role as custodians in maintaining
cultural identity and connectedness within the cultural
network.43,44 Therefore, they are integral in championing
EOL issues and ACP awareness. The study participants have
indicated a need for public awareness campaigns and publicly
accessible forums and seminars on ACP to help raise com-
munity awareness.

Although the participants in our study who were older
women, divorced or widowed and lived alone demonstrated a
high affinity towards ACP, the small sample size (six male
participants) and the use of convenience sampling preclude
making generalising statements about this observation.
However the significance of gender identity in decision-
making at older age deserves further investigation as pre-
vious studies found a similarly higher prevalence of ACP
among older widowed females in Australia and the United
States.14,45 Our findings suggest that health and aged care
providers should recognize the needs of older adults who live
alone in planning and deciding their future healthcare needs
autonomously.

Strength and limitations

Using Mandarin and Cantonese in the interviews, we pre-
sented the perspectives of people who may be less familiar
with the Australian healthcare system or have different per-
spectives and needs than people who might be fluent in
English. Although the sample provided rich and in-depth
insights into the research topics, it was restricted to Sydney
metropolitan area, where Mandarin and Cantonese are spoken
more prominently. There was also an overrepresentation of
Cantonese-speaking participants due to snowball referral.
Therefore, the outcomes may not transfer to Chinese-speaking
Australians who speak a different dialect or reside in other
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settings such as residential aged care homes, hospitals or rural
and regional settings.

Implications for practice and future research

This study suggests that healthcare professionals (HCP) and
service providers working with Chinese-speaking older adults
should identify opportunities for initiating ACP discussions
with their clients.

We recommend the use of depersonalised communication
strategy to initiatie ACP discussions and the discussion should
centred around what older adults value most in life and their
past experiences concerning illnesses or EOL decision-
making. The discussion should also include family mem-
bers in ACP discussions where possible.

Finally, we want to highlight the importance of transla-
tional research to support the community in putting the above
implications and recommendations into practice.

Appendix

Appendix 1 Interview guide

Interview questions

Part one:
I would like to know more about your background, and the events

that have been important for you in your life.
Prompts:
• Migration journey
• Your role(s) in the family
• Health conditions and care needs – personal and family

Mr Zheng’s story and prompts
Mr Zheng is 79 years old. Despite being seriously unwell and mostly

wheelchair bound for nearly a year, he has been managing to stay
at home with the help of his wife (Mrs Zheng) and son (David),
and a visiting home care service. He has said on a number of
occasions that he wants to stay at home and doesn’t want to be
in an aged care home. He also once said that if Mrs Zheng
needed to make decisions for him, he would prefer to have a
natural death, rather than be kept alive by machines in the
hospital. But Mrs Zheng said they should not talk about things
like that.

One day Mr Zheng becomes suddenly more unwell. He is semi-
conscious and appears to have pain in his stomach area. Mrs
Zheng called David, who called the ambulance. In the hospital
the doctors examined Mr Zheng and said that urgent surgery
would be needed to save his life. However, given Mr Zheng’s
frailty, the chances of him recovering from the surgery and being
able to go home were very low.

Does this remind you of any stories you have been aware of in your
community or family?

Imagine you were in Mr Zheng’s situation. What would be most
important to you?

(continued)

(continued)

Interview questions

David came immediately to the hospital, but Mrs Zheng did not
follow along. In the absence of Mrs Zheng, David insisted that he
should be the one making the decision as he is the eldest son. He
also said that it is his duty to make sure his father receives the
best treatment. David said that the doctors should do everything
possible to save Mr Zheng’s life. When asked about Mrs Zheng,
David said his mother did not want to come to the hospital
because she believes that she will catch all sorts of diseases. She
also feels very disempowered because she doesn’t speak English
and often does not understand the forms she has been asked to
sign.

Does this remind you of any stories you have been aware of in your
community or family?

Imagine if you were in David or Mrs Zheng’s situation. What would
be most important?

Part two:
In Australia, there are laws that require the doctors to ask permission

before starting medical treatments or procedures. Normally
they would ask the patient who they intend to give the
treatment to. In this research we are trying to understand what
normally happens in the Chinese-speaking community when
these serious medical decisions are required. If you know of any
stories that relate to this, can you tell me? From your
experience, can you tell me about:

Is it usually the patient who makes decisions about their care/
treatment? Or other people

How are these decisions usually made? What do people take into
account when making these sorts of decisions?

What usually happens if the patient can’t communicate or make their
own decisions?

What usually happens if some people don’t speak English?
In Australia, it is encouraged for people to talk about what they would

want for their future healthcare, in case there was a time when
they could not speak for themselves or make decisions. This is
called advance care planning. People over the age of eighteen can
also complete a legal document, to nominate who they would
want to make decisions for them (Enduring Guardianship) or to
state what treatments they would or would not want (Advance
Care Directive).

Have you heard about advance care planning before? Do you have any
experience with this?

What are your views on advance care planning?
Thinking about the Chinese speaking community in Australia, what

do you think about their views on advance care planning?
What could be done to make advance care planning work better for

the Chinese speaking community?
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