Avens Publishing Group

J Geriatrics Palliative Care

May 2014 Vol.:2, Issue:2

© All rights are reserved by Danforn Lim et al.

ACEPAC Study - Australian

Chinese patient’s Experiences of

Palliative Care Services

Keywords: Chinese; Paliative care; Clinical service; Australia
Abstract

Background: Australia is a multicultural country that consists of
a diverse population. It can be difficult to provide equal healthcare
services across all ethnicities due to cultural disparities. This is seen
amongst Australian Chinese to under-utilize healthcare services such
as palliative care.

Objective: This study aimed to explore the Australian Chinese’s
understanding of palliative care service and on their end-of-life care
preferences so that suitable support and services that are culturally
appropriate could be delivered to them.

Methods: Participants were recruited from two Chinese cancer
support group organizations in Sydney to complete a self-reported
questionnaire on their understanding of palliative and end-of-life care
preferences. 41 Chinese participants were recruited from four support
group sessions.

Results: Seven themes were explored. The majority of participants
understood the role of palliative care and would accept the service.
They favored being informed about the nature of their condition even
during advanced stages. Many preferred making decisions for their
own treatment but highly valued the advice from doctors and family
members. Most participants were open to discuss issues related to
death and dying and the need for interpreter services was highlighted.
They viewed that nutrition and hydration as necessity during end-of-life
and many believed in a combined regimen of western and alternative
therapy to treat their condition.

Conclusion: This study shows that Australian Chinese understand
the role of palliative care. Changes in perception in areas such as
disclosure of the truth of a disease and openness in discussing issues
related to death and dying are highlighted. Traditional Chinese values
still play a role in shaping their attitudes regarding decision-making
and hydration and nutrition during end-of-life care. Further research to
explore the generalisability of these results is warranted.

Introduction

Palliative care services are provided by a variety of health
professionals with the goal to deliver quality end-of-life care to
patients who are terminally-ill, their carers and family members
[1]. It aims to prevent and relieve patients’ suffering from physical
symptoms such as pain and provide psychosocial, emotional and
spiritual support of patients and their family members [2,3]. The
focus of palliative care is not only limited to cancer care, but it also
includes care for any chronic irreversible illnesses such as multiple
sclerosis, acquired immunodeficiency syndrome, Alzheimer’s disease
and advances respiratory, kidney and heart disease [4].

As Australia is a multicultural country with a diverse population,
it is seen to be a challenge to provide equal palliative care services
towards all patients from different cultural backgrounds [5]. In
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Sydney, 33.4% of its population is born overseas and 31.4% of them
speak a language other than English at home [6]. People born in China
are one of the largest groups of overseas-born residents in Australia,
accounting of a proportion that has increased from 0.8% to 1.8% over
the last 10 years [7].

“Ethnic, racial or cultural disparities exist at all levels of
healthcare, including palliative care” [8]. Most cultures integrate
belief fundamentals that may influence their actions or thoughts
[9,10]. It is postulated that due to cultural disparities, palliative care
services are often found to be under-utilized especially by minorities
such as foreign-born and non-English speaking patients [8,9,11,12].
These patients are also often under-treated, resulting in unnecessarily
suffering and poorer outcomes [10,13]. It is also well-known that
language barriers are one of causes of difficulty in accessing and
utilising healthcare services [14]. A study found that Chinese in
Australia believe that they may be receiving lower standard of care
compared to Australian-born people, and this could be attributed
by difficulties in communication or perceived disadvantage against
foreign citizens [5,13].

During end-of-life circumstances, it is common for Chinese
to rely on their family members and doctors instead of taking an
individual responsibility approach in decision-making [13,15]. This is
because Chinese view the provision of care to those who are ill is their
family’s and doctor’s responsibility as a way to show love and respect
[1,5,10,16,17]. Therefore, some minority groups in Australia, e.g., the
Chinese, view that the emphasis on autonomy neglects values such as
family integrity and physician responsibility during decision-making
[13]. A study also found that Australian Chinese value specialists’
advice highly and they trust that their doctors will make the most
appropriate decision for the best patient outcome [13].

In traditional Chinese culture, it is important not to disclose the
truth of an illness to patients, especially for serious health conditions
such as cancer [13,18]. They fear that the individual cannot cope with
their disease by knowing the truth, therefore leading to an early death
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[19,20,21]. A study showed that Australian Chinese preferred to be
told of their condition through a number of consecutive appointments
with their doctor as this will allow them to be prepared to accept the
truth [5]. Family members also request doctors to withhold certain
information regarding patient’s health condition from them [13,16].
Hence, it is difficult for doctors to fulfill their role in informing
patients of their exact condition and available treatment options [22].

It was found that the utilization of palliative care among the
Chinese is generally infrequent [16]. A study conducted in a focus
group setting showed that Australian Chinese did not know about
palliative care services [5]. Another survey which was conducted in
Hong Kong also showed that only a minority of the people (10.5%)
were willing to receive information on palliative care [23]. Death and
dying is also a taboo subject to discuss among the Chinese [16,17].
Australian Chinese were found to be uncomfortable with talking
about issues related to death and dying [5]. This situation presents a
challenge for palliative care doctors to discuss about end-of-life care
preferences with them [16].

The Chinese also have a very different perception regarding
hydration and nutrition as eating is a very important aspect of Chinese
culture [17]. They view that preparing food for their loved ones is a
way to show care and concern [17]. Chinese believe it is the family’s
duty to feed the patient as much as they can, regardless of whether
they are clinically capable of doing so or not. This traditional view
often conflicts with the medical practice of administering nutritional
supplement to the terminally-ill where it emphasizes on the provision
of sufficient rather than excessive nutritional support [24] as well as to
do no harm to the patient.

Limited studies have been conducted among Australian Chinese
regarding their views and beliefs towards understanding the role
of palliative care and end-of-life care preferences. As the Chinese
community has been in Australia for a substantial period of time, a
considerable large ageing population is present to warrant the need to
explore recent trends regarding these issues [13,25]. It is important
to understand their attitudes and perspectives in order to identify
possible areas of improvement so that palliative care services can be
amended to be better-suited for the Chinese community. Therefore,
this study was aimed to explore the understanding of palliative care
and end-of-life care preferences among Australian Chinese and
to establish associations between demographic characteristics and
various themes.

Methods
Sampling and data collection

The study was approved by the Biomedical Human Research
Ethics Advisory Panel at the University of New South Wales,
Australia. Prospective participants were recruited during four
support group sessions organized by two voluntary and non-profit
making Chinese cancer support organizations in Sydney - namely
CanRevive and CanCare Centre. Surveys were kept anonymous and
confidentiality of personal details was ensured and participation in
the questionnaire was voluntary.

The patient information statement & consent form and
questionnaire were available in both English Language and simplified
Chinese language. A total of 41 cancer patient participants were

recruited from four support group sessions and no one refused to
join the study.

Questionnaire

The questionnaire consisted of a short section of introductory
questions and a section on different statements across seven themes. A
total of 35 statements were categorized into seven subgroups, namely
“understanding of palliative care”, truth-telling and disclosure”,
“decision-making”, “perception of death and dying”, “language
barriers”, “hydration and nutrition” and “alternative therapy”. Each
subgroup consisted of 5 statements except for “understanding of
palliative care” which consisted of 6 statements and “truth-telling and
disclosure” consisted of 4 statement. The statements were measured
using a five-point Likert scale format. The questionnaire was
made available in both English and Simplified Chinese Languages.
Cronbach’s alpha coefficient was calculated for each subgroup to
determine the internal consistency and reliability of the questions and
the value of > 0.7 showed high reliability.

Data analysis

Data was entered twice for the purpose of comparing two copies
of the same data in order to eliminate errors while entering them.
Descriptive statistics were produced for the answers and the mean
score for each statement was determined. A Mann-Whitney U
test was performed to compare mean scores of each statement by
demographic variables. Demographic variables included number of
years in Australia and most common language spoken at home. Only
two groups -“Cantonese” and “Mandarin” were used for comparison
whereas two other groups - “Shanghainese” and “both Cantonese and
Mandarin” were omitted as the sample size was too small. A two-
tailed p-value of less than 0.05 is considered statistical significant. All
analyses were done using SPSS v20.0 for Windows.

Results
Sample characteristics

41 Chinese participants participated in completing the
questionnaire. They had been living in Australia in between 0.6
years to 52 years, with a mean of 19.1 years (SD = 10.5 years). The
most common language spoken at home was Cantonese. Table 1 is a
summary of the sample characteristics of the participants.

Understanding of palliative care

Each of the statements has a potential mean score from one
through five. The general trend showed majority of the participants
agreed and strongly agreed with statements related to understanding
of palliative care. Most participants understood that palliative care
is a specialty that looks after patients with irreversible or terminal
disease with a mean score of 3.70 (SD = 0.883). Most agreed that
they understood that palliative care focuses on giving care during
advanced disease rather than cure, which received a mean score of
3.85 (SD = 0.963).

Many of them understood that palliative care manages their
physical symptoms, emotions and spiritual need, scored a mean score
of 4.05 (SD = 0.773). They also knew that support would be offered
to their family members by the palliative care team to cope as their
disease progressed with a mean score of 4.12 (0.640). Many believed
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that they would benefit from receiving palliative care services,
received a mean score of 4.15 (SD = 0.864). Majority of them wished
to manage their physical symptoms with assistance from the palliative
care team, scored a mean score of 4.17 (SD = 0.704). Table 2 reports
participants’ understanding of palliative care.

No significant results were found when comparing mean scores
of each statement by demographic characteristics: number of years
in Australia and language spoken at home when the Mann-Whitney
U test was performed. Cronbach’s alpha coefficient was 0.729, which
showed high reliability of the questions.

Truth-telling and disclosure: With regards to truth-telling and
disclosure, most participants had actively discussed their conditions
with their doctors. This statement received a mean score of 3.90 (SD
=0.583).

Many participants disagreed that they preferred not to be told
everything of their condition if it was a potentially fatal disease, with
a mean score of 2.15 (SD = 1.038). They disagreed that their family
members should know about their condition instead of themselves,
received a mean score of 2.88 (SD = 1.144). Most participants denied
being afraid that they would have difficulty coping if they were told
that their disease was incurable, with a mean score of 2.40 (SD =
0.982). More details were on Table 3.

Statistically insignificant results were found when the Mann-
Whitney U test was performed to determine differences between
mean scores of each statement by demographic variables. Cronbach’s
alpha coefficient was 0.546, which showed low reliability.

Table 1: Background Characteristics of Participants (N = 41).

Decision-making: The majority of the participants agreed that
they made decisions for their treatment, with a mean score of 4.05
(SD = 0.740). Most of the participants disagreed that they do not
usually make any medical decision for their condition, received a
mean score of 2.63 (SD = 0.968).

Many participants agreed that they allowed other people e.g.
family members, doctors and etc. to make medical decisions for them,
with a mean score of 3.63 (SD = 0.888). However, most participants
trust their doctors and family members to make the best decision for
them. The former received a mean score of 3.85 (SD = 0.615) while
the latter received a mean score of 3.37 (SD = 1.043). Table 4 is a
summary of the results.

No statistical differences were determined when the Mann-
Whitney U test was done. Cronbach’s alpha coefficient was 0.659,
which showed low reliability.

Perception of death and dying

Table 5 summarizes participants’ perspective related to death and
dying. All participants believed that death is a natural process of life,
scored a mean score of 4.27 (SD = 0.449). Most participants believed
that a good death is one that occurs without pain and suffering and
where one can be surrounded by family members, received a mean
score of 3.76 (SD = 0.767). A majority of the participants had a neutral
perspective towards believing in the life after death, and this scored a
mean score of 3.00 (SD = 1.177).

When their disease progressed, the majority of the participants

Frequency (n) Percentage (%)

20 years or less 23 56.1
Number of Years in Australia

more than 20 years 18 43.9

Cantonese 28 68.3

Mandarin 11 26.8
Language spoken at home

Shanghainese 1 2.4

Cantonese and Mandarin 1 24
Table 2: Understanding of Palliative Care.

Number of Strongly Disagree, Neutral, Agree, Strongly
Respondents, n Disagree, n (%) n (%) n (%) Agree, Mean (SD)
' n (%) n (%)

I understand that palliative care is a discipline
that looks after patients with irreversible or 40 0 (0) 5(12.5) 8 (20.0) 21 (52.5) 6 (15.0) 3.70 (0.883)
terminal illness.
| understand that palliative care focuses on
giving care during advanced disease rather 41 1(2.4) 4 (9.8) 4(9.8) 23 (56.1) 9 (22.0) 3.85 (0.963)
than cure.
| bel!eve that | W|II_ bg benefitted from receiving 20 1(25) 1(2.5) 3(7.5) 21 (52.5) 14 (35.0) 4.15 (0.864)
services from palliative care.
I understand that palliative care manages
physical symptoms and also other problems 41 0 (0) 3(7.3) 2(4.9) 26 (63.4) 10 (24.4) 4.05 (0.773)
including my emotions and spiritual needs.
| wish to manage my physical symptoms such
as pain, nausea, constipation and etc. with 41 0 (0) 1(2.4) 4 (9.8) 23 (56.1) 13 (31.7) 4.17 (0.704)
assistance from palliative care team.
| understand that palliative care team also offers
support for my family members to cope with 41 0 (0) 1(2.4) 3(7.3) 27 (65.9) 10 (24.4) 4.12 (0.640)
what is going on.
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Table 3: Truth-telling and Disclosure.

Number of Strongly Disagree, Neutral, Agree, Strongly
Respondents, n Disagree, n (%) n (%) n (%) Agree, Mean (SD)
' n (%) n (%)
I have actively discussed my condition with my a1 0(0) 1(2.4) 6 (14.6) 30 (73.2) 4(9.8) 3.90 (0.583)
doctor.#
| prefer my family members to know about my
condition instead of myself. 41 5(12.2) 13 (31.7) 6 (14.6) 16 (39.0) 1(2.4) 2.88 (1.144)
| prefer not to be told everything of my condition
ittis a potentially fatal disease. 41 13 (31.7) 14 (34.1) 10 (24.4) 3(7.3) 1(2.4) 2.15 (1.038)
lam afra.ld that | cannot cope if | am told that | 20 7(17.5) 16 (40.0) 12 (30.0) 4(10.0) 1(2.4) 2.40 (0.982)
have an incurable disease.
# statement that was recoded.
Table 4: Decision-making.
Strongly . Strongly
Number of : Disagree, Neutral, Agree,
Resnareniam Disagree, n (%) n (%) n (%) Agree, Mean (SD)
' n (%) n (%)
| make decision for my treatment.# 41 1(2.4) 0 (0.0) 4(9.8) 27 (65.9) 9 (22.0) 4.05 (0.740)
I do not usually make any medical decision for 4 3(7.3) 19 (46.3) 10 (24.4) 8 (19.5) 1(2.4) 2.63 (0.968)
my condition.
| allow other people, for example, family
members, doctors to medical decision for me. 41 124 5(12.2) 5(12.2) 27(65.9) 3(7:3) 3.63 (0.888)
| trust that my family members make the best
decision for me for my condition. 41 1(2.4) 9 (22.0) 10 (24.4) 16 (39.0) 5(12.2) 3.37 (1.043)
| trust that my doctors make the best decision
for me for my condition. 41 0 (0.0) 2(4.9) 5(12.2) 31 (75.6) 3(7.3) 3.85 (0.615)
# statement that was recoded.
Table 5: Perception of Death and Dying.
Number of S_trongly Disagree, Neutral, Agree, S
Respondents, n Disagree, n (%) n (%) n (%) Agree, Mean (SD)
’ n (%) n (%)
| prefer to be cared for at home when my 41 1(2.4) 7(17.1) 10 (24.4) 19 (46.3) 4(9.8) 3.44 (0.976)
disease progresses.
| believe that death is a natural process of life. 41 0(0.0) 0 (0.0) 0(0.0) 30(73.2) 11 (26.8) 4.27 (0.449)
| believe in life after death. 40 5(12.5) 8(20.0) 13 (32.5) 10 (25.0) 4(9.8) 3.00 (1.177)
| believe that a good death is without pain
and suffering and being surrounded by family 41 0(0.0) 3(7.3) 9 (22.0) 24 (58.5) 5(12.2) 3.76 (0.767)
members.
| do not discuss about death and dying
because it is against my culture. 41 7(17.1) 15 (36.6) 13 (31.7) 5(12.2) 1(2.4) 2.46 (1.002)

wished to be cared for at home, with a mean of 3.44 (SD = 0.976).
They disagreed with not discussing issues related to death and dying
as it is against their culture, scored with a mean score of 2.46 (SD
= 1.002). Statistically insignificant results were obtained when the
Mann-Whitney U test was performed. Cronbach’s alpha was 0.280,
which showed low reliability.

Language barriers

The majority of the participants preferred to see a doctor who
speaks the same language as they do, with a mean score of 3.85 (SD
= 0.989). A possible reason could be many participants did not
understand what doctors are trying to inform them because they
do not speak English, with a mean score of 3.13 (SD = 1.159). Many
also found it difficult to communicate with their doctor because
they do not speak English, scored a mean score of 3.32 (SD = 1.150).
Therefore, many require the assistance of interpreters to translate
information from doctors, received a mean score of 3.49 (SD = 1.227).
Most patients found that the presence of an interpreter was helpful
as they disagreed with finding it difficult to understand their doctor’s

advice with the interpreter services, a mean score of 2.65 (SD = 0.921).
(Table 6)

A Mann-Whitney U test indicated that the preference to see a
doctor who speaks the same language in Cantonese speakers (Mean
rank = 22.71, n = 28) were significantly higher than those of Mandarin
speakers (Mean Rank = 13.09, n = 11), (U = 78.000, z = -2.550
(corrected for ties), p = 0.011). The other results were insignificant.
Cronbach’s alpha was 0.809, which showed high reliability.

Hydration and nutrition’

Chinese participants believed that hydration and nutrition was
important during end-of-life, where all five statements had mean
scores of more than 3.00. The majority of the participants believed
that nutrition and hydration will do more good than harm to their
bodies, scored a highest mean score of 4.15 (SD = 0.691). This belief
was significant higher in Cantonese speakers (Mean rank = 22.02,n =
28) compared to Mandarin speakers (Mean Rank = 13.09,n = 11), (U
=97.500, z = -2.007 (corrected for ties), p = 0.045). They also believed
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Table 6: Language Barriers.

Strongly . Strongly
Regug:%irn(t); n Disagree, Dlia(go/r;ee, Nstz(t)/rz)il, ﬁg(r;? Agree, Mean (SD)
P : n (%) 4 9 9 n (%)
| prefer to see a doctor who speaks the same 3.85"
language as | do. 41 1(2.4) 4(9.8) 10 (24.4) 21 (51.2) 10 (24.4) (0.989)
| do not understand what doctors are trying to
inform me because | do not speak English, 40 3(7.5) 12 (30.0) 5 (12.5) 17 (42.5) 3(7.3) 3.13 (1.159)
| find it difficult to communicate with my doctor
because I do not speak English. 41 3(7.3) 10 (24.4) 2(4.9) 23 (56.1) 3(7.3) 3.32 (1.150)
| require interpreter to translate information
from doctors. a1 4(9.8) 6 (14.6) 4(9.8) 20 (48.8) 7(17.1) 3.49 (1.227)
| still find it difficult to understand doctors'
advice even with help from interpreter. 40 2 (4.9) 20 (48.8) 8 (19.5) 10 (24.4) 0 (0) 2.65 (0.921)
~indicates that p<0.05.
that having nutrition and hydration could prolong their lives; this  Discussion
received the lowest mean score of 3.71 (SD = 0.844). . . .
This study suggests that Australian Chinese has a good

The majority of the participants needed to be given nutrition and
hydration even during the last few days of their lives, scored a mean
score of 4.02 (SD = 0.724), with Cantonese speakers (Mean Rank
= 22.46, n = 28) possessing a significant stronger view compared
to Mandarin speakers (Mean Rank = 13.73, n = 11), (U = 85.000,
z = -2.525 (corrected for ties), p = 0.012). Most of the participants
wanted to be fed by other methods such as nasogastric tube and total
parenteral nutrition when pronounced nil by mouth, scored a mean
score of 3.76 (SD = 0.799). Many of them also believed that nutrition
and hydration should not stop until the person passes away, with a
mean score of 3.78 (SD = 0.909). However, these attitudes were more
pronounced among the Cantonese speakers. Cantonese speakers
(Mean rank = 22.48, n = 28) were more likely to prefer being fed
by other methods compared to Mandarin speakers (Mean Rank =
13.68,n = 11), (U = 84.500, z = -2.422 (corrected for ties), p = 0.015).
Cantonese speakers (Mean Rank = 22.48, n = 28) were also more
likely to request the continuation of nutrition and hydration until
one passes away, when compared to Mandarin speakers (Mean Rank
=13.68,n=11), (U =84.500, z = -2.408 (corrected for ties), p = .016).

Table 7 reports a summary of the results. No other significant
results were found. Cronbach’s alpha coeflicient was 0.860, which
showed high reliability.

Alternative therapy: Many participants believed in alternative
therapy such as Chinese medicine or acupuncture, received a mean
score of 3.59 (SD = 0.948). They believed that Chinese medicine or
acupuncture can relieve their physical symptoms such as pain, a mean
score of 3.61 (SD = 0.945). However, the majority of the participants
disagreed that Chinese medicine or acupuncture can cure their
disease, scored a mean score of 2.88 (SD = 0.927).

Many participants believed in a combined treatment regimen that
consisted of both western and alternative therapy, with a mean score
of 3.95 (0.677) and most of them even expected that doctors could
assist them in working out a combined treatment regimen for their
disease which received a mean score of 4.24 (SD = 0.734). Details of
the results could be seen on Table 8.

The Mann-Whitney U test was insignificant when mean scores
of each statement was compared with demographic variables.
Cronbach’s alpha coefficient was 0.830, which showed high reliability.

understanding of the role of palliative care in the hospital and
community setting. Most participants acknowledge that palliative care
is a discipline that looks after patients with irreversible or terminal
illness. It focuses on giving care rather than providing a cure during
advanced disease. They also understand that palliative care manages
physical symptoms, emotions and provides spiritual care as well as
needs of their family members. Many participants wish to manage
their physical symptoms with assistance from palliative care team and
believe that they will benefit from the service. This may suggest that
Australian Chinese have a high acceptance of palliative care services
which is inconsistent with a study conducted in Hong Kong where
patients are generally more reluctant to receive services from palliative
care [9]. Such difference could be due to palliative care playing a
more established and active role in the Australian healthcare system.
Palliative Care Australia started a National Community Education
Initiative in 2009 to deliver support and education by providing
palliative care information and resources in multilingual languages to
the community [26]. Resources available in patients’ native language
are more effective in assisting them to clearly understand the aim
and purpose of palliative care, including addressing their myths and
misconceptions regarding the service. The huge emphasis on effective
communication and interaction between doctors, patients and family
members in Australia also enables them to realize that palliative care
is a discipline that focuses to improve the quality of life for terminal
patients.

Attitudes towards truth-telling and disclosure among Australian
Chinese in this study are somewhat different compared to what is
seen in the traditional Chinese culture. Traditional Chinese culture
believes that the truth of an illness, especially for terminal conditions
such as cancer should not be disclosed to patients [18,20]. This is
because they are afraid that patients will be too stressful to cope with
the reality, resulting in an early death [18,20,27]. However, this study
found that most participants have actively discussed their conditions
with their doctors and expressed their desire to be informed of the full
truth of their disease including prognostic issues. This is consistent
with a recent survey conducted among the seriously ill Chinese,
Japanese and Koreans where most of them wanted to hear about the
truth of their condition directly and frankly from their doctors when
they progress into a terminal stage [28]. Most participants are also
not afraid of the difficulty of coping if they are told that they have an
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Table 7: Hydration and Nutrition.

Number of Strongly Disagree, Neutral, Agree, Strongly
Respondents, n Disagree, n (%) n (%) n (%) Agree, AEE (E2)
’ n (%) n (%)
I need to be given nutrition and hydration even A
during the last few days of my life. 41 00 2(4.9) 408 26 (634) 9(22.0) 4.02" (0.724)
| believe that nutrition and hydration will do n
more good than harm to my body. 41 0(0.0) 1(2.4) 4(9.8) 24 (58.5) 12 (29.3) 4.15" (0.691)
| believe that_ having nutrition and hydration can " 0(0.0) 4(9.8) 10 (24.4) 21 (51.2) 6 (14.6) 3.71 (0.844)
prolong my life.
| need to be fed by other methods such as
naso-gastric tube (through the nose) and total 41 1(2.4) 1(2.4) 10 (24.4) 24 (58.5) 5(12.2) 3.76" (0.799)
parenteral nutrition when | cannot eat.
Nutrition and hydration should not stop until the " 1(2.4) 3(7.3) 7(17.1) 23 (56.1) 7(17.1) 3.78" (0.909)
person passes away.
~ indicates that p<0.05.
Table 8: Alternative Therapy.
Number of S.trongly Disagree, Neutral, Agree, Strongly
Respondents, n Disagree, n (%) n (%) n (%) Agree, it (1)
’ n (%) n (%)

| believe in alternative therapy such as Chinese 41 2(4.9) 2 (4.9) 12(29.3) | 20(48.8) 5(12.2) | 3.59 (0.948)
medicine or acupuncture.
| believe that Chinese medicine or acupuncture
can relieve my physical symptoms such as 41 2 (4.9) 2(4.9) 11 (26.8) 21 (51.2) 5(12.2) 3.61 (0.945)
pain.
| believe that thnese medicine or acupuncture 41 3(7.3) 10 (24.4) 18 (43.9) 9 (22.0) 1(2.4) 2.88 (0.927)
can cure my disease.
| believe in a combined treatment regimen
that consists of both western medicine and 40 0(0.0) 1(2.4) 7(17.1) 25 (61.0) 7(17.1) 3.95 (0.677)
alternative therapy.
| expect that doctors can help me to work out a
combined treatment regimen for my disease. 4 000 1@ 409 20 (48.8) 18(39.0) 4.24(0.734)

incurable disease. The changing attitudes among Australian Chinese
may be caused by the influence of Western culture, where society is
generally promoting human rights and exercising autonomy. They
might be positively inclined towards being informed and to be in
control of their situation, especially after being in Australia for a
substantial period of time.

In terms of decision-making, the majority of the participants
make decisions for their treatment. However, many of them also allow
and trust other people such as doctors and family members to make
the best medical decisions for them. This may indicate that Australian
Chinese value the advice from doctors, family members and their
closed ones during decision-making. Subsequently, family members
are often strongly involved in making important decisions such as
medical treatment [1,21]. This is a reflection of the traditional Chinese
culture where family members are often seen as an entity rather than
individuals within that entity [10]. Australian Chinese in this study
also practice the attitude of trusting doctors’ expertise and believe
that their doctors are suggesting the most appropriate treatment plan
for their conditions. This result is consistent with a study conducted
among Australian Chinese by Huang et al. [13]. Knowing that they
possess such mindset, it is important to inform them that during the
process of medical decision-making, doctors, family members and
their closed ones may give good advice but they have the right to
make their own choices according to their circumstances.

All participants in this study believe that death is a natural process
of life. The majority of the participants have a neutral opinion towards
life after death suggesting that this belief could be a religious belief

instead of a cultural belief (as religion was not explored in this study).
At the terminal stages of their lives, most participants preferred to
be cared for at home, where this result is consistent with a study
done among Australia Chinese [5]- Australian Chinese may feel more
comfortable being taken care of in a more familiar place during
terminal stages. Many of them also believe that a good death is without
pain and suffering and being surrounded family members. Hence, it
is important to manage their symptoms adequately and notify their
loved ones during advanced stages so that they will be able to see
them before passing away [17]. As seen in this study, discussing death
and dying is no longer a taboo to all Chinese. This is consistent with
a study conducted among Chinese in Hong Kong where participants
are willing to discuss about their perception on death and dying
[29]. It reflects a changing trend regarding this attitude among the
Chinese. This could be due to the fact that contemporary Australian
Chinese are more open with wanting to let their wishes known so that
preparations could be made before passing on.

Language barrier still seems to be present among Australian
Chinese as majority of the participants prefer to see a doctor who
speaks the same language as they do. Many of them require the need of
an interpreter because incompetency in speaking in English prevents
them from communicating with their doctors and understanding
information given. As a significantly higher preference to see a doctor
who speaks the same language is seen amongst Cantonese speakers
compared to Mandarin speakers, this suggests that more Cantonese
interpreters are needed to provide the service. The presence of an
interpreter is essential during a consult to prevent patients from
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feeling more distressed when communication becomes a barrier [13].
In this study, many of them who receive interpretation service find
that interpreters are helpful in assisting them to communicate with
their doctors.

The results of this study indicate that Australian Chinese may
possess a miss-perception regarding nutrition and hydration during
their terminal stages. These misunderstandings include nutrition and
hydration will only do more good than harm to one’s body, prolong
lives, feeding needs to be continued relentlessly and only should
stop when one passes away. This result is consistent with a study
conducted in Taiwan where palliative care patients were found to
feel that they were given insufficient nutritional support during their
stay in hospital [24]. It is indeed true that eating is a very important
part of Chinese culture. However, they need to understand that
inappropriate feeding may be detrimental as it will further aggravates
patients’ conditions resulting in disorders such as gastrointestinal
secretions, limb oedema and ascites [24,30]. Effective interaction
between doctors, patients and family members is vital when
discussions surrounding nutrition and hydration occur so that the
misconception on excessive feeding can be sensitively and explicitly
addressed. To prevent the loved ones of patients from feeling anxious,
it should be explained to them that stopping the feed of terminally-ill
patients do not indicate that patients are suffering a poor quality of life
and are starving to death [19]. From this study, Cantonese speakers
seem to have a more significant misunderstanding compared to the
Mandarin speakers. The difference between Cantonese and Mandarin
speakers may highlight the diversity of views and preferences within
the Australian Chinese community itself. Therefore, doctors should
be weary of generalized views of the Chinese population influencing
their practice.

Treatment using a combination of western medicine and
alternative therapy is widely accepted among the participants in
this study. Many participants believe that alternative therapy such
as Chinese medicine or acupuncture can relieve their physical
symptoms such as pain. They also expect that doctors will be able to
help them to work out a combined regimen for their disease. This is
consistent with a study performed among Australian Chinese [31].
As the usage of alternative therapy among Australian Chinese is
generally accepted, doctors should be aware of its usage in order to
prevent any contraindications with medications being administered.
With the emerging evidence supporting the effectiveness of Chinese
medicine and acupuncture for symptom control, a combined
treatment regimen should be gradually recognized and accepted as
an effective approach in managing a disease.

We cannot find the difference in perceptions towards
understanding of palliative care and end-of-life preferences regardless
of the duration of Chinese living in Australia. It may suggest that
traditional Chinese values among Australian Chinese are still being
preserved and they play an important role in shaping some of their
thoughts and attitudes towards end-of-life care. This would propose
the need of culturally appropriate support and treatment to be
implemented so that palliative care service would be widely accepted

and utilized by the Chinese community.

In conclusion, Australian Chinese in this study understand
the role of palliative care and wish to accept the service. This study

highlights a change in perception in areas such as disclosure of the
truth of their disease and openness in discussing issues related to death
and dying. However, some attitudes are still highly influenced by the
traditional Chinese values such as decision-making and the need for
nutrition and hydration during end-of-life care. Although this study
provides an updated insight on their views, it is restricted by a small
sample size, limited demographic details and participant recruitment
sites. Further research to explore a more generalized perception in
understanding of palliative care and end-of-life preferences among
Australian Chinese is warranted. A qualitative methodology to
provide a more in-depth viewpoint regarding their experiences and
knowledge of palliative care should also be conducted.
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