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Chapter 1 

[00:00:00] Narrator: 

Hello. Welcome to the Palliative Care Project, a series of podcasts for carers from 
culturally and linguistically diverse backgrounds. The podcast you are listening to is 
for the Chinese-speaking community. We have also recorded podcasts in English, 
Arabic, and Hindi. We welcome you to listen to these languages online if needed. 
You can find all the podcasts on the Carers NSW website.  

[00:00:35]  

For those who are listening to us right now, we hope that you will find this 
conversation in Chinese on palliative care very valuable to you and that it will help 
you as a carer to provide care for people at the end of their lives. The recording was 
made with the help of people in the Chinese-speaking community who have been 
caring for someone at the end of their lives. We spoke to people in the Chinese 
community who provided palliative care to those who needed care. They shared their 
experiences and gave us useful advice hoping it will be helpful to other carers who 
are in similar situations.  

[00:01:23]  

The recording is designed to promote a good understanding of palliative care so that 
you and the person you care for can choose the best treatment and care needed. 
You will also hear from doctors and nurses who provide information on palliative 
care. It will help you, whether you are helping someone now, or in the future.  

[00:01:53] 

Palliative care will be referred to differently in this podcast. Many of our carers and 

voiceover staff may use the term "palliative care" (纾缓护理), while some nurses may 

use the name " hospice care"(缓和医疗). Both will be translated as "palliative care" in 

this podcast. You can choose from the two options.  

[00:02:25] Cathy - Palliative Care Nurse: 

When someone is diagnosed with a life-threatening illness, it can be a very painful 
time. In some Chinese families, it can be difficult to talk openly about a terminal 
illness or death. People often avoid discussing it until it's too late, and suffer a lot 
without knowing they can ask for help. For the carers who share their experiences in 
this podcast, they all said they wish they had known more about palliative care 
before they experienced it, so they could have been better prepared. The concept of 
palliative care may not exist in the health care system in the Chinese community, 
and people sometimes misunderstand it as being about the end of life, which is far 
from the cases I saw in my daily work. The benefits of palliative care and support can 
be seen well before a patient's condition reaches the final stage. 
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[00:03:40] Mina - Carer’s Experience:  

My personal suggestion is that if the doctor introduces the concept of palliative care 
to the family and relatives of the cancer patient in advance, and what services are 
available to the patient, then the family will be prepared for understanding and 
accepting it. Otherwise, if the doctor suddenly makes this suggestion, the patient and 
the family may not accept it immediately and think that the patient is dying, but it is 
not always the case.  

[00:04:10] Cathy - Palliative Care Nurse:  

As a nurse, I see people with a Chinese background who are often afraid to talk 
about death, because it may be culturally inappropriate or often a taboo topic. Some 
Chinese families avoid talking about death outside their immediate family circle. 
They are often forbidden as many rituals and traditions say that it is not acceptable 
to share this with those other than family members. So I met a lot of people who 
were shocked and upset when I started talking to them about palliative care, but they 
later realised how important it was to start this conversation. 

As a carer, I really hope you can reach out to your doctors and nurses and talk 
openly about palliative care. We really want to help you, your family, and your loved 
ones to get the best care and support deserved. The purpose of palliative care 
services is to benefit both patients and families. 

[00:05:44] Wenying - Bilingual Facilitator: 

I feel honoured to represent our Chinese community working in this project. I have a 
sense of responsibility and mission. I hope to help Chinese listeners to understand 
Palliative Care comprehensively and correctly. I hope this series of podcasts will 
offer timely and correct guidance to you as a carer, the loved one you are caring for 
and other family members during the special and difficult life journey that you are 
about to experience or are experiencing. Especially, I hope you realise that you need 
to increase all kinds of dialogue, in particular the dialogue with medical staff including 
specialists, doctors and nurses in palliative care.  

[00:06:30] Cathy - Palliative Care Nurse: 

Our Palliative Care Team is well trained and understands the importance of tailor-
made support programs for patients and families of Chinese background. We are 
also trained to support families who may have different cultural needs. Because we 
know that in many Chinese families, their culture and tradition influence their 
decision on what kind of care to receive. We also understand the various roles that 
families, communities, and community leaders play in the final stages of a patient's 
life journey. As a team, we have a holistic approach to providing care. 

[00:07:20] Edna - Carer’s Experience: 

If you and your family members are also caring for someone with a serious illness, I 
highly recommend that you take the time to listen to this conversation, knowing that 
you are not alone and that there are many people around to help you. Looking back, 
I wish I had known more about palliative care. Let's take the first step together and 
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talk about it openly with others. It will be hard, but trust me, it will make a big 
difference in your caregiving journey. 

[00:08:04] Narrator:  

You have reached the end of Chapter One. 
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Chapter 2 

Narrator: [00:00:00] 

Hello. Welcome to the Palliative Care Project, a series of podcasts for carers from 
different culturally and linguistically diverse backgrounds. The podcast you are 
listening to is for the Chinese-speaking community. 

Welcome to Chapter Two. 

In this chapter, we will talk about the medical definition of palliative care, and how 
our community members define palliative care. We will look in detail at the Palliative 
Care Teams of doctors and nurses and how they help Chinese families make the 
journey.  

We'll also hear from our interviewees about some of the decisions and choices 
they've had to make during this time, especially how culture plays an important role 
in their family life. First, let's hear a precise explanation of what palliative care is from 
the nurses in the palliative care department.  

[00:01:00] Cathy - Palliative Care Nurse: 

Palliative care is all about improving the quality of life as much as possible. It is for 
people with incurable diseases. This is done by providing them with medical care to 
relieve the pain, symptoms, and stress caused by their serious illness. It is carried 
out by health professionals as well as the supporting team. They focus on improving 
patients' quality of life by managing their physical, social, emotional, and spiritual 
needs. Medical staff and other carers will visit patients and their families regularly to 
ensure that you are not left alone during the difficult time.  

[00:01:58] Michael - Carer’s Experience:  

It was a huge relief for me when palliative care service was suggested. When my 
dad was sick, he would suddenly have a fever of 39 degrees in the middle of the 
night. We were very worried. We felt that he was safe after receiving palliative care, 
which also relieved our burden. I don't think there's a cultural barrier for us using 
palliative care. My brother and I were very grateful for the help and the time for us to 
have a rest. Yes, we talk openly about palliative care. 

[00:02:38] Cathy - Palliative Care Nurse:  

In palliative care, we have a full team of health professionals, including doctors, 
nurses, physiotherapists, occupational therapists, social workers, counsellors, 
dieticians, speech pathologists and even volunteers. Patients and their families 
would always be the decision-makers for their health, medical treatment and well-
being. We take the patient's cultural needs into account, and we will ask what their 
cultural needs and preferences are. If you have any special needs, please let us 
know so that our service can offer care tailored to your cultural needs. For example, 
the type of food you like to eat if you need, or other spiritual rituals, etc. Or maybe it's 
cultural expectations that influence your family decisions. In some cultures, for 
example, the decision-maker is not necessarily their carer, or their husband or wife. 



In Our Own Voices Palliative Care Podcast Transcript (Chinese)  

  

Perhaps you have a strong belief in your recovery, or you are considering hiring a 
female or male nurse. We consider all these factors when talking about offering 
caring services to patients and their families. We also understand that Chinese 
traditions can influence your decisions on accepting palliative care.  

[00:04:20] Mina - Carer’s Experience:  

During the course of the treatment, a Chinese doctor suggested that we might try 
palliative care. My family was shocked when we first heard that, thinking that 
palliative care means a terminal diagnosis to patients. But sometimes that isn't the 
case. 

[00:04:47] Cathy - Palliative Care Nurse:  

In some Chinese families, palliative care is considered only as a kind of end-of-life 
care. When palliative care is suggested, they feel very distressed because they think 
that the patient is going to die if they get palliative care, or their life is going to be 
shortened. In fact, it's totally wrong. Palliative care doesn't mean there's no hope, nor 
that you've given up. And it definitely doesn't mean the family doesn't care. Besides, 
if patients need to be hospitalised for palliative intervention, it does not mean that 
they are about to die and that their lifespan will be shortened. They may just need to 
have their symptoms managed and their medication adjusted. Actually, in most 
cases, they can go home after their pain gets managed. Palliative care does not lead 
to premature death, nor is it a form of euthanasia. Drugs like morphine can relieve 
the pain or shortness of breath. Proper use of morphine is beneficial to patients. 
Doctors are well trained, and drugs are well researched. There are strict guidelines 
for the proper use of drugs to relieve patients' discomfort.  

[00:06:24] Michael: Carer's Experience:  

Previously, I didn't know what the Chinese word for palliative care was. The hospital 
social worker explained this term to me. and I googled it and found the words “Guan 
huai zhong xin” (Comfort Care Centre).I think this is a proper term. It is also a special 
Chinese term for palliative care in China.  

[00:06:50] Cathy - Palliative Care Nurse:  

When our team has the opportunity to see patients in the early stages of their illness, 
it actually gives us time to get to know each other, as well as their families before the 
patients become physically unwell. We can learn what kind of care they and their 
families want, what their desires are, and how we can best help them. Terminally ill 
patients may prefer us to talk directly to their family or specific family members about 
their illness and treatment options, rather than talking directly to them. It is fine. We 
just need to get the patient's permission, or consent, to proceed. 

[00:07:48] Cindy: Carer's Experience:  

My beloved one passed away years ago. As a carer, many questions still linger in 
my mind. I keep wondering, "What happened at that time? Would I make a different 
decision if it were today? What was there that I hadn't thought of or done?” It is 
because of regrets; that’s why these questions keep popping up in my mind. Back 
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then, I really didn't know much about palliative care, and the whole things about 
doctors, treatments and drugs and so on, which make up a system that I knew little 
about. If I had, I would have detected the signs and had a better idea of the stages of 
his illness, such as when it would get worse, when it was getting a little better. I 
would be clearer on different stages so that I could help him accordingly. If it were 
today, I would confidently ask the nurse privately all the questions I have.  

[00:09:17] Cathy - Palliative Care Nurse:  

You can start palliative care at any stage of your illness. Even when you are 
diagnosed and start treatment, you don't have to wait to start palliative care until your 
disease is advanced or you are in the last few months of your life. In fact, the sooner 
palliative care is started, the better it would be. When palliative care is being 
suggested [00:09:46], you should learn more about it from recommended sources. 
There's a lot of misleading information out there, especially on the Internet. If you 
have any questions, it's best to talk to your doctor or Palliative Care Team to get the 
information you need, so you can share proper information with the people you care 
about and with your family members. 

[00:10:16] Mina - Carer’s Experience:  

My mother died in her sleep. She didn't wake up on that Friday night. On Saturday, 
the nurse told us they thought that it was unlikely that she was going to wake. The 
doctors didn't expect my mother to pass away so quickly. She died peacefully in her 
sleep at noon on Sunday. We were relieved that she would no longer suffer from 
illness. As family members, we wanted to have a general idea of what medications 
the doctor used to relieve her pain. Usually, we Chinese would think that morphine 
accelerates death, but we're not really sure if that's the case. But as I said earlier my 
mother's final days in the palliative care ward were relatively much less painful, and 
she died peacefully in her sleep. 

[00:11:13] Cathy - Palliative Care Nurse:  

Health Care professionals understand that it can be very difficult to have these 
conversations, and we will help you and your family better understand how to care 
for the patient who is undergoing treatment. The Palliative Care Team can arrange 
family meetings, which are a form of empowerment and support for family members 
and provide an opportunity to share and identify goals of care, stages of treatment, 
and patient wishes.  

[00:11:52] 

If you don't speak English, be sure to find or ask for an interpreter or a bilingual 
facilitator, someone who can sit down and help you understand the details of the 
meeting. During the meeting, it is also important to have the Palliative Care Team 
aware of any religious or spiritual beliefs or rituals that you and your family may 
have, especially when the patient is in the final stages of life. 

[00:12:20] Nina - Carer’s Experience:  
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When we were in the hospital, and we heard the introduction of palliative care for the 
first time, we immediately thought that my mother was dying. The first question was 
when will it come, and not to tell her. These were the two most important concerns 
we had at the time, and I experienced a feeling of huge horror and loss. In our 
culture, we don't talk about death, we don't want to mention anything about it at 
home. We don't prepare or discuss it. So, when talking to doctors and nurses, we 
followed the tradition. Looking back now, I would have learned more about palliative 
care, but I could have avoided including my mother and other family members and 
learned about it alone. Furthermore, I would have asked more about signs, physical 
symptoms, and how to make her comfortable. 

[00:13:40] Narrator:  

You have reached the end of Chapter Two.  
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Chapter 3 

[00:00:00] Narrator:  

Welcome to Chapter Three. In this chapter, we'll look at palliative care and how our 
culture… 

[00:00:11] 

Narrator: …may affect how we cope with palliative care.  

[00:00:17] Cathy - Palliative Care Nurse: 

As a nurse in palliative care with a Chinese-speaking background, I personally have 
experienced the challenges and cultural barriers that affect the way patients' families 
view palliative care and death. These sometimes are cultural beliefs and traditions 
that go back thousands of years.  

[00:00:41]  

While some of these traditions are culture-related, and need to be taken into 
account, they may sometimes affect how the patient's family wants to take care of 
them. If the information provided about palliative care is too challenging for you or 
your family, it is important to let someone know this immediately. 

[00:01:09]  

It is important to remove these concerns from the beginning. Even knowing how to 
start a conversation, can be very difficult for families as well. For example, many 
Chinese families do not talk about death, or the end of life, at home, because many 
people think that it is a bad sign. Or it's inappropriate to discuss wills and long-term 
plans while the patient is still alive. 

[00:01:38] 

Even if they need to, they do not want to ask any question in front of the family 
members. Please be aware that conversations with our Palliative Care Team are 
confidential to ensure that every patient can be well cared for during these 
challenging periods. 

[00:01:58] Cindy - Carer’s Experience:  

My family avoids talking about palliative care, death, or near death. Topics like these 
are very taboo in Chinese tradition. As a carer, I wanted to have open discussions 
with my family, but I was afraid that it may hurt them. But when I was still in the 
hospital, I quietly asked the nurse privately some questions, which helped me a lot. I 
didn't tell the rest of my family because I didn't want to cause unnecessary trouble. 
They wouldn't understand. The nurses helped me a lot, also, they gave me lots of 
advice and even arranged home visits for me by sending volunteers to provide a 
massage service. 

[00:03:00] 
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As a carer, at the moment I saw my sick loved one's stiff legs being made 
comfortably from being massaged (by a volunteer) I was at ease, also, it was a nice 
chance for me to rest and take care of myself. 

[00:03:13] Cathy - Palliative Care Nurse:  

Let's start with the myth that palliative care hastens death. 

[00:03:23] 

In fact, palliative care is dedicated to helping patients live as comfortably as they can 
with the least pain and suffering to the end of their life. Studies show that the quality 
of life is actually improved for terminally ill patients who receive palliative care. And, it 
turns out, they live longer than terminally ill patients who don't receive palliative care.  

[00:03:49] 

People believe the myth because, in many cases, they have waited too long to get 
palliative care and, consequently, because they waited too long, the patents die very 
quickly, and their families blame it on palliative care. 

[00:04:09] 

Remember that by the end of life, medicines are there to help alleviate pain and 
suffering. Regardless of your cultural background, it is important to every patient and 
it is their right to be free of pain and suffering at the end of their life. 

[00:04:31] Ivy: Carer's Experience 

As a carer, you can get information through many different channels, including the 
Internet. There is a lot of information on the Internet, but it is not always correct and 
may not be the best information for you. I recommend that you speak directly to 
health care professionals and relevant departments from the very beginning to 
ensure that you get the most accurate information firsthand. 

[00:05:07] Edna - Carer’s Experience:  

I was worried because my uncle was always sleeping after taking morphine. We 
thought they were giving him medication just to put him to sleep, so we asked them 
to stop. But they told us that the patient would suffer more without medication. Then I 
realised that it wasn't fair to him to keep him alive while suffering without medication. 
I talked to the doctors and nurses, then understood why. 

[00:05:57] Cathy - Palliative Care Nurse:  

When a patient has complex symptoms, a professional is often required to intervene 
and provide palliative care. Accepting treatment of different levels or morphine 
injections does not mean that patients have given up their lives. 

[00:06:15] 
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If they eat less, it does not mean that the Palliative Care Team or family members 
are abandoning the patient. Many patients can be injected with morphine for months 
to control pain or difficulty breathing. Morphine doesn't kill the patient, but the 
underlying disease does. 

[00:06:37] 

Palliative care does not mean that you have to give up your life, and it does not 
mean that you have to stop all treatments or stop eating. It allows patients to focus 
on being comfortable, pain-free, and on what is important to them and brings them 
the greatest joy. 

[00:07:00] Cindy: Carer's Experience:  

At home, I took care of my sister who was very sick. We were feeling helpless seeing 
her suffering huge pain The nurse advised us to take her to the hospital for a few 
days. As soon as we heard that, we thought that my sister must die very soon. We 
were very sad. But my sister went back home after a few days, she was much better 
than before, the medicine used on her was very suitable for my sister's condition, 
she also felt a lot more comfortable. Furthermore, we rested well during the period 
and felt that we could continue to take good care of her. 

[00:07:49] Cathy - Palliative Care Nurse:  

If the treatment helps them, they can continue the treatment. They will not stop 
eating until they are unable to eat. As the disease worsens and the body realises 
that life is coming to an end, the patient's hunger and thirst will decrease. 

[00:08:14] 

Patients who stop eating die of disease, not starvation. Usually, they will not feel 
hungry at the end of their life. Therefore, it is usually not necessary to feed patients 
to prevent hunger unless the patient requests food for themselves. 

[00:08:36] 

For families who believe that carers should cook and provide nutritious meals for 
them until their very last moment, this is sometimes hard to understand. Food means 
different things to the body when the patient is in the dying phase. For patients who 
have no appetite, it can exacerbate the damage and exacerbate their symptoms if 
you keep feeding them. If the patient is not very active as the disease progresses, 
they need just enough food to stay healthy, they need very little. 

[00:09:15] Liz: Carer's experience 

My father doesn't like hospital food very much. What worries me is that he is losing 
weight quickly. Because as his daughter, it was my responsibility to prepare 
nourishing delicious meals and home-cooked soup for him, just like Grandma used 
to do. The nurses allowed us to enter the kitchen and heat the soup in the 
microwave, but he only had a few sips and then stopped eating again. I was so 
worried about his poor appetite. My sister, my uncle, and my aunt kept saying it was 
not a good sign and that I should force him to eat. The nurses, however, told me not 
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to force him to eat when his body didn't want to, he had enough nutrition via 
transfusion to keep up with his needs. 

But I felt that was not enough. As the firstborn daughter, it was my responsibility to 
make him our traditional food to satisfy his appetite, but I failed to do so. It's a very 
sad feeling for me, really. 

[00:10:36] Ivan - Carer’s Experience:  

I don't think there is any cultural barrier that prevents us from receiving palliative 
care. The palliative care service immediately lightened my burden as a carer and 
supported me in more psychological and emotional ways. 

[00:10:56] 

I immediately felt my father was safe because these trained medical staff would take 
care of him. 

[00:11:05] Karen: Reading for Carer 

Later, my grandmother's condition deteriorated rapidly, and friends from the 
community came to visit her every day, which finally made us feel a little 
overwhelmed. I know that in our tradition, visiting the sick and seeking forgiveness is 
part of our faith and custom. But my grandmother was too exhausted to speak or 
recite scripture at that moment. The Palliative Care Team was really great. They 
provided us with a private room, and an extra bed inside, so that my sister and I 
could sleep there at night. 

[00:11:52] 

We read scripture for her when she couldn't. Even in the final moments of her life, 
the Palliative Care Centre also allowed us to call the temple masters, asking them to 
come and perform a religious rite for her. It was very peaceful. The staff there were 
very respectful of our choices. 

[00:12:14] Cathy - Palliative Care Nurse:  

The Palliative Care Team may recommend that the patient has inpatient care in the 
hospital. Don't panic. It's normal. Sometimes it's best to assess their symptoms while 
they are in the hospital so that doctors and nurses can better and more closely 
observe the symptoms. Some patients may worry that once they are in the hospital, 
they may never be able to go home again. Typically, the Palliative Care Team will 
suggest the patient has inpatient treatment. And in most cases, patients can go 
home once their symptoms are better controlled. You can also let the Palliative Care 
Team know if you wish them to stay home. 

[00:13:04] Narrator:  

This is the end of Chapter Three. 
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Chapter 4 

[00:00:00] Narrator:  

Hello. Welcome to the palliative care project, a series of podcasts for carers from 
different culturally and linguistically diverse backgrounds. The podcast you are 
listening to is for the Chinese-speaking community. 

Welcome to Chapter Four. In this chapter, we will discuss how palliative care works, 
and who organises palliative care and provides options, services, and networked 
help mechanisms through palliative care services.  

[00:00:24] Cathy - Palliative Care Nurse:  

Palliative care can be organised in several different ways and, in most cases, will be 
initiated by professionals who provide the treatment. Because your doctor is very 
clear about the patient’s condition and the stage of their disease. Once the Palliative 
Care Team receives the referral report, one of the nurses will review it and contact 
the family directly to discuss the condition further. It is likely that family meetings will 
be held to allow the patient, family, and Palliative Care Team to ask each other 
questions and begin to plan the best palliative care options, goals, and plans for the 
patient and family. This is the best time to prepare all your questions. If you want to 
ask something confidential, let the nurse know and schedule a separate time for the 
talk. 

[00:01:31] Mina - Carer’s Experience:  

We started palliative care once a month. We visited the palliative care doctor and 
received regular home visits from the community nurse monthly. They even had a 
Mandarin-speaking nurse accompany him for a follow-up visit once. The palliative 
treatment does not really cure the patient but provides guidance and help to the 
patient and the family both emotionally and psychologically. It is difficult for the 
patient to see the doctor anytime and anywhere. These community nurses work with 
the doctor to follow up on our mother's condition. For example, in my mother's 
illness, diarrhea often occurred. The community nurse would carry a small picture 
book and ask about the situation in detail, then suggest appropriate medicine to 
alleviate the diarrhea. 

[00:02:29] Cathy - Palliative Care Nurse:  

When the Palliative Care Team meets with the patient and family for the first time, 
they will provide information about the disease and treatment options. They will take 
the time to discuss with you in detail the different stages of palliative care, how the 
disease will affect the patient and information about how the family can help during 
these stages. They will ask you if you have any specific expectations during the 
palliative care process and what kind of care you would like to receive. 

[00:03:10] Michael: Carer's Experience 

In my father's advanced stage, he told me that a volunteer was massaging his feet. 
He could feel the selflessness of the volunteers. He told me that it was a very nice 
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place, and the people were very friendly. We couldn't take care of dad at home and 
there was no way we could feel safe. The Palliative Care Team did a lot for dad. 
Even though we didn't go to the doctor very often, there were nurses helping him 
with bathing, changing clothes and sheets for him, and there were people from the 
church who came to pray for us. We believe that father could live with dignity with 
palliative care, He was suffering from cancer, and they helped ease his pain and 
brought him the most comfort they could. 

[00:04:01] Cathy - Palliative Care Nurse:  

Palliative care services vary from place to place, but usually it is carried out by a 
team of health professionals and allied health members who may work in hospitals 
or communities. Palliative care options may also vary from patient to patient. This is 
because the treatment plan is tailored for individual patients according to their 
situations and needs. That's why we tell patients not to compare their palliative care 
plan with others. A proper option for one patient may not be proper for another. 

[00:04:49] Mina: Carer's experience 

There were doctors and nurses in the palliative centre helping my mother bathe and 
changing the sheets. There were volunteers coming for massages, and church 
volunteers praying for her. My mother was 73 years old. Some of her friends were in 
their 80s. When they came to visit my mother, they were also impressed with the 
care at the centre. Maybe they were also learning about what might happen to them 
in the future. Six months after my mother's death, the care centre held a memorial 
service for the families who had lost loved ones in the care centre during that period. 
At first, I didn't want to go, but I went with my dad because he wanted to. It was a 
very meaningful event. We listened to poetry, standing in line to light candles. 
Names of all the dead were listed. We met the doctors and nurses who cared for the 
patients in the care centre. In the end, we went outside, watching pigeons flying into 
the sky, to remember loved ones forever in our hearts. It's a sentimental and 
emotional image. Everyone was deeply moved.  

[00:06:09] Mina - Carer’s Experience:  

My family is very grateful to the Palliative Care Centre. When my mother was taken 
to the centre, at first we thought it would be a very dark, depressing place, and 
maybe you could hear someone screaming in pain. But actually, it was newly 
decorated, one patient per ward, no terrible scenes and wailing at all. On the 
contrary, it was very quiet there. Each ward connects to the outside, and you could 
rest in the corridor, under the sun. 

[00:06:53] Cathy - Palliative Care Nurse:  

We can help to organise services ranging from home services, such as showering or 
cleaning, to helping you get to a doctor's appointment, providing emotional support, 
and relieving carers; all known as community care services. It's important to explore 
what services are available in your area. Because services vary from place to place, 
the caring role can be tiring and physically demanding. So, taking care of carers is 
just as important as taking care of patients.  
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[00:07:40] Lena - Carer’s Experience:  

When we were waiting for the ambulance, dad was so worried, so I comforted him. 
Once the ambulance arrived, dad was relieved and slowly fell asleep with the oxygen 
mask. However, we didn't expect that he would never wake up. When the doctor told 
me that my father was in a bad condition, I didn't believe him. But I took his advice 
and brought my mother to the hospital late at night. I also called my sister in China. A 
nurse whispered to me that the patient could still hear us till the very last moment. 
So, I sang one of his favourite songs for him in his ear. My father sweated a lot 
before passing away. Some nurses helped us to wash him, put on clothes, even 
changed the sheets. It was very gentle during the whole process. 

[00:08:50] 

Eventually, dad left in his sleep, peacefully and quickly. After that, all the staff quietly 
left the room, leaving my mother and me alone with my father. It was a shock 
because we weren't prepared for it. We stayed in the room for a long time, and no 
one came to urge us to leave, till we thought we were all right, and then we went out. 
All the medical staff are very humanitarian and treat us very well. I later learned that 
what we went through that night was actually called palliative care. All staff did their 
best to make dad comfortable and ease his suffering while supporting and helping 
the family as they could. 

[00:09:52] Cathy - Palliative Care Nurse:  

Palliative care services can also help provide the care equipment you need in your 
home, such as a wheelchair, medical bed, bathroom ancillaries, etc., which help you 
provide care, and ensures the patient is being treated more safely. Sometimes it can 
make a big difference just simply providing a handrail in the bathroom, or devices 
like a toilet seat lift. In this case, a professional therapist can advise you what 
equipment is most helpful. 

[00:10:33] Nikki - Carer’s Experience: 

My father had been very worried, and his legs were very uncomfortable after lying in 
bed for a long time. Palliative care sent a volunteer to come and massage his legs, 
which gave me a chance to rest for an hour. My father felt much better after a 
massage, and I didn't know that was part of the palliative care, too. I thought 
palliative care only covers hospitalisation, injections, and medication. I am sharing 
this information so that more people can know and benefit from it. 

[00:11:21] Narrator:  

Now, it's the end of Chapter Four. 
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Chapter 5 

[00:00:00] Narrator:  

Hello. Welcome to the Palliative Care Project, a series of podcasts for carers from 
different culturally and linguistically diverse backgrounds. The podcast you are 
listening to is for the Chinese-speaking community. 

Welcome to Chapter Five.  

In this chapter, we will look at decision-making in the palliative care phase, and we'll 
also look at advance care planning. First, let's hear what advance care planning 
means from a nurse from the palliative care department.  

[00:00:28] Cathy - Palliative Care Nurse:  

Palliative care respects the choice of care made by dying patients and their families. 
This means that decisions must be made based on the patient’s best interests and 
their expectations of care. Usually, patients make decisions when they can. But as 
the disease progresses, they may need someone else to help them make such 
decisions. In some Chinese families, the decision-maker may be one of the patient's 
family members, and it is important to discuss the issue with the patient you care for 
when they are in good health so you understand what decisions they want to make. 
If they prefer doctors to talk to family members, doctors must know who they can talk 
to and who can make decisions on behalf of the patient. 

[00:01:32] Nina: Carer's Experience:  

Yes, my family was able to talk openly about the illness. My sister was in China, we 
were really shocked when we first heard the doctor's diagnosis of my mother's 
cancer. but instead of denying the reality, we tried to accept it and then mentally 
prepare.  

[00:02:00] Cathy - Palliative Care Nurse:  

The Palliative Care Team may ask questions, such as, what is most important to you 
at this stage of your life? Do you feel any pain? If you are in poor condition, which 
family member would you like us to discuss your illness with? Where would you like 
to receive care at the end of your life, at home, in hospital, in a hospice [00:02:37] 
Also, we need to know what they would expect as they get sicker. We will discuss 
the goals of care and let the patient know what the options are. 

[00:02:56] Bona - Carer’s Experience: 

Dad's illness advanced so suddenly that we were not mentally prepared. During the 
last journey with him, I was often too exhausted to think about anything else. As an 
experienced person, my advice is to make advance care planning for the future. At 
the time, feeling that it would be inauspicious to mention the topic, I just avoided it. 
Now I regret not having communicated with my father about this when he was still 
alive. Now it's my turn to take care of my mother. I will try to ask her questions at a 
proper time like, where do you want to be buried? Would you like to go to a nursing 
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home? What about the nasogastric tube insertion if this subject is to be raised? What 
else do you want to do and see, or where and who do you want to visit? Of course, 
we all have our own answers. You can only find them in your own way. To 
accompany the parents on their last journey is a blessing for us, to leave no regrets 
and feel at ease in the future. 

[00:04:23] Cathy - Palliative Care Nurse:  

The Palliative Care Team is very experienced in helping families discuss and 
determine options, expectations, and wishes of the patients. We can either discuss it 
privately with the patient or with their family. Our goal is always to find the best 
treatment for our patients to meet their expectations and needs, to help them make 
decisions and maintain their treatment, to free them from pain, discomfort, or stress. 
Sometimes people think they have to keep trying to prolong patients' lives because it 
is their duty, and it is what they should do for patients. As a professional team, we 
help families determine what is best for their loved ones, what their choices and 
options are, and what their desires and needs are. If this is a difficult topic for you, 
please talk to your Palliative Care Team. They are well trained to talk to you about 
this topic. 

[00:05:45] Michael: Carer's experience:  

Every patient hopes that he or she will not suffer too much and will be able to have 
their dignity on their last journey. One day, when I went to visit my dad, he was 
sitting in the sun, but he looked very sad. He told me that he wished that he would 
never wake up the next morning. (meaning patient wished for dignity and quality of 
end of life)  

[00:06:14] Cathy - Palliative Care Nurse:  

Sometimes, if many family members are involved, decision-making can be 
complicated, and they may not have an agreement on a single treatment plan. For 
example, if the patients need morphine to relieve pain, family members from different 
cultural backgrounds may think that it will hasten their death, which may lead to 
conflicts. 

[00:06:44] Actually, there are clear guidelines for the proper use of opioids. Our goal 
is not to calm the patient or hasten their death. Instead, one of our responsibilities is 
to explain and make sure there is no misunderstanding, and to provide the right 
information to patients and families, which is very important because if there is no 
open and honest communication, patients may suffer more. 

[00:07:15] Mina: Carer's Experience 

Carers also need to take care of themselves, eating and sleeping. It would be nice to 
receive help at home. We don't have to do everything ourselves. Palliative care 
social workers can organise help in the home. 

[00:07:40] Cathy - Palliative Care Nurse:  

Patients' wishes can be expressed through a process called advance care planning. 
There are things the Palliative Care Team can discuss with the patient. For example, 
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if the patient is no longer able to make these decisions, who is the expected 
decision-maker for their health care? You can ask your Palliative Care Team for 
more information. They may also consider making a will, which in some cultures is 
not important, but under Australian law, if their family is left with a will, it makes life 
much easier for the family after their death. Through an organisation called Advance 
Care Planning Australia, you can get an online resource that can help you solve this 
problem in your language. Please check out the resources listed on the page where 
you found this blog for more detailed information.  

[00:08:48] Mina - Carer’s Experience: 

The Chinese rank filial piety as the first virtue. Many Chinese still believe that filial 
piety means keeping one's parents alive as long as possible, even if only for a 
second longer. Some of the families of patients in the hospital have unrealistic 
expectations and even interfere with medical procedures. My advice for these people 
is please allow your parents to have peace during their last journey. Please do not let 
them suffer extra pain. Everyone has his or her right to maintain as much dignity and 
decency as possible at the last moment of life. They should also live as well as 
possible even if it's for their last moment. Please make your loved ones more 
comfortable and less painful. 

[00:09:53] Edna: Carer's Experience:  

A lot of things were going on in my family after dad's sudden death. But one thing 
that really puzzled me was that my mother, who had always been frugal, suddenly 
became very picky about their cemetery location, and didn't care about paying more 
for it. She told me later that she believed that a good cemetery would bring benefits 
to future generations to live a safe and prosperous life. She said, it's not just her, it's 
what many older Chinese believe. However, she thought it was taboo to write a will. 

[00:10:53] Nina: Carer's Experience:  

Chinese people generally don't like to arrange wills and things like that. After my 
mother passed away, my dad arranged to sign a power of attorney with me just in 
case, but he didn't make a will either. When he returned to China, his friends told him 
it was taboo to make a will. If a will is made, the person may really die quickly, or the 
younger family members may want them to die early to inherit their legacy. 

Narrator:  

Nick, carers experience. 

[00:11:38] Nick - Carer’s Experience: 

I took the advice to look ahead for the future. One of my friends told me that I 
needed to apply for power of attorney, which meant to ask my mother to sign it. I did 
it. But then my mother really got sick, really sick. When she couldn't always keep 
herself conscious, and she was unable to make decisions about her own health. I 
thought I could step in and make decisions for her. I mean I'm her son, and I know 
her best. But I was told I needed to get enduring guardianship for that. But at the 
time I didn't know it was a different matter. The power of attorney is for financial 
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decisions, but for her health decisions, enduring guardianship is required. Looking 
back, I wish I’d known the difference between the two. 

[00:13:02] Narrator:  

You have reached the end of Chapter Five. 
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Chapter 6 

[00:00:00] Narrator: 

Hello. Welcome to the Palliative Care Project, a series of podcasts for carers from 
different culturally and linguistically diverse backgrounds. The podcast you are 
listening to is for the Chinese-speaking community. 

We've almost finished our recordings on palliative care, and we hope the podcast 
series has been helpful to you. We hope you can adopt some tips and suggestions 
from the interviewees. Don't be afraid to start a conversation with loved ones. If you 
need help, we recommend that you talk to a Palliative Care Team as well as your 
family members. 

We know this is a difficult time for you. But do not underestimate the importance of 
talking with your Palliative Care Team so that they can provide you with the right 
support regardless of your cultural background and heritage. They are experienced 
in providing care to families from different cultural backgrounds.  

[00:01:17] Cathy - Palliative Care Nurse:  

Thank you for listening to this podcast, and we encourage you to communicate with 
your Palliative Care Team. If culture and tradition play an important role in the way 
you receive care and care support, the Palliative Care Team will help answer any 
questions and concerns you may have, and we will help you and the patient so that 
they can live comfortably and painlessly despite their terminal illness. We focus on 
helping terminally ill people spend the rest of their lives with their families at the end 
of their life.  

[00:02:03] Karen - Carer’s Experience:  

The most difficult part of talking about palliative care is actually talking to your family 
members. Sometimes it's easier to talk to the palliative doctors and nurses. This is 
because they are professionals who are very experienced, and they are specially 
trained in this field. They know better how to help you while respecting your privacy.  

[00:02:39] Narrator:  

Please visit the Carers New South Wales website to learn more about palliative care, 
available in different languages.  

We have come to the end of the podcast.  

We hope that the different stories and community voices have helped you to learn 
more about palliative care and how the palliative care approach is used in Australia. 

If you are a carer and listening to this podcast, we encourage you to reach out and 
speak to your palliative care nurse about your concerns.  

If you have specific cultural needs, speak to them about how they can tailor the 
support provided so that you can spend quality time with your family. 
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Thank you for listening to the Palliative Care Program – A conversation about 
palliative care for culturally and linguistically diverse communities.  

The project is funded by New South Wales Health and auspiced by Carers New 
South Wales and proudly supported by their collaborative partner Ethnic 
Communities’ Council of NSW. 

[00:04:03] 

We would like to acknowledge the support provided by the members of the palliative 
care advisory committee including: 

• Calvary Health Care, Kogarah 

• Multicultural Communities Council of Illawarra  

• Ethnic Community Services Co-operative 

• And the Ethnic Communities’ Council of NSW 

A great thank you also to the health professionals and guest speakers who have 
joined us in the podcast conversations. You will find their names and profiles on the 
website.  

[00:04:44] 

...and most importantly, the many carers who spoke with us and shared their 
experience so that other carers would be able to understand more about palliative 
care. 

[00:04:58] 

This podcast was designed with the support of the Ethnic Communities’ Council of 
New South Wales and its partners – inspired by ECCNSW community resource 
called " In My Own Words”. 

[00:05:12] 

We thank ECC NSW and their bilingual workers and researchers for their 
collaboration and partnership. 

[00:05:24] 

For more information, please contact Carers NSW website 

 www.carersnsw.org.au or contact the 

Carer Gateway on 1800 422 737   


