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Chapter 1 

[music] 

[00:00:03] Narrator:  

Hello. You are listening to a podcast for the Hindi speaking community. First, an 
important piece of information. Some English words, such as 'palliative care', have 
been used in this podcast, so that the listeners can become familiar with these words 
and themes. 

I welcome you to ‘In our Own Voices’. A podcast series of conversations about 
palliative care with caregivers from culturally and linguistically diverse backgrounds.  

We've also recorded this podcast in English, Chinese, and Arabic, and we 
encourage our listeners to please go online to listen to the podcast in these different 
languages if needed.  

All podcasts are available on the Carers New South Wales' website.  

We hope that our listeners will find this podcast of Hindi conversations with 
caregivers useful. Listening to this podcast may help you as a caregiver, or someone 
you are caring for who is in the late stages of a serious illness. 

Let's start by listening to our health care professional, who explains what palliative 
care is (Hindi) or what is palliative care (English).  

[00:01:47] Dinesh - Palliative Care Health Professional: 

When someone learns that they have a life-limiting disease that could end their life, it 
is a very difficult time. In some Indian communities families don't talk about life-
limiting diseases or death. Often people hesitate to talk about it until it is too late and 
as a result struggle without understanding what kind of help is available. Carers we 
spoke to during this podcast said that they wished they had known more about 
palliative care, that is, end-of-life care, before experiencing it themselves. That way 
they could have been better prepared. The concept of palliative care may not often 
exist in health care in Hindi speaking communities. 

People sometimes misunderstand palliative care and think it's just about the end-of-
life, but in my role every single day I see it is much more than that, and the benefits 
of palliative care treatment and support can be seen well before the person 
progresses to the final stages of their illness. 

[00:03:22] Vipul - Carer’s Experience: 

I was taking care of my father at that time and it was very difficult for me. At the time 
I thought it was best not to bother my family by asking them too many questions. But 
now I feel that asking and learning more about palliative care would have made a 
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huge difference to my sister, who was in palliative care, to her children and husband, 
to me, and to the whole family. 

[00:04:15] Dinesh - Palliative Care Health Professional: 

In my personal experience, people in the Indian community are generally afraid to 
talk about death. Perhaps it is culturally inappropriate to do so or often it is a taboo 
subject. In some Indian communities there are reservations about talking about 
death outside of the immediate family. This whole process is often surrounded by 
many religious rites and customs, which are not expected to be shared with 
outsiders. It is more likely that the family will deal with the matter themselves. 
Consequently, when I meet people and start talking about palliative care, they are 
very shocked and upset, but later they realise how important it is to start a 
conversation about it. I really hope this recording will help you, as carers, to openly 
discuss palliative care with your doctor and nurses. 

[00:05:34] Maitrika - Carer’s Experience: 

The Indian community living in Australia has very little knowledge about palliative 
care. Usually, palliative care is not talked about openly, because even if someone is 
ill, people try to hide it from the community. It is not considered appropriate to even 
talk about a dying person. We have no other words to describe palliative care except 
incurable disease. To say this means that that person is going to die soon. As a 
carer you might think that 'soon' would mean just a few days or a few months, but no 
one tells you that palliative care can mean a few years. 

[00:06:28] Prakash - Carer’s Experience: 

Many years ago, I went through palliative care when my mother became very ill. At 
that time, I did not know that it is called palliative care. Most of the people in our 
Indian community are scared of a term like 'palliative care', because it means that 
the person who is being given palliative care is going to pass away very soon. When 
I think about it now, I thoroughly understand the process of palliative care. Three 
types of things are provided in palliative care. A person is provided medical care, 
physical care, and emotional support. With the help of this support one can go 
through this process comfortably and without any fear. 

[00:07:35] Dinesh - Palliative Care Health Professional: 

Our Palliative Care Teams are well-trained and understand the importance of 
tailoring support for patients and families from the Indian community. We are also 
trained to respond to and support families with varying cultural needs and we know 
that in many families, Hindu culture and tradition influences the type of care a family 
may accept. We encourage our listeners to contact their local Palliative Care Team, 
doctors, and nurses to have an open conversation about what you and your family 
want and cultural practices that are important to you. 

[00:08:29] Bharat - Carer’s Experience: 
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Being a part of this conversation has been very important to me. When people in my 
community saw how much I had learned about palliative care, they too opened their 
eyes and looked at it from a different perspective. Do listen to the conversations 
provided in this recording. Also know that you are not alone. There are people 
around you who can help you. 

[00:09:00] Anju - Bilingual Facilitator 

It is a matter of great pride for me that I became a part of this Palliative Care Project 
as a bilingual facilitator. Before joining this project, I already had a very good 
knowledge about palliative care. I knew it's about giving support and care to a person 
who is at the end of his/her life's journey. When I interacted with my community 
members to join this project, I requested them to share what their experiences and 
their journey has been as a carer. It was a very difficult and very challenging task for 
them to be able to share their experiences with me and tell me what their 
experiences were. But as this journey continued and I had conversations with allied 
health professionals and community members, I came to realise even more that 
there is a great need to create an awareness about palliative care in our Hindi-
speaking community. One of my key messages to our Hindi-speaking community is 
that you are not alone in this journey. As a carer you have the support, care, and 
facilities that you need to be able to give support to your loved one who is in the end-
of-life stage of his/her life's journey. So, let's all come together and agree that we will 
break this stigma, this taboo that exists in our community that as a carer we can't ask 
for help when we need it. We will break this stigma and we will reach out  

[00:11:32] Narrator: Let us move on to Chapter Two where we'll hear from our 
doctors, nurses, and other caregivers about what palliative care really is. 

[music] 

[00:11:40] END 
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Chapter 2 

[00:00:03] Narrator:  

I welcome you to ‘In Our Own Voices’ Palliative Care Project. A podcast series of 
conversations with caregivers from culturally and linguistically diverse backgrounds 
about palliative care. 

Let's start by listening to our health care professional who will explain what we mean 
by palliative care (or palliative wellness).  

[00:00:41] Dinesh - Palliative Care Health Professional:  

Palliative care helps people with life-limiting diseases have the best possible lifestyle. 
Palliative care is for people living with a disease that cannot be cured, by providing 
them with medical care that relieves pain, symptoms and stress caused by their 
serious illness. Palliative care involves a team of professionals and specialised 
support that focusses on improving the quality of life by managing the physical, 
social, emotional, and spiritual needs of an individual. 

[00:01:20] Nisha - Carer’s Experience: 

When we were first told about palliative care, we were very relieved. When my father 
was ill, his temperature would rise to 39 degrees in the middle of the night and we 
used to get very scared. But with the help of palliative care, we came to know that 
our father's health was in safe hands and this eased the enormous burden we had 
on our minds. We do not feel that any cultural barrier prohibits us from using 
palliative care. My brother and I both are very grateful to the Palliative Care Team for 
the help and time they gave us. Yes, we talked openly about everything. 

[00:02:15] Rahul - Carer’s Experience: 

Firstly, I am always made aware of what is happening, and secondly, it is not that the 
staff here do not know about the Indian culture. The staff are trained and cooperate 
fully. My first introduction to palliative care was when my brother was admitted into 
ICU at the hospital. In situations like these our Indian culture often reacts with fear 
and apprehension. 

[00:02:50] Dinesh - Palliative Care Health Professional: 

In some Hindi-speaking communities people think that palliative care is only for the 
end-of-life and they get very upset when palliative care is suggested. Because they 
think the person is about to die, or if they accept palliative care it will reduce the 
person's quality of life. This is far from the truth. Palliative care does not mean that 
there is no hope or that you have given up or that family is no longer important. Also, 
if someone needs to be hospitalised as an inpatient for palliative care, it does not 
mean that they are dying and their days are numbered. They may just need to have 
their symptoms managed and medication adjusted. Once that happens, in most 
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cases they can return home knowing their pain is being managed. Palliative care 
does not lead to death and is not a form of euthanasia. Medications such as 
morphine may be given to relieve pain or to relieve shortness of breath. Correct use 
of morphine helps the patient. The doctors are very highly trained, the medicine is 
well-researched and there are strict guidelines on how to use the medicine to relieve 
someone's discomfort. 

[00:04:30] Angeli - Carer’s Experience: 

When my father was ill, it was hard for me to ask questions of the people in my 
house or upset my family. But when I think back to it, it seems that at that time if we 
had asked questions or had known more about palliative care, then it would have 
been a great help for all of us. Not only for me, but for my sister who was also ill at 
that time and was in palliative care herself, her children, her husband, for the whole 
family, knowing about palliative care would have been very beneficial. 

[00:05:30] Dinesh - Palliative Care Health Professional:  

Once you agree to receive palliative care, the team will take the time to get to know 
you and your individual needs, cultural preferences, and the patient's wishes. We 
include family in the care plan as well. There are also after-hours services if you 
need advice on what to do in the evening or on the weekends. The support 
continues for the family, even after the person dies or passes away, through the 
bereavement services. 

[00:06:00] Rahoul - Carer’s Experience: 

After talking to you, I now understand that it was my own personal experience that I 
did provide palliative care to my brother. But for a long time, I did not know that I was 
providing palliative care. 

[00:06:30] Dinesh - Palliative Care Health Professional:  

When our team has the opportunity to meet people in the early stages of their illness, 
it actually gives us time to get to know each other and their family before they 
become too unwell. We can find out how they and their family would like to be cared 
for. What their wishes are and how we can best help them. Everyone is different and 
so we try to individualise our care approach. We take time to really listen to what 
they want and need and how to best provide that. In some circumstances the 
terminally ill person may prefer that we talk directly to the family or a particular family 
member about their illness and treatment, instead of speaking to them. We just need 
to get the person's permission, or what we call ‘consent’, to do that.  

[00:07:40] Kala - Carer’s Experience: 

I was not sure about the medicines the doctors were giving my sister, but I used to 
worry because she would be asleep all day. My family used to tell me that what I was 
doing was very wrong and that we should let her die naturally, but then the doctors 
said, "She's sick, but that doesn't mean she has to suffer all the time. Pain is 
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unnatural”. I was confused, but today when I look back, it seems it was not right to let 
her suffer. Due to the palliative care she was at least able to talk to us and she was 
also relieved from the pain. I was also able to spend some time with my sister and I 
want to remember her, not her pain. 

[00:08:40] Dinesh - Palliative Care Health Professional:  

Palliative care is specialised medical care for people living with a serious illness. This 
type of care is focussed on providing relief from the symptoms and stress of the 
illness. The goal is to improve quality of life for both the patient and the family. I can 
assure you that palliative care aims to provide the care the person needs to help 
ease their pain and distress. We care about their comfort and about living well with 
the time they have left.  

[00:9:12] Anjeli - Carer’s Experience: 

I didn't know about palliative care at all. The social workers at the hospital introduced 
me to it. I searched it on Google and tried to gather all the information. But when I 
looked at the information, it was really, really confusing. I felt as if I was lost in a 
forest. 

[00:09:40] Lavani - Carer’s Experience: 

My sister was battling cancer. I didn't know then that I could get help for my sister 
and myself as her caregiver. Somehow, I was handling the situation. I always 
thought it was only my responsibility. I was physically and mentally exhausted. I wish 
I had sought someone's help at that time and didn't feel guilty about it. If you too are 
going through such a phase and you need help, then ask for it. There is nothing 
wrong with asking for help. If you take care of yourself, then you will be able to take 
care of the patient properly. 

[00:10:30] Dinesh - Palliative Care Health Professional: 

You may start palliative care at any stage of your illness. Even as soon as you 
receive a diagnosis and begin treatment. You don't have to wait until your disease 
has reached an advanced stage or when you're in the final months of life. In fact, the 
earlier you start palliative care, the better. There is a lot of misleading information out 
there about palliative care, especially on the Internet. It is best to ask your doctor or 
the Palliative Care Team about any questions you might have. 

[00:11:30] Kala - Carer’s Experience: 

My regret was not telling my family that it was hard for me and that I needed help, 
that I needed support. I wish I knew then what I know now. I wish I had got help and I 
didn't feel guilty asking for help. When palliative care became extremely difficult, I 
wish I’d had the support I needed. 

[00:12:15] Dinesh - Palliative Care Health Professional:  
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A family meeting can be arranged by the Palliative Care Team. Family meetings are 
one way to empower and support the family, and offer an opportunity to share and 
clarify the care goals, stages of treatment, and the person's wishes. It is also 
important during this meeting to make the team aware of any religious or spiritual 
beliefs or rituals you or your family may have, particularly as you progress through 
the palliative care journey right until the last stages of life and even after death. 

[00:13:00] Narrator: We have reached the end of Chapter Two. As we move on to 
Chapter Three, we'll hear more about the role Hindu culture and tradition can play in 
influencing the kind of palliative care one receives. Let us go to Chapter Three: The 
Cultural Lens. 

[music]  

[00:13:36] [END OF AUDIO]   
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Chapter 3 

[00:00:04] Narrator:  

I welcome you to ‘In Our Own Voices’ Palliative Care Project. A podcast series of 
conversations with caregivers from culturally and linguistically diverse backgrounds 
about palliative care. 

Welcome to Chapter Three. In this chapter, we'll explore palliative care and the 
cultural influences that can have an impact on our response and how we can find 
help with palliative care.  

Let us begin by listening to our health care professional as they discuss the various 
cultural influences that can affect our carers.  

[00:01:08] Dinesh - Palliative Care Health Professional:  

Let's address the myth that palliative care quickens death. The fact is, palliative care 
strives to help the patient have the best quality of life with minimal pain and suffering 
until their end-of-life stage. Studies have shown that people with advanced illness 
who receive palliative care actually have improved quality of life and have in fact 
been shown to live longer than people with the same advanced illness who do not 
receive palliative care. The reason people believe this myth is because in many 
cases, people wait until it's too late to accept palliative care, and consequently, 
because they waited so long, the person passes away soon after and the family think 
it was all because of the palliative care treatment. Remember, medication is used to 
help minimise pain and suffering of the patient while they reach their last stages on 
their own naturally. 

[00:02:27] Anju - Bilingual Facilitator: 

My mother had cancer and I was my mother's main carer, and being a daughter, 
culturally it was expected of me that I would take care of her, I would be her main 
carer. I loved my mother very much. Of course, I didn't mind taking care of her. Her 
illness was being controlled with medication and we were keeping her comfortable, 
but as a carer, it was a cultural expectation of me to put my life on hold because I 
was taking care of my mother. My own family life came to a halt. I couldn't spend 
time with my kids and, as a carer, I thought I was drowning. I was drowning as a 
carer. Looking back, I wish I could have had that help. I wish I could have contacted 
the Palliative Care Team to get the support for myself as a carer. Now when I see 
my friends who have contacted the Palliative Care Team and the help they are 
getting, looking back, I wish I could have done that too. I wish I had had the courage. 

[00:04:05] Bipal - Carer’s Experience: 

I was worried because my uncle would always be asleep when he was on morphine. 
We thought they were giving him medicine to make him fall asleep and we told him 
to stop the medicine. They explained to us that without medicine a person will suffer 
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and I realised it was not fair to keep him alive in great pain without medicine. I'm glad 
I was able to get information by talking to the doctors and nurses in person. 

[00:04:52] Kaushal - Carer’s Experience: 

Indian culture follows dietary restrictions, purification, and many more practices. It 
depends on which part of India you are from and how traditional your family is. At 
times Indian culture and Western medicine are at odds. When my uncle needed 
palliative care, there was an argument between my family in India and my family in 
Australia over what we should do. The nurse explained to me that it is very important 
for the family to be involved in this decision, but we should also ask uncle about what 
he wants. 

[00:05:50] Lavani - Carer’s Experience: 

My grandmother's health quickly deteriorated. People from our community would visit 
her every day and it was getting a bit much. I know that it was part of our cultural 
beliefs and customs to visit sick people and ask for forgiveness. But my grandmother 
was tired and at times she wasn't even able to speak or read the scriptures. The 
Palliative Care Team in hospice were really good. They gave us a private room, with 
an extra bed where I or my sister could sleep at night. We would read scriptures for 
grandmother all night and when we couldn't we called someone from the temple 
when the time was right. It was peaceful and I thought the staff were very respectful 
of our choice. 

[00:07:10] Anjali - Carer’s Experience: 

When my sister fell ill, our family was not able to give her a comfortable life at home. 
The nurse suggested that we admit her to the hospital for a few days. We were very 
worried because we thought that being admitted to the hospital meant that my sister 
was on her deathbed. But she returned home. She was feeling better. Due to the 
medicines her pain was also under control. My sister was feeling more relaxed than 
before, which helped us a lot to take care of her at home. 

[00:07:55] Rahul - Carer’s Experience: 

I think the attitude of our community needs to change. We can change the attitude of 
people by sharing information through community radio. I would absolutely 
recommend palliative care. I advise caregivers to contact a person or group with 
whom they can ask questions about palliative care.  

[00:08:30] Narrator:  

We have reached the end of Chapter Three. Let's move on to Chapter Four where 
we'll hear more about how the palliative care system works and how to access 
services. Select podcast Chapter Four: How Palliative Care Works. 

[music]  
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[00:08:50] [END OF AUDIO] 
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Chapter 4 

[00:00:04] Narrator:  

Welcome you to ‘In Our Own Voices’ Palliative Care Project. A podcast series of 
conversations with caregivers from culturally and linguistically diverse backgrounds 
about Palliative Care. 

Welcome to Chapter Four. In this chapter, we will discuss how palliative care works 
and who organises it. What are the various options, services, and networks that are 
provided through these services. 

[00:00:30] Dinesh - Palliative Care Health Professional: 

Palliative care can be organised in a variety of ways. In most cases it will be initiated 
by your treating specialist so that your doctor can get a better idea of your conditions 
and the current stage of your disease. Once the team receives your referral for a 
review, a nurse will contact you directly to discuss your case further. Then, a family 
meeting is held so that the patient, family, and Palliative Care Team can ask each 
other a variety of questions to begin treatment, set goals, and plan for the best 
palliative care for the patient and family. This is the perfect time to ask all kinds of 
questions. If you want to ask for something confidential, let the nurse know in 
advance so that they can set aside time for it. 

[00:01:40] Bharat - Carer’s Experience: 

My first introduction to palliative care was when my brother was in hospital in the 
ICU. I could over-confidently ask questions to the medical staff, but at that point I 
thought, "No, no. Don't ask them anything. If I ask a question, they won't understand 
why I'm asking it, because they don't know anything about our Indian culture." Now I 
feel that there was no cultural barrier, nor should there be in providing palliative care. 
My brother and I are very grateful that we came to know about this concept and now 
we can comfortably talk to each other about it. 

[00:02:40] Dinesh - Palliative Care Health Professional: 

When the palliative caregiver first meets the sick person and their family, they will 
provide information about the illness and the treatment prescribed. They will walk 
you through the different stages of palliative care in detail. They will also give 
information about how the disease will affect the person. Along with that they will 
provide information on how the family can help during these stages. They will ask 
you or the patient if they have any specific wishes about how you would like to be 
cared for during the palliative care journey. 

[00:03:30] Rashni - Carer’s Experience: 

I had a feeling that doctors and nurses might not understand our beliefs and culture, 
but I was surprised to know that was not the case at all. When my aunt was on her 
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deathbed, the Palliative Care Team took very good care of her. Her condition kept 
getting worse. They would tell us why my aunt had stopped eating and drinking, why 
her skin and body were changing, why she slept for so long. We were being provided 
with all the information. The team left us alone with my aunt for a while so that we 
could pray for her and console ourselves. They tried to understand our cultural 
needs. 

[00:04:25] Dinesh - Palliative Care Health Professional: 

Palliative care services differ from one location to the another, but there will usually 
be a team of medical professionals and allied health members. They may be based 
in the hospital or in the community. Different patients may have different palliative 
care treatment plans. This is because treatment plans are based on individual 
circumstances and needs. This is why we may ask people not to compare their 
palliative care treatment plans with the palliative care treatment plans of other 
patients. What may be the right plan or approach for one person, may not be the 
right plan or approach for another. 

There are different levels and types of services available in different areas. These 
services include home services, such as showering or cleaning, and transportation. 
For example, helping you to attend your doctor's appointments right through to 
emotional support and giving the carer a break. These are called 'respite services'. It 
is important to explore what kind of services are on offer at your location because 
each area is very different. 

[00:05:56] Anjali - Carer’s Experience: 

When our family doctor first told me about palliative care for my dad, I imagined a 
hospital bed and visits by doctors and nurses. When at last, my father's condition 
was better and stable, they sent him home. Not only that, they also sent things like a 
toilet seat and wheelchair along with him which would be useful for him at home. A 
nurse used to visit at home to take care, to ask if he was having any difficulties, and 
especially to see that he didn't get any bed sores or blisters. A volunteer would visit 
him just to sit and talk to him and see if he had any negative feelings. He would also 
watch if there were any changes in his nature. Not only this, once late in the night 
when my father got a fever and I was very scared, at that time I came to know that 
palliative care also included after-hours care. I immediately called them and they 
helped me. I did not know that all these things were also included in palliative care. 

[00:07:28] Dinesh - Palliative Care Health Professional:  

To help you with care at home, you can also take the help of palliative care service 
devices. Things such as a wheelchair, hospital bed, bathroom aids et cetera. These 
will help you to care safely for both you and the person who is receiving the 
treatment. Sometimes just having a piece of equipment like a railing in the bathroom 
or a toilet seat raiser will make a big difference. In this case the occupational 
therapist will help in advising you about which equipment will be most helpful. 

[00:08:20] Bipul - Carer’s Experience: 
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When they gave us a shower chair, it became easy for dad to bathe. My mother 
could not stand for long, so she was also using the shower chair to bathe 
comfortably. The wheelchair also helped a lot. We could now take dad out and he 
didn't get tired like he used to when he walked. Whenever we got a chance to go out, 
he used to feel very comfortable  

[00:08:45] Maitrika - Carer’s Experience: 

I used to think that caring for someone is a 24/7 job. It's day-and-night care. I could 
not go anywhere with my husband. Gradually, we stopped going out. My advice is to 
ask people in your community. As a caregiver, there is nothing wrong with asking 
them for help. I used to feel lonely, because I never asked anyone. I didn't even 
know that I could ask anyone about this. 

[00:09:35] Narrator: We have come to the end of Chapter Four. Let's move on to 
Chapter Five where we will listen from our Hindi-speaking people in detail about the 
challenges and decisions they made when they were caring for someone. 

Next: Chapter Five: Decision Making During the Palliative Care Journey. 

 [00:10:05] END 
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Chapter 5 

[00:00:04] Narrator: I welcome you to ‘In My Own Voice ’Palliative Care Project. A 
podcast series of conversations with caregivers from culturally and linguistically 
diverse backgrounds about Palliative Care. 

Welcome to Chapter Five. In this lesson, we'll explore palliative care and the cultural 
influences that can have an impact on our response and how we can find help with 
palliative care. 

Welcome to Chapter Five. In this chapter we will explore decision making during the 
stages of palliative care. We will also explore what we mean by planning ahead. 

[00:00:36] Narrator:  

Let's start by listening to our health care professionals discussing decision making.  

[00:00:48] Dinesh - Palliative Care Health Professional: 

The palliative care approach respects the choices the terminally ill person and their 
family want to make about their care. It means that decisions will have to be made 
based on what is in the patient's best interest and their wishes for their care. Usually, 
it is the person who is unwell who makes these decisions while they can, but as their 
condition progresses they may need someone else to help them make these 
decisions. In some Hindi-speaking families it may be a certain member of the family 
who are decision makers. It is important to discuss this with the person you care for 
while they are well enough to find out how they want decisions to be made. If they 
prefer that the doctor talks to a family member then they will have to let the doctor 
know who they can talk to and who can make decisions on their behalf. 

[00:01:59] Roshni - Carer’s Experience: 

My father told them to talk to me instead of himself. They came to me and asked me 
some questions and they were very gentle and kind while they asked me these 
questions. Not only for him, but they also gave me advice on how to do what I had to 
do. Because of this I got a lot of help in making decisions. 

[00:02:38] Dinesh - Palliative Care Health Professional:  

Some of the questions that may be asked by the Palliative Care Team could be: 
"What is important to you during this stage of your life? "Do you feel any pain? "Who 
in the family do you prefer we talk to about your condition if you are too unwell to 
talk?" Where do you want to be cared for at the end-of-life, home, hospital, or 
hospice? Also, we will need to know what the person's wishes are as their condition 
worsens. The Palliative Care Team will explore the goals of care and let you know 
about the available options. 

[00:03:25] Bharat - Carer’s Experience: 
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If the family members do not want to tell the patient that he is terminally ill and it 
becomes necessary to make a decision, then the Indian people are in a dilemma. It 
becomes difficult to know what the patient wants. Doctors want the patient to be 
informed about the severity of their disease. But if the patient wants the doctor to talk 
to his family members instead, then the doctor will do that. In Indian culture close 
relatives are consulted on family issues before seeking outside help. All the 
information is relayed to the elders of the family. After all this, the patient, along with 
his family members, decide about his treatment plan. 

[00:04:26] Dinesh - Palliative Care Health Professional:  

Palliative care teams are very experienced at helping families discuss and define 
their choices, wishes, and options. We can have these discussions in private with the 
person or we can include the family in these discussions as well. We always aim to 
find what is best for the person who is unwell, what they want and need, and help 
them make decisions that help them maintain treatment that allows them to be pain 
free and free from discomfort or stress. Sometimes people feel they must keep trying 
to prolong a person's life as this is their duty or their responsibility to care for them. 
As a team we help the family identify what is best for their loved one, what are the 
person's choices and options, their wishes, and needs. Talk to the Palliative Care 
Team if this is a difficult subject for you. They are trained to have these 
conversations with you. 

[00:05:50] Nisha - Carer’s Experience: 

I had never spoken to my sister about what she wanted in her life. When she was 
admitted to the hospital, they asked me if she had a heart attack, should she be 
revived. My sister said, "No." We just didn't talk about anything else after that. 

[00:06:26] Dinesh - Palliative Care Health Professional:  

Sometimes decision making can be complicated if the extended family is involved, 
and they don't all agree on a single treatment path. For example, if the person needs 
to have morphine for pain relief. Many people from diverse cultures may believe that 
morphine will cause the person to die quicker and this can cause conflict in the 
family. There are clear guidelines on how to use strong pain-relieving medication 
correctly. It is not our aim to sedate anyone or hasten their end of life.  

[00:07:10] Lavani - Carer’s Experience: 

Although I was the main carer of my mother, my brother used to take all the 
decisions. What happens in Indian culture is that women take care and men make all 
the decisions. I was livid. No one was listening to me. I thought I was drowning, but I 
didn't know how to swim. I used to get very tired of caring all the time. My advice is 
that family members should talk openly about these topics, such as last will and 
testament, guardianship, and money. All these things should be taken care of when 
your parents are capable of making decisions about them. Don't overlook these 
issues or else it will be too late. 
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[00:08:10] Anjali - Carer’s Experience: 

Recently my mother-in-law also passed away. She died at home. We didn’t talk 
about it, nor have we talked about money and property yet. Our community has to 
understand how important it is to talk about these things. Women do discuss a little 
among themselves in the kitchen, but never say anything in front of others. When 
someone needs help or is trying to get help, they want no one else to see them in 
that situation. They don't even know what grief counselling is available. Our society 
is a patriarchal one. Men, such as husbands or sons, make all the decisions. I am of 
the opinion that we should talk about these subjects, because we have to start 
somewhere. An environment should be created where everyone can openly share 
their experiences with each other. We are not even allowed to openly say that 
something is not right. We pretend that everything is fine. Whether it is about 
marriage, death of someone, or any other problem, we are always pretending that all 
is well. 

[00:9:45] Dinesh - Palliative Care Health Professional: 

The person's wishes can be made known through a process called 'planning ahead'.  
The Palliative Care Team can have discussions with the patient about things like 
who they would want to make decisions about their health care if they are no longer 
able to make these decisions. You can ask your Palliative Care Team for further 
information. The person may also consider making a will. In some cultures, wills are 
not considered important, but under Australian law it makes it much easier for the 
family after someone dies, if they have one. For further details have a look at the 
resources listed on the webpage where you found this podcast. 

[00:10:45] Roshni - Carer’s Experience: 

Plan ahead, and that's why I was told by a friend that I needed to get what they call a 
power of attorney, and I did. But then when my mum got really sick and was unable 
to make decisions about her health on her own, because she was going in and out of 
consciousness, I thought I could make decisions for her. I mean, I'm her daughter. I 
know best. But they told me that I need enduring guardianship. I didn't know they 
were two different things. Power of attorney was for financial decisions, but for her 
health decisions I need to have guardianship. I wish I had known that earlier. 

[00:12:00] Narrator: We have come to the end of Chapter Five. Let us move on to 
Chapter Six. This is the final chapter where we'll hear more about Carers New South 
Wales, and where you'll find more information for Hindi-speaking families.  

Next Chapter Six: Where to Go From Here. 

[00:12:30] [END OF AUDIO]  
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Chapter 6 

[00:00:07] Narrator:  

I welcome you to ‘In Our Own Voices’ Palliative Care Project. A podcast series of 
conversations with caregivers from culturally and linguistically diverse backgrounds 
about Palliative Care. 

We are coming to the end of our recordings on palliative care. We hope that this 
podcast has been useful for you and hope that the information about various tips and 
suggestions is useful and valuable for you. 

[00:00:44] Narrator:  

Let's (see) hear from our health care professionals and carers once more as we 
come to the end of the podcasts.  

[00:01:03] Dinesh - Palliative Care Health Professional:  

We thank you for listening to this podcast and encourage you to reach out and speak 
to your Palliative Care Team. The team is there to help answer any of your questions 
and concerns, particularly if culture and tradition play an important role in the way 
you receive treatment and health care. We are here to help you and the patient so 
that they can live with a terminal illness comfortably, and without pain. The focus is 
more on helping the family spend quality time with the person who has a terminal 
illness and are near their end-of-life stage. 

[00:01:57] Anjali - Carer’s Experience: 

I learned a lot by participating and telling my stories to all of you and I hope that 
listening to our stories also helped you a lot. 

[00:02:20] Vipal - Carer’s Experience: 

There are many things you can do as a caregiver. There is a lot of information 
available on the Internet, but it is not always right or the right information for you. I 
recommend reaching out to other caregivers and professionals to get the right 
information from the start. 

[00:02:54] Lavani - Carer’s Experience: 

If I had to do it all over again, I would gather more information about palliative care 
and read it in my own language. Palliative care is a very different concept from what I 
knew earlier. Even my friends and family were not aware of it. 

[00:03:19] Roshni - Carer’s Experience: 

When you take care of someone, you feel lonely. Because you stay at home to take 
care of someone and the rest of the world goes on as usual. I wish I had taken care 
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of myself and sought help whenever I needed it. I wish I had known about the 
support network or helping communities and could have connected with them. 

[00:03:51] Narrator:  

If you are a caregiver and are listening to this podcast, we encourage you to revisit 
your concerns and talk to your palliative care nurse. That way if you have specific 
cultural needs, then talk about them and how you can be supported so that you can 
focus solely on spending time with family instead of worrying. Please also remember 
that your conversations will be confidential. Don't be afraid to contact them. 

[00:04:38] Narrator:  

Thank you for listening to the palliative care program “In Our Own Voices”. A 
conversation about palliative care with caregivers from culturally and linguistically 
diverse backgrounds.  

[00:04:53] 

The project was funded by New South Wales Health and delivered by Carers New 
South Wales. We would like to acknowledge the contribution and support of the 
Advisory Committee for this Palliative Care Project and would like to thank Calvary 
Health Care Kogarah, Multicultural Communities Council of Illawarra, PICAC 
Program, Ethnic Community Services Co-Operative, and Ethnic Communities’ 
Council of NSW.  

[00:05:32] 

Thanks to the many health professionals and guests who joined us in the 
conversation. You can find their names and details on the Carers NSW website. And 
most importantly, thank you to all of those who shared their experience about 
palliative care so that more people can know more about palliative care.  

[00:05:59] 

This resource was designed in collaboration with the Ethnic Communities Council of 
NSW and its partners, inspired by the ECC NSW educational digital resource “In my 
own words. We thank ECC New South Wales and their bilingual workers and 
researchers for their cooperation and partnership.  

[00:06:30]‘ 

For more information visit the Carers New South Wales website, 
www.carersnewsouthwales.org.au or the Carer Gateway at 1800-422-737 8:00 AM 
to 5:00 PM Monday through Friday. 

[00:07:05] [END OF AUDIO]  


