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End-of-life care
in myeloma

Everyone living with myeloma, and their family and carers, will eventually have questions about
what happens when treatments stop working, or when you might choose to stop treatment. These
questions often come up as you enter a phase called end-of-life care. We know this time can feel

emotional and overwhelming.

This infosheet is for people living with myeloma and the people caring for you. It explains what to
expect, where to find support, and how to prepare.

& Things to remember

- Palliative and end-of-life care share
common goals: to support comfort,
manage symptoms, and improve quality
of life. Palliative care can be provided at
any stage of myeloma, including alongside
treatments aimed at remission. End-of-
life care is provided when a person is
approaching the final stage of life.

- Everyone copes in their own way. There is no
right or wrong approach at the end of life —
what matters most is what feels right for you.

- It's natural to feel many emotions,
including acceptance, sadness and fear.
Planning ahead and talking to your family
and carers about your wishes can help you
feel more prepared.

>

During end-of-life care, your care team
focuses on your whole wellbeing. Your team
will support your emotional, physical and
practical needs.

Your symptoms may change and be
different from before. Your palliative care
team is there to help you manage your
symptoms and to keep you comfortable.

Planning ahead is important. Creating a
will, appointing a substitute decision-maker,
as well as recording your personal wishes
about your legacy are practical steps.

Talking about end of life takes courage.
These conversations help your family and
carers understand what ‘dying well’ means
to you, and how they can best support you.

If you're reading a printed version of this infosheet, a magnifying glass symbol Q shows where you can search for

more information in the ‘Learn more’ section at the end.
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End-of-life care in myeloma

What is end-of-life care?

End-of-life care (which is sometimes shortened to EOLC) is the support you receive in the final stage
of life, when death is approaching.

The goal of end-of-life care is to:

-~ give you the best possible quality of life -~ maintain your dignity

-~ support your emotional, physical and ~ keep you comfortable

practical needs - manage your symptoms and side effects.

-~ support your family members and carers

When does end-of-life care begin in myeloma?

End-of-life care begins for different people at different times. You may enter end-of-life care:
when your myeloma is diagnosed at an advanced stage
when treatments have stopped working

when you are told that your myeloma is end-stage
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if you choose not to continue treatment aimed at remission.

When my haematologist told me that my current myeloma treatments had stopped working
and there were no other treatment options, I felt all the emotions: angry, sad, frustrated and
scared. | didn’t know what to expect or how to tell my family.

l was introduced to the palliative care team who explained that my care would now focus on
my quality of life and comfort. | didn’t realise | would still have a whole team of dif ferent
healthcare professionals looking after me.

Marek, Victoria

What is the difference between palliative and end-of-life care?

Palliative care and end-of-life care share common goals: to support comfort, manage symptomes,
and improve quality of life.

Palliative care can be provided at any stage of myeloma, including alongside treatments aimed
at remission. It supports the physical, emotional, and practical needs of both the person and their
family and carers.

End-of-life care is part of palliative care. It is provided when a person is approaching the final stage
of life, with a focus on comfort, dignity, and support.
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@
(‘ Learn more)

~ Read more about palliative care and how it can help you at any stage of living with
myeloma in our Palliative care and myeloma infosheet. i §

- You may wish to listen to Cancer Council NSW'’s ‘The Thing About Advanced Cancer’
podcast series, which includes episodes about end-of-life care and grief. i §

What should | expect from end-of-life care?

Changing the focus of your care

Stopping treatment aimed at remission does not mean that you will no longer receive medical care.
Instead, your care will focus on comfort and quality of life. Choosing to stop myeloma treatment isn't
giving up. It is often a thoughtful and courageous decision.

Who will coordinate my end-of-life care?

Who coordinates your care depends on many factors, including your needs and where you live. If

a specialist palliative care team is available near you, they may become your primary care team.
Otherwise, your treating team may take a palliative care approach, working together with specialist
palliative care services.

Your care team may include:

your general practitioner (GP) occupational therapists

specialist palliative care doctors and nurses speech therapists
social workers dietitians

psychologists spiritual or pastoral care practitioners

N N 2N 2N

pharmacists volunteers trained in palliative care.
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physiotherapists

If you already receive, or are eligible for My Aged Care, NDIS or Aboriginal and Torres Strait Islander
health worker support, then these will continue as part of your care team.

Palliative care is an approach to care, not just a specialist service. This means you
may receive palliative care from your primary health service, with specialist palliative

care involved when needed or for additional support. Everyone involved in your care
contributes to supporting your comfort, wellbeing and quality of life.

@
(‘ Learn more)

- Palliative Care Australia’s website includes helpful resources and a directory to find
palliative care and end-of-life care providers in your area. i §
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https://myeloma.org.au/wp-content/uploads/2026/05/Palliative-care-in-myeloma-infosheet.pdf
https://www.cancercouncil.com.au/podcasts/?category=advanced-cancer-podcasts
https://palliativecare.org.au/
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End-of-life doulas

You may have also heard of end-of-life doulas, who offer a newer type of end-of-life support
service in Australia. They provide private, non-medical, emotional, and practical support
during the end-of-life phase. While they are not part of the formal palliative care team, they
can work with your palliative care team to help meet your needs.

N J

You may experience a range of symptoms during the end of life, such as pain, fatigue or changes to
your appetite. Your palliative care team will manage these symptoms to keep you comfortable and
to maintain your best possible quality of life.

@
(‘ Learn more)

-~ Learn more in Myeloma Australia’s Managing symptoms during end of life quick guide. i {

During many of my myeloma treatments, | experienced nausea and lost my appetite, and this
continues now, even though I am no longer having treatment. The palliative care team started
me on a continuous infusion of anti-nausea medicine through a needle that sits under my skin,
connected to a small pump that I can carry around. My nausea is much more controlled, and I can
now enjoy some of my favourite foods with my family again.

Elena, South Australia

Complementary therapies

Complementary therapies can be used alongside your regular care. These may include:

massage therapy acupuncture medicinal cannabis meditation and
mindfulness.

Many people find that complementary therapies help relieve symptoms and side effects, while others
may interact with your myeloma treatment, causing it to be less effective or cause more side effects. Your
care team can provide you with evidence-based advice that's tailored to your unique circumstances.

@
(‘ Learn more)

~ Learn more in our Complementary therapies and myeloma infosheet. Q
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https://myeloma.org.au/wp-content/uploads/2026/06/Managing-symptoms-during-end-of-life-quick-guide.pdf
https://myeloma.org.au/wp-content/uploads/2025/09/Myeloma-Infosheet_Complementary-Therapies.pdf

It's important to be aware that alternative therapies are different from complementary
therapies. Alternative therapies are used instead of conventional therapies. They tend to be

used by people who have opted out of having the recommended conventional treatment for
myeloma. These alternative treatments are unproven, usually expensive, and may be harmful.

l usually feel quite calm during the day, but at night, | find myself feeling restless — not able to
relax and worrying about the end of life. | was finding it very hard to sleep and feeling very tired
the next day. The psychologist from the palliative care team taught me some mindfulness and
relaxation techniques that have helped a lot. | was also prescribed some medicines for when |
really can’t sleep. Now I feel | have more energy to spend time with my grandchildren.

Amir, Queensland

Emotional needs at the end of life

Learning that your myeloma can no longer be treated with the goal of remission can be a shock.
Deciding to stop your myeloma treatments is a big decision and can be unsettling. It is normal to
feel strong emotions, including sadness, anger or fear. Your feelings may change from day to day, or
even hour to hour.

Talking to someone can help. This could be a family member or close friend, or someone from your
healthcare team such as a psychologist, counsellor or social worker.

You can also connect with the myeloma community through Myeloma Australia’s support services,

through our Telephone Support Line and Information and Support Groups. Learn more under ‘More
information and support’ at the end of this infosheet. Remember, you don't need to go through this alone.

Spirituality at the end of life

Spirituality means different things to different people. It can be shaped by your religion, or by your
personal values and the beliefs you live by. Some people may not find spirituality so important.

No matter where you stand, sharing your spiritual beliefs with your care team can help ensure your
needs are respected during your end-of-life care.

Meeting these needs can help you to:

-~ find peace

~ reduce fear and anxiety

- feel hope and understanding
%

provide a sense of closure for your family, carers and others involved in your care.

Spiritual and pastoral care practitioners are part of the palliative care team. They are trained
professionals in discussing and guiding your spiritual care needs during the end of life.
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https://myeloma.org.au/support/telephone-support-line/
https://myeloma.org.au/support/information-and-support-groups/

What is a ‘good death’?

A 'good death’ or ‘dying well’ can mean different things to different people. It is often described as a
death that:

respects your values and beliefs
maintains your dignity

minimises your suffering
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maximises support for you, and your family and carers.

Thinking ahead about what a good death means to you, having open conversations, and planning
ahead can help you feel more at ease during your end-of-life experience.

Planning ahead

Planning for end-of-life care helps to ensure your values, preferences, beliefs and choices
are respected at a time when you may not be able to communicate this for yourself.

Advance care planning

Advance care planning (ACP) involves discussing and making decisions about your future
healthcare needs. It helps ensure your preferences are respected if you become seriously unwell or
are unable to speak for yourself. It's ideal to start this planning soon after your myeloma diagnosis.
But if you haven't started yet, don't worry — this is also something that the palliative care team can
help you with, including helping to organise your legal documents.

(8 )
‘ Learn more

~ Learn more in Myeloma Australia’s Advance care planning quick guide. i §

Talking about death and dying

Talking about death and dying can be challenging and sad for everyone involved - but it also helps
everyone prepare in a meaningful way.

Here are some prompts that may help you get the conversation started:

-~ “Now that | am no longer having active treatment, I've thought about what | would like to do
when | become more unwell. I'd like to ask for your support by ...”

%

“I have made an advance care plan. I'd like you to look at it so you know what | would like to happen ... ”

N

“Now that | have a diagnosis of myeloma, | have put our affairs in order, and I'd like to show you
where everything is ..”
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https://myeloma.org.au/wp-content/uploads/2026/06/Advance-care-planning-quick-guide-1.pdf

@
(‘ Learn more)

~ Palliative Care Australia offers discussion starter guides, designed to help people think
about what matters most as they approach end of life. i {

Talking to children about death and dying

Talking to the children in your life about death and dying can be very difficult. However, it is
important to let them know what is happening. Having an open and honest discussion can reduce
their anxiety and allow children time to prepare for the loss of a loved one. It may also be helpful for
children to see a counsellor or psychologist during this time.

Voluntary assisted dying

Myeloma Australia recognises there are differing personal and professional views on voluntary assisted
dying (VAD). We respect everyone's right to their own view. We encourage anyone struggling with or
wanting to find out more about voluntary assisted dying to seek support and information.

Voluntary assisted dying is when a person uses medical assistance to end their life. In Australiq, this
service is only available to people who have an illness or condition that is expected to cause death. It
is a voluntary process that can only be requested by the person with the iliness or condition — not by
family members, carers or healthcare professionals.

Myeloma, although treatable, cannot be cured. If your myeloma no longer responds to treatment
or if you choose not to continue treatment, you may be able to explore the option of voluntary
assisted dying.

To be able to access voluntary assisted dying in Australia you need to be:
diagnosed with an incurable health condition
capable of making decisions by yourself

able to act freely and without pressure

over the age of 18 years
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an Australian citizen or permanent resident.

Each state and territory in Australia has strict rules and criteria that need to be met for someone to
access voluntary assisted dying.

Voluntary assisted dying is not a part of palliative care, and is accessed through an
independent service. If you are considering this option, it's important to know that

palliative care remains available to you right up until the end of your life, no matter how
you choose to die.
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https://palliativecare.org.au/campaign/discussion-starters/

Leaving a legacy

A legacy is something that continues to live on after you have died. Many people think of legacy as
leaving money or material possessions, but a legacy is also about leaving memories and meaning.

A legacy can include:

-~ the memories you may like to leave behind

-~ how you have made people feel

-~ the values you held and how you chose to live your life
-~ how you would like to be remembered.

To help you leave your legacy, you may like to:

-~ write a short narrative of your life, or keep a journal
- send letters to loved ones

- create a scrapbook, photo album or video

-~ compile a collection of family recipes

-~ make a playlist of your favourite music

>

put together a memory box.

Many palliative care services can assist you in creating these legacies. Ask your palliative care team
if these services are available to you.

I know I won’t be around to see some of my son’s life milestones, like graduating from university
or perhaps having children of his own one day. | decided to write letters that he can read when
these milestones happen. While it was very emotional to write these, it brings me comfort to
think of him reading my words and feeling like ‘Mum’s still here with me".

Matilde, Tasmania
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Practical considerations

Thinking about where you would like to die

You may have an idea of where you would like to die. It is possible to die in the place of your choice,
depending on your physical condition, support network and access to medical care.

You may choose to die:

at home
in hospital

in a hospice
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or another suitable place.

Some things you might like to consider include:

What are your personal preferences for your care?

Are your symptoms manageable outside of hospital or a hospice?

Do you have access to community services to help manage your symptoms?
Do you have a support network who can help provide care for you?

Are there any additional costs?
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Do you need specialised equipment?

Chat with your palliative care team about your preferences and how they may be able to support them.

Celebrating your life and funeral planning

Everyone recognises the end of life in different ways. This may include a funeral, memorial, or a
celebration held while you are still alive (sometimes called a ‘living wake’). You may wish to pre-plan
the celebration yourself, or with your family and carers.

Some things to think about when planning your celebration include:

What type of service would you like?

Where would you like it to be held?

Are there any spiritual, cultural or religious practices you would like carried out?
Would you prefer to be buried, cremated or donate your body to research?
What music would you like?

What type of flowers would you like?

Would you like readings, photos or videos included?
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Do you wish to pre-pay for your celebration?
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Learn more

Find more information in these Myeloma Australia resources available from

myeloma.org.au.

RESOURCE

NAME

LINK

INFOSHEETS N

Q, palliative care and myeloma living well
infosheet

Q, complementary therapies and myeloma
living well infosheet

Q, Managing myeloma pain living well
infosheet

Q Fatigue and myeloma living well infosheet
Q, Nutrition and myeloma living well infosheet

Go to:

myeloma.org.au

Search for the document
using the name after the

Q icons

QUICK GUIDES

Q, Advance care planning quick guide

Q, Managing symptoms during end of life
quick guide

Go to:

myeloma.org.au

Search for the document
using the name after the

Q icons

WEBINAR

Q, Facing the elephant in the room —
preparing for end of life’ webinar

Go to:

myeloma.org.au

Search for the webinar
using the name after the

Qicons
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http://myeloma.org.au
https://myeloma.org.au/wp-content/uploads/2026/05/Palliative-care-in-myeloma-infosheet.pdf
https://myeloma.org.au/wp-content/uploads/2026/01/Complementary-therapies-and-myeloma-infosheet.pdf
https://myeloma.org.au/wp-content/uploads/2025/09/Myeloma-Infosheet_Managing-Myeloma-Pain.pdf
https://myeloma.org.au/wp-content/uploads/2026/01/Infosheet-Fatigue-and-myeloma.pdf
https://myeloma.org.au/wp-content/uploads/2026/02/Nutrition-and-myeloma.pdf
https://myeloma.org.au/
https://myeloma.org.au/wp-content/uploads/2026/06/Advance-care-planning-quick-guide-1.pdf
https://myeloma.org.au/wp-content/uploads/2026/06/Managing-symptoms-during-end-of-life-quick-guide.pdf
https://myeloma.org.au/
https://myeloma.org.au/webinars/facing-the-elephant-in-the-room-preparing-for-end-of-life/
https://myeloma.org.au/webinars/facing-the-elephant-in-the-room-preparing-for-end-of-life/
https://myeloma.org.au/
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More information and support [

End-of-life care information

- Listen to Cancer Council NSW’s ‘'The Thing About Advanced Cancer’ podcast series,
which includes episodes about end-of-life care, grief and supportive relationships for
carers.

- @ Go to cancercouncil.com.au and search ‘Cancer Council podcasts'. Select The
Thing About Advanced Cancer tab.

Q visit Palliative Care Australia’s website palliativecare.org.au to access a range of
helpful resources for patients and carers, including a directory to help you find palliative
and end-of-life care providers in your area, and information to connect with your local
palliative care member organisation.

Q Explore self-care information on the Palliative Care Australia website at
palliativecare.org.au/resource/resources-self-care-matters/.

Read Cancer Council NSW's ‘What is Palliative Care?’ for more information about
palliative and end-of-life care.

- @ Go to cancercouncil.com.au and search ‘What is Palliative Care'.

Learn more about end-of-life doulas in Palliative Care Australia’s End-of-life Doulas and
Palliative Care resource online.

- Q) Go to palliativecare.org.au and search ‘End-of-Life Doulas and Palliative Care'.

See Cancer Council’s Facing End of Life guide, which has many insights useful for people
with myeloma who are in their last stages of life.

- @ visit cancer.org.au and click ‘Cancer Information’, then ‘Downloadable
Resources’. Scroll down to the After Cancer Treatment section and select ‘Facing
End of Life'.

Peter MacCallum Cancer Centre’'s ‘Preparing for End of Life’ webpage can provide
further support during end of life.

- Q Go to petermac.org and search ‘Preparing for End of Life'.

Q, Use the Gather My Crew app to help you create and coordinate your support

network during end of life, available from https://www.gathermycrew.org.au/gather-
my-crew-app/.
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https://www.cancercouncil.com.au/podcasts/?category=advanced-cancer-podcasts
https://palliativecare.org.au/
https://palliativecare.org.au/
https://palliativecare.org.au/resource/resources-self-care-matters/
https://www.cancercouncil.com.au/cancer-information/advanced-cancer/palliative-care/what-is-palliative-care/
https://palliativecare.org.au/resource/end-of-life-doulas-and-palliative-care/
https://palliativecare.org.au/resource/end-of-life-doulas-and-palliative-care/
https://www.cancer.org.au/assets/pdf/cancer-information/facing-end-of-life#_ga=2.9836661.1572730451.1615153405-139338467.1578431344
https://www.petermac.org/patients-and-carers/information-and-resources/preparing-for-end-of-life
https://www.petermac.org/
https://www.gathermycrew.org.au/gather-my-crew-app/
https://www.gathermycrew.org.au/gather-my-crew-app/

More information and support

Voluntary assisted dying information

> (Q QUT’s 'Voluntary Assisted Dying’ webpage can provide you with more information
about voluntary assisted dying in your state or territory at end-of-life.qut.edu.au/

assisteddying.

-~ Go Gentle Australia, a national charity that enables choice at the end of life,
also provides more information on voluntary assisted dying on their website

gogentleaustralia.org.au.

Planning ahead

> (Q Visit Advance Care Planning Australia at advancecareplanning.org.au for
advance care planning resources, including information to help you with your advance
care directive.

Q Plan ahead using the Australian Government's ‘Planning for End of Life’ resources
online, including checklists, guides on how to become an organ donor, and steps carers

may need to take after the death of a loved one. Visit my.gov.au/en/services/ageing/
planning-for-end-of-life.

Q visit the Funerals Australia (formerly Australian Funeral Directors Association)
website at funeralsaustralia.org.au for funeral planning support and to find a funeral
director near you.

Information for talking about end of life

> (@ Palliative Care Australia offers discussion starter guides designed to help people
think about what matters most as they approach end of life. Visit palliativecare.org.au/

campaign/discussion-starters/ to explore the three available guides.

Cancer Council’s Talking to Kids About Cancer guide can help you talk to the children
and youth in your life about end of life, as well as your cancer diagnosis and treatment.

- Q Go to cancer.org.au and search ‘Talking to Kids about Cancer'.

> (Q Visit Camp Quality at campquality.org.au for more resources on supporting kids
impacted by cancer.

Canteen — canteen.org.au — also provides information to help support youth
impacted by cancer.
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https://end-of-life.qut.edu.au/assisteddying
https://end-of-life.qut.edu.au/assisteddying
https://www.gogentleaustralia.org.au/
https://www.advancecareplanning.org.au/
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O
More information and support [

-~ Our Specialist Myeloma Nurses are available on our Telephone Support Line to talk
with you about your concerns and any questions you may have.

To book a 30- or 60-minute call with a Specialist Myeloma Nurse:

Q call 1800 MYELOMA (1800 693 566)
Monday—-Friday, 9am-5pm AEST/AEDT, or

{3 goto myeloma.org.au and click on the
‘Book a call’ button.

& email nurses@myeloma.org.au to contact a Specialist Myeloma Nurse at any time.

We hope this infosheet has helped you understand more about end-of-life care in
myeloma and answered many of your questions.

While the information in this sheet has been reviewed and endorsed by Myeloma Australia’s Medical and Scientific
Advisory Group (MSAG) and Myeloma Community Advisory Board (MCAB), it does not replace the care or advice of
your treating team or palliative care team.

If you have questions about the end-of-life care support available to you, please talk to your team.

Thank you to Palliative Care Australia for their information and assistance in
preparing and reviewing this Myeloma Australia infosheet.
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