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Below is a guide as to what to do immediately
after the person you are caring for has passed
away.

Take your time - There is no rush. Spend as

much time as you want to sit with the person.

Tell a doctor or nurse -If you are at home,
you will need to call the doctor (the main
doctor who has been involved in the
person’s care or your family doctor) or the
palliative care service to let them know the
person has passed away. A doctor needs
to verify the death for the death certificate.
Sometimes an ambulance or bush nursing
service will be called if the doctor is
unavailable. If you are in a hospital or aged
care facility, let a staff member know that
you think the person has passed away and
they will take care of verifying the death.
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Wash and dress the body - You may like to
wash the body on your own, or ask for a staff
member or nurse (from the palliative care or
nursing service) to come and assist you.

Inform family, friends or religious leader - You
may like to let certain people know that the
person has passed away. You may also like

to give this task to a family member to do for
you.

Call the funeral company " - The funeral
company will come pick up the body and
look after the body until the funeral. You

can choose when they come. The funeral
company will also help register the death and
organise the death certificate.

The funeral - There needs to be a cremation
or burial for the body, however a funeral
service is optional. Discuss the options and
be aware that there is a huge variation in cost.
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After the person has passed away

Death Certificate - Once you have the
death certificate you will need to send
copies to all relevant services including
banks, superannuation, services and utility
companies etc.

Contact the lawyer involved in the person’s
Last Will and Testament to start the process
to finalise the person’'s estate.

If the person you were caring had wishes to
be buried overseas, now is a good time to
contact the embassy of their country and
they will guide you and help you fulfil these
wishes.

If you are working, talk to your employer

about compassionate leave. Many employers

give paid leave for 2-3 days after a close
relative has passed away, while other
employers will be happy to provide you with
unpaid leave.
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You do not have to have a funeral company

involved, however if you choose not to have

one involved then you need to adhere to the
legalities for your state relating to registering
the death and keeping and disposing of the

body.
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Getting started - Caring for someone who is seriously ill and will hot get

better

This factsheet covers some basic

information to help you get started

including:

+ What it means to be a carer?

+ How might | feel about being a carer?

+ Where is the best place for my family member
to live?

- What services are available to help?

- Talking to health professionals

Am | a carer?

It is helpful to know that in Australia you are
called a ‘Carer’ if you are the main person
involved in helping your ill friend or family
member. A ‘carer’ also has rights and privileges,
such as financial payments, so it is useful to
identify yourself as a carer.

Often the doctors and nurses will ask ‘who is
the main carer?’ so they can speak with just one
person in the family to:
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- provide information on your family member or
friend

- ask for help with decisions about the person’s
care

- offer support

In Australia, there are many services to help you
care for your family member or friend. There is
also some financial assistance you may be able
to access.

What do carers do when someone is
seriously ill?

It can be difficult to care for someone as their
health gets worse, and you will need to do more
for them. Often the person you are caring for will
require a lot of help with washing themselves,
toileting, preparing food and feeding, and
managing their medicines and appointments.
There can also be more forms to complete and
administrative tasks to take on to organise their
affairs. The person you are caring for may also

Carers
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Getting started - Caring for someone who is
seriously ill and will not get better

have other symptoms like being confused, very
tired, or agitated, that can be difficult to manage.

It can be difficult to care for someone who is
seriously illand it is important that you have
support and share the caring duties with others if
possible.

How might | feel about being a carer?

Many people find it rewarding to provide care

to their family member and some feel they
develop a closer bond with them. However,
caring for someone at the end of life can also be
very demanding and distressing at times. Each
person will have their own unique emotional
response.

+ You may feel overwhelmed with the
responsibility of caring.
- You may feel like you lack choice over your

caring responsibilities and feel that you are
obligated to care.

- You may feel sadness or intense grief as you
realise they may die from their illness. But also
grief about other losses that are the result of
the person being ill such as loss of a future
together or loss of a relationship.

+ You may feel anxiety about whether you can
cope or about what will happen in the future.

-+ You may feel frustrated, angry or even guilty.

There is no right or wrong way to feel as you
move this very difficult experience. However it

is very important that you have people to talk to
about how you are feeling. It is okay to ask for
help and there are many services available to
help with the caring role and also to support you
emotionally. It is okay to share the caring role
with other family members. Often it is too much
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for just one person.

Where is the best place for my family
member or friend to be?

Most people want to be cared for at home. This
is not always possible. In order to stay at home
your family member or friend will need someone
to live with them and provide care. It can be very
hard to decide whether you can or should care
for the person at home. To assist you to make
this decision you may want to talk to the person's
doctor and consider:

- your own health and wellbeing

- if there are people or services that can assist
you care at home

+ Wwhether your home is set up in a way that the
person can still get around (such as walk to the
toilet easily from their bed, no stairs, room for
any equipment the person may need)

- if the person has any symptoms that are
difficult to manage at home

- the preferences of the person you are caring
for as well as your own preferences

Sometimes, the health care team will
recommend that the person have a short stay in
hospital to give you a break or to make changes
to medications. Sometimes you may plan to care
for the person at home and it doesn't work out.
Remember that this is no one's fault but may be
necessary for them to receive the best care.

What services might be able to help?

There are a lot of services to help you care for
the person who is seriously ill. Firstly there is your
family doctor (your General Practitioner) who
should be able to help you find support.
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seriously ill and will not get better

There also is the health professionals involved

in treating the specific illness, usually at the
hospital. At this time the person you are

caring for might also be offered Palliative

Care. Palliative care is holistic and focuses on
improving symptoms, quality of life, and ensuring
the person is as comfortable as possible.
Palliative care also supports the family. You are
also allowed to request palliative care.

Sometimes the person you are caring for will be
able to access support in the home. This might
be through the Palliative Care home service,
through local community nurses, or the person
might be eligible for home support through the
My Aged Care system (Ph: 1800 200 422).

Carer Gateway (Ph: 1800 422 737) is another
National service that can provide support options
for carers.

There are social workers at all hospitals who can
help link you to home care services and also
assist you to complete forms to access services
or financial payments.

You can ask for an interpreter for any meetings at
the hospital or use the National Translating and
Interpreting Service (Ph: 131 450) for any phone
calls.

Talking to health professionals

In Australia, patients and families are encouraged
to be very open and honest about what they want
and need from the health care team. You are
encouraged to ask questions and let people know
if you do not understand. Doctors and nurses are
comfortable talking about any topics related to
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illness and care. They are there to provide you with
information and support.

Australia is made up of people from many cultures
and countries and you are encouraged to tell the
health care team about any cultural needs you
may have related to the person’s care.

It is up to you and the person you are caring for

to decide how much information is right for you.

In Australia, most people want to know whether
they are going to pass away and how long they
have to live. They want to talk about whether they
prefer more treatment or whether they want to
focus on comfort and managing symptoms only.
While it can be uncomfortable to talk about, it can
be helpful to have a clear understanding of what
is likely to happen so that you can make plans and
focus on helping the person live their best. You and
the person you are caring for will have to decide
how much information you are comfortable with.
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Questions you may like to ask the doctor or health worker

If you are caring for someone who is very sick,
you may have questions about how to look after
them. Below are some common issues that
families may have when caring for someone who
is very sick (with advanced disease).

You can use these questions when talking to the
doctor or health worker of the person you are
caring for.

Questions related to the person you are
caring for

+ What symptoms are they likely to have? What
do these look like?

- What sort of care will they need?

- Are there any changes to their care that | need
to be aware of?

+ Is palliative care an option now?

+ How can | help them live well?

+ Is there anything important that | need to talk
about with them?

Questions about where to provide care

- Consider where the person who is sick wants
to be cared for and also ask about what places
might be a good option for the person to be
cared for (including in the hospital, at home, in
an aged care facility or somewhere else?)

+ What types of equipment will | need to care
for them?

+ Who can help me with caring?

-+ What are the options for caring if | can't
manage?

Questions about who to call

+ Who should | talk to if things are not going
well?
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+ Who should | callif it is after hours or on the Make sure you take this list to your next
weekend and | need help? appointment. It will help you remember the

-+ Who can | callin an emergency? things you want to ask.

Questions about your own well-being

+ How might caring impact on me?

+ Do | need to be available full time to care?

- Is there support available to me? What
services can support me?

- Can | get a carer payment or other financial

assistance?

Additional questions

You might have other questions. You might like
to ask about -

+ How to manage specific symptoms

+ Medications, diet, or other things the person
you are caring for might need

- Personal concerns about your relationship, job,
family issues, or finances

- Travel plans or other plans for the future (and
whether that will still be a possibility)

You can write any extra questions below.
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Ten tips on caring for someone who is very sick

Many other families have cared for someone
who was very sick and who did not get better.
Below are their tips on what can help make the
journey a little easier.

1. Look after yourself, your health is
important
- Try to eat well, exercise, sleep and keep

going to your own medical appointments
and taking any prescribed medicine.

2. Stay connected with work, family and
friends if you can.

3. Look at what financial supports are
available to you and sign up for them as
early as you can.

4. Think about what might be needed to
ensure all business is handed over. This
might include changing hames on bank
accounts, knowing where important
documents are kept (including an advance
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care plan or Last Will and Testament), and
talking about practical things the family

will need to know in the future (including a
funeral and burial place). The person you are
caring for may prefer to be buried in their
home country so checking with the relevant
embassy or health authority of their home
country in advance may make the process
easier later on.

Register for My Aged Care if appropriate. My
Aged Care is a government funded program
that offers home support to people who
need help to stay at home.

Ask for help if you need it from your doctor
or health worker. Many families try to
manage themselves and do not realise that
they are allowed to ask for help. There are a
lot of services set up to help families who are
caring for someone who is very sick.

Carers
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7. Write down any questions you may have
and ask at your next appointment.

8. Don' be afraid to call a helpline - have the
number close by.

9. Ifthereis something you don't understand,
don't be afraid to ask the doctor or health
worker to explain it again.

10. Speak up. Let the doctor and health worker
know what is important to you and the
person you are caring for. Your values and
beliefs are important.
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Eat healthy, nutritious meals

- Try eating fresh fruit or cut up vegetables as a
quick and easy snack.

- Use ready-made meals or frozen meals if
you don't have time to cook. Look at the
ingredients list on the packet and try to choose
options that have more vegetables and protein
and are not high in fat or sugar.

- Say 'yes when people offer to drop off a meal
for you. They feel good when they can help,
and this takes some of the burden off you.

+ Avoid having too much caffeine, alcohol
or nicotine. Don't use substances to try to
manage your feelings - always talk to a health
professional if you are struggling to cope.

- Order your groceries online and arrange to
have them delivered if you don't have time to
go shopping in person.

Get enough sleep
- Take naps during the day if you are not getting

enough sleep at night. Sleep when the person
you are caring for sleeps.

- Let friends or family take over caring duties

for a night so you can sleep - maybe a video
monitor will be helpful

- Consider using respite services if you are not

getting enough sleep.

- Don't make big decisions when you are tired.

- If you are having difficulty sleeping because

you are worried or upset, talk to your doctor
about this.

Have health checks

+ Make regular visits to your own doctor for

health checks, immunisations and to manage
your own illnesses and health conditions so
you are as well as possible. Keep up regular
visits to the dentist.
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Tips to help you to stay well

+ Consider asking your doctor to assess your
emotional wellbeing or ask if you can have a
mental health care plan put in place so you
can speak to a mental wellness expert if you
need to.

-+ Talk to someone you trust to help ease your
worries, such as your family doctor. People
who are caring for someone at the end of their
life often feel stressed, anxious or depressed
and may feel grief even before the person has
passed away. This is very normal, but there
may be things that can be done to help you
feel better

Do physical exercise

+ Go for awalk or bike ride.

+ Attend an exercise class.

+ Try some in-home exercises such as yoga,
stretching or pilates.

Maintain social activities and activities
you ehjoy

- Set up regular times to see your family and
friends.

-+ Do relaxing activities at home. This could
include reading, playing card or board games,
listening to audio books or podcasts, watching
your favourite TV shows or movies, knitting or
cooking.

- Staying in touch with family via social media,
phone calls or video calls.

+ Attend community events and social
gatherings.

- Get a massage. You could go to a massage
service, or there are some services that will
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come to your home.

Share the load

- Ask friends, family or neighbours to sit with the

person you are caring for while you go out.

- Ifitis hard to go out, ask friends or family if they

would be willing to cook a mealand come to
your home to eat together.

- Talk to your friends and family about how you

are, your concerns and what you need.

+ When people offer to help, say 'yes. Make a list

of things that people could do to help you so
that when someone asks, you have anidea to
give them. Suggestions for things they could
help with include gardening, cooking, sitting
with the person while you go out and doing the

shopping.

Say 'no’ and change your expectations

- Say no to things that you can't or don't want to

do. Now is not the time to take on extra things.

- Be kind to yourself. You may need to change

your expectations of yourself. For example,
cleaning the house weekly can be reduced to
fortnightly. Don't worry if the front lawn is a bit
overgrown.

- Itis okay if some household chores are not a

priority, as long as the environment is sanitary
and safe.

Put your health and wellbeing first

- Acknowledge to yourself and others that your

own health and wellbeing is important.

- Speak to the health care team if you are

struggling, need help or are not comfortable
with any aspect of the caring role.
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- If caring at home is affecting your health and
wellbeing, talk to the health care team about
other options for where the person can be
cared for. If home care doesn't work out, that
doesn't mean you have done anything wrong.

CarerHelp is here when you need it.

www.carerhelp.com.au
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In this fact sheet, we cover the types of
payments and financial assistance available to
carers (who are caring for someone at the end
of life). We also make some suggestions for
managing your finances well to ensure that you
have access to finances after the person you are
caring for has passed away.

Some carers find that caring for someone at the

end of life has a financial impact. This can be due

to:

+ Reducing your work hours or stopping work to
care for the person

+ The cost of medicines, services and hiring
equipment

+ The loss of the income of the person you are
caring for

- Travel costs to regularly visit the person if they
are being cared for outside the home

+ The cost of the funeral
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- Difficulty accessing money after the person
you are caring for has passed away.

Receiving financial assistance during this time
can help. Here is what you need to know about
financial assistance and some links to where you
can get more information. The social worker at
the hospital or your health care team may be
able to talk you through some of this information
and assist you to complete forms.

Carer Payments - through Centrelink

You may be eligible for some financial assistance
while caring, especially if you have stopped
working or reduced your work hours in order

to care. There is a lot of good information here
https:./www.humanservices.gov.au/individuals/
carers

Alternatively you can call Centrelink directly (13
27 17)

Carers
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Age Pension or Carer Payment?

In some cases, you may heed to choose
between a Carer Payment and an Age Pension.
There are pros and cons to each type of
payment, depending on your personal situation.
To see how they compare, visit the Department
of Human Services website. https./www.
humanservices.gov.au/individuals/subjects/
choosing-between-carer-payment-and-age-
pension

NDIS - National Disability Insurance
Scheme

The National Disability Insurance Scheme is a
new way of supporting people under the age of
65 who have a disability. The aim of the program
is to help people with disability to remain
independent. For more information visit:

https.//www.ndis.gov.au/

My Aged Care

If the person you are caring for is aged 65+

(or 50+ for Aboriginal or Torres Strait Islander
people) then you may be eligible for assistance
from Australian Government funded aged care
services. They will fund additional services so
that you do not need to pay for these services
privately. Services that they can provide include
personal care or nursing care services in the
home, physio and other care, modifications to
the home, meals, cleaning, and equipment. They
can provide short term help including respite if
you need a break yourself or they can assist with
care in an aged care home.

You can also call My Aged Care on 1800 200 422
(8am-8pm Mon-Fri and 10am-2pm Sat). Have
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the Medicare number of the person you are
caring for handy. Once someone is registered
they will get a My Aged Care number that you
can use in any future contact.

https:./www.myagedcare.gov.au/home-start-
here

Carer's Australia Young Carers Network

Carer's Australia offers financial support for
young carers (up to 25 years old) who are caring
for someone. For more information:

https:/www.carersaustralia.com.au/support-
for-carers/young-carers-network/

Preparing your finances for the future

It is also really important to prepare yourself
financially for when the person you are caring for
passes away. Getting prepared now by updating
legal documents, changing names on accounts,
and ensuring you have access to income will
make things a lot easier for you down the track.
If you have an accountant, it can be helpful to
ask them to talk you through how to prepare
financially. If you have a family lawyer, it is a
good idea to discuss with them that the person
you are caring for has an updated Last Willand
Testament. This can also help prevent family
disputes.

Bank accounts (including loan and home loan
accounts) will not be accessible once the person
passes away, unless you are a joint holder of the
account. Sometimes the process of finalising

the estate can take months and during that

time you will not have access to any money

held in accounts of the person who has passed
away. Therefore, it is a good idea to ensure that
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you have your name on any accounts that you
need access to. However, if you are named on
a joint account when the person passes away,
you will also be responsible for paying any
outstanding money or debts associated with
that account. Please talk to your accountant
about any tax implications of adding your name
to loan accounts, investment accounts or other
accounts.

It is also good to know that banks will cancel any
credit cards for the person who passed away if
they were the primary card holder. That means
if you are using a credit card, as the secondary
card holder, it may be cancelled. If this is the
case for you, it may be worth applying for your
own credit card and attaching it to your own
bank account.

It is helpful to make sure that any
superannuation accounts, life insurance, or other
similar products, have a named person as the
beneficiary in case of death. This will make it
easier to access after the person has passed
away.

Most banks and superannuation funds have
information on their website about what to do
when a person passes away. In some cases they
release funds from accounts to pay for funerals
or pay outstanding invoices or debts.

It can be helpful to consider pre-paying for

the person’s funeral. Funeral costs can vary
widely. Sometimes you can access the person’s
superannuation early to cover funeral costs
(please consider that this might affect Centrelink
payments or have tax implications). There is also
some financial assistance for funeral costs for in-
need families through your state government.
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Bereavement payments are also available
through Centrelink.

For more information:

Money Smart is a very useful website for
financial matters and has a good section to help
people get their finances in order before they
pass away. You may want to work through this
with the person you are caring for as it will also
be very useful for you: https./www.moneysmart.
gov.au/life-events-and-you/life-events/money-
musts-before-you-die (English only)

Knowing how to deal with the estate can be
daunting. The Australian Taxation department
have written a checklist which will be able to
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help: https.//www.ato.gov.au/Individuals/
Deceased-estates/Deceased-estate-checklist/
(This website has some information in other
languages and a phone number to call)

Your bank will have a support team who will be
able to help you work through the requirements
of completing a deceased estate, including
claiming for immediate expenses.
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Tips for managing common symptoms at the end of life

Regardless of the disease there are a number

of common symptoms that people have when
they are at the end of life. This factsheet provides
information on common symptoms and tips for
managing those symptoms.

It is important to discuss any symptoms that
concern you with the health care team. You

may want to ask your doctor for a referral to a
palliative care team. Palliative care focuses on
managing complex symptoms, providing holistic
support and improving quality of life.

For any symptoms, we suggest you keep a diary
of the severity of the symptom, how often the
symptom has occurred, and what you have done
to manage the symptom. This information will
help the health care team.

Breathing changes

Breathing can change if a person is anxious or
in pain. Breathing changes can be a result of
the illness or a normal part of the body slowing
down at the end of life.

You may notice that the breathing may become
slow, shallow, irregular with long pauses
between breathes, rapid or noisy or rattly.

The following tips might be useful:

Sit with the person you are caring for as
much as you can

Use a fan or open a window to increase
airflow

Encourage the person to sit upright

Dress them in loose fitting clothing
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Tips for managing common symptoms at the
end of life

Put on calm music or offer the person a foot
or hand massage

Encourage the person to drink more water
Use oxygen if prescribed by a doctor

If breathlessness continues and is causing
distress, talk to your health care team

Confusion or delirium

People who experience confusion have difficulty
remembering things, trouble concentrating and
sometimes may have difficulty distinguishing
between day and night. The person with
confusion may not recognise familiar people

or places, or they may become fixated on one
thing or become suspicious. Confusion can
sometimes cause hallucinations when people
see things that aren't actually there.

Confusion at the end of life may be reversible
or temporary. It is usually caused by a change in
brain function due to the illness, can be a result
of medicines, can happen following surgery or
occur when someone has an infection.

It can be distressing for you as the carer and also
for the person you are caring for.

The doctors treating the person will do their best
to identify the cause of the confusion and treat

it. However, for people who are at the end of life
and close to passing away, the confusion may
not fully settle even with treatment.

Ways to help your family member are to:
Maintain eye contact

Speak slowly, remind them of who you are,
where they are and that you are there to help
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If the person you are caring for is in hospital,
it may be helpful for you to stay with them
(Where possible) as they may respond better
to familiar people than strangers

Reduce number of visitors, and reduce
stimulation and loud noises such as TV.

Constipation

Constipation is when there is no bowel motion
for several days. Constipation can be caused
by many things including medicines, illness
and dehydration. It may cause them to feel
nauseated and uncomfortable.

If constipation is causing a problem, talk to the
health care team so they can prescribe the most
appropriate medicine.

Maintaining a healthy bowel can be difficult for
someone at the end of life. If possible:

Encourage regular drinks such as water and
juice

Suggest that they eat foods high in fibre (as
well as regular drinks)

Encourage them to go for a short walk each
day if they feelup to it

If the person you are caring for is prescribed
strong pain medicine, also request laxatives

If there is no bowel action for two days, talk to
your health care team

Emotional Reactions - Depression,
Anxiety, Anger

People who are at the end of life are adjusting
to physical limitations, discomfort, loss of
independence, and ultimately, the knowledge
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that they are at the end of life. It is common
for people at the end of life to experience a
range of emotional reactions including anxiety,
fear, sadness, anger, guilt, and hopelessness.
Sometimes they will lash out in anger towards
those around them or act in ways that are out
of character. Sometimes people will withdraw
and not want to talk at all. It can be for many
different reasons. It could be related to their
illness or symptoms, a fear of passing, or
concern about what will happen to their loved
ones after they are gone.

If at any time you feel unsafe due to the
person's aggressive behaviour, please let the
health care team know immediately.

It can be helpful to:

Provide them with some time alone each day,

if desired

Ask if there is anything you can do to help or
if they want to talk about their worries

Ask them if they want help to get their affairs
in order or reconnect with anyone

Suggest some enjoyable things to do
together

Remember that it is normal to feel down or
worried sometimes

Encourage their involvement in day to day
activities

Encourage them to speak with a health
professional

Fatigue

Fatigue is a persistent feeling of tiredness,
weakness, or lack of energy. Fatigue can also
present as feeling heavy or heavy-limbed,
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having an altered sleep pattern, difficulty
carrying out usual tasks, memory loss, difficulty
with concentration, low mood and lack of
motivation.

Fatigue can be hard to manage but the following
tips may help:
Encourage short naps during the day and
good sleep habits at night

Suggest regular but gentle exercise

Encourage nutritious food and drinks (but do
not force)

Plan to do the most energetic tasks (e.g
shower) when energy levels are higher

Encourage activities that do not require a
lot of energy (board games, audio books,
watching TV or reading)

Avoid activities that tire such as long
conversations or lots of visitors.

If you think that the person’s fatigue has gotten
worse, talk to your health care team. However, it
is not always possible to prevent this decline.
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Incontinence

At the end of life, people may lose the ability to
control their bladder or bowels and pass urine
(pee) and/or faeces (poo) onto their clothing or
bedding. This is known as incontinence.

Incontinence can be a result of:
The disease or illness
Muscles relaxing at the end of life

Confusion or an inability to express the need
to go to the toilet.

Helping your friend or family member to use a
bedpan or go to the toilet may make you and
the person you are caring for feel embarrassed
and uncomfortable. Please speak to the health
care team if you would like assistance. Your local
pharmacist will also be able to assist you with
ordering products.

Suggestions for managing incontinence:

The health care team can loan equipment
such as bedpans, urinals, and a portable toilet
or commode chair

A mattress protector or bed pads can be
used to protect bedding

Absorbent pads, adult nappies, or absorbent
underwear can be used to catch urine and
faeces

Disposable wipes can be used to clean the
skin

Sometimes a urinary catheter can be inserted
which drains urine into a bag thorough a tube.

“.).0_/
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Nausea and Vomiting

Feeling like you are going to vomit is

described as nausea. Nausea can be a result

of constipation, the illness, having a reduced
appetite, or due to the medicines they are taking.

It is good to treat nausea early. Ways to help may
include:

Giving any prescribed anti-nausea
medication as directed

Deep breathing, listening to soft music,
having a foot or hand massage, or a warm
bath

Offering sips of water or ice chips to suck on

Offering small amounts of bland food more
often

Drinking warm ginger or peppermint herbal
tea

Avoiding strong odours

Managing constipation if you suspect that is
the cause of the nausea

If the nausea does not improve in a few hours,
please call the health care team.

If someone is weak, you may need to assist them
if they are vomiting. Some important tips when
managing vomiting include:

If the person you are caring for is lying down
while vomiting, turn them on their side so
they wont inhale on the vomit

The person might like to suck on some ice
chips to assist to rehydrate
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There are other ways to give anti-nausea
medication other than by mouth, please ask
your health care team.

Call the health care team if:

The person has vomited more than three
times for more than three hours

They start to vomit blood or a dark coloured
fluid

You think they may have choked on some
vomit

They are dizzy and confused

The urine becomes very dark.

Pain

There are many reasons for pain towards the
end of life including the illness, constipation, and
limited mobility. To better understand the pain,
you may want to ask the person you are caring
for the following questions:

Where is the pain?

What does it feel like? Does it feel sharp,
throbbing, or burning?

Is it a new pain?
How long has it been there?
Does it go away if they change position?

When did they last have their bowels open or
do a poo?

Do they feel like vomiting?

Using a pain scale how would you rate the
pain from 0 (no pain) to 10 (very bad pain)?

This information will assist the health care team.

Tips on pain medicine:

carerhelp

Give the person their pain medicine as
directed on the label

Keep track of how often they are having their
medicine

If they have had as much medicine as they
are allowed that day and are still having pain,
call the health care team.

Many people are concerned that pain
medicine will hasten death but this is not the
case.

Tips on managing the pain without medicines:

Ask the person you are caring for to lie on the
bed and take 10 deep breaths

Ask them to take their mind off the pain by
reading, watching TV, or listening to music
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Offer a massage of feet, hands, or shoulders
Encourage them to change position.

The person you are caring for may already have
chronic pain however please contact your health
care team if:

The pain medicines are not providing as
much relief as they were before

The pain increases

Something about their pain changes

Body temperature changes

At the end of life body temperature can become
an issue. Sometimes people have very cool skin,
others develop a mild fever. You can try:

For cool skin using warm blankets can keep
the person comfortable

For fever using a cool and moist cloth on the
forehead and neck can be comforting.

Skin conditions

Skin care is important at the end of life. The
person's skin may be dry and fragile and they

may get sores from spending a lot of time in bed.

It is important to:

Wash and dry the skin carefully, avoid
rubbing the skin

Regularly check the person's skin for sores or
breaks in the skin

Use moisturiser regularly for very dry skin
(ask the pharmacist for an appropriate brand)

carerhelp.com.au
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Try to change the person’s position every
couple hours (except overnight)

Inform the health care team of any skin
issues that you notice

Mouth care

Towards the end of life you may notice that the
mouth of the person you are caring for becomes
very dry. You might find comfort in:

Offering sips of fluid
Applying a moisturizer to the lips

Or gently cleaning their teeth with a soft
toothbrush

CarerHelp is funded by the Australian Government Department of Health and Aged Care
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How to recognize the person is close to passing away

When you are caring for someone who is If you think the person you are caring for is close
seriously illand will not get better, it is helpful to passing away, your doctor or health worker will
to know how to recognize that they are close to be able to help you. It is ok to phone them to ask
passing away. them if they think your family member is close to

There are some common signs that someone is passing away and ask for aavice on what to do.

close to passing away. There is no need to call an ambulance if you
think the person is passing away from their

They are spending long times in bed _ ,
illness and the death is expected. If you call

Moving is difficult the ambulance then they may be obligated to

Trouble swallowing foods perform CPR to try and revive the person, which
is not helpful if the person is at the end of life.

Sleeping for long periods

Not talking very much

Confusion

Restless (unable to remain at ease)

Unable to tell you when they need to go to
the bathroom

Changes in breathing
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How will we know when the person has
passed away?

The person has passed away when:
Breathing has stopped
You cannot wake the person
There is no heart beat or pulse

Often the eyes are fixed open and not
moving

The person may now look different to you. They
may appear pale and their hands and feet may
be cold - this is due to the blood no longer
circulating. The jaw may drop as the muscles
have relaxed. There may also be passing of urine
(pee) and faeces (poo). Some air may escape
from the lungs if you move the person who has
passed.

If you think they have passed away, call the
doctor or health worker who will come to confirm
and talk you through what to do next.

It is important to get the death verified and get
a death certificate. This is usually done by the
General Practitioner or Doctor involved in the
person’s care.

CarerHelp is here when you need it.

www.carerhelp.com.au
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Caring for the person in their last days

When the person is close to passing away, there Personal care/Eating/Drinking
will be things the family will need to do to help

keep the person comfortable. Things that may
help

Swallowing may be difficult at this time. They
will probably not want to eat or drink at this
stage, which is normal. Do not force them to

. eat or drink.
Environment/space
Offering small sips of water will help keep the

Creating a comfortable space for family to persons mouth moist. Mouth swabs do help,

visit.
, , A lip balm is good for keeping the lips moist.
A single bed or even a hospital bed may be

useful. + There is no need for showering and washing

: . every day.
Your family may have their own cultural or

spiritual practices to do during this time. - Itis common for the amount of urine (pee)
to decrease over time as the person is not

Consider music, soft lighting, an open drinking very much.

window, and gentle touch as ways to show
your love to the person. - Absorbent pads or adult nappies may be

helpful if they lose control of their bladder
and/or bowels.
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Medicines - Confusion - Playing familiar music might help
if they begin to call out or groan. Medicines
are available and can be used if they become
confused or agitated or distressed.

Some medicines will be stopped at this time
and other medicines may be given in other
ways - the Doctor or health worker will let you
know. +  As they become closer to dying the person
may experience times where they lapse in
and out of consciousness. You can still talk to
them to let them know you are there.

Sometimes the Doctor or health worker will
ask you to get some additional medicine
from the Pharmacy to keep at the house -
this is so you will have immediate access to it It is important that you feel supported by family
should it be needed. and by your doctor or health worker at this time
and can call for assistance at any time.
Common symptoms

Pain - You may need to judge if the person is
uncomfortable, rather than asking them as
talking may be too difficult for them. A person
who is in pain may make a facial grimace or
frown, they may grunt or groan or whimper,
they may appear agitated and move and

shift position. Give medicines, following the
instructions on the label, and let the Doctor or
health worker know if the person continues to
seem uncomfortable.

Noisy Breathing - If the person’s breathing
changes such as becoming noisy, there are
medicines available to help lessen the noise.
Opening a window or putting on a fan may
also help.

Restlessness - Changing positions may help
if they become restless. Using pillows to help
position and support a person remain on their
side can be helpful and then swapping sides
every few hours.

care rh e l_p CcCom.au CarerHelp is funded by the Australian Government Department of Health and Aged Care
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Checklist and plan for moving forward

Many people who have cared for someone who has passed away find it hard
to adjust to a life without the role of caring. Sometimes, they find it hard to
consider life without the person they cared for. Other times they have been
caring for so long that life without the caring role feels empty. Many feel that
the grief is so intense that they want to be alone. All of those feelings are very
normal. Grief can take a long time to process and it is normal for you to feel
like a different person in some ways following your experience as a carer and
the loss of your partner, relative or friend. Be patient with yourself and allow

yourself time to grieve.

Some bereaved carers can have ongoing
emotional and physical health problems as

a result of their caring experience. Being

a bereaved carer, increases your risk of
developing serious illness. Therefore it is
important that you make a plan to look after
yourself and also develop a plan for moving
forward with your own life, even if it is moving
very slowly. We know that having strong
social connections and having some form of
meaning or vocation can both have a positive
impact on your mental and physical health.

This Checklist and Plan for Moving Forward
has been developed for you to complete

in the months following the passing of
your partner, relative or friend. We do not
recommend you use it in the early weeks
following the passing. Its purpose is to help
you think about your own health during this
dificult time.

We have made a number of suggestions for
ways you could look after yourself during this
time. Tick the boxes of suggestions that you
could try in the coming weeks.

My physical health

[ Try getting more sleep by going to bed earlier

| Reduce your intake of caffeine, alcohol or
non-prescribed medication

| Eat well (increase your intake of fruit and
vegetables and fibre)

| Do some gentle exercise (go for a walk, try
a yoga class, exercises at home)

| Visit your GP for a check up
| Visit the dentist for a check up

My emotional wellbeing

| Take a moment to check in on how
you are feeling, specifically consider
your levels of stress, distress, anxiety,
depression, grief, and anger

| Make an appointment with your GP or
a counsellor to discuss your emotional
wellbeing

| Talk with a trusted friend or family
member about how you are feeling

| Consider attending a bereavement
support group





My social wellbeing

[ Invite a friend over for a meal

[ Try and reconnect with a friend you
haven't seen for a while

| Choose someone who was kind to you
when you were caring and call them to
thank them

[ Suggest a family get together

[ Try and attend a new group, something
that you are interested in and where
you can meet new people (bridge club,
dancing group, lawn bowls, cycling or
walking group)

| Have a look and see what community
events are happening that you could
attend

My vocational wellbeing

| Find out if there are any opportunities to
join a committee or become a volunteer

| Sign up for a short course

| Find out about classes or groups for any
interests or hobbies that you would like to
pursue

| call your employer and discuss your
options for returning to work

Use the above checklist to make a plan for
yourself for the coming weeks which will help
you look after yourself, stay healthy, connect
socially, and explore new interests.

'Q‘ ST VINCENT'S
% HOSPITAL

Flinders
University

If things are not improving

You should not expect life to return to exactly
the way it was before caring. Things have
changed. You have changed. However, you
should feel like you are moving forward and
taking small steps towards making a life for
yourself.

If it has been many months since the passing
of your partner, relative, or friend, and you
don't feel like you are moving forward in

any way, contact your GP or other health
professional. Some people do develop a
more complicated form of grief that does
need specialist support. See our resources
and helplines information sheet in the Carer
Library.

CarerHelp is here when you need it.
www.carerhelp.com.au
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Having all your contacts in one place makes it easy to find contact details and to know what their role is.

Name

Role and
organisation

Contact
Number

Next
appointment

Where

Can | contact after
hours? If so, how?

Other information






Emergency contacts

Call ‘000’ if you are very concerned and it is an emergency.

On the emergency contact list below, make sure you have:

- at least one friend, neighbour or family member that you could call in an emergency “(having 2 or 3 would be better)
* the phone number of the person’s doctor or palliative care team

- at least one contact number for an after hours help line or service such as: the phone number for the
after hours contact for the person's doctor/GP or an after hours number for the nursing service you are using

Name, role and organisation Contact Number Can | contact after hours? If so, how?
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Name of medicine
and strength
(for example, mg)

Dosage
(for example, number of
tablets or puffs)

When to take dose
(for example, morning,
evening, or ‘as required’)

How to take dose
(for example, by mouth
on empty stomach)

Reason for taking it
(for example,
to treat nausea)

Regular doctor's name:

Doctor's phone number:

Name of regular pharmacy:

Pharmacy's phone number:






Handling Medications

+ Always check the label on the medicine box to make sure that you
are giving the right medicine at the right time to the right person.

- Store medicine as instructed on the label.
+ Not all medicines are given by mouth so check the instructions.

- Consider using a pill box to keep track of the medicines to be taken
each day at different times. Speak to your pharmacist to show you
how to use a pill box.

- If medicines are no longer needed, give unused medicines to the
pharmacist.

- If there is only a small amount of medicine left in the box, speak to
your doctor to get another prescription.

- If the person is having trouble swallowing, check with the
pharmacist if it is okay to crush the medicine.

CarerHelp is here when you need it.
www.carerhelp.com.au
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Keep track of all appointments with a weekly timetable. www.carerhelp.com.au

Time Monday Tuesday Wednesday Thursday Friday Saturday Sunday

07:00 - 08:00

08:00 - 09:00

09:00 - 10:00

10:00 - 11:00

11:00 - 12:00

12:00 - 13:00

13:00 - 14:00

14:00 - 15:00

15:00 - 16:00

16:00 - 17.00

17:00 - 18:00

18:00 - 19:00

19:00 - 20:00

20:00 - 2100
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