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Purpose

PREFACE

This booklet aims to help family and friends who are involved in
caring for someone with a life-limiting illness or condition. It does
not aim to present detailed medical or nursing information but
provides sources where further information can be obtained if
required.
It is important to recognise that while there is no instruction manual
to guide people through this difficult and emotional process, being
informed and having access to clear information does help. It is
hoped that readers will use this booklet as a practical reference
guide as and when required. The personal anecdotes are included
to provide real life perspectives to aid understanding.
Palliative Care WA Inc. thanks the Palliative Care Council of South
Australia for allowing their booklet of this title to be used as the
basis for the publication. A substantial review and rewrite of this
publication was undertaken in 2014 and was informed by extensive
consultation with service providers and families.
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Corrections and Improvements
The information contained in this booklet is for general guidance
o n l y. Eve r y e f fo r t h a s b e e n m a d e to e n s u re t h at t h e
recommendations in this booklet are consistent with accepted
standards of practice at the time of publication, but neither the
author nor publisher accepts responsibility for errors or omissions.

Disclaimer

Palliative Care WA invites all users of this book to provide their
feedback, corrections and suggestions so that future editions can
be updated. Please contact the office (phone/fax 1300 551 704 or
email pcwainc@palliativecarewa.asn.au
The care and support offered by a primary health care team
(including Gp’s, other medical specialists and aged care services
etc.) may be the only providers required to meet a person’s palliative
care needs. Some may require access to specialists palliative care
services and generally the primary health care team will make that
referral. Both public and private in-patient specialist palliative care
providers operate in WA.
For up-to-date information on palliative care services across WA
please contact Palliative Care WA:

Palliative Care WA Inc
15 Bedbrook Place, Shenton Park, WA 6008
Phone/Fax: 1300 551 704
Email: pcwainc@palliativecarewa.asn.au

www.palliativecarewa.asn.au
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1. WHAT IS PALLIATIVE CARE?
It may be devastating to hear that your family member or friend
“might consider receiving palliative care”. No matter how strong you
have been during their illness, this news may be overwhelming.
However this doesn't mean that the person you are caring for is
about to die. Palliative care often includes continuing treatment
options but is primarily about managing the symptoms associated
with the illness or condition and helping the person to enjoy the
best quality of life possible.
“Quality of life” will mean different things to all of us but may
include:
Being comfortable and pain-free
Being able to socialise and spend time with loved ones
Being as independent as possible
Not feeling a burden on others
Feeling emotionally well
The main aim of palliative care is to improve the quality of life of the
person by supporting their physical and emotional needs.

“I was so fearful about what was happening to Mick that I didn't want
to talk with anyone. In a way I was hoping that it would go away. And
then I met Jenni from the Palliative Care Team. She was so
knowledgeable and just like an angel really. Mick still got worse and
eventually passed away but Jenni helped me through it all – it would
have been much harder without her.
(Sally – 61 years)
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What is palliative care?

Debunking myths about palliative care…
Unfortunately there are some commonly held myths regarding
palliative care and it is important to debunk these.
Palliative care is not:
About ceasing all treatment options but rather reviewing
and at times continuing them where appropriate
Only about the last days and hours of life but rather
managing symptoms as early as possible to allow the best
quality of life experience
About shortening or extending life through the use of
medications, machines or technology but rather managing
the illness or condition with an emphasis on comfort,
support and respect

What dœs palliative care provide?
A broad range of people provide palliative care including nurses,
doctors, social workers, pastoral care workers and volunteers.
Palliative care can be provided at home, in an aged care facility,
hospital, hospice or palliative care unit.
It is important to remember that the palliative care services
provided depends very much on the needs and preferences of the
person with the illness or condition. They can make choices about
what services and supports they want. They can expect to have their
values, goals and beliefs recognised and respected. In partnership
with their medical team and others, they can set goals and selfmanage this stage of their life.
People providing palliative care recognise that every person has
different physical, emotional, practical and spiritual needs and that
a holistic approach is best. It is important that the person with the
illness or condition and you discuss what services and supports are
received and when and how they are delivered.
What is palliative care?
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Palliative care teams are not all the same but broadly promote or
provide access to the following services:
Medical and nursing care
Counselling and psycho-social support
Pastoral care and spiritual support
Dietary advice
Speech pathology
Equipment
Physiotherapy and occupational therapy
Music, massage, aromatherapy etc.
Volunteer help and support

When should palliative care commence?
Connecting with a palliative care service might not mean that
services are required immediately but may give everyone comfort
knowing that services are available when required.
Unfortunately, some people believe that by accessing palliative
care they are somehow hastening the dying process and are giving
up hope. In fact, research has shown that in some situations
palliative care has resulted in both improved quality of life and
longer survival. The person receiving palliative care can choose
when to contact a palliative care service provider or his or her health
care team may make a recommendation to do so.
It is important to be aware that if the illness or condition stabilises or
improves then palliative services can be stopped and the person
discharged from the service. Of course these services can be
accessed at a later date if required.

“The palliative care staff have been really helpful – the spiritual support
has been wonderful and the kids have appreciated having someone to
talk things through with”
(Anna, Mum of four grown sons)
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Choices
Palliative care recognises the right of the person with the illness to
make decisions about their treatment and care right up until the
end of their life. It also recognises that they may be able to think less
clearly as their health deteriorates. An Advanced Health Directive,
which is a legally binding document, can be developed to ensure
their wishes regarding treatment are adhered to. Further
information on these processes is contained in Chapter 2.

How will I cope as a carer?
Providing palliative care at home is a big commitment on the part of
family members and friends. You may be referred to as “family
carers” but you do not need to adopt this title if you choose not to.
Sometimes a number of family members or friends choose to take
on this role although generally there is one person who is seen as
the primary or main carer.
You may choose to provide support and care for different reasons; it
may be that you are the only one available, you may be the life
partner of the person with the illness or condition or you may feel
obliged to take on this role.

If you are considering
becoming the carer at home,
you might like to discuss the
options with your doctor or
your community or palliative
care nurse. There is help
Iavailable if you do decide to
care at home and you can
always change your mind at
any stage. You also need to
recognise that circumstances
may change and home might
not be the best location for
care.

“If I could say one thing about palliative
care it would be to encourage you to
engage with the team early…generally
we as a community feel so
uncomfortable talking about illness and
death that for many people it's hard to
know where to start. However palliative
care staff have much experience in this
and can guide you through this journey”.
(Mike, Doctor, Palliative Care Specialist)

What is palliative care?
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If you do decide to become a carer it is very important to recognise
the need to care for yourself. You are still important and your needs
and wants must also be met. You might like to consider organising
another family member or friend to give you a regular break e.g.
weekly, as early as possible.
Often family and friends would like to help but are unsure what to
do. Very practical suggestions like making a meal, taking your dog
for a walk, buying groceries and hanging out the washing can make
a big difference to your load. Asking for help can be an important
first step in managing the situation.

What other supports are available?
Hospices and palliative care units provide support for people who
are having difficulties with the symptoms of their illness. They can
also provide treatment, respite care (allowing family or friends to
have a break from caring) or care in the last days of life. They offer
intensive nursing, medical and allied health support. However not
everyone needs these services and people seldom stay in hospices
or palliative care units for long periods of time. If the person you are
caring for is assessed as not requiring this level of care then you will
be helped to find an alternative care facility such as a nursing home
or hostel.
There have been many changes to the care provided in nursing
homes and hostels in recent years. In the main they still care for frail
elderly people and are able to provide palliative care for people in
their care.

“When I really thought about it I needed to be as prepared as possible for
Jean's impending death. We had both read lots before the birth of our kids
and this was no different”
(Neville – aged 55)
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What is palliative care?

SUMMARY
Palliative care:
Is about managing the symptoms
Does not aim to extend or shorten life but focuses on comfort
Can be provided at home, in an aged care facility, hospital,
hospice or palliative care unit
Recognises that every person has different physical,
emotional, practical and spiritual needs and that the best
approach is to provide holistic and person-centred services
Recognises the rights of the person receiving palliative care
to make decisions about all aspects of their treatment and
care at the end of life

What is palliative care?
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2. ADVANCING ILLNESS OR CONDITION
What dœs this mean?
This chapter provides information that may be helpful to you in
terms of the physical and psychosocial parts of your caring role, who
else can help, and the importance of planning. There are also
sections on the importance of self care as well as some information
on the needs of family and friends.
You may notice that the person you are caring for has a change in
symptoms and may require more support from both you and
others. Perhaps the person you are caring for is beginning to
consider end-of-life issues and is possibly experiencing a mixture of
anxiousness, frustration, helplessness but also a need to get
organised and prepared.

Who else can help?
Start by think about what aspects of care you might like help with. It
is never too early to make contact with a palliative care service to
discuss what help is available and how to access it. For instance an
occupational therapist (OT) can come into your home and make a
detailed assessment to assist you in identifying what equipment
might be required.
General Practitioner
The person's General Practitioner can provide information about
palliative care. Some GPs have a special interest in palliative care or
may have had extra training in this field. All medical staff can access
specialist consultative support from a palliative care team.

7.

Advancing illness or condition

Specialist palliative care services
Palliative care services provide specialist care for those with a life
limiting illness being cared for at home or in residential aged care.
Specialist palliative care services also provide specialist support and
counselling.
The palliative care team can include doctors, nurses, social workers,
pastoral care workers, volunteers, administrative assistants and
ancillary staff. The team can call on the expertise of other health
professionals such as physiotherapists, dieticians, occupational
therapists etc. as required.
A palliative care nurse helps to coordinate the care of the person
with the illness or condition and keeps in touch with all the other
professionals involved. They can guide you and the person you are
caring for through this journey providing support and advice.
Private nursing agencies
Most palliative care services are provided free-of-charge. You may
wish to also access nursing or personal care services via nursing
agencies. Some health insurance funds may pay for this additional
help in their ancillary cover but this does vary and you will need to
check your fund.

Advancing illness or condition
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Respite and Residential Aged Care
As a carer it is important that you get a break from the caring role
from time to time.
In-home respite may include domestic assistance, home
maintenance, assistance with meals and shopping, personal care,
social/recreational and transport support. There may also be the
opportunity for the person to attend a day centre program at a
dedicated centre or stay overnight at a residential facility. In some
circumstances you may consider having the person receive fulltime
care in a residential aged care facility.
Access to residential care is initiated via the Aged Care Assessment
Team (ACAT). This is a free assessment and once this is done contact
can be made with the aged care facilities of your choice. A great
starting point is the “My Aged Care” website
www.myagedcare.gov.au
People living in residential aged care can receive palliative care just
as they would in their own home. In-home community services may
also be provided through the Home and Community Care (HACC)
program which is operated by the Health Department of WA. HACC is
designed to assist people with the greatest need and aims to
maximise people's independence. Eligibility criteria apply and
applicants need to go through an assessment process. The HACC
program seeks a fair and affordable contribution from clients
towards the cost of the support services. The contribution is based on
the level of support received and no one is denied a service because
they cannot afford to pay.
For further information please contact the Regional Assessment
Service on 1300 785 415. A referral is not required for the assessment
process.
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Other sources of help and support...
There may be a lot to think about and organise –
accessing a social worker might be useful to help plan and
co-ordinate what is required
Think of family and friends - often people want to help
but are not sure how and may be pleased to offer practical
support such as doing the shopping, cooking a meal,
providing transport etc.
Your palliative care service may have volunteers who can
assist e.g. by sitting with the person you are caring for
while you go out
The palliative care service may also offer home help to
assist you to manage your home
Local councils offer various programs to help people in
this situation but each one is different so you may like to
phone and ask what they can provide
Local churches or community groups may have
programs to help people who are unwell

Advancing illness or condition
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Planning ahead
A life-limiting illness may remove the capacity to make decisions
about important matters in the final months and days of life.
Therefore it is important that the person you are caring for lets you
and the family know their wishes as early as possible regarding their
financial assets as well as their treatment and care during the last
months of life. These conversations will be both confronting and
comforting and should be ongoing during the early stages of the
illness. It is important that the person you are caring for conveys
their wishes while they are capable so that this anxiety is removed
for everyone involved.

“Great Grandma had a seizure during the night and I got a call from the
home seeking permission to transport her to hospital. I thought that
granny wouldn't want to go to hospital but for the next few days I found
myself justifying my decision to others. I wished I knew what she
wanted”
(Adult granddaughter)

Making a Will
A will is a legal document setting out how a person wants their
assets and belongings distributed after death. Everyone, whether ill
or not, should make a will if they have money and/or property
otherwise the estate is shared out according to a formula set by
state laws. If a will has not yet been written it may prove difficult to
raise this issue particularly if a person has not come to terms with
the progression of their illness. The person may feel more
comfortable talking to a social worker in this situation. The Public
Trustee offers services in this area (www.publictrustee.wa.gov.au or
ph. 1800 642 777) or you can contact your solicitor for advice.
11.
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Advance care planning
Advance care planning is the process of making plans for a person's
healthcare and choices in advance. The plans take effect when the
person is no longer able to make their own decisions. Advance care
planning is not compulsory but is highly recommended.
There is a better chance that Advance Care Plans will be respected if
the person:
outlines their values and end of life care preferences clearly
appoints and empowers someone to make decisions on their
behalf (a guardian)
discusses and reviews their plans regularly with healthcare
providers, family and friends
provides copies of any planning documents to doctors,
hospitals, family and carer/s
These plans will involve conversations with family, friends and
health care professionals and may be uncomfortable. It might be
tempting to avoid these conversations but that will only increase
the anxiety for you and other family members and friends.
Encourage the person to make informed decisions while they are
able to. There are two ways of doing this:

Advance Care Plan
A non-statutory document
that could be considered
legal under common law
Informs health
professionals about what
treatments you would accept
and those you wouldn't
M ay a l s o i n c l u d e o t h e r
wishes regarding how you
would like to be treated
May include other special
requests or messages

Advance Health Directive
Is a legal document
Is limited to treatment
options and cannot be used
to make personal, lifestyle or
financial decisions
Has priority over an
Enduring Guardian
Only comes into effect when
the person has lost legal
capacity to make treatment
decisions

Advancing illness or condition
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Enduring Power of Attorney
A person may wish to appoint someone to make financial decisions
on their behalf including the signing of documents now or into the
future. A Power of Attorney or Enduring Power of Attorney only
relates to decisions about money and property and doesn't include
a person's medical treatment and care. The Office of the Public
Advocate of WA can provide more information about Enduring
Powers of Attor ney and provide the necessar y for ms
(www.publicadvocate.wa.gov.au or ph. 1300 858 455) or contact a
solicitor or social worker.
Enduring Power of Guardianship
A person appoints an enduring guardian to make treatment,
personal and lifestyle decisions on their behalf when they are no
longer able to make these decisions. The operation of the Enduring
Power of Guardianship is governed by the WA Guardianship and
Administration Act 1990.
The enduring guardian makes treatment decisions taking into
account the person's expressed wishes along with their clinical
situation, the risks, burdens and advantages of proposed
treatments. A person should choose their enduring guardian
carefully and brief them thoroughly and regularly to ensure their
wishes are clearly understood.
Enduring Power of Guardianship forms and other information can
b e o b t a i n e d f ro m t h e O f f i c e o f t h e Pu b l i c Ad vo c a t e
(www.publicadvocate.wa.gov.au or ph. 1300 858 455)
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Enduring Power of
Attorney
Appointed by the person
to make financial decisions
and sign documents
Only appointed to make
decisions about money
and property
Not appointed to make
decisions about treatment
and care

Enduring Power of
Guardianship
Appointed to make
medical, personal and
lifestyle decisions
Makes decisions based on
the person's expressed
wishes and the current
clinical situation
Important to brief
enduring guardian fully
and often

Advance Health Directive and Enduring Power of Guardianship
A person can complete both an Advance Health Directive and an
Enduring Power of Guardianship under Western Australian law. If an
Advance Health Directive applies to the treatment decisions, the
Advance Health Directive must be followed and cannot be
overturned by an Enduring Guardian if one has been appointed. If
an Advance Health Directive does not cover treatment decisions
then the person appointed with an Enduring Power of
Guardianship would make the decision/s.

Advancing illness or condition
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Organ donation and medical research
Organ and tissue donation is an important community service that
saves lives and/or improves the quality of life for many people of all
ages. One organ and tissue donor can save the lives of up to 10
people and significantly improve the lives of dozens more. There are
approximately 1500 on a transplant waiting list at any one time in
Australia.
While the person may be highly motivated to donate their organs
after death, it is important to realise that this may not be possible
because of their illness or condition. However, as an alternative they
will be able to donate their body to medical research.
The most important first step is to encourage the person to have a
conversation with family and friends about their wishes with regard
to organ donation and medical research. The person can then
register their intentions online at the Organ Donor Register online
at the Medicare website or by filling in an Organ Donor Registration
form.
Further information can be obtained from DonateLife WA at
ph. 9222 0222 or donatelife@health.wa.gov.au

“Carl was a wonderful son who didn't want a boring funeral – so he planned
a celebration at the beach with his favourite music (played loudly), plenty
of food and drinks and asked special family and friends to share humorous
stories about his life. He demanded that everyone wear their best gear and
celebrate his short but highly enjoyable life”
(His very sad but proud Dad)
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Planning the funeral
Whilst it may be a difficult conversation, it would be helpful to have
conversations with the person you are caring for regarding their
preferred funeral arrangements. It may also be appropriate to have
discussions with key members of the family and important friends
to clarify their expectations and what role they may wish to take.
Issues for consideration include:
the type and style of funeral
burial, cremation or entombment
cemetery or crematorium
coffin or casket
death notices, mourning vehicles and flowers
poetry, music, readings etc.
preferences of families and friends
cost implications
A pre-paid funeral may provide peace of mind and remove the
stress of arranging a funeral during a period of considerable grief. A
funeral director can guide you through the planning process and
explain your options.
The WA Department of Child Protection and Family Support offers a
Bereavement Assistance Program which may contribute towards
the costs of a funeral in certain circumstances
(www.dcpfs.wa.gov.au or ph. 1800 854 925).
The Department of Human Services produces a booklet that
outlines Commonwealth Government assistance available and
other organisations that can help (Needing help after someone has
died? www.humanservices.gov.au or ph. 1800 067 317).

Advancing illness or condition
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What ﬁnancial assistance is available?
There may be charges for some services provided at home although
most are free. Don't be afraid to ask about the costs of services as it's
better to know in advance than receive a bill that you weren't
expecting! If you are having financial difficulties it may be
worthwhile having a discussion with a social worker.

Sources of ﬁnancial Support...
Many medications commonly used by people receiving
palliative care are listed on the Pharmaceutical Benefits
Schedule (www.pbs.gov.au) which means that the
Commonwealth Government helps to meet costs
Centrelink (www.humanservices.gov.au may be able to
provide a range of financial supports via a Carer
Allowance, Carer Payment, Carer Supplement or a range
of other benefits
Eligible veterans and war widows may receive assistance
from the Department of Veterans' Affairs
(www.dva.gov.au or phone 13 32 54) for services,
equipment and medications
Many superannuation funds offer life and other insurance
benefits that may be paid out on diagnosis of a lifelimiting illness to meet care costs
A number of disease-specific organisations e.g. Cancer
Council WA and the Motor Neurone Disease Association
of WA have special funds to assist people and their
families – these organisations are listed on page 37
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Physical care needs
Depending on the needs of the person you are caring for, your
capacity to provide care as well as the physical environment in your
home, some of the suggestions below may be applicable and some
may not.
Preparing the home
When caring for someone at home it may be necessary to rearrange
rooms, use additional fittings and equipment or even make some
structural changes. Changing the home can be disruptive to other
family members and having a discussion to consider everyone's
needs is very important.
Consideration will need to be given as to where the person will
sleep or spend most of their time and, if they have limited mobility,
where is the best place for their bed, the bedroom may not be the
most efficient or suitable place to nurse someone. The person could
feel isolated or depressed if nursed away from the comings and
goings of everyday life.
Bringing the bed into the larger living area may prove a good move.
It is important to work out between you how things will be arranged
and whether the person wants to be 'in among things' or would
prefer peace and quiet. You, and others at home, will also need
space away from the demands of the bedside to relax and have
private time.
If the person is mobile encourage them to get up for meals and to
use the bathroom. If they are bed-bound they need easy access to
basic items (drink, telephone, television and radio controls etc) so
they do not have to keep calling for help. Be prepared for these
arrangements to change as the person's condition changes.

Advancing illness or condition
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Below are a number of “check lists” that may be a useful starting
point when preparing your home and determining what
equipment is required.

Setting up the bedroom
Ensure that the place where the person spends most of
their time has good access to a toilet and/or bathroom
(room for a bedside commode might be necessary if the
person cannot get to the bathroom)
Move any unnecessary furniture and floor rugs away from
the bed
Have the things that the person needs like a clock, drinks,
radio, torch, etc around the bed
Have a telephone at hand if possible
A means to summon help is reassuring for the person (it
can be as simple as a bell or baby alarm so that you can be
contacted in any part of the house and garden)
Provide a radio, music centre, a computer or television these help to maintain contact with the outside world and
provide entertainment
A small chair near the bed is useful for visitors and for the
person to sit on while you make the bed
A small table that can be positioned over the bed is useful
for meals or other activities
Specialised equipment that helps the person manoeuvre
in and out of bed may be useful
A small table or drawer to keep equipment or dressings
may also be useful
A convenient but safe place for any medications is
necessary - if children are likely to be around be sure to
keep all medications and medical equipment out of their
reach
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Setting up the bathroom
Consider using a chair in the shower for comfort and
stability
If there is a drain hole in the floor of the bathroom it may be
easier to shower the person on a chair outside the shower
cubicle using a shower hose that can be fitted to the taps
Also consider a non-slip mat for safety
A raised toilet seat with fitted handrails is also useful for
comfort and stability
The bathroom door can be adjusted to swing outward
rather than inward to provide easier access

Setting up living and outdoor areas
If the person is able to move to the living area it would be
useful to set up a comfortable chair or a day bed with
necessary items close at hand
Consider a place with a garden outlook or other
interesting view
Ramps may be installed if there are steps to negotiate
outside the house and will make it much easier if a
wheelchair needs to be used

Advancing illness or condition
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Below is a list of more general equipment considerations which may
or may not be useful for the person you are caring for. Please consult
with your health professionals before exploring these products and
consider hiring or leasing the items you require rather than
purchasing them.

General Equipment Considerations
Walking frames or walking sticks
Wheelchairs
Ramps and handrails
Shower chairs or commodes
Toilet raisers and surrounds (to assist getting on and off
a toilet)
Pressure relieving products including air, holofill and
egg crate mattresses
Bed rails (for ease of movement and preventing falls)
Bed tables
Washable incontinence sheets to protect the bed
Bedpans and urinary bottles
Hospital beds and/or hoists
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Providing personal care
Most people feel more comfortable if their personal care i.e.
showering, shaving etc. is attended to every day. However,
individual preferences must be taken into account and it is
important that the person you are caring for has his or her choices
heard and respected.
If a palliative care nurse or care assistant is attending to their
personal care, you might consider asking them to show you how
these tasks are done. Palliative care staff might not visit every day so
you may need to undertake some of these tasks in between their
visits. Consider accepting help from other friends and family
members to share these caring roles.
This section includes a number of “check lists” that may be a useful
starting point when considering providing personal care to a
person with a life-limiting illness.

Bed linen
If the person is bed-bound change the sheets as often as
required
Ask a palliative care nurse to show you how to change
sheets while the bed is occupied
Consider rotating sheets to minimise washing i.e. using the
top sheet on the bottom and put a clean one on top every
day or two
Placing a plastic sheet over the bottom sheet will limit any
soiling due to incontinence and avoid remaking the whole
bed
Incontinence aids can help to minimise mess and odour
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Clothing
It is important that the person is clothed comfortably and
can be dressed and undressed with the minimum of fuss
Encourage the person to get dressed each day to maintain
normality and a positive routine
However day clothes such as skirts, tights, shirts and
tailored trousers might feel restrictive and are difficult to
put on and take off
Garments like tracksuits or t-shirts made from soft, stretchy
jersey material are much easier to use and can be just as
stylish

Mouth Care
It is vitally important to check the mouth daily and keep it
clean; if a normal toothbrush is too painful try a very soft
toothbrush or use special mouth swabs
Dryness of the mouth can also be a problem; consult your
pharmacist to access appropriate palliative care products
If the person is not eating or drinking, wipe the lips and
tongue with water every hour or two during the day with a
moist swab and whenever you attend the person at night
Lip balms may be helpful for dry lips
Unwell people are prone to mouth infections such as
thrush which appears like small white patches on the
tongue, gums and lips and can make the mouth very sore
and eating difficult; Thrush is readily treated with drops,
anti fungal lozenges or oral tablets
If the person cannot swallow properly and debris is left in
the mouth this may lead to infections in the mouth
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Hair Care

Manual handling

Hair can be washed when
a person is bed-bound
Consider the use of dry
hair sprays and
shampoos
Mobile hairdressing
services are also available

Accessing information on
correct technique and/or
appropriate equipment is
important to minimise
the risk of injury to carers
It is highly recommended
to seek guidance from
your health professionals
as the person becomes
less mobile

Nail care, shaving etc.
Keep nails clean and trimmed - you may do this yourself or
call a podiatrist to trim toenails if they are hard and
thickened
A man may enjoy a daily shave - you may just have to
prepare the materials or do the shave yourself
A woman might like to apply some make-up before
receiving visitors
She may also like her legs and underarms waxed or shaved
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Dietary considerations
The nutritional needs of the person will change over time. As their
condition deteriorates they will eat less as their bodies have less
need for food. It is therefore common for people with advanced
illness to become more particular about their food, to eat smaller
portions or reject what you have provided. Below are some tips that
may be helpful in attending to the dietary needs of the person you
are caring for.

Dietary tips
Offer a selection of small but nutritionally dense portions of
food as often as is desired during the day
Don't forget adult tastes such as herbs and spices - taste is
often dulled with illness so spicy foods may be better
tolerated than usual
Try not to be disheartened if food is rejected; this is a
common response and a feature of the illness rather than
the person being difficult
Sometimes the smell of food preparation, such as frying,
can be off-putting so try to keep odours to a minimum, turn
on the extractor fan or open the windows
If the person has a dry or sore mouth, soft food may be
preferred and can be blended or strained through a sieve;
however try and keep the individual nature of the
ingredients of the meal separate if possible rather than
blending everything together into a grey mash
Ready-packaged or canned food might be an option e.g.
soups, yoghurts, and custards
Soups and milky drinks are tasty and nutritious if fluids are
all that can be managed
Supplements may replace a whole meal and are sometimes
better tolerated if chilled
Extra nourishment can be supplied by fortifying food with
dried milk, cream, ice cream, eggs, honey and dried food
supplements
25.
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Complementary, alternative and integrative treatments and
therapies
Many people coping with a life-limiting illness or condition may wish
to explore remedies other than those offered by conventional
medicine. People experienced in palliative care will be sympathetic
to the person's desire to seek complementary, alternative and
integrative treatments and therapies. They may warn against
therapies that are known to be harmful but will not take away the
individual's right to choose and will always continue to provide
support. Discuss your proposed complementary, alternative or
integrative treatments with your medical team as there may be
possible interactions with existing medications or other unexpected
effects.
Non-medical treatments and therapies fall into three broad
categories:
Complementary - these supplement and are used in addition
to conventional treatment and care
Alternative - sometimes called 'unproven' or
'unconventional' these are used to replace conventional
therapies
Integrative – is a holistic approach that aims to provide coordinated care utilising a variety of approaches
Cancer Council WA publishes a very helpful guide to complementary
and alternative therapies which is available by calling the Cancer
Helpline on 13 11 20 or by internet download from
www.cancerwa.asn.au
Many palliative care nurses and volunteers incorporate
complementary practices into their care including:
Massage
Music therapy
Relaxation, visualisation and meditation
Some aspects of aromatherapy
Therapeutic touch and Reiki
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Psychosocial care needs
The person you are caring for will have both physical and psychosocial needs and both are equally important.
They may be experiencing some very intense feelings that are not
easy to describe or understand and are a normal response under the
circumstances. People will be affected in very different ways and
this may change over the course of the illness. Fear is a strong
human emotion and this “unknown” experience can be very
frightening. Asking questions of health staff and gathering
information from a range of credible sources can be comforting.
(Please refer to further contacts outlined in this pamphlet)
Some of the issues that a person with a life-limiting illness may be
coping with are listed below as well as some suggested approaches
to help.

Possible psychosocial issues may include…
Urgent need to get their personal affairs in order
Desire to spend as much time as possible with family and
friends or withdrawal from these networks
Anxiety and depression
Reduced ability to process information and make rational
decisions
Reduced sense of influence and control within the family
Guilt regarding the impact of illness and care on others
Frustration at changing physical and mental ability
Exploration of spiritual perspectives, religious beliefs and
“meaning of life” issues
Sense of regret and/or opportunity to reflect and possibly
resolve past decisions and events
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Suggested approaches for psychosocial care…
Take time to work through complex decisions
Talk matters through with family and friends
Recognise that some medications may have an effect on
physical and mental abilities
Breathing techniques, regular sleep, exercise, social
contact and reduced alcohol and drug use may help
minimise anxiety and depression
If anxiety and depressive symptoms persist, seek medical
advice from the person's doctor or nurse
Encourage the person to access professional counselling
support if required
Invite the person to connect with a support group of
people in similar circumstances
Encourage the person to see the care provided by family
and friends as a demonstration of love and respect and
not a burden

Awareness of symptoms
Pain
Pain is the most feared symptom for people with advanced illness.
However, experiencing pain is not inevitable and many people with
advanced illness do not have significant pain. If it is a problem, it can
usually be managed effectively. Pain can be aggravated by social or
emotional problems and so companionship and discussion of fears
and problems may be helpful.
Pain can be best managed with regular medications (called
analgesics) rather than waiting for the pain to occur. Additional
doses of medication can then be given at times when the regular
dose is not enough. Analgesic medications come in various forms tablets, syrups, suppositories, injections or skin patches and may
include morphine or similar strong analgesics. These drugs are not
used as a last resort or when a person is near to death but are the
most common pain medications used in advanced illness.
Advancing illness or condition
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There is little or no risk of the person becoming addicted to these
drugs when they are used to control pain. Palliative Care Australia
publishes a useful pamphlet Facts about morphine and other opioid
medicines in palliative care which is available at
www.palliativecare.org.au or from Palliative Care WA Inc. on 1300 551
704.
Constipation
Constipation is a common problem in people with advanced illness
due to lack of mobility, changed diet and reduced fluid intake.
Various medications can possibly reduce bowel activity and people
using some medications may need to take laxatives. Encourage the
person to take prescribed laxatives regularly, drink plenty of fluids
and to keep as mobile as able. Extra fibre in the diet can help.
Nausea and vomiting
Nausea and vomiting are unpleasant and may be due to
medications or other medical problems. Medications can be
prescribed to help but you may also consider reducing exposure to
various odours e.g. when preparing food or using cleaning
products. Nausea may be reduced by simple measures such as fresh
air, adjusting the body position or by sipping cold fizzy drinks such
as soda, ginger ale or lemonade. Mouth care approaches as outlined
on page 16 may also help.
Weight loss and decreased appetite
Loss of appetite in advanced illness is common but can be
distressing for those who are providing care. Attempting to increase
the consumption of food will be difficult, particularly if they have no
appetite, and this may cause unnecessary tension. The person may
want to avoid looking in the mirror because the change in body size
is upsetting. Buying new clothes or adapting existing items so they
fit may help the person to feel better. Extra padding in bed or on
their chair may help with comfort. The person may also feel the cold
more than normal and need extra layers of clothes and heating in
the house.
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Fatigue
Fatigue is a debilitating symptom of advanced illness and is often
described as an overwhelming feeling of exhaustion. As the illness
progresses the person may spend increasing periods of time in bed
or seated in a chair. It is important to recognise that this is not a
reflection of the person “giving up the fight” but is a normal
symptom of advanced illness. Some treatment with tonics, vitamins
or blood products may help. If the person is anaemic (with a
shortage of red blood cells) then blood transfusions can bring
temporary relief. Encouraging light activity or exercise as able may
also help.
Confusion
Confusion or delirium is not uncommon in advanced illness. It is not
a sign that the person is developing a mental illness or dementia but
may be caused by any number of factors including medications or
by one or a combination of medical conditions.
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Caring for yourself
Caring for a person with a life limiting illness can be very
demanding. You may have other family or work commitments
which also have to be fitted into your day. Looking after yourself is
very important and will ensure that you can care for the person over
the period of their illness. It will also help you cope with intense
feelings and maintain your physical and mental well-being.

Suggested approaches for self care
Recognise your physical and emotional limits
Ensure that family, friends or other supports are available to
give you regular breaks from the caring role
You may also need a break from well meaning visitors from
time-to-time
Ensure that you have time to catch upon sleep, get some
exercise and maintain a good diet
Lessen your consumption of alcohol and recreational drugs
Set time aside to maintain contact with friends, family and
other social groups
Take time out for a sport, craft or artistic activity
Consider activities to help clear your mind including
walking, gardening, meditation or listening to music
Set time aside for quiet family connection
Maintain a sense of humour where you can

Feelings
It is quite normal to experience a whole range of feelings at the
same time. You may feel angry, resentful or bitter because of the
extra demands caring puts on you. These feelings can be mixed with
grief, anxiety and sadness about what is happening to the person.
31.
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Fears
You may feel unable to leave the person even for a short period of
time in case they experience discomfort. You may also be fearful
that they might die while you are absent. It is important to share
these fears and feelings with someone who can understand them
possibly including a member of your palliative care team.
Visitors
Visitors can be pleasant and supportive but some may stay too long.
This can exhaust the person who feels a need to put on a good front
and entertain the visitor. Suggest to visitors what might be a
reasonable period of time to stay and remind them to leave if
necessary. You might also suggest when is the best time for visitors
to arrive e.g. late morning which will allow both of you to have an
early afternoon rest. Consider installing a telephone answering
machine to take calls when you cannot get to the phone. You may
also consider placing a nicely worded sign near the doorbell stating
what times are convenient to visit.
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Caring for family members
You may find yourself supporting other family members as they
deal with their own reactions to the situation and the following
points may be useful to consider:

Caring for family members
Be as honest as you can about what is happening
Organise regular family meetings to share information,
problem solve and provide each other with support
Recognise that not all relationships within families are
positive and past conflicts are unlikely to be resolved in this
situation
Involve family members in the tasks of caring so they feel
they have a role
Have honest discussions about your commitments and
capacity with other family members
Share feelings with each other about the difficulties, joys
and feelings of grief
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Involving children
Children and young people can manage stressful situations if they
are told the truth at their level of understanding. They can become
distressed if they see adults upset and are not given a truthful
reason about what is happening or their questions are dismissed
because it's 'too hard' to explain. They may also feel resentful that
their parents or other family member's attention has been taken
away from them. Every situation is different but some suggested
approaches are outlined below.

Involving younger family members
Be as honest as you can about what is happening providing
age-appropriate information
Encourage their questions and reassure them it is not their
fault
Maintain existing routines as much as possible
Provide them with the opportunity to undertake caring
tasks – even small children can be very competent and
helpful
Offer choices as to how they would like to interact with the
person e.g. face-to-face, drawings pictures, sending a
message or letter etc.
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SUMMARY
As the person’s caring needs intensify you may wish to consider
how to rearrange the bedroom, bathroom and other places in
your home and what additional equipment might be helpful
Providing personal care (such as skin, hair and mouth care)
may become increasingly important as the person’s capacity
diminishes and accepting help from family and friends will
help you manage this
Dietary issues may become more complex and weight loss
more evident as the illness or disease progresses
The person may also have a range of psychosocial needs
that are as equally important as personal care and symptom
management issues
Check with your health care professionals before considering
complementary, alternative and integrative treatments and
therapies
Caring for yourself and other family members is as equally
important as the needs of the person with the illness or
condition
A range of services and supports are available some of which
are provided free-of-charge and others may require a financial
contribution
Making a will and Advance Care Planning are highly encouraged
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USEFUL CONTACTS
Equipment
Independent Living Centre of WA
The Niche, Suite A
11 Aberdare Road
Nedlands WA 6009
Ph.1300 885 886
Email: general@ilc.com.au
www.ilc.com.au
Red Cross Mobility Equipment Hire Service
17-19 Belgravia Street
Belmont WA 6104
Ph. (08) 9334 6222
Email: mehs@redcross.org.au
www.redcross.org.au

General information and support
myagedcare
Phone: 1800 200 422
www.myagedcare.gov.au
Carers WA
182 Lord Street
Perth WA 6000
Ph. 1300 CARERS (1300 227 377)
Ph. 1800 242 636
Email: info@carerswa.asn.au
www.carerswa.asn.au
Caresearch Knowledge Network
Palliative care knowledge network
www.caresearch.com.au
Centrelink
Ph. 13 27 17
www.humanservices.gov.au
Commonwealth Respite and Carelink Centres
1800 052 222 during business hours
1800 059 059 for emergencies
www.health.gov.au/internet/main/
publishing.nsf/Content/
ageing-carers-crespcloc.htm

Crisis Care Helpline
Ph. (08) 9223 1111
Outside Perth Metro ph. 1800 199 008
TTY (08) 9325 1232
Lifeline WA
Phone: 13 11 14
www.lifelinewa.org.au
Meals on Wheels WA
www.mealsonwheelswa.org.au
Office of the Public Advocate
Level 2 International House
26 St George Terrace WA 6000
Ph. (08) 9278 7300
Ph. 1300 858 455
Country: 1800 807 437
www.publicadvocate.wa.gov.au
Palliative Care WA Inc
15 Bedbrook Place
Shenton Park WA 6008
Ph. 1300 551 704
Email: pcwainc@palliativecarewa.asn.au
www.palliativecarewa.asn.au
Public Trustee
553 Hay Street
PERTH WA 6000
Ph. 1300 746 116
www.publictrustee.wa.gov.au
Silver Chain
6 Sundercombe St
Osborne Park WA 6017
ph. 08 9242 0242
www.silverchain.org.au
Aged and Community Services WA
Level 2, Suite 16, 25 Walters Drive
Osborne Park WA 6017
Ph. 9244 8233
Email: admin@acswa.org.au
www.acswa.org.au

Advancing illness or condition

36.

Disease-speciﬁc information and support
Alzheimer’s Australia WA Ltd
9 Bedrook Place
Shenton Park WA 6008
Ph: (08) 9388 2800
Australian Huntington’s Disease
Association WA Inc
Centre for Neurological Support
B/11 Aberdare Road
Nedlands WA 6009
Ph: (08) 9346 7599
Email: admin@huntingtonswa.org.au
www.ahda.asn.au
Cancer Council WA
46 Ventnor Avenue
West Perth WA 6005
Ph: 13 11 20 (Cancer Council Helpline)
Email: enquiries@cancerwa.asn.au
www.cancerwa.asn.au
Motor Neurone Disease Association of WA
Centre for Neurological Support
B/11 Aberdare Road
Nedlands WA 6009
Ph: (08) 9346 7355
www.mndawa.asn.au

Aboriginal and Torres Strait
Islander information
Aboriginal Health Council of WA
450 Beaufort St
Highgate WA 6003
Ph: (08) 9227 1631
www.ahcwa.org.au
Australian Indigenous HealthInfoNet
Kurongkurl Katitjin
Ph: (08) 9370 6109
healthinfonet@ecu.edu.au
www.healthinfonet.ecu.edu.au

Culturally and Linguistically
Diverse information
Carers WA
182 Lord Street
Perth WA 6000
Ph. 1300 CARERS (1300 227 377)
Ph. 1800 242 636
Email: info@carerswa.asn.au
www.carerswa.asn.au
∗translated fact sheets available

Multiple Sclerosis Society of WA
29 Parkhill Way
Wilson WA 6107
Ph: (08) 9365 4888
Fax: (08) 9451 4453
www.mswa.org.au
National Dementia Helpline
Ph.1800 100 500
www.wa.fightdementia.org.au

Ishar Multicultural Women’s Health centre
Kevin Smith Community Offices,
21 Sudbury Road,
Mirrabooka, WA 6061
(Mirrabooka Library Building)
Ph: 08 9345 5335
Fax: 08 9349 9113
Email: info@ishar.org.au
www.ishar.org.au

Neurodegenerative Conditions Coordinated Care Program
Multiple Sclerosis Society of WA
Ph: (08) 9365 4888
Country callers: 1800 287 367
Email: enquiries@mswa.org.au
www.mswa.org.au
37.
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3. LAST DAYS OF LIFE
What will this be like?
This section outlines the changes that normally occur as death
approaches, what to expect and what you can do. Not everybody
will experience these changes and they do not occur in any
particular order. For this reason it is often difficult to estimate the
time of death so you might need to be prepare yourself that the
person you are caring for may die earlier or later than you anticipate
and possibly even while you are out of the room.

Indications of approaching death
Increased time dozing or sleeping
Unable to move without assistance
Difficulty swallowing
Decreased talking and communication
Confusion and/or detachment from reality
Increased restlessness
Changes in breathing patterns
Incontinence

Who else can help?
Your Palliative Care team or the health care professionals involved in
the person's care are likely to be the most important sources of
information and support at this stage. You may not have witnessed
death before and it is important to ask questions in order to feel
informed and as supported as possible. Remember though that
everyone's death experience is different and in many ways hard to
predict.
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Physical care needs
Below is a list of some of the common symptoms experienced at end
of life. There are also some suggested approaches to care during this
stage to help make the person feel as comfortable as possible.
Hydration and nutrition
There is often a lack of interest in food and fluids which is a normal
and a part of the body's preparation for death. The person is likely to
be spending increasing time sleeping and therefore their body does
not have the same food or fluid requirements. You may feel
concerned because the person is not eating or drinking but it is not
usually a source of discomfort for them.
Drowsiness
In the last days of life the person may become drowsy and spend a
lot of time sleeping. You can move their position in bed if you think
that they are uncomfortable but don't need to adhere to any strict
schedule. In the last few hours there is often no need to move the
person at all.
Confusion and restlessness
The person may become vague, confused or restless. It is not
unusual for someone who is dying to become quite restless in the
24-48 hours before death. This is often mistaken for pain but is not
usually the case, particularly if the person has not had any pain
before. Try to reassure the person by identifying yourself and talking
calmly. Turning on a soft light and playing the person's favourite
music may also help. Have someone stay beside the person as much
as possible and hold their hand which may also be calming. The
person may be easily startled particularly if someone has entered
the room quietly. Try and make it obvious when anyone enters the
room with a gentle introduction.

39.

Last days of life

Vision and hearing
Vision may cloud and the person may develop a 'far away' look in
their eyes and might not seem to focus on anything or anyone.
Hearing may not be so acute although it is said that it is the last
sense to be lost. Encourage family or friends to talk both with the
person and each other to maintain the sense that the person has
company.
Incontinence
Incontinence (loss of control) of bladder and bowel may occur when
the person is very near death. Ensure there are incontinence pads to
maintain comfort and hygiene and a drawsheet to protect the bed.
Due to reduced food and fluid intakes, quantities of urine and faeces
may be small.
Breathing
As death approaches you will notice that the breathing pattern
changes. There may be gaps in the breathing ranging from several
seconds to several minutes. This is normal and doesn't require
intervention.
As the person's ability to swallow diminishes, saliva and secretions
may collect at the back of the throat and make a noise as the person
breathes. It is not distressing for the dying person but may be
distressing for others to hear. Sometimes elevating the head of the
bed with pillows or gently re-positioning the person may be useful.
The doctor may prescribe an injection to reduce the secretions but it
is not always effective.
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Colour and temperature
As the blood circulation slows the arms and legs become cool to the
touch and may look mottled and dark. The person's face may look
pale and the nose may feel cold. You may notice that the skin is
clammy and marks easily bearing the imprint of clothing, bedding
or fingers as you provide personal care. There is no need to put on
extra bedding or an electric blanket to warm the person as this
could just make them restless. A sheet and a couple of warm
blankets or a doona should be sufficient.

Psychosocial care needs
As the end of life approaches the person you are caring for may
begin to reflect on their life, consider their spiritual or religious
beliefs, plan where they would like to die, who they would like to
have with them and how they would like that to happen.
Spiritual and religious beliefs
Spirituality can include a person's religious beliefs or practices or it
can be their personal view of the world. With impending death it is
likely that their belief system will become increasingly important.
They may wish to receive spiritual support from their priest, elder,
minister, rabbi, imam or other and this person may provide a great
deal of strength and understanding. Some people find real comfort
in prayer and meditation and the knowledge that others are praying
for them.
For others their illness or condition may challenge their beliefs and
they may need to talk this through with family, friends or a pastoral
care worker.
Those who haven't had a faith or religion may be motivated to
undertake some exploration of this.
Those who have developed a personal philosophy on life may wish
to share this with family and friends though conversation, by
writing their thoughts down or recording their views in another
way.
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Intimacy and Sexuality
Intimacy and sexuality is not just about the act of sexual intercourse;
it is also about the way a person feels about him or herself and how
they interact with others. Someone who is dying still has normal
feelings and emotions. It is important that the person is treated with
dignity and this includes recognising their intimate and sexual
needs. Give consideration to such things as ensuring hair is washed
and brushed, skin is shaven and clean, make-up is applied as
desired, nails are clipped and there is the opportunity to wear a
favourite nightie or pyjamas (or indeed everyday clothes). Being
physically close and touching another human being is a basic need
and possibly even more so during the last days of life.
Place of death
Choosing where to die is an important decision and you might
encourage the person to have conversations with family and friends
about their views and preferences. The options generally include at
home, hospice, hospital or aged care setting. Each of these options
has pros and cons although the person's care needs or other
practical considerations may determine the best option.
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Choosing where to die
Home – offers a familiar environment set up for caring and
a sense of control for everyone involved although it may be
difficult for those continuing to live in the house after death
due to the constant reminder
Hospice – provides 24 hour care with professional staff in a
dedicated environment with the opportunity for family to
“come and go” although it is a less personal environment
than home
Hospital – provides 24 hour care with professional staff
expert in symptom management in an environment that
the person may be familiar with due to previous visits but is
likely to be less personal than either a hospice or home
Aged care setting – provides 24 hour care in a less clinical
environment and as the person will have resided there for
some time it will be familiar and comfortable
Euthanasia
You and the person you are caring for may have thoughts about
ending their life sooner to relieve them of their suffering. Voluntary
euthanasia is when someone's life is deliberately ended and is
illegal in WA (and all other States and Territories in Australia). It is
important to recognise that pain, anxiety and depression can
almost always be treated and medical assistance is generally
available for most other symptoms. Developing an Advance Care
Plan, including Enduring Power of Guardianship, is an important
way of giving people control over the care and support they receive
at the end of life. If the person is thinking about ending their life call
Lifeline on 13 11 14 for free, confidential telephone counselling 24
hours a day.
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The last days
Hopefully you have had the opportunity to talk with the person and
determine who they would like to have with them at the end of life.
They may choose to have close family and friends visit them
individually or have them gathered together. Either way they will
need your assistance in communicating with these people at the
appropriate time. The person may wish to pass on letters, CDs or
DVDs that they have developed or other keepsakes of personal
importance. Saying goodbye is a personal experience and the
needs and wants of the person should be respected wherever
possible allowing them a sense of control.

“In those last days I spent much of my time just sitting next to
Dad, holding his hand, listening to music together, and when he
could manage it we had conversations about our family. Those
memories are treasured.”
(Son)
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Preparing yourself
Changing plans
It is important to recognise your limits and only do what you can
reasonably expect of yourself at this time. While it may be hard for
you to accept, you may reach a time where the person's physical
care needs are beyond your capacity. This may necessitate having
additional care support come into the home or the person may
need to receive care in a different environment. It may be better that
the person receives physical care from skilled professionals leaving
you with more time to offer your love, personal and emotional
support.
You may feel that you just want it all over and done with. Most
people in this situation have times when they feel like this reflecting
a strain which is inevitable and understandable. It is important to
talk so you don't feel guilty about these thoughts.
Mixed emotions
As the person approaches death you may find that you experience a
range of emotions from being angry that this is happening, scared
at what lies ahead, sad at the imminent loss of a loved one but
possibly also relieved that the person's suffering will soon be over. It
may also encourage you to think about your own life and mortality.
All of these emotions are normal and to be expected in such a
stressful situation. It is important that you take the time to talk
through these emotions with friends, family members or members
of the palliative care team.
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Saying goodbye
Caring for someone with a life-limiting illness or condition allows
you time to say goodbye in ways that feel most meaningful to you.
This may take the form of an intimate conversation with the person
telling them what they meant to you and how you might remember
them. You may choose to listen to favourite music together or just
hold hands in silence. You may choose to say goodbye in a variety of
different ways over a number of days. This is a personal experience
and you are encouraged to do what feels most appropriate for you.

“My message to other young people is to find ways to say lots of
little goodbyes to the person who is dying. It might seem
embarrassing or uncomfortable to have deep conversations so try
doing a whole lot of little things to show them how much you love
them. Do it now!”
Jared – 21 years
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Preparing your family
As a community we are often not comfortable talking about dying
and death and therefore it may be useful to gently begin to have
these conversations with family and friends when the person's
symptoms change in frequency and severity.
You may invite family and friends to consider the list below which
offers suggestions as to what to say and do when visiting a dying
person

Suggestions for family and friends
Listening to the person may be more helpful than talking
Encourage them to talk about their life – talking about
memories will reinforce that their life mattered and that
they will be remembered
Asking gentle questions may invite them to share e.g. is
there something you want to talk about?
When talking try to converse as normally as possible and
share what is happening in your life
Be open - if you are feeling uncomfortable they may be as
well
Just being there or doing something together e.g.
watching TV, listening to music may be as soothing as
talking
Crying is a natural way of expressing grief; try not to be
embarrassed about it
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SUMMARY
The approach of death for a person with an advanced illness or
condition is usually a gradual and peaceful process with pain
and suffering kept to a minimum
The person may express an increased interest in receiving
spiritual or religious support or may wish to share or further
explore their personal beliefs
The Palliative Care Team will be an important source of support
and information at this time
Decisions regarding the place of death, who is to be involved at
that time and how it is likely to happen are important
discussions that need to happen as early as possible
Signs of impending death include lack of interest in food and
fluids, drowsiness, confusion, irregular breathing patterns,
incontinence and changes to skin colour and body temperature
Preparing yourself and family and friends is also important
given that dying and death are often topics that are not
discussed

Last days of life
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4. DEATH AND BEREAVEMENT
What will this be like?
The following signs typically indicate that death has occurred:
breathing ceases
no heartbeat
no response to loud talking
eyes are fixed, pupils dilated, eyelids may be open
jaw relaxes and mouth remains open
the person may be incontinent
You do not have to do anything immediately when the person dies
and there is no need to call police or an ambulance.
The person's body can remain at home for several hours for family
and friends to say goodbye. The body should be positioned on the
back with head and chest very slightly elevated on pillows with
hands on the chest. A towel can be rolled up and tucked underneath
the chin to close the mouth. The community or palliative care nurse
may be able to help you with these preparations.
A doctor or registered nurse will need to attend to confirm death
and organise a death certificate. After this the funeral director can
attend to the body and will make an appointment to discuss funeral
arrangements.

Who else can help?
Your Palliative Care team, particularly your doctor and nurse, will
continue to be the most important sources of information and
support at this stage. You may not have witnessed death before and
it is important to ask as many questions as you need to feel as
informed as possible. Remember that everyone's death experience
is different and therefore hard to predict.
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You may wish to involve your priest, elder, minister, rabbi, imam or
other religious leader to observe dying and death rituals from the
person's faith.
You will need to engage a funeral director and further information
on this process is outlined on page 16.
You may also wish to consider seeking the services of a social worker
or counsellor to assist you and your family cope with your grief. You
may also consider joining a support group or take the opportunity
to be part of public memorial ceremonies.

Planning a funeral
Hopefully you have been able to discuss and agree the details of the
funeral with the person you were caring for. If this is the case then all
you need to do is contact the chosen funeral director and ask them
to begin preparations.
If this is not the case you will need to contact a funeral director to
make arrangements. Further details and options for financial
support are outlined on page 17.

“I have never lost anyone close before and thought that the funeral
would be hard and then I would move on. The funeral was hard
but readjusting to life without my man was much, much harder.
I've been a mess for months “
(Celline)

Death and bereavement
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Caring for yourself
It can be a time of great sadness for you when the person you have
been caring for dies. Grief is a natural response to the loss of
someone special and can affect every part of your life including
thoughts, behaviours, beliefs, emotions, physical health and
relationships with others.
You may have mixed reactions to their death including anger,
anxiety, depression, disbelief, relief, guilt or numbness. These
reactions can be unsettling particularly if they are not expected. Not
everybody will experience these emotional responses and there is
no set order for those that do. The length of time the grieving
process takes will vary from person to person.
You need to be able to express your grief, remembering that there is
no “right” or “wrong” way to do so. You may need support during this
time from trusted family, friends or a religious figure or you might
need the help of a professional bereavement counsellor. It is a
common myth that people “get over” grief. The reality is that you will
always grieve your loved one but over time the pain will lessen.

Suggested approaches for bereavement self-care
Delay major decisions if possible
Keep a diary, journal, write a letter or poem, create
artwork etc. to express your thoughts and feelings
Create a physical memorial in honour of your loved one
Allow yourself to cry
Exercise releases natural endorphins which can help you
feel better
Draw on your religious or spiritual beliefs
Limit your alcohol and caffeine intake particularly
before sleep
Share memories and stories with others
Accept help and support from others
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“Some of my family and friends have the best intentions and
encourage me to try and get over Paula's death. I loved every inch
of Paula and will never stop loving her. I don't think I will ever
stop grieving for her – I just might just get used to the idea that
she is not around”
(Paul – bereaved husband)

Caring for your family
Grieving members of your family may need support from you but
they may also need space. Everyone has to work through their grief
in their own way. The most important thing is to make sure that your
family member knows that you care. They may not know
themselves what you can do to help but just being there will be a
comfort.
One of the greatest gifts you can give someone who is grieving is
time and a listening ear. You may find that some people wish to talk
repeatedly about the same events and issues and this is quite
normal.
However, listening to and sharing someone else's pain can be
exhausting and it is very important to recognise that you are also
grieving. Make sure that you are recognising and responding to
your own needs and are not inhibiting your own capacity to grieve.
You might encourage them to seek help from other sources and not
be totally reliant on you. They could seek a listening ear from other
family members and friends, link into support groups, use the
internet to access support material or access counselling or other
professional support.
Death and bereavement
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Helping someone to grieve
Be there when you can and listen
Accept strong emotional outbursts as part of the
grieving process
Offer practical support when you can e.g. shopping,
cooking, paying bills
Keep in touch e.g. phone calls, texts, e-mails, letters and
cards, personal visits etc.
Share stories and memories of the person who has died
Encourage them to make their own decisions
Show you care with a kiss or a hug
Help and encourage them to find further information
and support if required
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Supporting children
Like adults, children and young people will experience grief in a
variety of different ways reflective of their age, developmental
stage, personality, past experiences etc. Although most adults will
want to be protective of the younger members of their family, it is
important to take the time to talk and listen to them. No matter how
hard you try, it is almost impossible to shield them from the facts
and you may be surprised how much they have already worked out.
A suggested approach is to ask them what they know and invite any
questions. Answer the questions in an honest and consistent way
without minimising the impact.
Children and young people are sometimes fearful that they have
caused the death by something they said or did. It is very important
to clarify that they are not in any way responsible.
Other behaviours may include an increased curiousness about
death, changes in behaviour and eating patterns, anger at anyone
connected with the death e.g. medical staff, loss of concentration
and dreams and nightmares.

“Mum was my rock after Dad died. She just kept saying that she was
here for me. I didn't talk very much about it but knowing she was
there helped a lot”
Henry – 34 years
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Helping children grieve
Provide honest and age appropriate answers to their
questions and be prepared to repeat this information
many times
Listen and talk with them
Allow them to make decisions about attending funerals
etc.
Maintain their sense of safety and security by continuing
established routines and behaviour boundaries
Provide opportunities for children and young people to
express their grief through letter writing, art and craft,
music and drama etc.
Encourage them to create memories of their loved one
through using their name, sharing stories, visiting their
grave, creating a memory box etc.
Recognise that there will be a wide range of responses
and for some the response might be delayed as they
take time to absorb the meaning of their loss

“Aleisha was 8 years old when Graham died. It was really tough for
her. She kept wandering into his study expecting to see him there and
then frantically looking around the house trying to find him. She has
been very clingy since his passing and I find that I have to tell her
repeatedly what has happened. It seems that one part of her
understands but another part is in denial
(Mum)
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Who to contact next
Below is a check list which may be provide a useful starting point as
to who you might need to advise when the person you have been
caring for has died.
Australian Taxation Office
Centrelink
Credit cards / hire
purchase
Australian Electoral
Commission
Executor of the will
Funeral Director
Medical Insurance
Hospital
Local Government
Post Office
Religious advisor
Solicitor / accountant
Telecommunications
(phones and internet
Utilities (gas, electricity)

Banks and credit unions
Clubs
Department of Veterans
Affairs
Employer
Family and friends
Funeral Insurance
GP
Landlord, tenants
Medicare
Public Trustee
Social worker
Superannuation fund
Utilities (gas, electricity)

Further contacts
Grieflink
An online information resource
at www.grieflink.org.au
Goodlife, good death, good grief
A UK online information
resource
www.goodlifedeathgrief.org.uk
The Australian Funeral Directors
Association
www.afda.org.au

The Department of Veterans'
Affairs
Counselling Service
Phone: 1800 011 046
www.dva.gov.au
Centrelink
Ph. 13 27 17
www.humanservices.gov.au
This website includes a useful
publication titled “Needing help
after someone has died”
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SUMMARY
You don't need to do anything immediately after the person
dies and there is no need to call police or an ambulance
A doctor will need to complete a death certificate and a funeral
director will need to be contacted to progress funeral
arrangements
Grief is a natural response to the loss of someone special and can
affect every part of your life
Recognise that you will need to express your grief and receive
support but you can achieve these in ways that are comfortable
for you
One of the greatest gifts you can give someone who is grieving
is time and a listening ear
While support to others is important, recognise that you are
grieving as well and need to respond to your own needs
Providing honest and age-appropriate information to children
and young people is important as well as providing them with
opportunities to talk and express their grief in other ways
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The care and support offered by a primary health care team (including GPs, other medical specialists and
aged care services etc.) may be the only providers required to meet a person’s palliative care needs. Some
may require access to specialist palliative care services and generally the primary health care team will make
that referral. Both public and private in-patient specialist palliative care providers operate in WA.
For up-to-date information on palliative care services available across WA please contact Palliative Care WA:

Palliative Care WA Inc
15 Bedbrook Place, Shenton Park, WA 6008
Phone/Fax: 1300 551 704
Email: pcwainc@palliativecarewa.asn.au
www.palliativecarewa.asn.au

This booklet is available for download as a PDF file from the Palliative Care WA website:
www.palliativecarewa.asn.au/resources.php.
Users may make copies of the booklet. Hardcopies are available from the Palliative Care WA office please phone/fax 1300 551 704
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