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Dear David,
The online lodgement service is now closed, so I will provide my submission below, albeit very brief.
In our experience people with intellectual disability are usually not told they are terminally ill or that one of their
family members may be terminally ill. We are not aware of any resources that are WA based that address this
issue. I have spoken to our counterparts in other states and they have provided the following examples of
information and/or contacts with people who have specific expertise in this area. DDWA would seek to have these
kinds of resources adapted for individuals and families in a WA context and also face to face/online training be put
in place for health and disability service providers.
Council of Intellectual Disability NSW – They worked with the NSW health dept to develop easy read resources for
people with intellectual disability (attached PDF) and other resources (see link below)

Palliative care for you

Palliative Care for someone close to you
https://www.health.nsw.gov.au/palliativecare/Pages/easy‐read‐resources.aspx

Valid in Victoria – Have developed an easy read guide plus many other resources which I will forward as a separate
email due to the file size.
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Speak Out in Tasmania – Have referred DDWA to Anna Holliday who is the Project Manager for Li‐Ve Ability, which
is focussing on palliative care for people with disability
https://www.examiner.com.au/story/6120602/transforming‐end‐of‐life‐conversations/
https://palliativecare.org.au/palliative‐matters/2017‐national‐palliative‐care‐award‐winners‐where‐are‐they‐now‐
anna‐holliday

DDWA would be very keen to assist in any way we can to raising the understanding and awareness of this issue in
WA.
Regards
Mary

Mary Butterworth

Chief Executive Officer| Developmental Disability WA | (08) 9420 7230
mary.butterworth@ddwa.org.au | (08) 9420 7203 main office | www.ddwa.org.au
City West Lotteries House, 2 Delhi Street, West Perth WA 6005
Membership

Privacy Policy

Resources

WORKING WITH:

DDWA acknowledges the Traditional Owners of Country throughout Western Australia.
We pay our respect to them, their cultures and to Elders both past and present.
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This information is to help you understand
what palliative care is.

How to read this information
Thinking about dying can make you feel lots
of different things.
It might make you feel
• sad
• confused
• frightened
• angry.
You can feel different things at different times.
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You can read this information with someone
you can talk to.
They can give you support.

You can read it with
• a person in your family
• a friend
• a religious leader
• a social worker
• a counsellor
• your support worker.
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They can help you understand the
information.
They can answer questions.
You can talk to them about how you are
feeling.
They can comfort you. You can comfort
them too.

You do not have to read all this information
at the same time.
You might only want to read some of this
information now.
You can think about it and read the rest when
you are ready.
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What does dying mean?
Dying is part of life.
Dying means your life ends.
Everyone will die.
Not only old people die.

People can die at any age because of
• an accident
• an illness that cannot be treated
• a condition where there is no more
treatment that will help
• a condition that gets worse over time
• old age.
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Death is a normal part of life.
It will be a sad time for you and your family
and friends.

Death and dying are sometimes called
other words
• passed away
• passed over
• departed
• gone
• lost.
People with intellectual disability have told
us they want to use the words death or dying
so they understand. We will use these words
here.

It can be hard to think about dying or talk
about it.
It helps to talk about it with people you
trust.
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Support at the doctors
When your doctor or specialist tells you you
will die you will need a lot of support.

Dying means that there is no medicine or
treatment that will help you live longer.

Your doctor might suggest you bring someone
to the appointment to support you.
It will be a sad time for you and your family
and friends.
It is important that you have people to
support you.
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Who can I talk to?
You will need people to talk to about decisions
you need to make.

You will need people so you can talk about
how you feel.
You can decide who you talk to.

You can talk to people close to you
• parents
• husband, wife or partner
• boyfriend or girlfriend
• children
• brother or sister.
You can talk to other people
• good friends
• support worker
• social worker
• religious leader
• local doctor
• specialist doctor
• counsellor.
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What is palliative care?
Palliative care is special support when you
are near the end of your life.

End of life means you have an illness or a
condition that means you will die soon.
Your doctor will talk to you about this.

Palliative care reduces suffering.
You can get palliative care as soon as you are
told that you are dying.

People who get palliative care might have a
couple of weeks to live, a couple of months or
a year.
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What does palliative care do?
Palliative care does not make you get better.
Palliative care helps to reduce pain.
It also offers you support in different ways.

Palliative care can be
• medicine to help with pain
• medicine for problems caused by the illness
This could be things like vomiting or
problems breathing
• advice from a counsellor to help you
understand you are dying
• counselling for people who are close to you
• advice to help you make decisions about
medical treatment
• support with cultural issues
• support with religious beliefs.
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Palliative care is different for every person.
You can make your own choices and
decisions about your medical care.
Your family or people you trust can support
you to make choices.

Palliative care helps you live as well as
possible until you die.
Palliative care does not make your life longer
or shorter.
It cannot make you get better.

If there is treatment for your medical condition
you will still get it.
You can make decisions about how much
support you want.
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Who does palliative care?
Palliative care can be given by
• your doctor
• a specialist doctor
• Palliative Care nurses
• Palliative Care services.

They can help if your illness becomes
too hard to manage.

They can link you to other services and
supports.
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Where can I get palliative care?
Your doctor or palliative care service will talk
to you about palliative care.
It depends on the services and supports in
your area.
You should think about what you want.

You can ask about palliative care
• in your home
• in a hospital
• in a special palliative care part of a hospital
• in a hospice.
A hospice is a home for people who are close
to dying.
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Will I be able to decide what palliative care
I get?
You will be asked what you want.
You will be able to make decisions about your
care and where you get it.
You will be given information about services
you can use by your doctor or a palliative care
worker from the hospital.
You will get support to help you make
decisions.
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Making decisions about medical treatment
If you are dying you can decide if you want to
have medical treatment.
Some people decide they do not want
medical treatment even if it might help them
live longer.

Some people who are dying want to have
these medical treatments.

There is no right or wrong decision.
Everyone is different.
You can change your mind about medical
treatment at any time.
It is important that you talk to someone who
can give you information. They can help you
decide what to do.

Your doctor is a good person to talk to.
You can bring someone you trust when you
talk to the doctor.
This could be a family member or a friend.
You can ask them to take notes to help you
14
remember what the doctor said.

What is advance care planning?
Advance care planning means making
decisions about the care you want. This plan
will help if you cannot communicate anymore.

You might not be able to make a decision if
you are very sick or have a serious injury.
Advance care planning means talking to your
• family
• husband, wife or partner
• friends
• supporters
• doctor
about medical treatment.
You should talk to people you trust.

You can tell them how much treatment you
want if you are dying and are too sick to make
your own decisions.
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When can I talk about advance care
planning?
You do not have to be sick to talk about this.

It is good to talk about advance care planning
when you are healthy.

You can write down your advance care plan
or get someone you trust to write it for you.
You can think about things like
• what matters to you
• your religious beliefs
• how you want to be treated if you are
very sick.

16

What is an Advance Care Directive?
An Advance Care Directive lets people know
what medical treatment you want if you are
very sick or dying.
An Advance Care Directive is something
written. It tells people what you want to
happen.
You can write it before you are sick or injured.

It is more powerful than an advance
care plan.
You have to be 18 years or older to write an
Advance Care Directive.

An Advance Care Directive is a legal
document.
This means that people have to do what it
says unless a court changes it.
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Your Advance Care Directive will be followed
if these things happen.
1. You understood what it said when you
signed it.
Your doctor can say they talked to you
about the Advance Care Directive and you
understood it.

2. Your Advance Care Directive is clear about
• what treatments you want
• what treatments you do not want.

3. Your Advance Care Directive is relevant
to what is happening to you.
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You can talk about making an Advance Care
Directive with someone you trust.
You can get more information from
NSW Health.

You can talk to your doctor about your health
and medical treatments.
They can give you information that can help
you make decisions about medical treatments
if you are very sick or badly injured.

You can put your decision into an Advance
Care Directive.
You can have a family member, carer or friend
that you trust come with you when you talk to
your doctor.
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If you cannot consent to medical
treatment
Consent means you say yes or no to medical
treatment.

If you cannot consent to medical treatment
because you cannot communicate in any way
• a doctor will ask your person responsible
for consent
• your person responsible will use your
Advance Care Directive to make decisions
for you if you have one.
It says what treatment you want if you cannot
tell anyone yourself.

Your person responsible is
• your guardian if you have one
• your husband, wife or partner
• an unpaid carer
• a close relative or friend.
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An Advance Care Directive helps this person
to know what you want.
You can change the Advance Care Directive
at any time.

No one can make you write or sign an
Advance Care Directive.
It is against the law if they do.
If this happens tell someone you trust.
You can write an Advance Care Directive at
any time. You do not have to be sick or dying.

It can be helpful to have your doctor witness
an Advance Care Directive.
The doctor can say you understood the
Advance Care Directive.
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Palliative care is not euthanasia
Some people are worried that palliative care
is the same as euthanasia.
It is not.
Euthanasia is ending the life of a person who
is dying or is very sick.
It means that you choose to die and someone
helps you with it.

Euthanasia is not legal in NSW.
Palliative care is not euthanasia.
Palliative care makes the time before a
person dies as comfortable as possible.
Palliative care does not end your life.
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Palliative Care After Hours Helpline
You can call the After Hours Helpline any
night from 5pm to 9am.
It is also open on the weekends and on public
holidays.

You can ring the helpline on 1800 548 225
You can talk to a registered nurse or a
palliative care nurse.
The After Hours Helpline is for
• People getting palliative care
• Families
• Carers.
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The helpline can help if you
• cannot contact the usual doctor, nurse
or palliative care service
• have any questions about your
medicine
• have problems with equipment you are
using
• need support because you are worried
or frightened
• need information about services you
can go to.
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Palliative Volunteer Support Services
There are volunteers who can help you and
your family.
The palliative care volunteers can
• look after children
• go with you to doctor’s appointments
• write someone’s life story
• help around the house
• make phone calls.
Your doctor or palliative care service can give
you more information.
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This fact sheet has been made easy to read by
Council for Intellectual Disability
CID has an information service.
Contact if you need help to understand this fact sheet
or anything.
Call 1800 424 065 or email info@cid.org.au
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