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This booklet is designed to support disability support workers (DSWs)
in the event that a resident/client may be approaching end of life. 
It is a guide only - to support you to advocate for your client and gain
an understanding of the resources that may be available to you as their
carer. 
Please use this document in line with your own policies and scope of
practice.
More resources and links to supporting services are found at the end of
this document. 
It is hoped that this guide will empower you and your team to provide
care with confidence, and to seek education and support as necessary,
to achieve the goal of better dying for those in your care, and a better
experience for you. 
For further clarification or questions, please contact us below.

https://humepalliativecare.org.au/
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World Health Organisation, 2003

What can Specialist Palliative
Care teams help you with?

Specialist assessment and care coordination

Symptom Management ie pain , nausea

Emotional and practical support

Information provision 

Grief and bereavement support

Education and assistance to health and community

care workers and the general community

Work along side local district nursing teams in order

to provide in-home care if needed

What is Palliative Care? 

https://humepalliativecare.org.au/

Palliative care is an approach that improves the quality of life
of individuals and their families

facing problems associated with life-limiting illness, through
the prevention and relief of suffering by means of early

identification and correct assessment and treatment of pain
and other problems, physical, psychological and spiritual."



What is Terminal
Care?

The terms 'end-of-life' (EoL) and 'terminal' are used variably. In different settings and circumstances, both have
been used to describe the period of the last few days/weeks when a person is irreversibly dying.

Good end-of-life care focuses on providing a good and dignified death.

What is the "Terminal Phase' ? 

Experiencing rapid day to day deterioration that is not reversible
Requiring more frequent interventions
Becoming semi-conscious, with lapses into unconsciousness
Increasing loss of ability to swallow
Refusing or unable to take food, fluids or oral medications
Irreversible weight loss
An acute event has occurred, requiring revision of treatment goals
Profound weakness
Changes in breathing patterns

Signs and symptoms associated with the terminal phase 

https://www.carerhelp.com.au/tabid/5614/Default.aspx

https://www.carerhelp.com.au/tabid/5614/Default.aspx


Overview of the Hume Region
*Please phone the palliative care service prior to sending a referral*

Referrals are accepted from medical, nursing, allied health, and other health
professionals as well as carers.
Client consent is required.
Preferred method of referral is online via the PalCare referral links attached to
the website below.
Self-referral is also welcome by calling a Community Palliative Care Service to
make an enquiry.

https://humepalliativecare.org.au/health-professionals/referral-to-palliative-
care/
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Rose Sexton Ph: (03) 5722 5184
email: rose.sexton@nhw.org.au
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Samantha Moorhouse Ph: (03) 5735 8070
email: sam.moorhouse@seymourhealth.org.au
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FORWARD PLANNING
We can all plan, discuss and prepare for the end of life at
any time. 
This may help make the experience more comfortable and
provide a greater sense of control when it happens

Start talking with the person and their family about what is important, this could
include: 

 Advance Care Planning with health professionals, family and friends to discuss
their wishes, values, beliefs and preferences for future medical treatment.
Appoint an Attorney for personal, and/or financial matters using an Enduring
Power of Attorney form and appoint a Medical Treatment Decision Maker.

         www.advancecareplanning.org.au/create-your-plan/create-your-plan-vic

Write a Will and ensure it is up-to-date and easy to find - Some people have a
will and others die without one. A Will needs to be written before a person’s
death.

Start funeral planning if possible, and talk about who will be the point of contact
for organising the funeral . Most people in Victoria use a funeral director to help
organise a funeral or memorial service. Funeral directors are not compulsory, but
they make things easier.  

Consider who will care for children, other dependents and pets

You can offer to write letters, record videos, create photo albums or put together
keepsakes for loved ones. Some people may wish to write cards or arrange gifts
for future birthdays or significant life Events

Talk about organ and tissue donation, understand what’s involved, and let their
family know their wishes —for more information visit donatelife.gov.au

Make a list of their personal details and passwords and store them in a safe
place and add a ‘legacy contact’ to Facebook (Social Media sites) to allow
someone they trust to manage their account after death.

Make a record of the care plan and share it with people who need to see it

www.humepalliativecare.org.au

www.humepalliativecare.org.au

What you can do to help as a carer: 

https://www.advancecareplanning.org.au/create-your-plan/create-your-plan-vic


Medical Intervention

Should Non-essential medications be discontinued?

Inappropriate interventions and observations discontinued (e.g. blood pressure monitoring)

Medications ordered for any symptoms by GP

Advance Care Planning

Future care plan discussed with resident / resident’s representative (e.g. transfer to hospital,
use of antibiotics). And Advance Care Plan and/or Medical Treatment Decision Maker forms

updated if needed. www.advancecareplanning.org.au

‘Acute Resuscitation Plan’ / ‘Not for Resuscitation’ order discussed and agreed to by resident /
resident’s representative (as per your policy)

Issues surrounding PEG feeding have been discussed with the resident / resident’s
representative (if appropriate)

Spiritual / Religious / Cultural Needs

Have the spiritual / religious / cultural needs of the resident been addressed?

Has the resident / resident’s representative expressed a preferred Funeral Director?
Name of Company: 

Communication with resident / resident’s representative

Have contact details of resident’s representative been updated?
Name and Contact: 

Have attempts been made to inform the resident’s representative that the resident is dying?
Contact Date:       Message left:    

Comfort Planning

Need for special mattress assessed?

Discussion Points at End of Life

www.humepalliativecare.org.au

Date/Time



ACTION
DATE
TIME

A

DATE
TIME

B

DATE
TIME

C

DATE
TIME

D

DATE
TIME

E

Check the client is comfortable

Are they in a good position?

Mouth Care – is mouth clean and moist?

Eye Care – Are eyes clean and moist?

Is skin intact, clean and no rashes or redness from
pressure?

Is continence pad (if applicable) clean?

Has the client urinated or opened their bowels today?

Have family/carers been informed of any changes?

Does GP need to be contacted for update?

Any new concerns responded to?

Spiritual, religious, cultural needs / rituals identified and
facilitated

After Death Action

*Resident’s representative informed of death

   *Manager informed

*GP informed of death

*Staff / residents informed of death as appropriate

*Removal of deceased resident from DAS according to policy

*Pharmacy informed of death

Date/Time



Tools

www.humepalliativecare.org.au

Tool 1: Symptom Assessment Chart for
carer to use with client



Tool 2: How to Use Tool 1



Tool 3:  Example of a Goals of Care
Form 

NB this is an example of a Goals of Care form typically used in Aged Care. It is for your reference. 



CARING FOR YOURSELF AND
OTHERS: UNDERSTANDING GRIEF

Grief affects our thoughts and feelings, how we do things and our

relationships with others. It can also have a physical impact. It’s

important to know that grief is normal, and it affects people in different

ways including:

• crying and sadness (or a reluctance to cry)

• anger and irritability

• regret

• feeling numb

• difficulty sleeping and having nightmares

• changes to appetite

• difficulty concentrating and making decisions

• feeling tense, sick and difficulty breathing

• losing interest in family, friends and hobbies

• disorientation and confusion

• nausea and headaches.

There are lots of other reactions to grief. If the person has been in

extreme suffering it is common and natural to even feel a sense of relief

that their pain has ended. You might not experience all of these feelings,

but if you do, they will not necessarily come in any particular order.

Your grief is like your fingerprint. It is unique and personal to you.

www.humepalliativecare.org.au



End of life and palliative care for people living with a 
disability
www.valid.org.au
Easy English resources Developed by Palliative
 Care Victoria (PCV) and the Victorian Advocacy 
League for Individuals with Disability (VALID) 

The Talking End of Life …with people with intellectual 
disability (TEL)
www.caresearch.com.au/tel/

Fact sheets for staff in disability group homes
The Southern Metropolitan Region Palliative Care 
Consortium have developed a number of fac
t sheets for staff in disability group homes
 who are caring for a resident with a terminal illness.
https://smrpcc.org.au/disability/

Palliative Care Advice Service 
1800 360 000 7am-10pm seven days a week
Free Advice for anyone in Victoria

PEPA 
Learning guide for disability support workers
www.pepaeducation.com

Resources
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