
So you have
just become

a carer

ONCE HOME.

In a split second you have become a carer of

someone who is seriously ill. We never think this

will happen to us but it can and does. In our case

my partner had a stroke and then ten days later

we found that she had primary and advanced

secondary cancer. We lived in the country and

suddenly we were catapulted into a large city

healthcare system.

Make everything as familiar, everyday and

dignified as possible. Stock up on nightwear

so that washing is not as critical. Instead of a

bib for feeding we both wore aprons. If your

loved one can help with any daily chores

encourage them to do so. Spend as much time

as possible with your loved one. Look over

photo albums, recall experiences, laugh and

have as much fun as you can.

All of the organisations we worked with

showed great respect and dignity towards

both of us as is our human right. However,

once you are home and a carers organisation

is helping you it can feel like you have lost

some of your privacy and a certain loss of

control over your lives. If needed,

incontinence aids, gloves, etc. will be supplied

by your carer’s organisation and there is a

federal government form to be completed for

some reimbursement. This form is completed

before you leave the rehabilitation centre by

you as the carer (if you have Enduring Power

of Attorney) and the nursing staff.

Family and friends will want to come and stay

which is great and can be helpful. If the

diagnosis for your loved one is terminal

ensure that you and your loved ones’ needs

are met and that you don’t end up supporting

everyone else who is staying. Make sure you

have time for yourselves.

Speak to the doctor about stopping

unnecessary medications. Remember, if your

loved one is terminal then you want to

maintain good pain relief.

 
If you and your loved have discussed
remaining at home to die then make your
wishes as carer and patient clear to all medical
staff involved. Choose appointments wisely
and weigh up if they are going to help relieve
pain or discomfort. You are both requiring
quality at this point in time. Remember – You
have the right to say NO.

STAYING IN THE CITY.

You may need to stay in the city for several
weeks or a couple of months. Most of us have
friends and family and they all want to be
helpful and have you to stay. Choose carefully
who you stay with as there are times you just
need a meal and then peace and quiet. Make
your selection on what you as the carer needs
not what everyone wants you to do.

Cancer Council SA 1800188070
National Stroke Foundation 1800787653
SA Country Carers 1300686405
Country Health Services, Country Referral Unit
1800003307

Written by Jill Huntley in memory of her partner
Elizabeth Dau.

Thanks to friends, family and nurses who contributed
to it. We hope this pamphlet helps you in some small

way.

A FEW USEFUL NUMBERS:



YOU AS A CARER.
In the first few days as a carer, you are

stunned, in disbelief and everything you do

will be in an automatic state amongst a

roller coaster of emotions. Staying strong

will demand a lot of you and you may need

support too. It’s a time to call on friends and

family to do what you need done for you.

After 400 phone calls and texts on our

mobile phones in the first three days I was

exhausted and I knew I couldn’t keep that

up as I was often repeating the same

information. So I had a granddaughter set

up a Facebook page that I could write on

every few days and keep people up to date.

Also make sure you visit Centrelink and

claim the carer’s pension. I found them to

be very helpful.

ADVOCATE FOR YOURSELF AND
YOUR LOVED ONE AND BE
ASSERTIVE.

YOUR LOVED ONE.
Your loved one as the patient is vulnerable

and may have a number of different

ailments not just physical. Pain can make

your loved one cranky and frustrated and

they make take it out on you. There may be

a lack of understanding about what is

happening to them. There may be an

element of fear and frustration and maybe

even guilt. These are all normal responses

to terminal diagnosis. If your loved one has

difficulty verbally communicating, you will

be their voice. Whatever the ailments, you

will be their carer and their advocate.

It is crucial that you ask lots of questions and

write down the answers as you may not

remember them especially in the first few days.

(e.g.: how long will we be in this ward; when will

we move to rehabilitation, what can I be doing to

support physio/speech therapy, etc.) Ask for

doctors’ names and phone numbers. Taking

someone to support you can be helpful. Ask for a

second opinion if you feel you need to or have

the doctor ring a relative to explain the situation

if you do not entirely understand what is

happening.

I requested a shared room at the hospital as I felt

the more people coming in and out would help

to build my partner’s awareness and

communication.

Ensure that your country doctors are up to date

if your loved one has been treated in the city. If

your local doctor needs to refer to a city

specialist ask for a copy so you can see it

contains up to date information. If you do have

to go back to the city for more tests and X rays,

etc. see if you can get everything done together

so that you are not travelling back and forth. This

is especially important when you need to travel

by ambulance because they cannot go out of

their zone and it may require 2-4 ambulance

transfers to reach the city.

Don’t be afraid to speak up for yourselves. We
were going to have to travel 100km by
ambulance for a particular Ultrasound
procedure and the country centre couldn’t tell
me whether that would be available on the
day we had booked. So I rang the state office
of the Medical Imaging group and explained
the predicament. Within 30 minutes we had a
firm booking and a very sincere apology.

You will be involved in a family meeting which
involves all the staff dealing with your loved
one. This is attended by the physiotherapist,
speech pathologist, nursing staff, social
worker and the Consultant Doctor managing
your situation. This meeting provides a
summary of the progress being made by your
loved one and future directions and timelines.
You can have another family member with
you or they can be on a phone link up. If an
Aged Care Assessment Team is to be done
(which it will be if you need care once home)
then find out who is responsible for
organising this assessment and what is the
expected timeline. Remember this is your life
and your loved one’s life we are talking about.
Do some research yourself about country
options that are available. Our Community
Health Centre was very informative about
what services were available. City practitioners
often know very little about what options are
available in country areas. Once you have that
knowledge you feel much more powerful and
in control of your lives.

FAMILY MEETINGS WITH
MEDICAL STAFF


