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Simply
priceless

Informal carers are in it for love, not money, and
offer a service of immeasurable value for free.
Margaret Rice talks to some of these selfless people

t's a role defined by love,
which explains why the
value of informal, unpaid
carers is impossible to mea-
sure. Statistics give only a
glimpse of the story, since
the wvalues that underpin their
work are also the gossamer veil
that covers the whole endeavour.

But last year's The Value of In-
formal Care in 2020, a report by De-
loitte Access Economics, provides
some valuable insights.

“In 2020 it is estimated that there
arealmost 2.8 million informal car-
ers, comprised of around 906,000
primary carers in Australia,” De-
loitte says.

The balance are 1.9 million part-
time and regular occasional un-
paid carers. The total cost to the
Australian economy of replacing
all these people would be $77.9bn,
Deloitte says.

Most full-time carers are women
- 70 per cent - the majority be-
tween the ages of 45 and 65 - a time
when, if not for the caring role,
they would be establishing their
own finaneial security.

Full-time informal carers typi-
cally do about 35 hours a week,
usually for family members or
close connections who are elderly
or living with disability. They help
with mobility, self-care and com-
munication. Often, they live in to
ensure the person’'s safety and
comfort - experiencing broken
sleep themselves.

By this definition, Jaye Chad-
wick is the informal carer for her
youngest child Kate, now 22, who
was diagnosed with cerebral palsy
and other disabilities when she
was only five months old.

Two years ago Kate moved out of
home, into a group house only a
few suburbs away. Jaye still sees
Kate every day, but relied on Face-
Time during lockdowns - taking
sometimes 26 calls aday from Kate.
The caring role continues.
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Before the NDIS
you waited weeks
at a time for respite
or other services.
You had no choices

There were tears when Kate was
first diagnosed — brutally docu-
mented over the phone by a paedia-
trician. Distraught, Jaye struggled
to school to collect Kate's siblings.

“It was the kindergarten teacher
who, when I explained, looked at
Kate and said; ‘Disregard what he
said. Kate's going to bring you so
much joy." And she has.”

Jaye was glad when the NDIS
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began to roll out in 2016. It has had
its critics and teething difficulties
but to Jaye it's a godsend, dignify-
ing experiences that before were
dehumanised.

“Before the NDIS you waited
weeks at a time for respite or other
services. You had no choices. Block
funding was distributed according
to formulas that didn’t relate to the
person with the disability.”

Businesses, such as Danielle
Robertson's, have responded to the
change in modelling. In 2016 she
set up DR Care Solutions, tailoring
care options for clients, organising
packages for businesses support-
ing employees with care responsi-
bilities and providing advice about
the sector. It services people in the
aged care system too, which has
undergone its own transforma-
tions, resulting in the government-
funded My Aged Care. Today,
Danielle’s business operates all
over Sydney, including the north
shore and eastern suburbs.

Danielle is full of praise for un-
paid carers - always the ones or-
chestrating the care her service
provides: “I'm inspired by their
dedication, resilience, empathy to
serve others before themselves...
Many struggle to keep their loved
one at home until it takes a toll on
their own health. If the carer be-
comes unwell, we have two people
requiring care.”

Tania Teague cares for her
mothersAnitauyho has
spinocerebellar ataxia type 2.
Picture: John Appleyard”







A new generation of entrepren-
eurs is leaping into the care space,
such as siblings Jordan and Laura
O’'Reilly. Their Fighting Chance
program, inspired by their late
brother Shane, provides social
programs and work opportunities
for people living with disabilities.
It generated $19.8m in revenue last
year.

Their newer ‘impact economy’
business, aiming to create social
change through multi-sided plat-
forms, is Hireup. With 750,000 cli-
ents and support workers, it's the
largest online network of support-
ers in Australia and this year
raised $40m, partnering with Seek.

My father lives in a
world of darkness
so I wouldn't stop,
but I genuinely
enjoy seeing them.
We all get on and
it's the way we
were brought up ...
but ultimately it’s
about love

Deloitte defines part-time and
occasional carers as people who do
at least five hours of informal care
a week. Jonathan Toblib of Rose
Bay fits into this category. He and
his two sisters each spend at least
two hours every second day caring
for their parents in Bondi.

The frail, elderly couple couldn’t
live independently without the
care provided by the three siblings.
Jonathan's father has a range of ill-
nesses including blindness. His
mother suffered a broken neck, at

the C2 vertebra, several years ago
that causes chronic pain.

“My mother is my father's eyes
and my father is my mother's
hands,” said Jonathan.

Jonathan retired a year ago,
which gives him more time to be
with them: “My father lives in a
world of darkness so I wouldn't stop,
but I genuinely enjoy seeing them.
We all get on and it’s the way we
were brought up, with family val-
ues. But ultimately it's about love.”

NSW government research
shows the earnings of carers are
42 per cent lower than those of
non-carers. Andit’s a role with low
social status, but this doesn’t
worry Tania Teague, who splits
her time between Centennial Park
and Killara, where she cares for
her mother, Anita, who has spino-
cerebellar ataxia type 2.

“We considered the alternatives,
such as Mum going into perma-
nent care or us having more paid
support, but we had to ask: ‘Is that
the right thing for us? It wasn't,”
Tania says. “I was lucky, I was 36
when I took on the role, six years
ago, sol already had a strong sense
of self definition.”

Sadly, Tania's father died last
year, By then she had already ad-
justed to the role, “although there
were issues to weigh up in the be-
ginning, for example, considering
all the superannuation I would
forego.”

According to Deloitte, a little
over 23 per cent of informal carers
squeeze in part-time work, and
Tania is one of them.

But finding her part-time job
was much tougher than she'd ex-
pected it to be - because she openly
defined herself as a carer.

“I had expected a little more
understanding and flexibility,”
she says.

“At work, the more people I tell,
the more others are likely to say
‘actually, I look after my sister’ or
‘T look after my grandmother’. So
I've developed better connections
with colleagues because of it.”

Danielle Robertson is the founder of DR Care Solutions, which tailors options for carers and care recipients. Picture: John Appleyard
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Above: Jaye
Chadwick with her
youngest child
Kate, 22, who has
cerebral palsy.
Right: Danielle
Ballantine runs
carer organisation
Your Side,
Pictures: John
Appleyard

Covid-19 created challenges for all
of us but lockdowns, the closing of
regular support services and iso-
lation are particularly hard on un-
paid carers. Yet Tania points out a
positive side to Covid-19 and its
lockdowns.

“Covid has really shifted so-
ciety's thinking — in our favour,”
she says.

“One of the upshots is the idea of
more flexible work, right down to
the idea that as long as you com-
plete the specified hours for the
week, you can be a carer and meet
yvour work commitments.”

Danielle Ballantine is chief
executive of Your Side, a service
now partnering with the federal

government's Carer Gateway to
address the needs of informal car-
ers. It delivers this service on the
north side of the harbour and its
partner, The Benevolent Society,
with its long tradition as a charity
based in Paddington, provides it in
the eastern suburbs,

Danielle says some carers don't
even realise they qualify for the
federal government’s carer allow-
ance.

The Carer Gateway links carers
with opportunities such as self-
guided coaching, skills courses
and connections with other carers.
Its arrival in Covid-19 was fortu-
itous, Danielle explains, because it
normalised seeking services and

support via the internet for the
housebound.

“People can create connections
from anywhere and at any time
they want to, whereas in the past
support services for carers tended
to be offered Monday to Friday,
9-5.”

Tania is full of praise for the
Carer Gateway: “Mum’s condition
isrelatively rare but, using it, Ican
connect with people who are car-
ing for people with similar condi-
tions. They aren't around the
corner, they're from all over the
country. But they have something
in common with me and that's of-
fered me so many opportunities for
connection.”
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