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Family Carers provide unpaid care and support to family members and friends who have a disability, mental illness, chronic condition, terminal illness or 

who are frail. Carers Tasmania supports such Carers by providing information and resources, counselling, referral to other services, advice, education and 

training, and peer support. Carers Tasmania also makes representation to the government, on behalf of its Carer members, on the challenges and 

opportunities that can impact on the caring role.  

Each year Carers Tasmania makes a submission to the Tasmanian Government as part of its community consultation process for the state budget. To help in 

preparing the budget submission for 2012-2013, Carers Tasmania consulted with Carers around the state. Three focus groups were conducted in December 

2011 in Hobart, Launceston and Burnie. All members were also sent a written questionnaire. Twenty-five people participated in the focus groups and 51 

written questionnaires and submissions were received. 

The journey of the Carer is a challenging one, to say the least. In this paper, Carers Tasmania presents some insight into the daily lives of 76 Tasmanian Carers: 

the experiences, the challenges and frustrations, as well as opportunities and ideas that they shared with us during this consultation process. The quotes 

provided throughout this document are the words of these Carers. It is time for all Tasmanians to recognise the enormous contribution that family Carers 

make to Tasmania.  
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“I’ve been caring for my husband 

for the past 16 years. He had a 

major CVA at that time. He lost 

his speech. I do everything, 

banking, cleaning, washing, 

ironing, account paying...what 

else haven’t I mentioned....being 

on call more or less night and 

day. In the 16 years I’ve had one 

holiday.” 

 

“We’re not 

old people.” 

 

“I care for my two 

children. One with 

Asperger’s and the 

other with Cerebral 

Palsy. I also care for my 

husband who has 

Asperger’s” 

 

“I’m a full time Carer for my 

wife who had a stroke. 

Unfortunately she’s completely 

paralysed on the right side and I 

have to be there 24/7. She can’t 

even take herself to the toilet. 

We’re trying to run a farm as 

well so it gets pretty stressful at 

times.” 

 

“I‘ve got three 

teenagers at 

home. One with 

high functioning 

Autism.” 

 

“I care for a 

thirteen year old 

with high levels of 

anxiety.” 

 

“I care for a 21 

year old non-

verbal Autistic 

son.” 

 

“I care for a 24 

year old 

profoundly 

disabled 

daughter.” 

 

 

When talking about Carers, the accepted definition, and the one that has been adopted by Carers 

Tasmania, is “an individual who provides, in a non-contractual and unpaid capacity, ongoing personal care, 

support and assistance to people with a disability, medical condition (including terminal or chronic illness), 

mental illness or frailty due to age.”  

Definitions however can be limiting when it comes to illustrating the reality of what it means to be a Carer 

on a day-to-day basis. It isn’t until we take time to listen to the stories from Carers themselves that we find 

out what it really means to be the one upon whom another (or more than one) depends, often in an all-

consuming manner.  

This point alone, which arose very strongly from our consultation process, illustrates the need for the 

government and those working for relevant government and non-government service organisations, as well 

as the broader community, to develop a clearer understanding of what a Carer is and the important role 

they play. It is however imperative that this enhanced understanding also translates into meaningful 

policies, strategies and services that will result in greater recognition and support for Carers within 

Tasmania. 

 

 

 

 

 

 

 

I’m a Carer 
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“No one understands the 

unbelievable pressure 

until they are suddenly 

thrust unwillingly and 

unknowingly into the role 

of primary Carer.” 

Carers themselves don’t always think of themselves in terms of being a Carer. First and foremost they see 

themselves as the parent, partner, husband, wife, grandparent or the child of the person they are caring for. Carers 

do not fit a single mould. In fact, Carers and the extent and nature of their caring roles vary widely. Carers are young 

mothers and fathers with young children, older mothers and fathers with adult children, older husbands caring for 

their wives, wives caring for their partners and spouses, parents and partners with multiple caring responsibilities, 

and so forth. Carers live in our cities, rural towns and more remote country locations. Carers are single people, 

members of the Lesbian Gay Bisexual Transgender Intersex community, from Culturally and Linguistically Diverse 

(CALD) backgrounds and part of the Aboriginal community. Carers come from all walks of life and they are part of 

the Tasmanian community. 

Carers believe that very few people in the wider community understand what it means to be a Carer. In many cases, 

Carers themselves didn’t understand what the role involved until they themselves became a Carer.  

Nor do Carers feel that the government, and ironically many of the government and non-government care support 

services that they deal with on a daily basis, really understand their role. In this context care support services includes those 

services that are available for the person who is being care for, not the Carer themselves, e.g. in-home assistance with 

cooking, cleaning, showering and so forth, outreach health services, medical services and clinic or centre-based allied health 

services. 

 

“He doesn’t regard me as his 

Carer and I don’t like to regard 

myself as his Carer ‘cause he’s 

my husband and I don’t want 

to be his Carer but in reality I 

am....The word Carer is not a 

good word but what word do 

you use. Without me he’d be in 

a nursing home.” 

“I don’t think that very many 

people in the community 

understand the role of a Carer and 

the only way I found out was when 

I became one. People have to walk 

in my shoes to actually find out 

about it. In some cases people feel 

uncomfortable when I explain my 

role. We’ve lost 98%of our friends. 

(They say) I’d rather remember 

him as he was – he’s not dead!” 
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“They (the 

government) are 

making decisions on 

behalf of the 

community so they 

need to walk in our 

shoes.” 

“Doctors of the person 

that I care for refuse 

to listen to the effects 

that caring for 

someone causes. It’s a 

very hard job if you 

are old & broken 

down yourself.” 

 

 

“If you deal with the 

public, you’ll be 

dealing with Carers.” 

Carers feel strongly that the government and politicians should demonstrate leadership in 

developing a meaningful understanding of the role of Carers. They believe politicians and 

government departments should translate this understanding into consequential policies 

and strategies, and administer funding and models of service delivery that will support 

Carers and the roles they undertake in a far superior way to what occurs at present.  

It is recognised that the Australian Government has demonstrated leadership in this area 

by conducting a Parliamentary Enquiry into Better Support for Carers and developing the 

National Carers Strategy, to which the national Network of Carers Associations 

contributed. It would make sense for the state government to follow suit and compliment 

this work here in Tasmania to ensure that real change is felt at the level of the Carer. 

Through their experiences in dealing with care support services, Carers expressed 

significant concern about the apparent lack of understanding of the caring role.  Although 

some Carers commended the assistance and support they had received from certain 

committed and compassionate staff members of these organisations, on the whole, there 

was little evidence from Carers that care support services, the caring system and the 

culture which surrounds it are strongly underpinned by a values base such as that 

articulated in the Australian Government’s Statement for Australia’s Carers (see the box on 

the left). General Practitioners were also singled out specifically, because they are often a 

first point of call, for demonstrating very limited understanding about what caring means. 

 

The Statement for Australia’s Carers? 

1. All carers should have the same rights, choices and 

opportunities as other Australians, regardless of age, race, 

sex, disability, sexuality, religious or political beliefs, 

Indigenous heritage, cultural or linguistic differences, 

socio-economic status or locality. 

 

2. Children and young people who are carers should have 

the same rights as all children and young people and 

should be supported to reach their full potential. 

 

3. The valuable social and economic contribution that 

carers make should be recognised and supported. 

 

4. Carers should be supported to enjoy optimum health 

and social wellbeing and to participate in family, social and 

community life. 

 

5. Carers should be acknowledged as individuals with their 

own needs within and beyond the caring role. 

 

6. The relationship between carers and the persons for 

whom they care should be recognised and respected. 

 

7. Carers should be regarded as partners with other 

care providers in the provision of care, acknowledging the 

unique knowledge and experience of carers. 

 

8. Carers should be treated with dignity and respect. 

 

9. Carers should be supported to achieve greater 

economic wellbeing and sustainability and, where 

appropriate, should have opportunities to participate in 

employment and education. 

 

10. Support for carers should be timely, responsive, 

appropriate and accessible. 
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Carers will talk openly about the love they feel for the person they care for or their tremendous commitment to that 

person, however there’s no denying that the life of a Carer can be a difficult road. In terms of health and wellbeing 

outcomes, Carers rate very poorly when it comes to physical, mental and social health and wellbeing. 

Not only do many Carers in Tasmania support family or friends with mental illness, a significant proportion of family 

Carers themselves are also affected by poor mental health. Research has shown that the greatest risk to carers’ 

physical health is his or her emotional wellbeing.
 
A Tasmanian study found that depression was common among family Carers.

1
 

Twenty-nine percent (29%) of respondents reported depression, which is higher than that experienced by the general population. 

The high incidence of depression among family Carers is mainly due to the stress, poverty and isolation created by their caring 

responsibilities. The Australian Unity Wellbeing Index found that Carers have a lower Personal Wellbeing Index than any other 

group: 58.5%, where the normal range is 73.4-76.4%.
2
 

Figure 1 over the page provides a summary of the physical and emotional affects of caring.
1
 

                                                           
1
 IMC-Link (2008), Report on the profile of Carers in Tasmania, Carers Tasmania, Tasmania. 

2
 Australian Unity, Wellbeing Index. 

“I nearly drove off 

the road the other 

day. I was really at 

the edge. I’ve 

thought about 

suicide but I’m too 

strong.” 

“(I don’t do anything 

for myself) because it’s 

a full time issue...I have 

interests...I’m still 

alive...but I feel I 

always have to be 

there.” 

“I feel guilty 

when I go off 

and do things 

for myself.” 

“I’ve 

deteriorated 

mentally.” 

“I’m on anti-

depressants cause I 

found it too much 

to cope with…it 

ends up making the 

Carer sick too.” 

Who cares about Carers? “I love being a Carer 

to my son but it 

would be nice to be 

able to have contact 

with someone who 

actually knows who 

you are as a person.” 

“I think I would be much 

healthier & happier if I 

did not have the feeling 

of guilt every time I was 

out. I sometimes feel 

quite trapped being in 

constant need by my 

mother.” 

“Carers in isolated 

or semi-isolated 

areas often have 

very little social 

contact apart from 

visiting nurses.” 
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Many Carers talked about the need for enhanced respite services as a means of coping with the 

mental fatigue of being a Carer. There are however also many other day-to-day issues that make life 

challenging for Carers, which, if addressed, would go a long way to preventing the stress, depression 

and poor wellbeing that many Carers experience. These day-to-day issues range from parking access 

for the disabled person they care for, access to transport, assistance with cleaning and gardening, to 

financial pressures. More-over, there are currently no opportunities for Carers to have a say on these 

issues. The voices of Carers are not being heard. Many feel they are hidden away in their own 

microcosm world and that no one really knows or cares about what is happening there. Carers suspect 

that the government is largely oblivious to the reality of the caring role and the daily battles that many 

Carers face. 

One issue that arose strongly during the focus groups in each of the regions related to the quantity and 

quality of care support services. While it is recognised that the services are essentially provided for the 

person being cared for, satisfaction with services is also paramount for the mental wellbeing of the 

Carer and their ability to cope with their day-to-day caring responsibilities: “The needs of the Carer and 

the person they are caring for are very strongly linked.” Given the extent of the concerns raised by Carers about 

service providers, it would appear that this is not just an issue with support or case workers, rather there are 

problems with the system as a whole – the way it is planned, administered and monitored. As the funders of such 

services, it’s important that the government implement strategies that enable it to be fully informed of the 

effectiveness of the caring system as a whole. This has to include listening to the experiences of Carers on a routine 

basis. 

During the focus groups conducted in December 2011, Carers across the state spoke about the stress and sheer 

frustration associated with: 

• frequent and short notice appointment 

time changes by service providers 

• frequent staff changes which prevent 

relationships being established 

• poor communication channels between 

the Carer and the service provider 

“In a sense we’re all Davids because 

we are taking on not one but two 

Goliaths. You’ve got the Goliath of 

bureaucratic institutions of 

governments and you’ve got the 

Goliath of dealing with your person’s 

health issues. The life of Carers is 

one long fight. It’s a fight worth 

taking even though at times it might 

look more hopeless than David 

against Goliath.” 

“There was no way I could cope 

with him (my husband) any 

longer. I was at the point of 

disintegration. I started this 

journey of how do you access 

services? We went on the 

complex, convoluted, upside down 

trail that it is. There’s no clear 

pathway. You just follow your 

nose.”  

“Five times in three 

months a worker didn’t 

turn up. Mum would ring 

me and say she hadn’t 

had her lunch. One day 

she had a fall and no one 

was there.” 

“I can advocate for my 

Mum but there are a lot 

of people who can’t do 

that. I wonder about all 

these other people in 

the community who live 

alone.” 
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• lack of knowledge and skills of workers 

• poor interpersonal skills and insensitivity by workers 

• lack of flexibility of services 

• difficulty with navigating the service system  

• negligence by service providers 

• changes in the quality of service delivery since the state government 

outsourced disability services to the non-government sector 

• lack of recognition of the Carer 

• the inequity in service provision depending on the person’s condition and age 

• lack of coordination and cooperation between service providers 

• lack of attention to competency-based standards 

• lack of advocacy support when things go wrong 

• poor administration of federally-funded services by the state government 

• difficulties with concern, complaint and dispute resolution.  

It’s important to point out that the blame for these incidents is not directed solely at 

workers. Many Carers recognised the tremendous stress the workers are also under in 

trying to manage large case loads. Unfortunately any lack of quality control in the 

system manifests as poor performance, unsatisfactory relationships between Carers and 

workers, and dissatisfaction for all parties. 

It is recognised that some of these services are part of the commonwealth government 

system however this makes little difference to the Carer: it matters little where the 

funding comes from as long as services are coordinated, effective and meeting needs. 

The state government should demonstrate leadership in ensuring adequate support for 

Carers and the people they care for because they are Tasmanian and part of our 

community in ever increasing numbers. The current system clearly makes the caring role 

much harder than it ought to be. An independent approach to monitoring service 

delivery standards for people requiring care is the favoured approach with some 

suggesting an ombudsman should have responsibility for monitoring the caring system. 

“Some of the workers that 

come in are not fit to care 

for Mum. Some of them 

need further skills training. 

70% are excellent but 30% 

(need further training) and 

that’s a bit high I think.”  

 

“I’d like some 

recognition that, when I 

take my Mum 

somewhere, they will 

talk to me. I am her 

Carer.” 

“We’ve had workers that have whipped his 

wallet out of his pocket....all very demeaning. 

He’s very intelligent and organised. It’s just 

that he’s got very poor speech. It’s just 

common sense. There was one time when a 

worker parked outside a coffee shop. (My 

husband) needed to go to the toilet and there 

wasn’t one in there so she sat in the coffee 

shop and left him to wonder up to the pub on 

the other corner and he wet himself. He was 

so embarrassed. I had very strong words with 

her. Oh, it’s very tiring. ”  
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“What’s going to 

happen to my 

daughter if I get 

hit by that bus?” 

 

“I’ve been 

diagnosed with 

total heart block. 

I’ve been told I’ve 

got 11 years 

battery life.” 

“I’ve been told that I have 

macular degeneration and that 

I won’t have eyesight in three 

years. So I have the problem of 

how we’re going to cope then. 

That’s really I guess where I 

almost feel panicked. The next 

three years, that’s the scary 

part.” 

Carers of children and young people who attend school experience 

particular challenges. Carers spoke about:  

• difficulties associated with finding appropriate and 

supportive school environments for their children 

• different experiences with school based teacher-aids 

• bullying 

• different experiences associated with integrating children 

with a disability into mainstream schools 

• the cost of private schooling where full time assistance is 

provided.  

 

Again this issue is exacerbated by the challenges associated with navigating the education 

system. There are also no opportunities for Carers to express their experiences and concerns 

about such matters in a comprehensive manner. Some Carers have taken it upon themselves to 

undertake lobbying and advocacy for their particular situation however system-wide change 

would lead to more equitable and effective outcomes. Nor is it fair to expect Carers to take on 

this lobbying role independently. Many simply “don’t have the time and energy.” Carers are 

seeking the government’s support to provide their children and young people with the best 

education start possible, just like any other parent. 

Another big concern that many Carers have relates to their own health and wellbeing. Not 

necessarily because they are concerned for themselves, rather they are concerned about the 

person they care for, if they are no longer able to be that person’s Carer. As the number of 

Carers in Tasmania continues to increase, the government needs to invest in developing a vision for the future of Carers in 

Tasmania. The government is reminded that by 2028, the number of people in Tasmania requiring assistance with a core 

activity of daily life such as communication, mobility or self care is projected to increase by 47-52%. This will lead to a total of 

34-37,000 extra people who require care by 2028 and an increase in the number of family Carers to 80-88,000 by 2028.
2 

 

 

“People like me can’t 

afford to put them into 

private schools but that’s 

where they’re going to 

get the learning. That’s 

where they’re going to 

get the aids.” 
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Financially, caring can strip a person from their financial security. While the federal government does offer some assistance, pensions and allowances are 

considered meagre for the workload involved in being a Carer. Caring is not recognised as a form of work yet caring is often more than a full-time job. While 

those who do undertake other paid work in addition to their caring role, value it highly for the benefits to self-esteem, personal satisfaction and growth, 

finding appropriate flexible workplaces was identified as a challenge. It is imperative that as our population ages, we seek to create flexible and supportive 

workplaces that will provide employment opportunities for anyone who wants to continue to work, including Carers. There is far more that the government 

could and should do to support Carers to contribute to the workforce. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

“Money isn’t 

everything but 

what we get is 

lousy. We keep 

them out of nursing 

homes.” 

“I’ve always worked. 

It actually scares me 

(to not work). It’s the 

fact that I can’t 

contribute and I 

always have.” 

“I do work 

(as a Carer) - 

$55 a week.” 

“There are lots of issues with 

working. If the person you care 

for gets sick that can be a big 

one or there can be a change at 

work so instead of doing 

something on one day they do it 

on another and it doesn’t suit 

you cause all your care 

arrangements have been put in 

place.” 
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When asked, if the state government were to develop a policy that recognised Carers and the roles they undertake, what should it 

say and promise to do?, Carers provided a range of thoughts and perspectives on how the current problems within the caring 

system could be addressed. Some suggestions are listed below and quotes are provided in the circles on this page and the next: 

• Enhance the capacity of Carers Tasmania to continue to support Carers in their roles, enabling the organisation to offer 

more education, training and social support groups 

• Recognition by the state government that Cares Tasmania is the peak body for Carers in Tasmania 

• An automatic referral system whereby when a person becomes a Carer they are immediately linked into Carers 

Tasmania, which is then able to start them on the road to getting the help and support they need 

• An allocated case manager to support Carers in navigating the services they require for the person they care for as well 

as themselves – a person who stays with them for the journey 

• Intervention strategies that out-reach to Carers unaware of the support services available to them 

• An ombudsman that can handle complaints and monitor the caring system in Tasmania 

• A Commissioner for Carers 

• An Act of legislation, a Carers Charter outlining how Carers are to be treated and involved in the delivery of services and 

accountability to this Charter by all relevant non-government and government service providers 

• A Carers Advisory Council 

• Appropriate funding to support Carer recognition legislation or policies 

• Respite for Carers such as the trips away run by Anglicare 

• Better access to respite and more flexible alternative forms of respite 

• Clearer definitions that ensure equitable delivery of care support services 

• Enhanced service provider standards, monitoring and compliance enforcement 

• Better training and selection of support workers 

• Community education about what Carers are and what they do 

• Fairer financial assistance 

• Better and more supported accommodation options 

• A supportive education system 

What I need “There’s got to 

be more 

independent 

living units for 

disabled.” 

“Doctors need 

training. They 

don’t know 

where to direct 

you to.” 

 

“What I need is a 

holiday. I need a 

holiday.” 

 

“Government should 

develop an appropriate 

Act of Legislation, clearly 

state how the Legislation 

will impact on Carers, 

develop a Carers Charter, 

and establish a Carers 

Advisory Council.” 
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“Carers need to 

have some rights – 

to be 

acknowledged, to 

be  respected and 

to be protected.” 

“Please care for 

the Carers. The 

more support they 

get the longer the 

Carer can keep 

going.” 

“Care for, support & 

provide the funds so 

we don’t live in 

poverty. I care for 

three people with 

disabilities, my 

husband and two 

children.” 

“Give status to home-

based Carers as being 

in a full time 

occupation with 

incurred benefits to 

be recognised as 

worthy workers.” 

“They have to 

listen to people 

who know 

what they are 

talking about.” 

“Take into account how 

difficult it can be 

looking after our loved 

ones and try to make it 

easier and listen to us 

more. Not to cut 

everything. Respect 

us.” 

“We need to be 

able to express 

our concerns 

regarding the 

future.” 
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Carers make up a large part of the Tasmanian community and their numbers will only grow into the future. The time to start listening to and 

recognising Carers is well overdue. Carers struggle on a daily basis with their caring responsibilities. But Carers also have some sound ideas and 

suggestions for how these challenges can be addressed. Carers deserve to be given a voice in the decisions that affect their lives and their caring roles. 

They want and need to be part of decision making processes and engaged in conversations. Carers need to be recognised for the enormous 

financial and social contributions they make to our society. They don’t deserve to battle alone. They need to be given the opportunity to contribute 

to improving the caring system as a whole. The government and non-government care support services that Carers encounter on a daily 

basis need to be underpinned by sound values and principles of practice that will benefit the health and wellbeing of 

Carers as much as the person they are caring for. It’s time to work together to build the bridges that can enhance outcomes for all 

that make up the caring system. 

 

 

 

 

Let’s work together to make a difference 
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“I don’t 

think that 

very many 

people in 

the 


