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Carers NSW believes that a re-think of the welfare system presents a valuable opportunity to 

improve how we support all Australians who have a caring role, and appreciates the opportunity to 

provide feedback in this important area.  

 

A carer is any individual who provides unpaid care and support to a family member or friend who 

has a disability, mental illness, drug and/or alcohol dependency, chronic condition, terminal illness 

or who is frail. There are 2.7 million family and friend carers over the age of 15 in Australia (or 12% 

of the population).i  

 

Carers NSW is an association for carers in NSW. We are a member of the national Network of Carers 

Associations and have an exclusive focus on supporting and advocating for all carers across the state. 

The vision of Carers NSW is that all carers in NSW are recognised, valued and supported by the 

community and by governments. 

 

A new system for carers 

 

Data from the Australian Bureau of 

Statistics (ABS) released this year shows 

that carers across Australia are contributing 

more hours of care than ever before – with 

two in five primary carers spending 40 

hours or more per week caring.ii  That is 

around 300,000 primary carers across 

Australia providing hours of care that are 

equivalent to full-time employment.  

 

The sustainability of our disability, health and aged care sectors depends on the contribution of our 

caring workforce, and it will become even more critical as these sectors grapple with the challenges 

of an ageing population and the growing incidence of chronic disease. By 2050 it is estimated there 

‘Carers should be supported to achieve 

greater economic wellbeing and 

sustainability, and, where appropriate, 

should have opportunities to participate in 

employment and education.’ 

Statement for Australia’s Carers 
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will only be 2.7 people of working age to support every person aged 65 or over (compared to 5 

working age people per aged person people available in 2010).iii 

 

In 2010 Access Economics estimated that it would cost $40.9 billion per annum to the Australian 

economy to replace unpaid carers work with formal care services.  As we consider measures to 

improve the sustainability of the welfare system we should reflect on the fact that total spending on 

Carer Payment, Carer Allowance and Carer Supplement currently represents just a fraction (15% in 

2012-13) of the estimated value of carers to our communities.iv  

 

Despite their essential contribution to our community and our economy, carers face significant 

financial hardship when they take on a caring role.  Despite their best efforts many carers cannot 

sustain employment, and almost half of carers are not in the workforce.v Carers who are employed 

are more likely than non-carers to be working part-time. It is therefore not surprising that just over 

half of primary carers in Australia (55%) receive their main source of income from a Government 

pension and almost half (49%) live in a low income household.vi 

 

It is clear that if we are to design a new system which boosts employment and improves social 

outcomes we will need to give careful consideration to how we can support Australians with caring 

responsibilities balance their caring role with paid employment. To do this we must address all pillars 

outlined in the Interim Report, and Carers NSW will provide advice on the first three of these.   

 

We must also readily acknowledge that many 

carers will not be able to engage in the labour 

force over the long-term due to the intensity 

of their caring role, and we must compensate 

these carers fairly whilst ensuring that their 

time spent caring does not permanently 

exclude them from the labour market.   

 

In response to the National Commission of Audit, the most recent Federal Budget, the present 

review of social welfare and associated media coverage, carers have expressed concerns to Carers 

NSW about changes to welfare payments and the payments of those that they care for. Carers have 

also contacted us with their ideas about how the system can improved by telephone, email and 

through social media. This submission will utilise the thoughts and experiences of carers to draw 

attention to key considerations for carers in the design and implementation of a new system for 

better employment and social outcomes.  

 

Carer Recognition Act 2010 

 

The Carer Recognition Act 2010 (the Act) acknowledges the valuable contribution carers make to 

Australian society. The Act gives effect to the Statement for Australia's Carersvii, which sets out ten 

principles to guide how public service agencies and associated providers treat and consider carers in 

policy development and program and service delivery.   

 

‘We don't choose to be in a situation 

where we have to give up working to 

become a carer so I hope the govt looks at 

that if they are looking at changes’ 
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We advise the Reference Group on Welfare Reform to give consideration to these principles in the 

design of appropriate income and other supports as they reflect best practice standards in carer 

recognition and inclusion.  

 

Carers NSW will refer to these principles throughout this submission to highlight how they can be 

upheld in a new system.  

 

Pillar one: Simpler and sustainable income support system 

 

Architecture of the payment system 

 

Carers NSW acknowledges the need to reform the current payment system to reduce complexity, 

better support employment participation and promote greater equity between income support 

recipients that reflects their financial need.  

 

Carers NSW notes that payments to carers only make up a small proportion of welfare spending. 

Based on the Department of Social Services (DSS) Annual Report 2012–13, Carer Payment made up 

4.5% of direct personal benefits, while Carer Allowance (Adult and Child) and Carer Supplement 

combined were 3.1% of benefits.viii 

 

However changes relating to the ageing population, increases in people with a disability being cared 

for at home and greater public awareness of carer benefits has resulted in a steady increase of 

claimants which was noted in the recent National Commission of Audit.ix  

 

As more Australians are taking on more intensive caring responsibilities, and more Australians seek 

income support for their caring role, it is important to consider how we can provide a fair income 

support system for carers. Carers NSW supports moves towards a simpler system – however if we 

are to cease the availability of a specific Carer Payment, we must not lose sight of carers. Carer 

recognition should be embedded at all levels of our income support system.   

 

We are optimistic that an improved system will provide an opportunity for carers who have 

previously been excluded from receiving Carer Payment to have their caring role recognised, valued 

and considered. Whilst some carers are able to access Carer Payment, many others are not able to 

meet the strict qualification criteria.  The Welfare Rights Centre in NSW have reported to Carers 

NSW that the interpretation of ‘constant care’ has been be a grey area, with carers who provide a 

high level of care, but not daily care, being found ineligible to receive Carer Payment and struggling 

to live on Newstart Allowance. Carers Australia estimated in 2012 that that there were around 

77,994 carers who received an allowance payment (other than Carer Allowance), with 17,887 of 

these being on Newstart Allowance.x 

 

Carers Victoria’s in depth report ‘Invisible care – Access to Carer Payment and Carer Allowance by 

Victorian carers of a person with a mental illness’ has revealed the particular difficulties that carers 

of people with a mental illness face when seeking income support. Despite the significant financial 

hardship and reduced workforce participation these carers face, they experience many barriers to 
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accessing Carer Payment and Carer Allowance.1 This research has highlighted that carers of a person 

with a mental illness still feel that their role and its costs are undervalued and misunderstood.xi 

 

Young carers are another group who find it very difficult to access Carer Payment even if they have 

demanding caring roles and provide a high level of care. Young carers are carers under the age of 26 

and without improved support this group of young people risk long term disadvantage and poor 

outcomes in education, health and employment. There are over 300,000 young carers in Australia,xii 

yet because of stigma and lack of awareness, Carers NSW believes that ABS figures significantly 

undercount the number of young people who are caring. Young carers may be the primary carer or 

share the caring role with others, and despite their age can have significant caring responsibilities 

which limit their participation in education and employment.   

 

In light of recent Budget measures Carers NSW is particularly concerned that changes to the 

Australian welfare system will particularly disadvantage young carers and their families. Young 

carers are much more likely to live in low income, low resource households compared to their peers 

who are not caring, and therefore are disproportionately likely to be affected by any changes to the 

income support system.xiii Most young carers are not receiving Carer Payment or Carer Allowance, 

although many do receive other income support such as Youth Allowance. Carers NSW is concerned 

about changes which will make it even harder for young carers to access an appropriate level of 

support for themselves and their family.  

 

Carers NSW envisions a simpler architecture will better accommodate Australians in a range of 

caring circumstances.  

 

Simplifying supplements 

 

Having a caring role incurs specific additional costs, and a carer supplement must continue to be 

available to all carers in Australia in order to offset the costs of caring. The Carers NSW 2010 Carer 

Survey revealed that 98% of carers faced additional financial costs as a result of their caring role in 

one or more areas.xiv The Survey also revealed that more than half of the respondents had to borrow 

money to cover costs associated with their caring roles. The most common additional cost identified 

by carers in the survey, affecting 72% of carers, was the cost of pharmaceuticals. Other additional 

costs that carers may face include travel, therapy, health treatments, increased utility costs, aids and 

equipment, home modifications, continence products and food and nutritional supplements.  

 

Carers receiving Carer Allowance (Child or Adult) and Carer Supplement are dependent on these 

payments to meet their everyday living expenses and frequently report to Carers NSW that these 

                                                           
1 The report found that: 

 

• The assessment tool used by Centrelink to determine eligibility does not take into account many of the most 

important types of care provided by those caring for a person with a mental illness. 

• People with psychosis are more likely to live alone than other Australians. This can create additional barriers for 

non co-resident carers applying for Carer Allowance. 

• Complexities with obtaining consent from the person with a mental illness can mean that some people caring for 

a person with psychosis are excluded from the application process. 

• Administrative complexity and perceptions about eligibility mean that many carers do not apply for payments. 



 

 

5 

 

payments are insufficient to cover the costs of care. We asked carers through social media and email 

how they use Carer Allowance and Carer Supplement, and a selection of their comments give some 

indication as to how essential these supplements are for carers: 

 

‘Having a child with autism, these payments only helps to pay rent n [sic] buy meds that 

aren't on the PBS, it doesn't cover much else. Food is scarce some weeks but I get thru [sic]. I 

am a single mother who cannot work while the needs are high for my son so yes some weeks 

are tough. I do appreciate these payment greatly so if they change or disappear I'd be 

homeless I suppose.’  

 

‘We don’t care for the money and everything costs a bit more if you are caring for someone 

with a disability. Electricity is a big cost for us as an oxygen concentrator running 24/7 and 

heating and cooling is a must. Myself I would just throw a jumper on but if you are fragile 

you need to be kept cool/warm.’ 

 

‘The allowance paid for half our nappies we needed for the fortnight. My son was in nappies 

for 11 yrs, so that was all it covered not meds or travel or therapy or anything else which we 

paid for because we had a child with special needs.’ 

 

‘I've always treated it as a "medical allowance" for my daughter. Chemist, dr's, travel from 

Port Macquarie to Newcastle…to see her medical team & now also tube feed costs too... 

Doesn't go far enough though.’  

 

‘This money is used for general day to day living, bills take a large chunk of it. Medications, 

food, clothing, equipment necessary. Certainly doesn't pay for any luxuries or holidays. 

Sometimes it's not enough and leaves me wondering what to do.’ 

 

‘Being a carer for my husband who has MND means I can't work as he requires full time care, 

we also have 3 children so carers allowance and payment goes on day to day living expenses, 

food, bills, petrol etc, definitely doesn't compare to a wage if I was still able to work.’ 

 

‘There is never enough to cover what we need but by shopping at op shops and op shop 

pantries and being very very careful we get by. I don't even want to think about having these 

payments changed or less, really don't know what we would do.’ 

 

‘I’m a single person with a job paying all bills. Really helps with additional food and expense 

of caring for frail, elderly invalid parent. I certainly don’t expect it, but I truly do appreciate 

it.’ 

 

‘Carers allowance doesn’t even come close to covering my daughter’s meds. As a single mum 

that's where it goes, meds.’ 

 

Carers NSW is concerned that in simplifying the system, some carers may be worse off and lose 

important financial assistance. Carer Allowance and Carer Supplement should continue to be 

available to any carer across Australia. There are a large number of carers who provide high levels of 



 

 

6 

 

care full-time, yet the only financial assistance that they receive is the Carer Allowance – often due 

to means testing. A typical case is a couple caring for a child with high needs who requires constant 

care, where one partner is in paid employment and the other, most commonly the mother, has 

taken on the caring role full-time. Carers in this situation feel it is very unfair that they are denied 

Carer Payment because of their partner’s income, as this doesn’t change the extent of their caring 

role.  

 

One carer told Carers NSW that there should be ‘less emphasis on means testing and more 

recognition of the impact of the illness or disability and the work performed by the carer.’ He 

explained how his teenage son has very high needs, including personal care, regular medical 

appointments and must be supervised by a responsible adult at all times. His wife is the primary 

carer and he feels this work should be acknowledged by the community. Paul believes his family still 

faces the ‘massive’ financial impact of lost earning potential and if the care that he and his wife 

provide were to be replaced with formal services it would be extremely expensive.  

 

Another carer for a child with high needs explained that she strongly identified with being a carer, 

and that:  

 

‘the Carer Allowance is an important acknowledgement of the massive investment of time 

and effort in caring for my son. If I was removed from the Carer Allowance, I would feel that 

our community does not recognise my role as a carer for my son.’  

 

Other carers in similar situations have spoken to Carers NSW about how despite the fact that Carer 

Allowance is very low, it is important as it may be the only income they receive and the only 

recognition that they have of their caring responsibilities. 

 

Currently a small proportion of carers receive multiple Carer Allowances and Supplements because 

they have intensive caring roles for two or more people. These carers may be ‘sandwich generation’ 

carers, caring for their child with a disability as well as their ageing parents.  Others may be parents 

of multiple children with disabilities.  In many cases the extra costs of caring will not overlap 

between the care recipients, so it is reasonable that these carers continue to receive multiple 

supplements to help them manage these costs.  

 

With the NDIS still in its infancy, a supplement such as the Child Disability Assistance Payment, which 

supports parents of children with a disability meet the high costs of early intervention, therapy, 

assistive technology, aids and equipment to help children reach their full potential, should continue 

to be available. 

 

Carers should also be able to access a supplement to assist with the cost of study. The Federal 

Government’s decision to abolish the Pensioner Education Supplement, which allowed at least 3,248 

carers to purchase items necessary for studyxv was a blow to carers ability to get work-ready, and an 

equivalent supplement will complement initiatives to gain better employment outcomes for carers.   

 

Carers NSW agrees that a number of small supplements could be absorbed into the proposed 

payments by increasing the value of these payments to better reflect increasing living costs. 
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Fair Rate Structure 

 

The income support system must provide a fair base payment which meets the basic costs of living 

and does not result in financial hardship. Carers NSW supports moves to make payment rates more 

equitable – the unacceptable gap between pensions and allowances should not be carried through 

into a new structure. As discussed in this submission, many carers are unable to access Carer 

Payment and receive an Allowance payment, with significant implications for their ability to meet 

household costs.xvi  The current discrepancy between payment rates makes transitions for carers 

moving from Carer Payment to Newstart Allowance particularly stressful as they lose a significant 

proportion of their household income when the person they care for dies or enters residential care.  

 

Additionally, many carers live in households with other people who are also in receipt of income 

support, income which contributes to carers’ ability to meet household costs.  Carers Australia have 

estimated that in 2009 that there were 66,292 carers living in households where at least one person 

was in receipt of an allowance payment, with a significant impact on the economic security of these 

carers.xvii  

 

With 21% of Newstart Allowance recipients receiving assistance for 5 years or more,xviii it makes little 

sense to keep the rate low on the grounds that it is temporary income support. The Business Council 

of Australia has also drawn attention to the need to ensure that payments do not drop so low that 

they act as a disincentive to returning to work.xix Carers NSW strongly recommends that the base 

rate in the new system is higher than the current allowance rate in order to provide an adequate 

safety net for Australians who find themselves out of work, which does not condemn them to 

poverty. 

 

It is also essential that rates of payment take into account the degree of need of the payment 

recipients and their families. A fair rate for carers needs to take into account the caring role and the 

higher costs of living that carers and those they care for experience. Currently some carers are 

eligible to receive Carer Payment, Carer Allowance, Carer Supplement and Child Disability Assistance 

Payment and other supplements, depending on their circumstances. Although often challenging, 

each carer and their family have carefully managed their spending and costs in order to afford what 

they and their loved ones most need, but would struggle to manage if they were to lose part of their 

income.   

 

Common approach to adjusting payments 

 

Carers NSW affirms that the two different approaches to adjusting basic income support payments 

have resulted in an increasing gap between the pensions and allowances which is widely considered 

by welfare groups to be unacceptably low. Payments linked solely to the Consumer Price Index will 

be unable to provide a fair standard of living and prevent significant financial hardship.  Carers NSW 

recommends that all payments within the new architecture are indexed to movements in wages in 

addition to prices. 

 

Better targeting Rent Assistance 
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While Rent Assistance makes housing more affordable for many low income earners, it has not kept 

up with increasing private rental costs, leaving up to two in five Rent Assistance recipients, and 

nearly one third of Carer Payment recipients, in rental stress (defined as paying rent at 30% of 

weekly income) in 2012.xx For carers and other recipients of Rent Assistance to access affordable 

housing and avoid poverty, Rent Assistance rates need to increase to accommodate current housing 

and living costs and ensure that recipients are not living in rental stress.  

 

The recent National Commission of Audit recommended that Rent Assistance replace, rather than 

complement, social housing models where rent is capped as a proportion (e.g. 30%) of income. 

However, the social housing approach at least ensures that housing is affordable for tenants on the 

basis of their income. Given the high cost of market rent and competition for private rental 

properties across Australia,xxiii low income earners need a housing option that is not tied to market 

rent. This is especially true for households with special needs, such as households affected by mental 

illness, disability and old age.  

 

Carers often have particular housing requirements, such as needing to live near the person they care 

for, of if they live with the person, needing adaptable or accessible premises. These requirements 

are likely to reduce their options and increase their housing costs. Declining affordability in urban 

areas across Australia appears to be pushing people with disability and their carers into the outer 

suburbs and regional areas, away from critical services and supports.xxii 

 

Carers NSW recommends that Rent Assistance be increased (indexed to movement in rents) and 

that Rent Assistance complement, rather than replace, the social housing system. 

 

Rewards for work and the ‘25 hour rule’ 

 

The Carer Payment provides support for Australians who provide ‘constant care’ and whose capacity 

to participate in paid employment is severely restricted as a result. Any paid work, voluntary work, 

education or training that takes up more than 25 hours per week (including travel time) disqualifies a 

carer from receiving the Carer Payment, after any available work credits are used up. This ‘25 hour 

rule’ can restrict, and act as a disincentive for taking up, opportunities for paid employment, skills 

development and community participation that could benefit carers’ financial situation and 

wellbeing and lessen their dependence on the Carer Payment over time.  

 

The inclusion of travel time in the 25 hour rule unfairly disadvantages carers living in areas with 

inadequate work and study opportunities and those living in areas not well served by public 

transport, where many are likely to live in order to afford housing. Carers desiring to work and study 

simultaneously to improve their skillset are also disadvantaged, as the number of hours available for 

them to do this is limited.   

 

The potential impact of the 25 hour rule on young carers attending school is particularly alarming.  

The 25 hour rule makes it almost impossible for young people to attend school or any other 

educational institution while also receiving Carer Payment, meaning that young carers and their 

families may find themselves in the difficult position of having to decide between receiving 
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important household income or completing their education. For families facing high costs due to 

disability and caring, they may feel there is no choice but for the young person to sacrifice their 

education in order to make ends meet.  

 

The present review of income support presents a valuable opportunity to abolish the unnecessary 

barriers presented by the ‘25 hour rule’ to work, study and voluntary activity. Assessment of carers 

should focus on the actual level of care provided per week, and taper rates should be determined on 

the basis of income, in line with other payments. Young and working age carers should be 

encouraged to work, study or volunteer if they are able to, in order improve their attachment to the 

labour force, and promote social inclusion.  

 

 

 

The National Disability Insurance Scheme (NDIS) and Income Support for carers 

 

The Interim Report reflects an assumption that the NDIS will enable carers to work or participate in 

activities to enhance their employment prospects. Whilst in the long-term, the funded supports 

provided to NDIS participants may free up some carers to enter, re-enter or increase their 

engagement with employment or training, Carers NSW cautions that there is no evidence at this 

stage to suggest that this will necessarily be the case for the majority of carers.  

 

Firstly, whilst the introduction of the NDIS will eventually lead to improvements in access to support 

for people who are eligible, there are many others who will not be eligible for support from the 

Rachel* is a single mum who cares for her young adult daughter with a disability and her 

younger son. She receives Carer Payment, but this income is not enough to cover her 

mortgage repayments as well as her family’s living costs.  

For this reason, she also works part time as a care worker, although this is not her 

preferred kind of employment, because it means she is caring around the clock. It is the 

only job she can get locally without having to travel a long distance and eat into the 25 

hours she is permitted to work.  

With the 25 hour limit and the effect of additional income on her Carer Payment rate, 

Rachel is only about $200 better off per week after working, valuing her employment at 

only around $10 hour- little remuneration for the effort it involves.   

At one stage, Rachel decided she would like to retrain in order to give herself some more 

employment options and the capacity to earn a greater income. However, she was not 

able to afford giving up work to do so, and, according to the 25 hour rule, could not 

sustain both at once, so gave up this career advancement opportunity.  

She thinks this is particularly unfair given that her daughter can attend school or a day 

program for more than 25 hours per week without it affecting her Carer Payment, but 

that the same does not apply to her in pursuing employment and education. 
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NDIS. The funded support packages available under Tier 3 of the NDIS will only be available to an 

estimated 460,000 people at full rollout.xxiii Eligibility will be determined on the basis of age, 

residence status and either a permanent, significant impairment or a demonstrated need for early 

intervention supports.xxiv According to our analysis of data from the Survey of Disability, Ageing and 

Carers 2012, the 460,000 eligible for the NDIS by full rollout represent only 65% of Australians in the 

target age group (0-64) who had a disability involving a severe or profound core activity limitation 

and who needed assistance with at least one activity in 2012, and only one third of all Australians 

with any reported disability aged 0-64 and needing assistancexxv.  

 

This means that a large proportion of people with disability with support needs will not benefit from 

funded supports under the NDIS, and neither will their carers. Tier 2 promises to address the needs 

of this group, but is still being designed, with the NDIA giving little away about how support will be 

provided, especially as some State governments, including NSW, will completely withdraw from 

providing disability support. It must therefore not be assumed that all, or even most, carers of 

people with disability will experience a change in circumstances due to the NDIS. Even if this is the 

case for those caring for an NDIS participant, many will miss out.  

 

Secondly, although the NDIS has often been touted as an opportunity to improve carers’ workforce 

participation, there is no explicit principle or directive in the NDIS legislation, rules or operational 

guidelines regarding either the assessment or support of a carer’s capacity, desire or need to work. 

The operational guideline Supports for sustaining informal supportxxvi makes reference to a higher 

level of support potentially being available ‘for a defined period of time to ensure that a family carer 

is able to sustain employment, complete their education or put more sustainable support 

arrangements in place’ and to the importance of the planner’s taking into account ‘the carer’s 

circumstances, capacity and future plans relevant to their caring roles, and the sustainability of 

caring arrangements.’ However, there is no formal requirement to undertake a holistic assessment 

of the carer that takes into account their employment and training needs. In addition, the guideline 

reflects the expectation that carers will continue to care at a level that is sustainable for them and 

considered reasonable by the planner, without any reference to whether it is reasonable to expect 

that carers engage in paid employment. Proposals to link NDIS participation with income support are 

therefore not appropriate within the current NDIS policy framework.  

 

The experiences of carers of people who have become NDIS 

participants further reveal our need for caution when 

considering the capacity of the NDIS to increase carers’ 

labour force participation. Data that is yet to be published 

from the Carers NSW Carer Survey 2014 demonstrates 

carers’ mixed experiences with the NDIS. Some carers of 

NDIS participants felt that improved support for the person 

they care for also had flow on benefits for carers 

themselves, including the ability to work, reduced domestic 

workload, reduced stress, the ability to have a break or 

some time to themselves, and reduced financial pressure. 

 

‘Able to access to the therapies 

required without putting a 

financial strain on family 

income.’ 

‘Allows me to perform part 

time work.’ 
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However many carers who responded to this survey, and many other carers and service providers 

we have had contact with, expressed concern that the NDIS actually increases the workload for 

carers. This was in fact the most commonly cited challenge in the NDIS section of the Carers NSW 

Carer Survey. Carers wrote about difficulties relating to finding and dealing with service providers, 

pushing to get things done, trawling through information to investigate their options and coming up 

against onerous or rigid reporting requirements.  

 

 
 

These early experiences of carers indicate that the impact of the NDIS on carers’ labour force 

participation needs to be assessed on a case by case basis. Whilst it will be appropriate for carers of 

NDIS participants to have a discussion with Centrelink or an employment provider about the impact 

supports have had on their caring role, it is inappropriate to broadly alter provisions based on the 

untested implications of the NDIS.   

 

Carers NSW also notes that the NDIS may have an impact on the costs borne by carers.  As discussed 

previously carers spend their Carer Allowance and Carer Supplement on a range of everyday 

expenses associated with caring – but most of this major expenditure on medications, travel, utilities 

and everyday expenses is beyond the scope of the NDIS and will not be funded under individual 

support packages. There remains a strong rationale for a carer supplement to be paid to carers 

whose care recipient is eligible for support within the NDIS.  

 

Incremental steps to a new architecture 

 

The changes outlined in the Interim Report are significant. Carers NSW insists that no carer should 

be worse off if new architecture is implemented. For example, if the proposed payments are 

introduced, carers of working age who have already been assessed as eligible for Carer Payment 

should experience no reduction in the real value of their income support.   

 

Care will also need to be taken so that any changes to eligibility for the Disability Support Pension do 

not adversely impact carers whose Carer Payment is currently linked to the Adult Disability 

Assessment Tool.  

 

Carers NSW joins the calls of peak welfare groups to raise the Newstart Allowance and Rent 

Assistance as a priority in moving forward to a fairer and more equitable system.   

 

‘More work putting services in place, research and managing appointment etc.’ 

‘Huge difficulty engaging service providers – a 100 page print out of all service 

providers (…NO phone numbers) was given to us at the plan approval meeting. As 

the carer I had to trawl through the document… In relation to the family therapy, 

we were told by the NDIA that although they had funded it, no-one yet was 

providing it! Again it is up to me (the carer) to chase this up. FRUSTRATING, and for 

me, more WORK!!!’ 
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Pillar Two: Strengthening individual and family capability 

 

Participation requirements for carers 

 

Carers in receipt of Carer Payment currently do not have participation requirements as they have 

been assessed as providing ‘constant daily care’. Carers have expressed particular concerns about 

being subject to onerous requirements in order to continue to receive income support. Carers have 

emphasised that caring is work, and that they are meeting their obligation to the community and 

Government through their caring role.  

 

 
 

It is critical that assessment of an individuals capacity to find employment and meet participation 

requirements consider their caring responsibilities alongside their other circumstances. The 

participation requirements expected of Newstart Allowance recipients, which are set to become 

more onerous next year, are completely unrealistic for people with caring responsibilities whose 

care we cannot substitute with formal services. Unpaid caring must be formally recognised as an 

activity in order to identify realistic and relevant particpation requirements for carers. 

 

 

 

 

‘Centrelink obligations/requirements for carers would need to be 

individualised, flexible and above all minimal.  In my experience, contacting 

Centrelink by telephone or in person is very time consuming for even the 

smallest of issues.  I am worried at the prospect of having to do this on a 

regular basis. 

 

‘I would like to see the caring role deemed a form of employment to recognise 

the significance of what carers do.  As a fulltime carer, the idea of having to 

meet obligations or requirements in order to continue receiving a less than 

minimum wage welfare payment is an insult to what I do.  I may not be in 

paid employment but I do work.  I work hard every day, I am great at my job, 

and proud to say I am a carer.’ 

 

 ‘Any changes to be introduced need to be carefully considered – people with a 

disability and their carers need to be able to live comfortably without having 

to jump through hoops and meet a set of obligations – carers are already 

doing a mighty job that saves the government billions of dollars. We are 

already stressed with our role, we don't need to have more worry with 

changes or cut to entitlements.’ 
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Supporting carers to access employment 

 

Many carers have indicated their support for initiatives which will assist them to balance their caring 

role with paid employment, or transition to employment when their caring role diminishes or ends. 

Much of the support that carers identify as helping them to balance work and care depends on 

improved support for the people they care for as well as supportive employment conditions (which 

will be discussed further under Pillar Three). Carers have drawn attention to a number of supports 

that they would need to be able to work, particularly access to appropriate and affordable in-home 

or out-of-home care. 

 

 

Carers’ experiences highlight that we must address the structural barriers and gaps in services which 

prevent carers from engaging with work as a priority, in tandem with engaging individual carers. 

 

When individual support is provided to carers, this support must be tailored to the carer and their 

circumstances using a person-centred, strengths-based approach.  Such an approach would give 

carers the opportunity to recognise and maintain their current skills, as well as explore and identify 

their education and employment goals. This service would recognise that a holistic approach is 

needed to support carers to address the (often complex) barriers they encounter in achieving these 

goals, and would work co-operatively with a range of service providers in order to get the best 

outcomes for carers.  

 

 

‘Provide services which give carers support to look for work. Specialized multi 

skilled respite services, employment case managers, access to before work, after 

work help, flexible work hours, employment subsidy packages for employers.’ 

 

‘In my case, I stayed in touch with the major bank for whom I had worked for 13 

years after my caring role started, for three years, in the hope of returning to 

work.  I had no support whatsoever in the quest to try to fund someone to care 

for my son.  My own (unsupported) quest to find an in home carer (or nanny) 

came to nothing, as my son's special needs appeared too onerous for the people I 

approached.  I gave up on the idea of returning to work, as I felt completely 

alone in the complex role of caring for my son.’ 

 

‘I think that having a career's advisor or similar who periodically speaks with the 

carer about their future or current options, including supported flexible training, 

would be helpful. Having not been in paid employment myself for a number of 

years now, I have really no idea what type of work I would want to look for if my 

caring role was to change.’  
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Former carers 

 

Carers NSW anticipates that this approach would be better able to support carers through 

transitions in and out of a caring role. Caring is often a long term activity – in 2012 about a quarter of 

Carer Payment recipients had received the payment for 5-10 years.xxvii The experience of a transition 

from a caring role can be traumatic, particularly following the death of the person they were caring 

for. Appropriate support recognises that carers are likely to experience significant grief and loss at 

this time, and will not be ready to become active jobseekers. Many carers will also continue to 

provide care and support to their loved one, and may be facing new challenges as they navigate new 

systems and a different caring role, for instance if their loved one enters residential care. 

 

In recognition of the challenges faced by former carers, a 2012 Senate Inquiry recommended ‘that 

the government develop targeted and tailored programs for former carers as they move to Newstart 

Allowance or another payment once their caring responsibilities end.’xxviii 

 

 
 

Long term carers may have particular difficulties entering or re-entering employment once their 

caring role ends or diminishes, as they are often left with little relevant employment experience or 

education and training which would facilitate their transition from income support to employment. 

Difficulties in re-entering the workforce may be compounded by drops in income, poor health or age 

– in 2012 just over half of Carer Payment recipients (57%) were over 50 years of age.xxix 

 

Services must be responsive to the challenges associated with transitions, and the provision of 

flexible approaches over the long-term will ensure that carers are appropriate supported during 

transition periods.  

 

 

 

 

‘When mum passed away I had the three months bereavement time and went to 

Centrelink… My income dropped about 60 per cent in that grieving period. It was 

very difficult and I did not know what to do. I had to be assessed and I had to 

really stand up for myself and say I had been a carer for 17½ years and that 

mentally I felt I was not ready to concentrate or focus on work or what to do. I 

had not even thought about what I would do next—my mum had got ill 

suddenly.’ 

 

‘It is like you fall through the cracks and you do fit any existing category after 

being a carer and on the carer payment so you are not recognised as being a 

carer and you are just a Newstart person that was a carer.’ 

 

Evidence from former carer Mr. Terry Stroud, presented to Senate Inquiry  
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Meeting requirements 

 

Service providers need to recognise that carers need flexibility and understanding, and that due to 

their caring responsibilities may find themselves dealing with unexpected situations which make it 

hard to meet prior commitments, provide material on time or even contact the provider to inform 

them of this change. The health of the person they are caring for could deteriorate, respite may be 

cancelled without warning or the person being cared for might be in hospital.  

 

Administrative systems need to be sensitive to the 

potential for such situations, and be designed in a 

way that reduces the risk that a carer will 

automatically be penalised.   

 

Income Management 

 

Carers NSW believes that compulsory income management has not been proven to be an 

appropriate tool to build community capacity and minimise harmful behaviours.xxx  Carers NSW 

advocates for alternative approaches to improve the wellbeing of communities which are not based 

on sanctions, including the provision of adequate social welfare payments, tailored employment 

assistance and delivery of well-resourced support services which work with disadvantaged 

individuals and families to remove barriers to work.   

 

The high cost of administration – of up to $7,900 per person each year – should also act as a 

constraint on moves to expand the scheme more widely or introduce it as part of integrated support 

services without convincing evidence as to its effectiveness.xxxi 

 

Pathways to Employment for Young Carers 

 

Most young people who are carers would love to have the opportunity to work or study like their 

peers, yet their caring situation can make this very difficult. Young carers face a higher risk of 

unemployment compared to their peers without caring responsibilities, as they face many barriers in 

education and transitioning to paid employment.xxxii While each situation is different, one of the 

most significant challenges is not having adequate formal support to allow the young person to 

reduce their caring role. However, after years of caring for others many young carers also have 

poorer educational outcomes compared to their peers (due to difficulty balancing care with 

attendance and keeping up with studies), and may have had less opportunity for paid work and work 

experience. This means that even if they are no longer caring, or their caring role has changed, these 

young people are still disadvantaged when it comes to seeking paid work because of caring. 

 

In order for young carers to succeed in education and transition to paid employment, they may 

require additional support, although this will vary depending on the individual’s situation. These 

young people would benefit from a supportive approach to improve access to job relevant training 

and early intervention programs to improve skills. In some cases, they may require flexibility from an 

educational institution regarding assessment tasks, for instance if a loved one’s condition 

deteriorates and they are unable to focus on their studies for a time. In other cases they may require 

 ‘Carers should be treated with 

dignity and respect’ 

The Statement for Australia’s Carers  
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more intensive support to transition to paid employment, after spending many years caring for a 

family member at home socially isolated with limited work experience and lacking in confidence. 

This could include careers advice and mentoring. They may also have more practical needs, such as 

access to formal services for the person/s they care for, which would allow the young carer to 

undertake activities outside of the home.  

 

For young people who are carers, or who have been 

carers in the past, it is especially important that any 

strategies to improve skills and training for this group 

are supportive and follow a strength based approach. 

Case managers, employment services and Centrelink 

staff need to appreciate that young carers already 

provide many hours of unpaid work caring for family 

members, and that their caring situation may at 

times make it difficult to make appointments or 

deadlines, or require a more flexible approach.  

 

Young carers should be consulted as to how they can work with employment services to achieve 

their goals. For instance, they may have suggestions as to the best times to contact them (for 

instance when the person they care for is sleeping or in a day program) or how much they can 

handle with their existing workload.  

 

Pillar Three: Engaging with Employers 

 

Engaging with employers to support carers 

 

Caring is associated with working fewer hours, having a more marginal attachment to the labour 

force, and working at a level below the carer’s skills and qualifications.xxxiii For those carers who do 

remain in the workforce, balancing work and care can be a source of considerable stress. The 

Australian Unity Wellbeing Index Survey found that over one third of employed carers were 

concerned about losing their job because of their caring responsibilities.xxxiv   

 

 
 

Carers NSW is a strong advocate for the need to engage employers in efforts to promote positive 

employment outcomes for carers who are too often disadvantaged in the workforce due to their 

caring responsibilities. Despite the significant need to improve workplace support of carers, the 

‘As a carer in my 60's and living in rural NSW it is difficult to engage in full time 

work. My daughter lives in Sydney (400 klms away) and I often find I am racing 

down there to assist with Drs appointments and to keep her on a safe track. Just last 

night she was taken to hospital after a serious self harm attempt. I have found 

employers don't make allowances for employees to take the time off required to 

care for a high needs person.’ 

‘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.’ 

The Statement for Australia’s Carers 
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Social Policy Research Centre’s Negotiating caring and employment report found that relatively few 

Australian workplaces are aware of how to support employees with caring responsibilities, and that 

little is known about the needs and experiences of the carers themselves. While some workplaces 

have various flexible work provisions, the study found ‘substantial evidence that arrangements tend 

to be fragmented and access to them arbitrary’.xxxv  

 

Carers NSW supports Government and business-led initiatives which raise awareness of employer 

practices that support the recruitment and retainment of jobseekers with caring responsibilities. 

Strategies which have proven to be effective, including flexible hours, job sharing, working from 

home, supervisor support, paid leave and job protection,xxxvi should be upheld as best practice and 

promoted widely. Policies which allow for greater workplace flexibility have been widely advocated 

as being particularly effective in allowing carers to maintain labour market attachment.xxxvii Working 

carers with access to flexible working arrangements have been found to be significantly less likely to 

leave their job than those without access to such arrangements, and also to demonstrate increased 

satisfaction, commitment and productivity in their work.xxxviii  

 

The impact of such supportive workplace practices is likely to vary according to caring scenario – it is 

therefore important to promote flexible and individualised approach which meets the needs of 

carers and businesses.xxxix  

 

Carers NSW thanks the Reference Group for the opportunity to contribute to the Review of 

Australia’s Welfare System. For further information regarding this submission, please contact 

Carolina Simpson, Policy and Development Officer, on (02) 9280 4744 or 

carolinas@carersnsw.org.au.   

 

 

Yours sincerely,  

 

 
 

Elena Katrakis  

CEO 

Carers NSW 
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