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ABOUT CARERS NSW  

Carers NSW is the peak non-government organisation for carers in New South Wales (NSW). A carer 

is any individual who provides 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. 

Carers NSW is part of the National Carer Network and a member of Carers Australia. Our vision is an 

Australia that values and supports all carers, and our goals are to:  

• Be a leading carer organisation in which carers have confidence  

• Actively promote carer recognition and support  

• Actively support carers to navigate a changing service landscape that will be characterised by 
ongoing policy reform  

• Promote connected community experiences and opportunities for carers that are inclusive of 
diverse carer groups  

• Lead and advocate for carer-specific and carer-inclusive policy making, research and service 
delivery  

• Continue to be a quality-driven, responsive and carer-focused organisation.  
 

www.carersnsw.org.au   

https://twitter.com/CarersNSW   

https://www.facebook.com/carersnewsouthwales/   

 

ABOUT CARERS  

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.  

Across NSW, there are approximately 854,300 carers,1 and to replace the care they provide the NSW 

Government would have to spend more than $25 billion each year.2 Carers come from all walks of life, 

cultural backgrounds and age groups. For many, caring is a 24 hour-a-day job with emotional, 

physical and financial impacts that can also affect their participation in employment, education and 

community activities.  

For information contact:  

Carers NSW  
Level 10, 213 Miller Street  
North Sydney NSW 2060  
PO Box 785 
North Sydney NSW 2059 
T: 02 9280 4744  
F: 02 9280 4755  
E: contact@carersnsw.org.au   
www.carersnsw.org.au  

Prepared by the Carers NSW Policy team 

October 2021 

 

© Carers NSW 2021 

                                                 
1 Australian Bureau of Statistics (2019) Disability, Ageing and Carers, Australia: Summary of findings, 2018, New 
South Wales Tables, Canberra.   
2 Carers NSW estimate based on Deloitte Access Economics (2020) The economic value of informal care in 
Australia in 2020, Carers Australia.  

http://www.carersnsw.org.au/
https://twitter.com/CarersNSW
https://www.facebook.com/carersnewsouthwales/
mailto:contact@carersnsw.org.au
http://www.carersnsw.org.au/
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INTRODUCTION 

Following an unprecedented period of change and upheaval in 2020, 2021 has continued to bring a 

number of challenges to the people of NSW. Carers have been among the many NSW residents who 

continue to be adversely affected by natural disasters and the COVID-19 pandemic, and are 

experiencing significant associated emotional and financial impacts. Ahead of the next NSW State 

Budget, this Pre-Budget Submission reflects on key findings from Carers NSW research and 

consultation with carers and service providers in NSW to identify areas requiring additional investment 

from the NSW Government. It also recognises the Government’s considerable existing and new 

investment in carer recognition and support through the prior and current NSW Carers Strategies.  

As we celebrate the fact that carers in NSW have now had access to a dedicated Federal service 

system – Carer Gateway – and the 10-year NSW Carers Strategy: Caring in NSW 2020 – 2030 for 

more than a year, Carers NSW seeks to draw on learnings from the many challenges and changes of 

the 2020-21 and 2021-22 financial years to inform Government expenditure into 2022-23. 

The implementation and increasing uptake of in-person services under Carer Gateway has enabled 

carers in NSW to access a range of new support, including tailored support during successive 

COVID-19 lockdowns. However, awareness and uptake has been significantly impacted by the 

competing priorities that both carers and governments have had to balance during the pandemic in 

order to protect the vulnerable and manage the impacts of the accompanying recession. Additionally, 

with in-person Carer Gateway services now in place long enough for the new system’s strengths and 

shortcomings to be clearly identified, a number of opportunities for the NSW Government to 

complement this service system in order to enhance carer support in NSW have emerged.  

By 2022-23, following the outcomes of the Royal Commission into Aged Care Quality and Safety, the 

Productivity Commission inquiry into Mental Health, and the Royal Commission into Violence, Abuse, 

Neglect and Exploitation of People with Disability, NSW is likely to experience considerable additional 

reforms to Federally funded care systems, with inevitable implications for older people, people with 

disability, people living with mental illness and their carers. These changes will provide welcome 

opportunities to improve support for carers, but may also result in continued upheaval and confusion 

for many carers and the people they care for, who have already been navigating major system 

change for a number of years. 

In light of the many challenges and changes of the present State Budget period, this Pre-Budget 

Submission highlights four key areas for ongoing and additional NSW Government investment: 

ongoing carer recognition, carer inclusion in mainstream services, building carer capacity and 

improving carers’ financial security. Engaging carers at all stages of service planning and delivery and 

meeting the unmet needs of carers are key priorities of the NSW Carers Charter and NSW Carers 

Strategy. This Pre-Budget Submission makes a range of practical recommendations for how these 

important principles can be progressed in the 2022-23 Budget Period. 

1. Continue 
to champion 
carer 
recognition 

2. Include 
carers in 
mainstream 
services

3. Build 
carer 
capacity

4. Improve 
carers' 
financial 
security
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1. CONTINUE TO CHAMPION CARER RECOGNITION  

The year 2021 marks the halfway point for the first Action Plan of the ten-year NSW Carers Strategy: 

Caring in NSW 2020-2030 (the Strategy). Carers NSW commends the NSW Government’s 

commitment to carer recognition and support, and to more concrete, shorter term Action Plans that 

allow for specific projects and cohorts to be prioritised as the Strategy is implemented over time. 

Carers NSW is pleased to be leading and supporting a number of projects under the Action Plan 

2020-22, including ongoing work in partnership with the NSW Department of Communities and 

Justice (DCJ) in the area of carer rights education, and new work to support carers’ financial literacy.  

Carers NSW is also appreciative of DCJ’s ongoing commitment to carer recognition through funding 

National Carers Week grants and the Carers NSW Conference 2021, and conducting its own regular 

communications and targeted awareness campaigns, in spite of the considerable challenges to 

delivering these within the constraints of COVID-19 lockdown.  

While not identified in the Strategy, DCJ is also funding the newly established Carer Knowledge 

Exchange, a partnership initiative delivered by Carers NSW and the Institute for Public Policy and 

Governance (IPPG) at the University of Technology Sydney that highlights the importance of 

disseminating and translating carer evidence to improve policy and practice in carer support. 

Continue to promote a whole-of-government approach to carer recognition  

DCJ’s ongoing work with Carers NSW and other key stakeholders in implementing the Strategy and 

promoting the NSW Carers (Recognition) Act 2010 and NSW Carers Charters reflects the NSW 

Government’s genuine commitment to collaboratively improving outcomes for carers in NSW. 

However, challenges continue for many carers in the areas of recognition and inclusion, providing 

additional opportunities for DCJ and other NSW Government departments and agencies to innovate 

and engage more with carers and the people they care for. 

The Carers NSW 2020 National Carer Survey found that carers in NSW continue to report low levels 

of recognition across a range of domains.3 Only 1 in 3 carers living in NSW who responded felt that 

their caring role was recognised by service providers, 1 in 4 felt recognised by the community and just 

under 1 in 6 reported that they felt recognised by governments (see Figure 1). Accordingly, Carers 

NSW encourages the NSW Government to continue advancing carer recognition in NSW.  

Figure 1. Carer recognition in NSW: “I feel that my caring role is recognised and valued by…” 

 

                                                 
3 Carers NSW (2020) 2020 National Carer Survey, unpublished data. 
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As the Australian Government begins implementing reforms stemming from the Final Reports of the 

Royal Commission into Aged Care Quality and Safety, the Productivity Commission inquiry into 

Mental Health, and the initial findings from the ongoing Royal Commission into Violence, Abuse, 

Neglect and Exploitation of People with Disability, it is timely that NSW lead the way in delivering and 

advocating for carer recognition across the many service systems with which carers interact. As the 

first jurisdiction to have carer recognition legislation and a whole-of-government Carers Strategy, 

Carers NSW frequently provides these examples as best practice to inform national policy and 

legislation, along with recommendations in partnership with Carers Australia to re-introduce a National 

Carers Strategy and review the Commonwealth Carer Recognition Act 2010. Where possible, Carers 

NSW encourages the NSW Government to support national endeavours towards best practice carer 

inclusion and support.  

With the first Action Plan under the Strategy concluding in 2022, Carers NSW also encourages the 

NSW Government to develop an evidence based, well-resourced second Action Plan, taking account 

of carer and other stakeholder feedback regarding present and emerging issues and the successes of 

present and past projects, including those funded under the NSW Carer Investment Program (CIP), 

which cease in 2021. 

 

Continue investing in carer-focused initiatives 

The 14 CIP projects funded by DCJ between 2018 and 2021 provided a range of unique opportunities 

for organisations in NSW to trial and expand initiatives supporting carer wellbeing. The inclusion of an 

evaluation component for most projects has also allowed for invaluable data to be collected about 

‘what works’ in supporting carers. 

Carers NSW led three and formally supported four CIP projects. We were pleased to have the 

opportunity to provide and evaluate innovative support models to carers looking to re-enter the 

workforce (Care2Work), young carers requiring driver training support (YC Drive) and carers wanting 

to connect with their peers (Carer Peer Connect), in spite of significant service delivery challenges 

posed by the COVID-19 pandemic.  

Carers NSW also developed new partnerships and connections through our involvement in the Centre 

for Carers Research, TAFE NSW, NPS Medicinewise and UniSA CIP projects, and was able to 

support and enhance these projects through our own evidence base, expertise and networks. The 

best example of this is the new Carer Knowledge Exchange partnership initiative Carers NSW and 

IPPG are jointly leading, building on the networks and momentum commenced through the Centre for 

Carers Research and Carers NSW ongoing peak research and knowledge translation activities 

funded by DCJ. 

Now that final CIP project reporting is complete and evaluation reports have been submitted, Carers 

NSW encourages DCJ to review the new evidence on the interventions most effective for carers in 

order to inform future project resourcing. We particularly wish to highlight the success of the three 

projects led by Carers NSW. 

Recommendations 

• Continue to implement and promote NSW carer policy and legislation as best practice 

• Co-design an evidence based NSW Carers Strategy Action Plan 2022-24  

• Continue to adequately resource the NSW Carers Strategy to enable effective 

implementation  
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Project evaluations for the Carers NSW led projects found that: 

• YC Drive has supported 45 young carers to obtain their driver’s licence, and in turn access 

social, education and employment activities, as well as reduce their caring role. Of those who 

completed the program, 70% reported increased engagement with employment, 60% 

reported increased engagement with educational activities, and 100% reported that their 

sense of independence had increased.  

• Care2Work has provided targeted employment support and resources to 63 carers, assisting 

them to re-enter the labour market with greater confidence. Nearly 1 in 2 participants obtained 

employment within one year of participating.  

• Carer Peer Connect has supported 687 carer support groups, and provided facilitators with 

the skills and tools needed to continue facilitating these groups, enabling many carers to 

develop social connections and receive support from their peers. 

Noting that these and other CIP projects have already ended, or are scheduled to end in December 

2021, Carers NSW believes that resourcing should be made available as soon as possible to continue 

or expand projects deemed to be successful and of value to the current Strategy. The development of 

the second Strategy Action Plan would be well timed to accompany a new round of carer project 

funding, ideally focusing on continuity of prior high-performing initiatives and additional innovations. 

Carer and sector feedback, as well as data from the Carers NSW 2020 National Carer Survey, should 

also be referred to in determining ongoing and emerging funding priorities.    

Carers NSW particularly encourages DCJ to prioritise funding carer projects that: 

• Address identified gaps in the current carer support system, further detailed throughout this 

Pre-Budget Submission 

• Incorporate staffed models of support that allow for a consistent ‘key worker’ approach, 

shown to be effective in the Carers NSW-led CIP projects 

• Focus on the experiences of hidden, hard to reach and disadvantaged cohorts, e.g. LGBTQI+ 

carers, Aboriginal and Torres Strait Islander carers, culturally and linguistically diverse 

(CALD) carers, young carers, carers experiencing financial disadvantage, and carers of 

people living with drug and alcohol dependence, mental illness and eating disorders 

   

 

 

Recommendations 

• Invest in new and continued projects that align with the NSW Carers Strategy 

• Consult with carers and the sector regarding new and emerging priority areas for 

resourcing 

• Refer to evaluation findings and research evidence in determining resourcing priorities 

• Continue to identify opportunities to support hard to reach priority cohorts of carers 
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“… we don't get any NDIS. So I 

have to pay someone every 

fortnight just to come and be a 

companion to my son for the 

couple of hours that used to be 

funded before. And that funding 

is gone… I don't know where the 

money has gone to, but we've 

lost it… He used to come every 

week, but now it's cut back too, 

because we have to pay for it.” 

- Carers NSW 2022-23 Pre-Budget 

Submission Consultations 

Continue to provide residual support for people with disability and their carers 

Approximately 1.35 million, or 1 in 6 people in NSW, report living with a disability,4 however, as at 30 

June 2021 only 156,646 people with disability in NSW were receiving supports through the National 

Disability Insurance Scheme (NDIS).5  While the NDIS is intended to support only those with 

significant and permanent disability, the 2018 SDAC estimates that 451,700 people in NSW are living 

with a severe or profound core activity limitation, meaning that approximately 300,000 people with 

severe disability in one or more domains are not receiving support through the NDIS.  

For these individuals, as well as the remaining almost 900,000 people with a reported disability in 

NSW, there is very limited support available following the roll-out of the NDIS and subsequent closure 

of the NSW Department of Ageing, Disability and Home Care (ADHC). While some states such as 

Queensland and Victoria have maintained a government department responsible for delivering some 

direct disability services, NSW ceased funding for almost all specialised disability services following 

the roll-out of the NDIS.  

Carers NSW has heard from carers of people with disability 

who are ineligible for supports through the NDIS, that there 

are simply no specialised disability supports available to the 

person that they care for and that mainstream services are 

not adequately equipped to provide services or supports 

that the person that they care for needs. In many cases, 

carers reporting having to self-fund supports that are no 

longer funded or available. Additionally, many carers report 

going through extensive, drawn-out complaints escalation 

pathways within mainstream public services, such as the 

education and health systems, to access any level of 

specialised disability support for the person they care for. 

For many carers, this means they have no choice other than 

to engage in highly psychologically demanding advocacy, or 

to provide or fund this support themselves, impacting heavily 

on the carer’s own health and wellbeing.  

The Safe and Support at Home (SASH) program operating within the NSW Ministry of Health Out of 

Hospital Care Program offers the only direct community care services Carers NSW is aware of to 

under 65s in NSW not eligible for the NDIS. Carers NSW is not aware of the volume of clients 

serviced by this program or the level of ongoing demand, but urges the NSW Government to continue 

funding this program as an important safety net for the many people with disability who are unable to 

access NDIS support.  

Regard should also be had to adequately resourcing this program into the future to eliminate waiting 

times or caps and increase awareness among practitioners and the sector of this critical support. 

Where flexibility beyond the six funded weeks of support is available, Carers NSW believes this 

should be considered, as there are likely to still be some people with disability who require ongoing 

direct support and case management and who do not meet NDIS eligibility criteria. In these cases, 

Carers NSW understands that the Ministry has actively advocated for individuals to be accepted to 

the NDIS, and urges this activity to continue to supported and resourced within the health system. 

                                                 
4 Australian Bureau of Statistics (2019), Survey of Ageing, Disability and Carers 2018, TableBuilder 
Dataset, available online at: www.abs.gov.au. 
5 National Disability Insurance Agency (NDIA) (2021), New South Wales, 30 June 2021: Quarterly 
Performance Dashboard. Available online at: 
https://www.ndis.gov.au/media/3460/download?attachment, last accessed 8 November 2021.  
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“I know we're not talking NDIS, 

but prior to [NSW ADHC] 

ending there were more 

services to support carers in 

that kind of respite world… 

since it's now become all about 

the participants, it's not about 

the carer and… unfortunately 

therefore services have slipped 

away that used to support the 

carer” 

- Carers NSW 2022-23 Pre-Budget 

Submission Consultations 

-  

Comments made in Federal Parliament by the former minister for the NDIS, the Hon. Stuart Robert 

MP, in response to questions about COVID-19 clearly reflect that State and Territory governments are 

expected to collect data in relation to people with disability who are ineligible for the NDIS. 6 The new 

Disability Gateway website and call centre has also been established to help coordinate access to 

existing State and Territory services and supports outside of the NDIS.  

It is therefore imperative that the NSW Government collect and respond to data on gaps in NDIS 

support in NSW and provide up to date information on the services that exist to support people with 

disability and their carers in NSW, expanding these services where gaps are identified or where 

demand is not met.  

The re-funding of disability advocacy in NSW through the NSW Disability Advocacy Futures program, 

following the review into disability advocacy undertaken by the NSW Ageing and Disability 

Commission in 2019, provides a promising channel for ongoing accountability to people with disability 

and the disability support sector for adequate disability policy, specialist service provision, disability 

inclusion in mainstream services and ongoing data collection regarding NDIS gaps. Carers NSW 

urges this support to continue, with adequate provision of resources to meet need equitably across 

NSW. 

 

Recognise the impact of caring on carer wellbeing by supporting breaks 

While many carers actively choose to provide care for a family 

member or friend, and find caring to be rewarding, without 

opportunities to take meaningful breaks from their caring 

responsibilities, evidence shows that carers’ physical and 

mental health can suffer, affecting the sustainability of caring 

arrangements. Formal care services, such as services called 

‘respite’ and carer-focused wellbeing activities, provide many 

carers with these much-needed breaks, as well as a sense of 

recognition of the work that they do in their caring role. 

However, research indicates that many carers are not able to 

access these opportunities at all or enough to meet their 

needs. The COVID-19 pandemic has only exacerbated these 

existing shortages. 

Carers NSW, in collaboration with the Carer Respite Alliance 

recently published a policy paper, Repositioning respite within 

                                                 
6 Commonwealth of Australia, House of Representatives (2020) Questions without notice, COVID-19: 
Disability (Official Hansard), available online at: 
https://parlinfo.aph.gov.au/parlInfo/genpdf/chamber/hansardr/b8197f17-5287-4edd-8f7f-
5577701ad7c3/0157/hansard_frag.pdf;fileType=application%2Fpdf, last accessed 8 November 2021. 

Recommendations 

• Continue to adequately resource the Safe and Supported at Home (SASH) program 

• Continue to collect and report on data regarding service gaps for people with disability in 

NSW 

• Continue to adequately resource the disability advocacy sector 
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consumer directed service systems7 which highlights the impact of reforms within the aged care, 

disability, mental health and carer support sector on access to respite for carers in NSW. The paper 

finds that the closure of ADHC and cessation of residual disability services in NSW, combined with a 

lack of availability and long wait times for aged care services and the transition of mental health 

services to the NDIS, has resulted in a reduction in opportunities for carers in NSW to take breaks 

from the caring role.  

 

The 2020 National Carer Survey found that, despite relatively low use of services identified as 

emergency respite (6.4% of respondents had used this) and planned respite (used by 13.8%) (Figure 

2), respondents expressed strong interest in accessing these services more, with more than one in 

three carers identifying a need for respite services (38.4% for emergency respite and 40.4% for 

planned respite, See Figure 2).8 

 

Figure 2. Carer use of and demand for respite services 

 
 

The Survey also found that there was a positive relationship between use of planned respite and 

wellbeing, with carers who reported using planned respite reporting higher wellbeing on the Personal 

Wellbeing Index (PWI)9 than those who did not use planned respite (see Figure 3). The Survey also 

found that carers who identified an unmet need for respite experienced significantly lower wellbeing 

than the average wellbeing of respondents (see Figure 3). These findings suggest that access to 

adequate, ongoing respite improves carer wellbeing. 

 

While the recent transition of most carer support services to Carer Gateway has centralised and 

increased the support on offer, it is not intended that Carer Gateway will have the capacity to provide 

long-term ongoing planned respite for carers. Carer Gateway offers some planned respite where 

identified as a priority for carers under Carer Directed Packages, however regular, scheduled breaks 

are simply not within scope. These are intended to be accessed, where required, through other care 

systems focusing on the needs of care recipients, namely the NDIS and My Aged Care. However, the 

Survey indicates that many carers are not able to access the breaks they need through these 

systems, often because of a lack of carer inclusion in service planning.10 

 

                                                 
7 Carers NSW (2021), Repositioning respite in consumer directed service systems, Carers NSW, 
North Sydney.  
8 Carers NSW (2020).  
9 The PWI scale is percentage of scale maximum with 100% being perfect wellbeing. The reference 
PWI score for the Australian population is 75%, the mean score in the 2020 Carer Survey is 57%.  
10 Carers NSW (2020). 
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Figure 3. Respite use and carer wellbeing 

            

 

 

For carers unable to access planned respite through other service systems – which tends to be 

particularly common among carers of people living with a mild to moderate disability or a chronic or 

life limiting illness – there is a need for additional supports to provide a break outside of current 

national service systems. 

 

These supports do not necessarily need to be traditional respite services, but can include innovative 

programs providing or subsidising access to recreational activities that provide the carer – and 

sometimes the person they care for – with a meaningful break from usual caring arrangements. 

Grants programs and respite infrastructure (including directly funding venues and activities) can be 

relatively low cost for governments, and leverage existing resources, yet if correctly designed and 

promoted can greatly benefit carers. Such initiatives are currently ongoing in other states and 

territories, including the ACT and Victoria. 

 

The ACT Respite Effect and Recovery Grants program11 offers carers up to $250 to access activities 

or supports that may provide a respite effect or support with recovery from COVID-19 and the 

additional strain that this has placed on carers. However, Carers NSW believes that the NSW 

Government must commit to any respite grants program on an ongoing basis, enabling carers to 

continue to have ongoing opportunities to access respite or a respite like effect. Further, the Victorian 

Support for Carers Program provides respite to carers regardless of the condition of the person being 

cared for, and regardless of existing connection to the NDIS or My Aged Care support. 

 

The Companion Card, Seniors Card and Carers Week Grants in NSW provide some opportunities for 

a break, as do events Carers NSW and other organisations are funded to deliver within their peak 

role. However, additional grant opportunities as well as expanded subsidised and inclusive community 

activities may offer additional choices to carers seeking a break from the caring role. Carers NSW 

also recommends this area be prioritised for consideration of additional resourcing in future grant 

opportunities linked to the NSW Carers Strategy, given its focus on carer health and wellbeing. 

                                                 
11 ACT Government (2021), ‘Respite Effect and Recovery Grant Program Guidelines’, available online 
at: https://www.communityservices.act.gov.au/disability_act/recipients/respite-effect-and-recovery-
grant-program-
guidelines#:~:text=The%20Respite%20Effect%20and%20Recovery,and%20carers%20in%20the%20
ACT, last accessed 9 November 2021. 
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Additionally, Carers NSW commends the NSW Government on their investment in specialised respite 

infrastructure in Queanbeyan in the 2019-20 NSW Budget for people with serious or life-limiting 

illness. However, with intended respite users often ineligible for funding for direct care and support 

through the NDIS, and limited residual direct care services available in NSW, there are limited 

avenues for the funding of operational costs associated with the provision of care.12 Carers NSW 

recommends that the NSW Government continue to explore funding options for the provision of 

services and supports that provide direct care to enable the utilisation of available respite 

infrastructure for carers and the people that they care for.  

 

Invest in addressing care workforce shortages in NSW 

Carers NSW has raised on a number of occasions with the NSW and Australian Governments our 

increasing concerns about care sector workforce shortages in NSW, especially in regional and remote 

areas, and the impact of this on access to carer support services. Carers NSW has also heard from a 

number of carers that workforce shortages and increasing workforce complexities associated with 

COVID-19 vaccination status have limited their ability to secure and maintain paid care workers 

across the aged care, disability and carer support sectors.  

The Aged Care Royal Commission, the Productivity Commission inquiry into Mental Health, and the 

Disability Royal Commission have also highlighted the impact of workforce shortages on the 

availability, quality and safety of care services nationwide. Where services are unable to be provided 

due to an inability to secure appropriate staff, carers often have no choice but to provide care 

themselves, often impacting on their own health and wellbeing. Additionally, they may not be able to 

access supports that provide replacement care and enable them to focus on their own wellbeing or 

participate in social, education or employment activities. 

The 2020 National Carer Survey found that in NSW 14.4% or respondents caring for someone 

accessing aged care services, 23.4% of respondents caring for someone accessing services through 

NDIS and 22.4% of respondents caring for someone accessing mental health services reported that 

the services they needed were not available locally.13 Additionally, more than 1 in 3 carers (38.5%) 

reported long waiting periods for aged care services, more than one in 4 (27.7%) reported the same 

issue in relation to NDIS services and an additional one in three (32.3%) reported waiting a long time 

for mental health services.  

For carers of those accessing disability and mental health services, the Survey found that lack of 

service availability locally and long wait times was associated with significantly higher psychological 

                                                 
12 About regional (2021), Queanbeyan Respite Centre edges closer to development but still no luck 
on operational funding, available online at: https://aboutregional.com.au/queanbeyan-respite-centre-
edges-closer-to-development-but-still-no-luck-on-operational-funding/, last accessed 8 November 
2021. 
13 Carers NSW (2020). 

Recommendations 

• Continue and expand subsidy programs that reduce the costs of recreation for carers 

• Invest in training and development for community organisations and associations to 

improve the inclusiveness of available mainstream activities that may provide a respite 

effect 

• Fund additional break-focused projects linked to the NSW Carers Strategy 
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distress and lower wellbeing.14 This is consistent with anecdotal reports from carers to Carers NSW, 

especially from carers in regional and rural areas.  

Carers NSW commends the NSW Government on committing to recent initiatives to address care 

workforce shortages, such as investment in training courses and facilities for the care sector and 

awareness campaigns to attract more potential employees to the care sectors. However, Carers NSW 

believes that a whole-of-government approach is required to effectively address these critical issues, 

with State and Territory governments working collaboratively. Carers NSW also believes that one 

clear ‘touch point’ must be established to provide details of all the currently available initiatives and 

how to access them for both employers looking to grow and develop their workforce, as well as 

people looking to enter the care sector.  

Furthermore, Carers NSW also believes, that fundamentally, the NSW Government should support 

the improvement of employment conditions, including remunerations, access to training and support, 

and greater employment security for care sector workers. The Australian Jobs report15 highlights that 

the health and social care sector is currently, and projected to continue being, the highest growth 

sector for employment in Australia. The health and social care sector is also made up of 

predominately women, whose employment has been disproportionately affected by COVID-19.  

Carers NSW believes that investment aimed at facilitating the growth and strengthening of 

employment within the sector is likely to not only see improvements for carers and those they care for, 

but also improved economic outcomes for NSW on the whole, as well as for women, in the continued 

recovery from the COVID-19 pandemic.  

Finally, as vaccination mandates for many categories of direct care workers have been put in place in 

NSW and as mandated QR code check-in to public venues has been expanded and streamlined, the 

question of if and how these initiatives should apply in homes that are, essentially ‘care workplaces’, 

has arisen among some carers. As public health orders regarding the delivery of direct care continue 

to be updated in line with public health advice, Carers NSW urges the NSW Government to consult 

with carers and care service providers as to whether measures such as disclosure of vaccination 

status and venue check-in may be useful safeguards for some home environments where numerous 

care workers attend vulnerable clients on a daily or weekly basis. 

                                                 
14 Ibid. 
15 National Skills Commission (2021). Australian Jobs Report, Australian Government, Canberra. 
Available online at: https://www.nationalskillscommission.gov.au/australian-jobs-report, last accessed 
8 November 2021. 

Recommendations 

• Work with the Australian Government to address care workforce issues 

• Invest in a central point for information and advice regarding care sector workforce 

initiatives  

• Invest in innovative pilot projects that aim to grow and strengthen the care sector 

workforce 

• Invest in employment initiatives that support women to engage in the workforce if and 

when they choose 

• Develop a NSW Care Sector Workforce Strategy 

• Address COVID-19 transmission risks in homes that are care workplaces 
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2. INCLUDE CARERS IN MAINSTREAM SERVICES 

Carers are often highly involved in the care and support of their family member or friend, especially in 

the health care system, where – with the support of informal carers – the delivery of health care has 

gradually shifted increasingly from the hospital into the home and community.16 While carers are often 

referred to as an integral part of the health care workforce, Carers NSW continues to hear from carers 

themselves that they are not adequately recognised or included at various points of service access.  

While state-based services have obligations under the NSW Carers (Recognition) Act 2010 (the Act) 

and associated NSW Carers Charter (the Charter) to ensure carers are recognised and supported, data 

from the 2020 National Carer Survey demonstrates that these principles are not always consistently 

upheld. The Survey found that in NSW only 1 in 3 carers reported that they had been provided with the 

necessary information required to support them in their caring role and almost 70% reported that they 

were not asked about their own needs17 when engaged in a hospital setting. While there are the obvious 

and immediate impacts of limited recognition and inclusion, particularly that support in the practical 

aspects of caring, Carers NSW wishes to also highlight the implications for carers’ own health and 

wellbeing if they are not adequately recognised or included.  

Data from the 2020 National Carer Survey demonstrates that carers who felt they had not received the 

relevant information in a hospital setting reported lower personal wellbeing and satisfaction with their 

health compared with carers who had. Similarly, the Survey also identified a strong relationship between 

carer recognition and the influence this has on carers’ health and wellbeing, with those who felt 

recognised by their community for their caring role reporting higher personal wellbeing than those who 

did not.18  

Carers NSW has raised concerns about the adequate recognition, inclusion and support of carers in 

mainstream services like the health care system in a number of Pre-Budget Submissions and other 

consultation opportunities with the NSW Government. While Carers NSW acknowledges the ongoing 

work of the NSW Government to identify and address gaps for carers in regard to recognition and 

support, we would like to highlight some ongoing areas of concern for carers when navigating health 

care and other mainstream services. Furthermore, Carers NSW has identified a number of opportunities 

for NSW to overcome current barriers by funding pre-existing initiatives more broadly across NSW, or 

expanding eligibility for programs or services to include carers.   

Continue to invest in carer inclusion in the health care system  

Carers NSW commends the continuous work of DCJ and NSW Health to embed principles of the Act 

and Charter throughout their policy and practice, particularly in recognising carers as ‘partners in care’. 

While a number of initiatives exist across local health districts to identify and support carers engaging 

with the health care system, carers continue to report to Carers NSW that they are not adequately 

considered or included during important conversations or decisions about the health care of their family 

member or friend. This section examines opportunities for the NSW Government to leverage existing 

programs and initiatives to improve the inclusion of carers at various points of contact with the health 

care system, allowing for care to remain as safe and sustainable as possible. 

 

 

                                                 
16 White, S., Hart, N., & Lewis, S. (2021), ‘Engaging Carers in Co-Design: Development of the Carer 
Readiness Tool, International journal of integrated care, 21(1), 13. https://doi.org/10.5334/ijic.5527 
17 Carers NSW (2020).  
18 Ibid. 
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Carer-inclusive discharge planning 

There is strong evidence to suggest that inclusive and collaborative discharge planning between 

hospital staff and carers results in fewer hospital admissions,19 particularly as carers are likely to 

coordinate and provide care in conjunction with outpatient services. Despite research demonstrating 

the benefits of including carers in conversations around discharge planning, many carers report they 

are not readily prepared for, or at times are even informed about, the discharge of their family or friend 

into their care at home. 

Carers NSW recognises the work of NSW Health to improve recognition and support of carers in the 

health care system, for example through the Key Directions initiative, including in the context of 

discharge planning. The renewal of this document in line with the NSW Carers Strategy: Caring in 2020-

30 (the Strategy) demonstrates the NSW Government’s ongoing commitment to continuous 

improvement of carer inclusion over time. Carers NSW encourages NSW Health to incorporate best 

practice initiatives in carer inclusion and support occurring at the local level into its revised policy 

directions regarding carer inclusion.  

Following an identified need for carers to be better equipped to support family members or friends as 

they are discharged into the community, the Central Coast Local Health District’s (CCLHD) Carer 

Support Unit developed the Carer Readiness Tool (CRT), a three-pronged initiative that sought to gauge 

carer readiness and confidence to undertake clinical tasks in the home, indicate to clinical staff any 

areas where carers may require support and to provide evidence that CCLHD is engaging carers as 

partners in care – an obligation under the Charter.  

When first piloting the tool, immediate benefits were identified, with respondents conveying their 

appreciation for being asked about their own needs when they prepared for their care recipient’s 

discharge.20 Further, respondents also indicated the benefit of having the opportunity to identify 

competing care responsibilities, existing formal or informal supports, as well as convey any concerns 

they had without having to express them in front of the person they care for.21  

From an international perspective, the online carer support service Mobilise has developed the Carers 

Guide to Hospital Discharge, a resource which collates information from the United Kingdom’s National 

Health Service (NHS) and other sources to provide family and friend carers with centralised information 

about discharge planning. The resource provides carers with guidance and advice on how to plan for 

their care recipient’s discharge, including information on where to find practical support that enables a 

smoother transition from the clinical environment into the community.  

Both the CRT and online resource demonstrate the importance, but also the need, for supports within 

the health care system that are specifically tailored to the needs of the carer. By implementing well-

practiced initiatives across all health systems in NSW, Carers NSW believes that carers will be 

supported to provide care in a safe and sustainable way.   

Planning for sustainable care arrangements  

Recent findings from the Royal Commission into Aged Care has strengthened the case for the needs 

of carers being adequately considered when planning and coordinating the care of older people. While 

patient discharge processes may take into consideration the sustainability of informal care, particularly 

if the carer is ageing themselves, the current nature of the aged care system means that carers may 

                                                 
19 Rodakowski, J., Rocco, P., Ortiz, M., Folb, B., Schulz, R., Morton, S., (2017), ‘Caregiver Integration 
During Discharge Planning for Older Adults to Reduce Resource Use: A Metaanalysis’, Journal of the 
American Geriatric Society, 65(8): 1748–55. DOI: 10.1111/jgs.14873 
20 White et al (2021).  
21 Ibid.  
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not have easy access to formal services in the home and community after discharge, even once 

Transitional Care Programme supports have ceased. 

Although the Federal Government has recently invested $6.5 billion to address ongoing supply issues 

for Home Care Packages (HCPs),22 it is likely this will not address ongoing need, especially if formalised 

supports are required suddenly. Additionally, while alternative supports are often available through the 

Commonwealth Home Support Program (CHSP), carers often have to supplement these services due 

to the relatively low levels of care provided. The sustained shortage of HCPs has also resulted in many 

older people and their carers utilising CHSP services as an interim measure until an adequate package 

becomes available, creating significant strain on both CHSP services and carers.  

The Consumer and Carer Coaching Program (3CP), a project led by Carers NSW and funded through 

the Commonwealth Home Support Programme’s (CHSP) Innovation Fund, was developed in 

consultation with carers to build the practical caring skills of carers to meet the demands of increasing 

care needs. However, Carers NSW was unable to trial the peer mentoring element of the program due 

to the unforeseen impacts of COVID-19 in 2020. Through the 3CP, carers can enhance their ability to 

provide care to their family member or friend, and be provided with a skillset that may be transferable 

to paid care work, where this is of interest, and potentially addressing current shortages in the aged 

care workforce.  

Carers NSW has previously advocated for this Program to be funded more broadly by the NSW 

Government to support carers to prepare for and navigate a change in their caring role. Carers NSW 

encourages the NSW Government to invest in a pilot that enables the implementation of the peer 

mentoring element of the 3CP program to provide the evidence base for the effectiveness of practical 

skills training in achieving optimal outcomes for carers and care recipients following discharge.  

Furthermore, Carers NSW believes that the NSW Government should also explore other opportunities 

to fund practical supports for carers at discharge through the Strategy. Access to supports such as 

interim formal services, service navigation and carer skills 

training are likely to have a significant impact on carer health 

and wellbeing, an identified priority in the Strategy.  

Improving integration between health care and carer support 

services 

The hospital system in NSW often provides a de facto 

emergency response for accommodating people in need of 

care – such as older people, people with disability and people 

living with health or mental health conditions – when their carer 

is temporarily unable to care, for example due to a health issue 

or medical procedure. While a hospital is far from an ideal 

environment to stay in for non-medical reasons, and is certainly 

not a financially sustainable option for the health system, 

hospital beds remain a critical backstop for when other formal 

and informal respite options are unavailable, for example, due 

to the workforce shortages explored in Section 1.  

Another important, yet perhaps less recognised role that the 

hospital system has in sustaining caring arrangements is in 

treating ill and injured carers in a timely and holistic way that safeguards the health and wellbeing of the 

                                                 
22 Australian Government (2021), Budget 2021-22: Securing Australia’s recovery, Guaranteeing the 
essential services, available online at: https://budget.gov.au/2021-
22/content/download/glossy_ges.pdf, last accessed 8 November 2021. 

Eleanor* cares for her adult 

daughter, Janine, and a recent 

arm injury rendered her unable 

to safely provide much of the 

physical care required. 

Although Janine’s NDIS 

package usually funds an 

adequate amount of support, in 

these changed circumstances, 

Eleanor was unable to access 

additional evening and 

weekend support at short 

notice from the NDIS or Carer 

Gateway, placing her recovery 

and her daughter’s wellbeing at 

risk.  

* Names changed 
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“All carers, would benefit from 

some sort of identification card 

that allows for discounts and 

concessions” 

- Carers NSW 2022-23 Pre-Budget 

Submission Consultations 

-  

carer and the person they care for. The importance of informed and supportive discharge planning for 

care recipients has already been addressed earlier in this system; however forward planning for the 

discharge of carers post-treatment is also critical to avoid risks in the home environment.  

In some cases, carers receiving treatment have had to source their own replacement care to perform 

their usual caring tasks during their recovery, and these supports are not always available when they 

need them. Many local health districts are well acquainted with the carer support system and provide 

referrals to carers in these and other instances, and programs such as the Quick Response Program 

at St George Hospital can put in place temporary in-home supports to assist with this transition. 

However, Carers NSW believes a more systematic approach to carer identification and referral at 

discharge – of the carer or a person receiving care – across NSW would assist in streamlining access 

to support and preventing carers from falling through the gaps. Direct liaison with local Carer Gateway 

Service Providers and making funds available to allocate to temporary in-home services where gaps 

exist would better ensure that carers and the people they care for are not faced with risky or 

unsustainable caring arrangements. 

 

Recognise carers as service users in their own right 

Data from the 2020 National Carer Survey has demonstrated the impact of limited recognition on carer 

health and wellbeing, with respondents reporting lower personal wellbeing in circumstances where they 

do not feel recognised.23 As such, Carers NSW believes it is important for the NSW Government to 

identify and prioritise opportunities that address concerns around low carer health and wellbeing by 

facilitating access to new or pre-existing initiatives where carers are recognised as service users in their 

own right.  

Develop and introduce a NSW Carer Card  

The concept of a Carer Card has been explored in NSW on a 

number of occasions, with Carers NSW advocating for such 

measures in several prior Pre-Budget Submissions and 

consultation opportunities. While Carers NSW understands 

that there are other initiatives similar in concept and nature, 

such as the NSW Seniors Card and Companion Card, such 

schemes are only available to select cohorts of carers and 

neither recognise carers in their own right.  

The purpose of the Seniors Card and Companion Card is to ensure that older people and people with 

disability continue to actively engage in the community by reducing the costs of various services and 

                                                 
23 Carers NSW (2020).  

Recommendations 

• Review discharge planning requirements for NSW public health settings to ensure 

adequate carers inclusion and support  

• Expand the Carer Readiness Tool to support carers in other LHDs 

• Invest in a pilot that enables the implementation of the full 3CP program 

• Improve carer identification and support in situations of carer illness and injury 
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“… the fitness passport…that 

would help me out so 

much…I'd be able to get my 

swim in and things like that… 

initiatives that are already in 

place could be extended to 

support carers and 

supporting their health and 

wellbeing...” 

- Carers NSW 2022-23 Pre-

Budget Submission 

Consultations 

-  

activities, especially as people in these cohorts may rely on an income support payment or pension and 

have higher or additional costs of living. In each of these contexts, community participation is considered 

not only a right and entitlement of older people and people with disability, but also as a way to maintain 

health and wellbeing.  

Carers NSW wishes to highlight that many family and friend carers share similar experiences of financial 

hardship or insecurity, but are often excluded from schemes and initiatives that may encourage broader 

community participation or support the prioritisation of their own health and wellbeing. Carers NSW 

believes the introduction of a Carer Card in NSW would provide increased opportunities to improve 

carer health and wellbeing across NSW – a key priority of the Strategy – especially as many carers 

have conveyed that it is the financial implications of their caring role that make it difficult to participate 

in community activities and prioritise their own health and wellbeing.  

Similar to existing schemes, the NSW Carer Card could be used to reduce the costs of transport or 

provide discounts on goods and services from participating businesses, including holiday and leisure 

venues, and professional services. The Card could also be used within the health, community and care 

support sectors as a way of improving carer recognition and legitimising their role as a partner in their 

care recipient’s care, which has been evidenced to also contribute to positive carer health and 

wellbeing. 

As well as improving carers’ social participation and overall wellbeing, Carers NSW believes that a NSW 

Carer Card would also address ongoing concerns with carer recognition in various service systems and 

the community more broadly, especially as Carers NSW has noticed occasions where state-based 

services have required some form of formal carer identification, even though no such identification 

currently exists. For example, in instances where a carer may be summoned to participate in jury service 

but cannot fulfil this obligation due to caring responsibilities, the Service NSW website instructs carers 

to provide a carer’s card or similar identification to support their exemption application. Similarly, noting 

the lack of formalised carer identification, North Sydney Local Health District (NSLHD) has recently 

implemented a carer identification card for carers to use when attending hospitals within the district, as 

attendance and visitation has become limited due to COVID-19. Carers in this LHD are encouraged to 

apply for the card as way to for health staff to identify their caring role.  

Broaden eligibility for existing initiatives to include carers 

Many carers experience higher rates of financial distress and insecurity due to additional costs 

associated with their caring role and limited opportunities to participate in the workforce – explored in 

more detail in section 4 of this submission. Constrained opportunities for breaks from the caring role 

can also prevent carers from engaging in activities that support their own health and wellbeing.  

When consulting with carers on how to practically address 

ongoing gaps related to health and wellbeing, several 

suggested to Carers NSW adapting the Fitness Passport 

initiative, currently utilised by a number of LHDs, to provide 

carers with discounted or free admission to participating gyms 

and fitness classes across NSW. In recognition of the benefits 

fitness has for their employees, LHDs across NSW have 

partnered with Fitness Passport to offer a low cost, flexible 

corporate gym and pool membership program to employees 

and their family members. Carers NSW believes that such an 

initiative would support positive outcomes in relation to the 

Strategy. This type of initiative would enable carers and the 

people they care for to engage in activities that support their 

participation in the community while also improving their health 

and fitness. Further, for carers who wish to attend such activities with the person they care for, the 
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Fitness Passport would facilitate access for their care recipient at no additional cost, which would 

otherwise prevent them from engaging in such activities.   

Improve Service NSW digital infrastructure   

Carers NSW commends DCJ and the NSW Department of Customer Service on their ongoing 

commitment to improving the Service NSW website and associated applications, particularly as many 

carers access their services. Carers NSW notes in particular the recent introduction of the Carers 

landing page on the website, where all relevant carer information has been collated and published to 

help improve navigation and access for carers across NSW.  

Despite these positive improvements, Carers NSW continues to hear that some elements of the website 

and mobile phone app are not accessible for people who use an alternative form of identification due 

to disability or another condition. Carers NSW has heard from carers that the person they care for has 

been unable to register for various schemes online, such as the NSW Dine and Discover vouchers, as 

their NSW Photo Card has not been accepted as a valid form of identification through the Service NSW 

digital platform. When raising this concern with Service NSW directly, carers have been instructed to 

attend a service site in person as this is the only way this form of ID can be accepted.  

Carers NSW is concerned that the current limitations of the Service NSW website and app directly 

excludes and therefore disadvantages some people with disability and their carers, especially as the 

NSW Photo Card is an accepted form of identification issued by Service NSW themselves. For many 

people with disability and their carers, attending a service in person may involve additional 

considerations such as utilising accessible transport or organising a support worker, both of which 

require access to funding, private or otherwise. For people with disability and their carers who are based 

regionally, Service NSW sites are not always located in larger shopping precincts, meaning they are 

unable to combine this with a trip out into the community and to fully utilise any formalised supports 

they have organised. 

To ensure people with disability and their carers are able to enjoy the same initiatives and schemes that 

other members of their community access, Carers NSW recommends that the NSW Department of 

Customer Service look to immediately rectify the current limitations with the Service NSW website and 

app, so as to ensure people who use NSW Photo Cards are able to register and access schemes and 

initiatives in the same way as though they held other forms of identification.  

Carers NSW also looks forward to continuing to work with Service NSW on partnership opportunities in 

delivering information and support to carers, especially in the Hunter New England, Central Coast and 

North Coast regions of NSW where Carers NSW is the Carer Gateway Service Provider. 

 

 

 

Recommendations 

• Introduce a NSW Carer Card to support carer identification and access to discounts  

• Invest in health and wellbeing initiatives for carers that enable free access to fitness and 

wellbeing activities 

• Continue investing in improvements to Service NSW digital infrastructure to enable the 

acceptance of photo ID cards as identification for NSW schemes and rebates 

• Explore opportunities to partner with Carers NSW to deliver information and services to 

carers 
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3. BUILD CARER CAPACITY 

While many carers choose to take on their caring role, in many other cases caring is unexpected and 

comes on suddenly, giving carers minimal opportunity to prepare for the role. Many carers report 

challenges with learning and navigating service systems and developing practical caring skills to 

assist them with providing care safely and sustainably. Furthermore, there are limited opportunities for 

carers to access formalised training or support with fulfilling their caring role.  

For those transitioning out of a caring role, in addition to any emotional impacts, it can be difficult to 

readjust and return to activities that they may have suspended or reduced due to their caring role, 

such as education, employment, community activities and social participation. However, there is 

limited support available to assist carers to transition out of the role and effectively return to pre-caring 

activities. 

Carers NSW believes that through investment in support and capacity building initiatives for carers, 

former carers and the service systems that they engage with, carers are likely to be better equipped 

to provide sustainable care, as well as be able to effectively transition out of the caring role, resulting 

in better long term outcomes for carers and the people that they care for. 

Improve supported decision making resources available to carers 

Support carers to navigate guardianship systems in NSW 

Carers NSW has recently heard from a number of carers 

that they have had significant difficulties accessing or 

implementing services or supports with or on behalf of the 

person they care for due to complex guardianship 

arrangements, specifically where another family member 

may be an identified legal guardian. Carers NSW has 

concerns that where services are unable to be enacted due 

to difficulty obtaining approval from an appointed guardian, 

especially where a guardian may not be living in the same 

household as the person they care for or providing direct 

care, this can have severe negative outcomes for both 

parties. In some cases, it may even result in a breakdown in 

caring arrangements or risks to the health and safety of the 

care recipient.  

Furthermore, carers experiencing difficulty accessing 

services due to guardianship arrangements have expressed 

frustration with the complexities of the guardianship system. 

Carers report that it is not clear what they need to do to 

overcome guardianship issues in order to obtain consent to 

initiate services, and they are often referred to the incorrect 

places for support. Inappropriate referrals and incorrect 

information often delay the initiation of services and places 

carers under a high level of psychological distress.  

Carers NSW believes that the NSW Government must invest 

in greater support for carers engaging with guardianship 

systems to assist them with service navigation and advocacy in complex circumstances. Additionally, 

Carers NSW believes that there must be an urgent review of the NSW guardianship system to ensure 

that there are adequate mechanisms in place to enable immediate approval of services where this is 

Joe* cares for his father Paul 

who lives with him. Paul lives 

with dementia, and his 

condition has been declining 

over the COVID-19 lockdown. 

Joe recently injured his back 

while providing care and feels 

that formal services are now 

needed to enable Paul to 

continue living at home with 

him, as his support needs are 

increasing. Paul has a Level 3 

Home Care Package, however 

his legal guardian Kim, Joe’s 

sister, will not consent to 

services as she is concerned 

that this will take money from 

Paul’s estate. Joe contacted 

NCAT for support, however has 

been unable to complete the 

required paperwork to request a 

tribunal as he is feeling so 

overwhelmed with his caring 

role and how to overcome this 

issue.  

* Names changed 
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in the best interest of a carer and their care recipient, and this approval is unable to be sought from a 

guardian or a guardian does not agree with the need for formal services or supports.  

Supported decision making pilot 

Many carers in NSW support the person that they care for to make decisions, however there are 

limited opportunities for carers to receive formal training or support with this. The 2020 National Carer 

Survey24 found that of respondents in NSW, approximately 80.8% provide support with cognitive or 

emotional tasks, 64.6% provide support with organising finances, 60.6% support with handling 

finances and 73.8% provide support with coordinating support services or care workers for the person 

that they care for. Furthermore, 70.7% provide support with communication, 10.8% provide support 

with interpreting, 72.5% provide support with advocacy and 83.1% provide support with administrative 

tasks.  

Additionally, a number of carers may support the person they are caring for to plan for the future, 

however these discussions can be challenging to start and difficult to navigate. Many carers express 

concerns about future care decisions, when the person that they care for experiences reduced 

decision making capacity, wanting to make the ‘right’ decision, that would align with the will and 

preference of the person that they care for.  

The Act highlights the role of carers as partners in care, who often are experts on the person being 

cared for, therefore carers should be recognised and included in supported decision making, however 

in some cases they will need the skills or tools to effectively implement this. Additionally, formal 

guardianship or nominee arrangements differ between states and territories, as well between state 

and federal legislation and services such as the NDIS, Centrelink or My Aged Care which can further 

complicate providing support with decision making for carers.  

Carers NSW believes there must be greater recognition of carers and national consistency in the 

understanding and implementation of supported decision making to enable carers, agencies and 

service providers to support evidence-based best practice models. Carers NSW has also recently 

been working closely with a number of experts in this area to identify opportunities to improve the 

understanding and implementation of supported decision making for carers, as well as professionals 

and the disability and aged care sectors more broadly.  

Supported decision making should be considered an alternative to the appointment of formal 

guardians, optimising the rights and choices of people with cognitive impairment and minimising the 

need for tribunals and litigation. However, in order to take a supported decision making approach, 

community members, including carers, and professionals need to better be able to assess the 

decision making capacity of individuals and implement best practice support with decision making 

where they may have limited ability to make decisions themselves.  

Investment in pilot programs that aim to upskill carers, service providers and agency staff engaged in 

supported decision making, and providing them with the tools to assess capacity and begin decision 

making conversations is key to building community capacity in supported decision making, and 

enabling optimal outcomes for carers and those they care for.  

 

                                                 
24 Carers NSW (2020).  
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Support former carers to transition out of the caring role  

Most carers will at some point experience an end to a particular caring role, although sometimes 

additional caring responsibilities continue or are added. Carers transitioning out of the caring role can 

face a number of challenges, including grief and loss, a loss of identity and difficulty transitioning into 

other roles. Additionally, many carers continue to identify as a carer for a long time after their caring 

role ends, resulting in prolonged grief and a need for ongoing support throughout this transition.  

There are a number of different pathways to becoming a former carer or transitioning out of caring 

role. In some instances, the person being cared for may no longer require care, for example due to 

recovering from an injury or illness, and in many cases they may pass away. Alternatively, a carer 

may transition out of a caring role where this role is taken over by a family member, friend or formal 

services. Often carers require different supports based on how they exit the caring role. 

A recent thematic analysis of qualitative data collected from former carers in the 2020 National Carer 

Survey25 found that while many carers choose to care, they acknowledge that this comes with a 

number of sacrifices, including time, money, employment and employment-related skills and personal 

relationships, where they have not had time or energy to maintain them. As such, once out of the 

caring role, many former carers require support with re-engaging in activities that they may have 

suspended while caring, such as working and socialising. 

Many carers face significant financial implications when exiting the caring role. Former carers, during 

their period of caring, may have taken breaks from employment or their skills or qualifications may 

have lapsed, making it difficult to re-enter the workforce, especially mature aged workers who reduce 

or cease their employment to provide care to an ageing parent. Additionally, former carers report 

reduced savings or superannuation due to these breaks in employment. Carers have also reported to 

Carers NSW that when their caring role ends they have been quickly transitioned from Carer Payment 

to the lower Jobseeker Payment, on which they are unable to meet ongoing expenses.  

Many carers also delay managing their own health and wellbeing until they have transitioned out of 

the caring role and are no longer focused on the health and wellbeing of the person they care for. 

They may require intensive health intervention to address a number of outstanding health issues that 

they had not previously had the time to address, which can be costly at a time when they may be 

experiencing additional costs, such as funeral costs. Carers NSW believes that former carers should 

be able to access support to address their health and wellbeing on transitioning out of the caring role 

through initiatives, such as allied health programs funded by the NSW Government.   

In NSW, with an ageing population and subsequent growing reliance on informal carers, there is a 

growing need for supports that focus solely on former carers to support them to effectively transition 

                                                 
25 Carers NSW (2020). 

Recommendations 

• Invest in a pilot project aimed at upskilling carers and other community members, 

including service providers in assessing capacity and providing support with decision 

making 

• Fund additional support to assist guardians and financial managers with service 

navigation, advocacy, legal support and administrative tasks 

• Review current guardianship legislation within NSW to ensure that there are adequate 

protections for care recipients where a guardian may not consent to services  
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out of the caring role. While former carers can access services through Carer Gateway, there are 

limitations on this, based on eligibility criteria, depending on how long it has been since the caring role 

‘lapsed’ and the types of support needed. Additionally, former carers may need more specialised 

practical support with navigating legal systems, consumer protections (funerals and retirement 

villages), accessing financial support, and re-entering community, including returning to employment.  

Carers NSW believes, that in line with the health and wellbeing priority in the Carer Strategy, the 

NSW Government should invest in a pilot program of targeted supports for carers transitioning out of 

the caring role. 

 

Build carer capacity as a safeguard against abuse 

Within safeguarding settings, carers are often portrayed as potential perpetrators of abuse against 

vulnerable persons in the community. In some instances, inadequate formal or informal support in the 

community for carers or those that they care for may lead to carer stress or a break down in caring 

relationships, resulting in an increased risk of harm the carer or care recipient. However, the recent 

Aged Care Royal Commission and Disability Royal Commission have highlighted the invaluable role 

of carers as observers and reporters of potential abuse and neglect as opposed to perpetrators.  

According to the Third Progress Report of the Disability Royal Commission,26 of the 669 submissions 

received, around 43% were made by family members (who may or may not be providing care). A 

number of witnesses who provided evidence at the Aged Care Royal Commission were also carers or 

former carers who shared stories of the abuse and neglect of the person that they care for within the 

aged care system. 

With many carers providing significant hours of care directly to the person they care for each week, 

they are often present when abuse occurs, both within formal and community settings. However, 

carers may have difficulty identifying behaviours or actions of others that may constitute abuse. They 

may also be unsure of reporting pathways or lack confidence when approaching reporting bodies 

such as the NSW Ageing and Disability Commission (the Commission).  

In some instances, carers may not be aware that they have witnessed an instance of abuse, 

especially when perpetrated by a family member, and often need support or reassurance with 

identifying abuse. Additionally, Carers NSW continues to receive calls from carers who are unsure 

what to do about potential instances of financial, verbal or emotional abuse towards care recipients 

when this is perpetrated by a family member, often reporting concerns about the impact of reporting 

this abuse on their family relationships. Carers NSW believes that greater awareness of the role and 

scope of the Commission is needed within the community, as well as tailored support for carers who 

report abuse, especially where there are concerns that this may impact a carer’s relationships or 

jeopardise caring arrangements.  

                                                 
26 Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability (2020), 
Third Progress Report. Available online at: https://disability.royalcommission.gov.au/publications/third-
progress-report, last accessed 8 November 2021. 

Recommendations 

• Invest in programs providing practical support for carers transitioning out of the caring 

role including service navigation, legal information and financial support 

• Invest in specialised support for former carers looking to re-enter the workforce 
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Carers NSW commends the recent work of the Commission to explore carer data collected by the 

Commission to better understand the role of carers in identifying, reporting and perpetrating abuse 

against vulnerable persons. Carers NSW believes that the findings from this project will better inform 

the Commission about the educational and supports needs of carers in regards to reporting abuse in 

the community, and potential risk factors for carer stress requiring early intervention. However, 

ongoing investment from the NSW Government will be required to fund or expand any initiatives that 

aim to improve carer understanding of abuse and neglect in the community or provide support for 

carers who are reporting abuse. 

 

Support carers to navigate health and mental health sectors 

The 2020 National Carer Survey27 found that, of respondents in NSW providing care to someone 

accessing mental health services, 1 in 3 (31.2%) reported that it was difficult to find information, 1 in 4 

(24.8%) said organising services took too much energy/time and 1 in 3 (34.8%) disagreed or strongly 

disagreed that mental health services were easy to organise. Only 1 in 3 (31.5%) reported that they 

were provided with the information that they need.  

Difficulty navigating services can often lead to reduced engagement or disengagement from both 

health and mental health services that support persons living with mental illness. Disengagement from 

treatment or support services often results in a higher caring load for carers and more frequent 

episodes of mental ill-health requiring care. Additionally, people living with mental illness often require 

support with navigating other service systems such as housing and financial support.  

Where inadequate supports are available to assist people living with mental illness to navigate 

complex service systems, carers often have no choice but to provide this support. Support with 

information finding, administrative tasks and negotiations between service systems can place 

significant pressure on carers who are often already time short and experiencing high levels of 

psychological distress themselves as a result of their caring role.  

Carers NSW believes that the NSW Government should invest in holistic navigation support within the 

health and mental health systems to reduce strain on carers to provide this support, as well as 

improve their understanding and ability to navigate services with or on behalf of the person they care 

for. The Central and Eastern Sydney Primary Health Network’s (CESPHN) Service Navigation for 

Psychological Services28 provides an example of a program aimed at supporting people to identify 

and locate the appropriate mental health services for them. The service is available to people living 

                                                 
27 Carers NSW (2020) 
28 Central and Eastern Sydney PHN (2021), ‘Service Navigation for Psychosocial Services’, available 
online at: https://www.cesphn.org.au/news/latest-updates/4510-service-navigation-for-psychosocial-
ervices, last accessed 8 November 2021. 

Recommendations 

• Invest in programs and projects that build carer confidence in identifying and responding 

to abuse against vulnerable persons 

• Continue to invest in awareness raising initiatives promoting the role and scope of the 

NSW Ageing and Disability Commission 

• Improve integration, including cross-referrals, between State and Federal quality and 

safety bodies 
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with mental illness, their families and carers and also provides information and support to health and 

allied health professionals in the community.  

Carers NSW recommends that the NSW Government invest in expanding the CESPHN Service 

Navigation for Psychological Services program to other jurisdictions throughout NSW or invest in 

similar programs that provide support with service navigation and capacity building for carers in this 

area. Enabling early and easy access to health and mental health services that provide appropriate 

levels and types of support is likely to improve service access, usage and integration, resulting in 

better outcomes for people living with mental illness and their carers.  

 

4. IMPROVE CARERS’ FINANCIAL SECURITY 

Carers are significantly financially disadvantaged across the life course in comparison with their non-

caring counterparts. As caring can be time- and resource- intensive, and is often long-term in nature, 

it can contribute to chronic and accumulated economic disadvantage. As highlighted earlier, carers 

often face significant financial pressure as a result of their caring role due to increased costs 

associated with care, combined with reduced income due to the impact of caring on their education 

and employment.  

Carers NSW commends the NSW Government for identifying the improvement of carer financial 

wellbeing and economic opportunities as a priority in the NSW Carers Strategy: Caring in NSW 2020-

2030 (the Strategy), and the inclusion of a financial literacy project led by Carers NSW under the 

Action Plan 2020-22. In our work thus far leading this project, a number of areas for further 

investment have been identified.  

Support carers with the additional and hidden costs of caring 

Caring can come with significant economic costs. In addition to limited opportunities to participate in 

the workforce and access associated earnings and employer superannuation contributions, carers 

face additional day to day expenses, which can further limit their ability to save for retirement. These 

expenses can include health care fees, medicine costs, purchase and maintenance of aids and 

equipment, home modifications, transport fees and formal community care costs or co-contributions. 

Carers may also have higher utility costs and wear out white goods more quickly due to additional 

laundry, heating or cooling necessary to meet the needs of the person they care for. 

Furthermore, when a person with disability or an older person relies on a Centrelink payment, carers 

often provide financial support with accommodation, living and health care costs due to the 

inadequacy of those payments to meet their living and health care expenses. Carers who are able to 

remain in or re-enter the workforce may face further costs of replacement care, such as home-based 

Recommendations 

• Review and expand existing programs, such as the CESPHN Service Navigation for 

Psychological Services program, that provide support with navigating health and mental 

health services 

• Invest in new initiatives that aim to build carer capacity in navigating mental health 

services 

• Continue to improve integration between health and mental health services within NSW 
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or centre-based respite services, to enable them to work, especially where subsidies are inadequate 

or unavailable, or limited supply or service quality necessitates the purchase of private services.  

Only 1 in 5 respondents to the 2020 National Carer Survey did not incur any additional costs in 

relation to their caring role.29 Nearly 2 in 3 reported that they contribute financially to the costs of 

medicine for the person they care for, and 1 in 2 contribute to their transport costs.  

Address cost gaps in mental health services 

The types of hidden costs incurred by carers can differ depending on the characteristics of the carer 

and the care needs of the person they are caring for. Mental health carers in particular can incur 

extensive out-of-pocket costs associated with mental health care services and medications, largely 

due to co-payments and limited supply of bulk billed professionals. Service and cost gaps are 

reported to be a particular issue for carers living in regionally and remote areas of NSW.  

These costs are additional to the indirect costs associated with impacts of caring on employment, 

such as time taken off work to support the person they care for. Indeed, data from the Carers NSW 

2020 National Carer Survey indicates that half of all mental health carers are not in the labour force, 

which is similar to carers generally; only approximately 38% are employed.  

There are a number of actions that could be taken by the NSW Government to address the service 

and cost gaps encountered by mental health carers. Firstly, it is imperative that carers are recognised 

as partners in care and that their own support needs be taken into account. This can be achieved 

through the funding and implementation of mental health services that meaningfully include and 

support carers.  

Out-of-pocket costs could also be further reduced through additional subsidies from the NSW 

Government to cover gaps where mental health services are not covered under Medicare – this would 

have impacts for both care recipients and carers. In addition, the NSW Government could also 

provide subsidies or rebates to cover gaps where Commonwealth funded Telehealth services are not 

fully covered under Medicare – this would ultimately improve access to online health and mental 

health services. Finally, Carers NSW advocates for investment in local supports that build digital 

literacy to further improve access to online mental health supports.  

 

Recognise the contributors and solutions to financial stress 

The 2020 National Carer Survey30 found that carers were more than twice as likely as members of the 

general population to experience financial stress. More than 1 in 2 respondents experienced at least 

                                                 
29 Carers NSW (2020). 
30 Carers NSW (2020).  

Recommendations 

• Fund and implement mental health services that meaningfully include and support carers 

• Reduce out-of-pocket costs related to mental health services by providing subsidy where 

services are not covered under Medicare 

• Reduce out-of-pocket costs related to Telehealth services by providing subsidy where 

these services are not covered under Medicare 

• Invest in local supports that build digital literacy to further improve access to online 

supports 
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“Receiving Carer Payment 

long term means many carers 

are living on the poverty line” 

- Carers NSW 2022-23 Pre-Budget 

Submission Consultations 

one identified form of financial stress in their household in the year prior to completing the Survey, 

compared to only 1 in 5 Australian households.31  

A lower but still considerable total of 13.4% of respondents experienced more than 4 instances of 

financial stress in their household, and were therefore considered to be in financial distress. A 

common indicator of financial stress reported by Survey respondents was the inability to raise $2,000 

in a week if needed. This suggests both a particular lack of personal savings reserves among carers 

and a lack of supportive networks that can be leveraged to obtain financial assistance when needed.  

In order to understand the solutions to financial distress, it is imperative to first understand the 

contributors, including those unique to carers. The causes of financial stress can be complex and 

differ between individuals, though common contributing factors for the general population include job 

loss or retrenchment, long term unemployment, difficulty securing paid employment, inability to pay 

bills and increasing costs of living.32 In addition to these common factors, carers often face a range of 

additional factors specific to their caring role which can increase the likelihood of financial stress, 

including additional expenses, as explored in the prior section.  

Reduced income potential 

Carers are more likely than non-carers to leave the workforce early, reduce their working hours, take 

a job under their skill level and decline or miss out on promotion and other career advancement 

opportunities due to the challenges of balancing caring responsibilities with paid employment in a 

workforce where flexible working arrangements can be limited.33 As a result, carers are more likely 

than non-carers to be outside the labour force and to work part time.34 These characteristics are also 

associated with the greater proportions of carers who are female.35 

Carers are therefore more likely to rely on a Centrelink 

payment as their main source of income, with 1 in 4 carers of 

working age (15-64 years) in this category compared to fewer 

than 1 in 10 Australians in the same age bracket. Overall, 1 in 

3 carers – nearly double the rate of non-carers – reported that 

their main source of income was a government pension or 

allowance.36 Carers have also been identified by the 

Australian Government as being at high risk of long term 

welfare dependency, especially those caring from a young age.37  

As a result of these multiple factors limiting carers’ income potential, the median personal income 

among carers of working age is nearly $200 less per week than for non-carers. For primary carers, 

the difference is more than $350 per week.38 Job losses, reduced working hours and reduced job 

                                                 
31 Australian Bureau of Statistics (2019), Household Expenditure Survey 2018, available online at: 
https://www.abs.gov.au/statistics/economy/finance/household-expenditure-survey-australia-summary-
results/latest-release#financial-stress-and-spending, last accessed 8 November 2021. 
32 Lifeline (2021), Financial Stress, available online at https://www.lifeline.org.au/get-help/information-
and-support/financial-stress/, last accessed 8 November 2021. 
33 Carers NSW (2020).  
34 ABS (2019).  
35 Ibid. 
36 ABS (2019). 
37 Department of Social Services (2016), Australian Priority Investment Approach to Welfare – Carers, 
available online at: 
https://www.dss.gov.au/sites/default/files/documents/09_2016/carers_factsheet.pdf, last accessed 23 
April 2021.  
38 ABS (2019). 

https://www.dss.gov.au/sites/default/files/documents/09_2016/carers_factsheet.pdf
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Kellie* cares for her child Sam* 

who lives with a disability. 

Although Sam was recently 

approved for support under the 

National Disability Insurance 

Scheme (NDIS), the initial plan 

allocated was significantly 

underfunded. Kellie appealed, 

and the matter was referred to 

the Administrative Appeals 

Tribunal (AAT). Whilst waiting 

on adequate NDIS funding, the 

family were forced to re-

mortgage their home to self-

fund therapies and supports 

totalling approximately $50,000, 

as well as to pay for private 

legal representation at AAT.  

Following appeal, the NDIA 

agreed to fund all supports and 

therapies requested, however 

there remains disagreement 

over funding for to support 

school education. Kellie has 

stopped working in order to 

provide support where ongoing 

service gaps exist. This 

continues to have an impact on 

the families’ financial security.  

* Names changed 

security in 2020-21 as a result of COVID-19 and the associated recession has further compounded 

this disadvantage for many carers.  

Carers NSW strongly advocates for greater workplace flexibility and increased job stability for carers, 

facilitated by legislation and regulation, as well as ongoing employment support to assist carers into 

the workforce and with sustaining employment in the long term. We accordingly commend DCJ for its 

ongoing support of, and commitment to, the Carers + Employers program, including its recent 

achievement of Level 2 accreditation under the program. 

In addition to general employment support for carers, Carers NSW recommends that the NSW 

Government enact specific financial assistance for carers in casual employment, similar to that 

enacted by the Victorian Government.39 With COVID-19 highlighting significant workforce issues for 

people in casual or insecure employment, the Victorian Government announced in their 2021-22 

Budget, that they will be investing $5 million to develop a “secure work pilot scheme” which will aim to 

provide up to five days of sick and carers leave for casual 

employees and those in insecure employment who need to 

take leave when they are unwell or need to provide care.  

The Victorian Government is also considering providing a levy 

to businesses to cover the cost of this leave if the Scheme is 

implemented long-term. Such support ensures that carers, 

who are disproportionately represented in insecure or 

underemployed workers, are not further financially 

disadvantaged when providing care.  

Housing affordability issues and rental instability 

The 2018 Survey of Disability, Ageing and Carers40 reported 

that approximately 36,000 carers live in State managed 

housing in NSW, with estimates drawing on administrative 

data from social housing being considerably higher.41 As 

noted, carers are more likely than non-carers to live in low 

income households and are more likely to be out of the 

workforce and reliant on Commonwealth income support, 

leading many to apply for social housing. However, less 

social housing overall and low levels of affordable housing 

stock, have seen an increase in low-income earners in the 

rental market, increasing competition for the limited, 

affordable rental properties available.  

For those who have had the opportunity to enter home 

ownership, taking on a caring role later in life can impact on 

their long term financial security, as many are required to 

redraw on loans or access equity to meet urgent costs 

associated with caring. A number of carers have reported to 

Carers NSW that they have had to re-mortgage or sell their 

family home in order to meet costs of assessments, treatment, 

                                                 
39 State Government of Victoria (2021). Coronavirus (COVID-19) guidance note for the Victorian 
Public Service and Sector: Employment guidance for employers and employees in the Victorian 
Public Service and Sector, available online at: https://www.vic.gov.au/coronavirus-covid-19-guidance-
note-victorian-public-service-and-sector, last accessed 8 November 2021. 
40 ABS (2019). 
41 Carers NSW (2017), Recognition as a tenant policy: Implications for carers, Carers NSW, 
unpublished.  



  

29 
 

“… rental assistance from 

Centrelink, it is not enough. 

Living on carer payment, less 

than $500 pw, all money goes 

to accommodation” 

- Carers NSW 2022-23 Pre-Budget 

Submission Consultations 

therapy or services due to administrative delays, service gaps or legal representation to pursue 

access to service systems. Carers re-mortgaging their homes to meet care costs are more likely to 

retire with a mortgage as the life of their loan has been extended. Those who have had to sell their 

family home and move back into the rental market to meet the cost of caring are also likely to face 

long-term accommodation instability and worse outcomes in retirement.  

Additional investment by the NSW Government in social and 

affordable housing is required in order to ensure carers have 

stable, affordable housing, reducing the challenges insecure 

housing presents to their health, wellbeing and financial 

security. Policies shaping access to social and affordable 

housing must also take into account the particular needs of 

carers to be provided with physically accessible, modifiable 

housing that is located near the formal services, informal 

supports and employment and educational opportunities with 

which they engage. In addition, contribution by the NSW 

Government to match or supplement Commonwealth Rent 

Assistance will support more carers to enter the rental market and sustain tenancies.  

 

Carers NSW is concerned that the NSW Government has decided to opt out of the minimum 

accessibility standards set out in the National Construction Code agreed upon by the National 

Ministerial Council in April 2021. The Standards were intended to support older people and those 

living with disability to remain in their homes and in the community for longer. However, this decision 

will mean that houses in NSW will continue to be built without minimum accessibility standards into 

the future which will have a significant impact on these cohorts and the carers that support them.  

Carers NSW advocates that the NSW Government urgently review this decision to minimise the 

impacts that inaccessible housing with have on the independence of older people and people with 

disability, and to ensure that their carers do not incur additional pressure to support independence 

where housing does not. Further incentives to implement universal design principles in new and 

existing properties for rent and purchase will also continue to make housing in NSW inclusive for all.  

Additionally, Carers NSW believes that there should be legislative requirements for urban planning 

decisions to consider the importance of safe, affordable and long term parking solutions to enable 

carers to visit and support care recipients who are not living with them.  

Complex systems and eligibility limitations 

In addition to the individual factors of limited income and increased living costs, a range of policy and 

service system features can further financially disadvantage many carers.  

Programs supporting carers financially and in other ways usually have specific eligibility criteria to 

determine who can access this support and who receives priority. Unfortunately many carers report 

falling through the cracks and missing out on support from government funded services, even though 

eligibility criteria are often set arbitrarily rather than reflecting up to date evidence and best practice. 

Challenging eligibility decisions, including when eligibility is open to interpretation and may have been 

enacted incorrectly, also takes time and energy and clear information and support options are not 

always forthcoming. 

Managing finances and dedicating time to increasing one’s financial literacy can be complex and time-

consuming, with accessible information and support often difficult to obtain. Many carers already face 

multiple complex and time-consuming administrative tasks associated with supporting the person they 

care for, limiting the time, energy and other resources at their disposal for understanding the options 

that may be available to them to improve their financial situation, such as tax deductions, concession 

eligibility, hardship provisions, subsidies and rebates and free and subsidised services. Carers NSW 
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is aware that many carers maintain good financial literacy, with the main barrier to accessing support 

being the complexity of these systems.  

Financial literacy and financial capability initiatives may assist carers to overcome some individual 

barriers, however significant changes to the eligibility criteria, expenditure caps and complexity of 

multiple service systems are likely required to effect noticeable change in the caring population. 

Innovative interventions that simplify access to subsidies, concessions and rebates in order to reduce 

out of pocket costs may assist some carers to balance their budgets 

Carers NSW commends the NSW Government on continuing to streamline and extend cost of living 

schemes and rebates, including the Regional Seniors Travel Card which was extended to carers in 

2021. However, we strongly advocate that integration between services could be streamlined, by 

better packaging supports, improving the accessibility of information, and extending cost of living 

services to include practical support to access NSW schemes and rebates. Investment in additional 

tax services and further assistance with accessing federal financial support is also required.  

In addition, Carers NSW commends Service NSW for a proactive approach to working with Carers 

NSW to improve access to initiatives for carers across the state. This includes the commitment to 

upskill Service NSW Cost of Living Specialists to recognise customers who are carers, and aid carers 

to access financial assistance, as outlined in the NSW Carers Strategy Action Plan 2020-2022.  

 

Provide financial relief following weather-related disasters  

The housing affordability issues experienced in metropolitan areas were explored previously in this 

section of the submission. This next section will explore how these issues are compounded by 

weather-related disasters, particularly for carers and other economically disadvantaged community 

members who transition to regional or rural locations due to the unaffordability of housing in 

metropolitan areas.  

Recommendations 

• Enact COVID-19 specific financial assistance to ensure carers are not disproportionately 

affected  

• Invest in additional social and affordable housing that takes into account the particular 

needs of carers and those they support 

• Match Commonwealth Rent Assistance to support more carers to enter the rental market 

• Review the decision of the NSW Government to opt out of the minimum accessibility 

standards in the National Construction Code 

• Provide increased incentives for universal design in new and existing properties for rent 

and purchase to make housing in NSW inclusive for all 

• Review town and urban planning requirements to ensure consideration of parking for 

carers both in residential and public areas is compulsory 

• Enact innovative interventions that simplify access to subsidies, concessions and rebates 

in order to reduce out of pocket costs for carers 
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Limited availability of quality, accessible social and affordable housing and affordable private rental 

properties affects many carers as well as other disadvantaged communities. At 30 June 2020, there 

were over 50,000 applicants on the NSW housing register awaiting social housing. Limited security of 

tenure within private rental also contributes to the challenges many carers experience in finding and 

maintaining appropriate housing. Some are left with no option than to move to a more regional or rural 

location in order to afford the costs associated with housing and daily living; accordingly, an estimated 

252,700 carers live in regional and rural NSW. While those who make this transition may experience 

an initial financial benefit, they are more likely to be faced with the potential financial impacts associated 

with weather-related disasters, such as bushfire and flood.  

 

Improve regulation and process within the insurance industry 

In July 2021, the Financial Rights Legal Centre released the ‘Exposed: Insurance problems after 

extreme weather events’ report.42 The report shares data and insights regarding experiences with 

extreme weather events and insurance, and explores key issues of concern to insurance clients 

including underinsurance, cash settlements, delays, poor claims handling practices, and insurers’ 

reliance on defect, maintenance and wear and tear clauses. Carers impacted by disaster may be 

disproportionately negatively affected throughout the claims process due to a lack of time and resources 

to manage insurance claims and any issues that may arise during the claim process. Furthermore, they 

are likely to experience greater financial impact where they are not engaged in paid employment due 

to their caring role. 

 

Carers NSW advocates for an urgent review of insurance regulation in NSW to ensure equity and 

reduce disadvantage for carers. In particular, we support greater adequacy of insurance coverage in 

high-risk areas, acknowledging that many lower income families live in regional and rural locations due 

to the costs associated with living closer to major cities. We suggest that there be increased flexibility 

and choice with regards to how a claim is settled, and that consumers are assisted to rebuild outside of 

high-risk areas to mitigate future risk. Additional support should be made available to customers 

assessed as vulnerable due their financial or social circumstances i.e. customers experiencing financial 

distress, customers identified as Aboriginal and Torres Strait Islander or CALD, and customers living 

with disability, illness or frailty.  

 

Carers NSW is pleased that Commonwealth financial support is available through the Disaster 

Recovery Payment to eligible persons who have suffered damage to their home or essential household 

items due to weather-related disaster, and who have no insurance. Carers NSW also commends the 

NSW Government for their continued provision of financial support through the Disaster Relief Grant. 

However, better regulation within the insurance industry is required to improve the affordability of 

insurance, and ensure that the support required to sustain communities in disaster affected areas is 

adequate and equitable.  

                                                 
42 Financial Rights Legal Centre (2021), ‘Exposed: Insurance problems after extreme weather events’, 
available online at: https://financialrights.org.au/wp-content/uploads/2021/07/Financial-Rights-
Exposed-Report_FINAL.pdf, last accessed 8 November 2021. 

Recommendations 

• Conduct an urgent review of insurance legislation and regulation to ensure equity, reduce 

disadvantage, and improve regulation within the insurance industry 

• Improve adequacy of insurance coverage in high-risk areas, and increase flexibility and 

choice with regards to claims settlements 

• Invest in additional support for vulnerable insurance customers, including those in 

financial distress, those living with disability, illness or frailty, and those who identify as 

Aboriginal and Torres Strait Islander or who are culturally and linguistically diverse 
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Recognise the ongoing impacts of the COVID-19 pandemic 

The mental and physical health and financial impacts of the pandemic are ongoing, and continue to 

disproportionately impact vulnerable groups including carers and the people they support. These 

impacts will be acutely felt into the future. Carers NSW strongly advocates for the establishment of 

safeguards in the form of increased, flexible, and responsive social and financial supports, to allow 

carers not only to recover from the immediate stresses of the COVID-19 pandemic, but to create a 

more sustainable environment for carers moving forward. 

Invest in financial support and innovative financial assistance 

The COVID-19 pandemic has highlighted the nature and extent of precarious employment as well as 

the implications it has for the rights, financial security and quality of life of people who work in 

insecure employment and those reliant on income support due to reduced capacity to engage in paid 

employment. 

Many carers continue to experience reduced employment and income, with some being stood down 

or losing work, especially young people and women in lower paid, casualised sectors. Others are able 

to work from home, but while flexibility is valued by some, there are also considerable challenges for 

the many carers maintaining their employment responsibilities while caring for someone at home, 

especially with children unable to attend school. The added stress of home-schooling children places 

additional pressure on many caring families, especially when the student had additional needs that 

are not well catered for in a digital environment, or health risks that mean returning to school is not 

safe for the medium term. 

The considerable impacts of COVID-19 on employment have had obvious flow on effects to carers’ 

finances. Evidence reflects difficulty accessing essential items, including groceries and medication, 

and an overall increase in basic living expenses.43 Whilst the Commonwealth COVID-19 Disaster 

Payment is available to those who meet eligibility requirements, this does not adequately supplement 

income, is limited for those already on income support, and is intended to be phased out as states 

and territories reach vaccination targets.  

Carers NSW commends the NSW Government on their financial support to supplement 

Commonwealth contributions, and particularly commends the commitment to extend JobSaver 

payments until 30 November 2021 after the Federal Government ceases support. In addition, the 

NSW Government’s financial support to businesses has likely enabled some carers to remain in 

employment and self-employment. Carers NSW strongly advocates that this financial support be 

continued by the NSW Government, in recognition of the long term financial impacts of the pandemic, 

and to support a return to social and economic participation.  

Carers NSW also commends the NSW Government on the extension of the Dine & Discover NSW 

Voucher scheme until June 2022. These vouchers have supported activities which provide a respite 

effect for carers as well as improve social and mental wellbeing. Given the degree of financial 

hardship experienced as the result of the pandemic, Carers NSW suggests diversifying the voucher 

options to include purchase of essential items such as fresh food and some products available at 

pharmacies, to broaden their use for carers and the general population.   

 

 

 

                                                 
43 Carers NSW (2020), The COVID-19 Pandemic: Challenges and opportunities for carers in NSW, 
Carers NSW, North Sydney. 
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“…a discount on electricity 

would be actually be really 

helpful… We had a $900 

electricity bill because we had 

dehumidifiers running the two 

weeks…” 

- Carers NSW 2022-23 Pre-Budget 

Submission Consultations 

-  

Invest in industry regulation and safeguards 

Energy and other utilities 

In the early stages of the pandemic, the Australian Energy Regulator (AER) released a statement of 

expectations to minimise the number of electricity and gas disconnections within the sector.44 Whilst 

the sector applied these set expectations and disconnections decreased, the absence of any legal 

regulations undermines the security of these protections. Since early 2021, disconnections have 

begun to increase and customers experiencing financial hardship report their power being cut off.45  

That's in part due to the AER changing their statement of expectations from 'no customer should be 

disconnected' to 'no customer in contact with their retailer' should be disconnected. The move allowed 

retailers to disconnect customers who don't pay their bills and consistently decline to engage with 

them about payment plans or other hardship arrangements. However, there are many complex 

factors that contribute to a person’s capacity to engage with their retailer. For carers specifically, this 

may include a lack of time due to the intensity of their caring role; more broadly, factors include digital 

and language literacy, education, socio-economic status influencing access to internet and phone 

services, as well as mental wellbeing and capacity in the context of pandemic related stressors.  

Carers NSW commends the NSW Government’s re-introduction 

of the increased rate of Energy Accounts Payment 

Assistance, increasing the amount households can apply for 

to help meet their energy bills during the COVID-19 

lockdown.46 Carers NSW notes that this measure is 

temporary, and strongly recommends that the support be 

extended beyond the cessation of the lockdown in NSW, to 

ensure this support is available to carers and other vulnerable 

groups who are likely to experience long term financial 

impacts. In addition, Carers NSW advocates for greater 

regulation in the energy sector, to ensure improved access to 

financial hardship options and disconnection as a last resort, 

mitigating further disadvantage for families experiencing financial hardship.   

Superannuation 

Carers NSW is aware of instances where carers have drawn on their superannuation before their 

preservation age, due to financial hardship or on compassionate grounds during the pandemic. While 

carers may be granted early access to their super, lump sums still incur a taxation, greatly affecting 

the overall amount withdrawn.  

If carers are drawing on their superannuation at an earlier point because they cannot adequately meet 

the costs associated with caring, Carers NSW believes an exemption should be granted to ensure 

they are not unnecessarily disadvantaged using their super to meet basic everyday needs. The long 

term financial impacts of accessing superannuation early can be disproportionately experienced by 

                                                 
44 Australian Energy Regulator (2020), Statement of Expectations of energy businesses: Protecting 
customers and the energy market during COVID-19, available online at: 
https://www.aer.gov.au/publications/corporate-documents/statement-of-expectations-of-energy-
businesses-protecting-customers-and-the-energy-market-during-covid-19, last accessed 8 November 
2021.  
45 Choice (2021), Residential disconnections for gas and electricity on the rise again, available online 
at: https://www.choice.com.au/shopping/shopping-for-services/utilities/articles/energy-disconnections-
on-the-rise, last accessed 8 November 2021. 
46 Hannam, P. (2021), ‘Government revives energy bill support during COVID-19 lockdown’, Sydney 
Morning Herald, available online at: https://www.smh.com.au/business/consumer-affairs/government-
revives-energy-bill-support-during-covid-19-lockdown-20210804-p58fw4.html, 5 August 2021. 
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carers, who experience reduced income potential as the result of their caring role. This must be taken 

into account in the planning of carer policy and programs into the future to ensure equity for carers in 

retirement.   

Housing 

Carers NSW commends the NSW Government for the initiative taken to protect tenants during the 

pandemic, including a moratorium on evictions, as well as assistance to landlords who provide rental 

reductions. Carers NSW is concerned that these protections are expected to end 11 November 2021, 

after which time a transitional period will run from 12 November 2021 12 February 2022, with limited 

protections against eviction for tenants with COVID-induced arrears. 

Evidence suggests the financial impacts of the pandemic are expected to be experienced long term, 

by families and communities, particularly those who already experienced financial disadvantage prior 

to the pandemic. Carers NSW strongly recommends that the protections for tenants be extended for 

at least 12 months to ensure that those experiencing financial hardship remain protected and maintain 

access to secure housing. Moreover, we advocate that the NSW Government extend the residential 

tenancy support payments to all vulnerable persons on an ongoing basis. Carers NSW also 

recommends that the protections in place for social housing tenants should be extended to support 

those experiencing further financial disadvantage as the result of the pandemic.  

Continue to improve accessibility to mental health supports 

Data from the 2020 National Carer Survey47 and the Australian Bureau of Statistics48 indicates critical 

levels of carer stress that are unlikely to abate even as immediate public health risks decrease. Even 

in times of heightened psychological stress for the general public, carers reported significantly higher 

psychological distress scores on the Kessler Psychological Distress Scale-5 (K5), compared to the 

Australian average. It will be critical that carers and the community more broadly, maintain access to 

affordable and accessible quality mental health care. Therefore, Carers NSW recommends that the 

NSW Government invest in additional mental health and wellbeing programs for carers to align with 

the priorities of the Carers Strategy. 

 

                                                 
47 Carers NSW (2020) 
48 ABS (2019). 

Recommendations 

• Supplement the COVID-19 specific financial support available to individuals from the 

Commonwealth Government to support a return to social and economic participation  

• Diversify the Dine & Discover NSW Voucher scheme options to include purchase of 

essential items such as fresh food and some products available at pharmacies 

• Extend the Energy Accounts Payment Assistance program  

• Provide greater regulation within in the energy sector to ensure improved access to 

financial hardship options and disconnection as a last resort  

• Extend pandemic related protections for tenants for at least 12 months and ensure that 

protections in place for social housing tenants are extended 
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CONCLUSION 

This Pre-Budget Submission has highlighted opportunities for the NSW Government to invest in 

improving the recognition, inclusion and support of carers in NSW, in line with its existing 

commitments under NSW Carers (Recognition) Act 2010 and NSW Carers Strategy: Caring in NSW, 

2020 – 2030. Carers NSW welcomes the increasing attention being paid to carers across the NSW 

Government and looks forward to continuing to work closely with its departments and agencies, as 

well as other external stakeholders, in progressing innovation and impact in a range of key areas.   

The 57 recommendations included throughout this Pre-Budget Submission are listed below: 

1. Continue to champion carer recognition 

• Continue to implement and promote NSW carer policy and legislation as best practice 

• Co-design an evidence based NSW Carers Strategy Action Plan 2022-24  

• Continue to adequately resource the NSW Carers Strategy to enable effective implementation  

• Invest in new and continued projects that align with the NSW Carers Strategy 

• Consult with carers and the sector regarding new and emerging priority areas for resourcing 

• Refer to evaluation findings and research evidence in determining resourcing priorities 

• Continue to identify opportunities to support hard to reach priority cohorts of carers 

• Continue to adequately resource the Safe and Supported at Home (SASH) program 

• Continue to collect and report on data regarding service gaps for people with disability in 

NSW 

• Continue to adequately resource the disability advocacy sector 

• Continue and expand subsidy programs that reduce the costs of recreation for carers 

• Invest in training and development for community organisations and associations to improve 

the inclusiveness of available mainstream activities that may provide a respite effect 

• Fund additional break-focused projects linked to the NSW Carers Strategy 

• Work with the Australian Government to address care workforce issues 

• Invest in a central point for information and advice regarding care sector workforce initiatives  

• Invest in innovative pilot projects that aim to grow and strengthen the care sector workforce 

• Invest in employment initiatives that support women to engage in the workforce if and when 

they choose 

• Develop a NSW Care Sector Workforce Strategy 

• Address COVID-19 transmission risks in homes that are care workplaces 

 

2. Include carers in mainstream services 

• Review discharge planning requirements for NSW public health settings to ensure adequate 

carers inclusion and support  

• Expand the Carer Readiness Tool to support carers in other LHDs 

• Invest in a pilot that enables the implementation of the full 3CP program 

• Improve carer identification and support in situations of carer illness and injury 

• Introduce a NSW Carer Card to support carer identification and access to discounts  

• Invest in health and wellbeing initiatives for carers that enable free access to fitness and 

wellbeing activities 

• Continue investing in improvements to Service NSW digital infrastructure to enable the 

acceptance of photo ID cards as identification for NSW schemes and rebates 

• Explore opportunities to partner with Carers NSW to deliver information and services to carers 
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3. Build carer capacity 

• Invest in a pilot project aimed at upskilling carers and other community members, including 

service providers in assessing capacity and providing support with decision making 

• Fund additional support to assist guardians and financial managers with service navigation, 

advocacy, legal support and administrative tasks 

• Review current guardianship legislation within NSW to ensure that there are adequate 

protections for care recipients where a guardian may not consent to services  

• Invest in programs providing practical support for carers transitioning out of the caring role 

including service navigation, legal information and financial support 

• Invest in specialised support for former carers looking to re-enter the workforce 

• Invest in programs and projects that build carer confidence in identifying and responding to 

abuse against vulnerable persons 

• Continue to invest in awareness raising initiatives promoting the role and scope of the NSW 

Ageing and Disability Commission 

• Improve integration, including cross-referrals, between State and Federal quality and safety 

bodies 

• Review and expand existing programs, such as the CESPHN Service Navigation for 

Psychological Services program, that provide support with navigating health and mental 

health services 

• Invest in new initiatives that aim to build carer capacity in navigating mental health services 

• Continue to improve integration between health and mental health services within NSW 

4. Improve carers’ financial security 

• Fund and implement mental health services that meaningfully include and support carers 

• Reduce out-of-pocket costs related to mental health services by providing subsidy where 

services are not covered under Medicare 

• Reduce out-of-pocket costs related to Telehealth services by providing subsidy where these 

services are not covered under Medicare 

• Invest in local supports that build digital literacy to further improve access to online supports 

• Enact COVID-19 specific financial assistance to ensure carers are not disproportionately 

affected  

• Invest in additional social and affordable housing that takes into account the particular needs 

of carers and those they support 

• Match Commonwealth Rent Assistance to support more carers to enter the rental market 

• Review the decision of the NSW Government to opt out of the minimum accessibility 

standards in the National Construction Code 

• Provide increased incentives for universal design in new and existing properties for rent and 

purchase to make housing in NSW inclusive for all 

• Review town and urban planning requirements to ensure consideration of parking for carers 

both in residential and public areas is compulsory 

• Enact innovative interventions that simplify access to subsidies, concessions and rebates in 

order to reduce out of pocket costs for carers 

• Conduct an urgent review of insurance legislation and regulation to ensure equity, reduce 

disadvantage, and improve regulation within the insurance industry 

• Improve adequacy of insurance coverage in high-risk areas, and increase flexibility and 

choice with regards to claims settlements 
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• Invest in additional support for vulnerable insurance customers, including those in financial 

distress, those living with disability, illness or frailty, and those who identify as Aboriginal and 

Torres Strait Islander or who are culturally and linguistically diverse 

• Supplement the COVID-19 specific financial support available to individuals from the 

Commonwealth Government to support a return to social and economic participation  

• Diversify the Dine & Discover NSW Voucher scheme options to include purchase of essential 

items such as fresh food and some products available at pharmacies 

• Extend the Energy Accounts Payment Assistance program  

• Provide greater regulation within in the energy sector to ensure improved access to financial 

hardship options and disconnection as a last resort  

• Extend pandemic related protections for tenants for at least 12 months and ensure that 

protections in place for social housing tenants are extended 

 

 


