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What needs to change?

e People living with dementia are not consistently getting the support they need to live
safely and with dignity at home, when they need it.

e The Support at Home (SAH) program is not consistently responding to the progressive
nature of dementia or changing care needs specific to dementia.

e Key issues from our national survey include reports of:
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assessments that underestimate dementia-related needs

long wait times for assessment, funding and services, particularly for essential
Assistive Technology and Home Modifications

rising costs and co-contributions limiting access to care

reduced access to respite and increasing carer strain

e As aresult, people are experiencing health decline, social isolation and potential earlier
entry into residential aged care. Carers are also experiencing burnout.

What is Dementia Australia recommending?

e Urgent reform including:

@)

improving assessment to better capture cognitive needs and plan for dementia
progression

reducing wait times for services and support
removing co-contributions for essential supports for people living with dementia
restoring funding and incentives to support coordinated dementia care

strengthening workforce capability through dementia-specific training
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If actioned, what impact could these recommendations have?

e People living with dementia could stay at home longer, with better quality of life and
support.

¢ Improved access to care could reduce hospital admissions and delay entry to
residential aged care.

e Carers would have better support, reducing stress and burnout and helping sustain care
at home.

How has Dementia Australia advocated for this position?

e Provided a submission to the Senate Inquiry, informed by national survey findings and
living experience of people living with dementia and their carers.

e Continued to share these findings and recommendations with relevant Ministers, federal
MPs, Senators and the Department of Health, Ageing and Disability.
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Overview of Dementia Australia’s submission

A national crisis is unfolding in the aged care system.

There are currently more than 446,500 Australians living with dementia, a figure expected to
exceed one million by 2065. Today’s aged care system is struggling to meet demand, with
shortages of residential aged care places and long wait times for Support at Home (SAH)
occurring across the country, particularly in regional, rural and remote communities.

These pressures will intensify significantly over coming decades. People living with dementia
already comprise a substantial proportion of those accessing aged care services, meaning the
sector’s capacity to respond effectively to both growing demand and increasing complexity of
care is a critical challenge both now and in the future.

Dementia is the leading cause of death in Australia and a leading cause of disability among
older people [1]. It is imperative that a well-functioning home care system is in place to support
older Australians with dementia. Without a functional home care program, people living with
dementia are at risk of health deterioration or earlier admission to more intensive and more
costly care.

While SAH is designed to support any older Australian who needs care at home, our
submission is focused on those living with dementia. Since the commencement of SAH,
Dementia Australia has consistently highlighted concerns about a range of issues impacting
people living with dementia. We continue to be concerned that SAH is not always providing the
level of assistance required to enable people to remain safely and with dignity in their own
homes.

Currently, SAH is not responsive enough to the progressive nature of dementia and the need
for highly personalised care for each individual living with dementia as their disease
progresses. Each person living with dementia has unique needs, but what is common is that
capacity will fluctuate and symptoms will advance. Rehabilitation and supportive care are
essential to maintain function and quality of life as dementia progresses. Respite and support
for carers is also critical to enable care to be sustained at home for as long as possible.

The National Dementia Action Plan aims to improve post-diagnostic care, delay disease
progression, improve coordination and support, and sustain carers. Dementia Australia
wholeheartedly supports these goals but considers them unattainable without urgent reform to
assessment, prioritisation, waiting times and costs of services to provide adequate and timely
home care under SAH. The current system is contributing to unmet need, carer burnout,
avoidable hospitalisation, and premature and unwanted admission to residential care.
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Dementia Australia supports the intent of the aged care reforms, including the stronger rights-
based foundation of the new system and the goal of enabling older people to remain at home
for longer. However, the experiences reported to us through a national survey, the National
Dementia Helpline, services and sector engagement suggest that the SAH program has not
yet consistently delivered accessible and appropriate care for people living with dementia and
their carers.

Dementia Australia also acknowledges and appreciates the willingness of the Department of
Health, Disability and Ageing to meet with us regularly as implementation issues have
emerged. These meetings have provided an important opportunity to raise concerns directly,
share feedback from people living with dementia, carers and dementia professionals, and
discuss practical ways to improve the operation of SAH.

We make this submission in that same constructive spirit - supportive of the intent of reform,
but clear that urgent changes are needed to ensure the program works effectively for people
living with dementia and their carers.

To inform our submission, Dementia Australia has synthesised feedback to the National
Dementia Helpline, engagement with people living with dementia and carers, and results from
a national survey. Key themes included:

e SAH assessment has been routinely underestimating cognitive, functional and behaviour
support needs and the neurodegenerative nature of dementia, often resulting in low levels
of services that do not meet needs.

e Progression of dementia symptoms has not been planned for in assessment, meaning that
approvals are not future proofed and services are not responsive to deterioration and
increasing needs.

e The no worse off principle has not been successful for grandfathered participants. While
the funding amount may have stayed the same, people report receiving less support
because services cost more. Some have been hesitant to apply for reassessment in case
they get less support.

e Many people did not find the care they receive to be person-centred or rights based.

e Survey respondents could not afford to pay co-contributions for care and were rationing or
missing out on essential services because of the cost.

e Some respondents reporting going into residential care early because they could not
access or afford enough care at home.

e Survey respondents felt that removal of the Dementia and Cognition Supplement has led to
less coordinated care, less support and less providers being willing to care for people with
dementia.
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e Access to essential ATHM which helps people stay at home has been too slow and the
approval process is unnecessarily difficult, often taking months to receive basic supports at
inflated prices.

e Carers reported being under increasing strain with more administrative burden and less
support. They said that respite is harder to access and more costly.

Data highlights from our national survey with 350 respondents

e 63% had negative or neutral responses when asked what was working well in SAH.

e 53% said care wasn't fully person centred or upholding human rights.

e 68% of carers and people living with dementia said their SAH package was not fully
meeting their needs.

o 94% of professionals said that dementia-related needs were not fully captured in the SAH
assessment.

e 21% of people living with dementia and carers said that their needs were not well
understood in assessment and 30% were unsatisfied with the assessment outcome.

e 57% said prices had increased and this was frequently linked to reduced services.

e 46% of professionals said that service availability had reduced following removal of the
Dementia and Cognition Supplement.

e Only 5% of respondents had applied for hardship assistance, describing it as too confusing
or complex. No one who had applied for hardship assistance had been successful.

e Since November 2025, 60% of carers reported strain or burnout, 26% of respondents
reported emergency department presentation, 26% reported hospital admission and 45%
reported increased support needs. Half of the survey respondents said changes to SAH
had contributed to these outcomes.

e Of those applying for reassessment since November 2025, half had been assessed as
needing a higher-level package and 74% of these had not yet received it.

Recommendations

1. Prioritise all neurodegenerative conditions including dementia for SAH packages with
the aim of reducing functional decline and maintaining care at home.

2. Restore clinical discretion and oversight over assessment and prioritisation outcomes.
3. Urgently undertake a review of assessment and prioritisation processes for people living

with dementia to ensure that support is allocated at the right level with future planning
for dementia progression and timely access to care.
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4. Allow GP reports as evidence of diagnosis of dementia for assessment, ensure
cognition questions are completed at every assessment, and where cognitive concerns
are raised, the assessment is conducted face-to-face.

5. Establish that approvals are always given for restorative care, ATHM, respite and social
support at the time of initial assessment for people living with dementia, so that these
services do not require reassessment and approval through My Aged Care if sought at
a later date.

6. Undertake an urgent independent review of respite care services, reduce costs and
expand access to respite for carers of people living with dementia, and include cottage
respite in SAH.

7. Remove co-contributions for social support, respite, transport and ATHM for people
living with dementia in recognition of their therapeutic benefit and essential role in
sustaining care at home.

8. Restore funding supplementation for providers to coordinate and deliver care to people
living with dementia with higher and complex needs. Review and publish findings on the
impact and outcomes for people living with dementia related to removal of the Dementia
and Cognition supplement from SAH.

9. Establish an effective monitoring and reporting scheme to track impact and outcomes of
SAH specifically for people living with dementia. Dementia diagnosis must be recorded
so that outcomes can be tracked. This would be consistent with the priority under the
National Dementia Action Plan of improving dementia data.

10. Expand requirements for assessor training so that all assessors have comprehensive
knowledge of the impact of dementia and how to conduct carer-inclusive assessment.
Invest in dementia training and development of the workforce delivering SAH services
including skills for working independently, identifying deterioration and escalating risks
for clinical review.

Page 7 of 26 © Dementia Australia 2026




4% Dementia
'4‘ Australiar

Introduction

Dementia Australia is the peak body representing the estimated 446,500 people living with
dementia and their carers across Australia. Dementia Australia advocates for better quality of
life for people impacted by dementia, including by improving quality of aged care. Dementia
prevalence in Australia is set to increase to more than a million people by 2065 [2]. Dementia
is the leading cause of death for all Australians, as well as a leading contributor to disease
burden [1].

While there are no national data available showing how many people with dementia access
SAH, we know that around two-thirds of people with dementia live in the community [1]. Most
older people want to age at home [3]. High-quality care is essential for people with dementia to
remain living at home as their symptoms progress, to prevent health deterioration and to
support carers. Access to quality care at home can prevent premature entry to residential aged
care and unnecessary hospital admissions.

With a deepening crisis in access to residential care across Australia, a strong SAH program
delivering quality care is essential to reducing demand for more intensive supports. Similarly,
part of the solution to the escalating concern of delayed discharge of older people from
hospital is to provide more accessible, better-quality support to people living with dementia at
home so that they can maintain their health, as well as return home in a timely manner after a
hospital admission.

To prepare this submission, Dementia Australia undertook a national survey examining
experiences of the SAH program following its introduction in November 2025. We have also
drawn from our experience as a peak body and service provider for people living with
dementia and carers, which includes the delivery of the National Dementia Helpline, the
National Dementia Support Program services, and the National Dementia Advocates Program.

Our research suggests that people living with dementia are being adversely affected by
problems with the design and implementation of SAH.

Throughout this submission we highlight the voices of people living with dementia, carers and
dementia professionals. Carers spoke of the increasing strain they are experiencing since the
introduction of the new SAH program.

“As a carer did not get the help | needed, just words. Then | collapsed and could not
function” ~ carer

The findings from our survey, information from calls to the National Dementia Helpline and our
services team, engagement with people living with dementia and carers, and consultation
across the sector have led to the following findings.
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Thematic analysis of national survey data

Assessment and waiting times

Our survey responses suggest that assessment has not been capturing the needs of people
living with dementia and their carers, and subsequently not resulting in the allocation of
appropriate levels of support. Survey respondents said that assessment outcomes are
routinely underestimating cognitive, functional and behavioural support, the degenerative
nature of dementia and the impact of fluctuating capacity on care needs.

Dementia Australia is concerned that the assessment process has been directing people living
with dementia towards lower support levels because cognitive needs are receiving less focus
than physical support needs.

Respondents said that people living with dementia have not been getting support quickly
enough and their health has deteriorated while they wait. The long delay between assessment
and package allocation means that by the time support is received, it may no longer meet the
person’s needs because dementia has progressed. This is consistent with national data
showing average wait times for SAH of 12 months [4].

Survey respondents were hesitant to apply for reassessment when dementia needs had
increased in case their support was downgraded. When higher level support was approved
through reassessment, there was a long waiting period for care, which was not appropriate for
someone with dementia whose condition was rapidly deteriorating. There was also a risk of
receiving an interim package of only 60% of funding and being worse off overall in the level of
support available.

Cost of service

Many survey respondents said that the cost of services has significantly increased under SAH,
with price caps not yet introduced. Additionally, many survey respondents said that they could
not afford to pay co-contributions for care and were missing out on essential services. Carers
reported having to sacrifice much needed services, including respite, because of increased
cost and said that they were experiencing increased stress and burnout.

Some grandfathered participants said they were receiving less support than they did under the
Home Care Program because services cost more. When someone could not afford the entirety
of the services they need, they were not always able to prioritise accessing those services
which support their continued health and wellbeing.

Respondents also said it was difficult to make a hardship application, with the process being
confusing and burdensome. None of the small number of survey respondents that had made
hardship applications had been successful.
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Analysis of our survey results suggests that the fee structure has been inequitably shifting
costs onto people living with dementia by requiring higher co-contributions for the services
most critical to sustaining independence and quality of life, compared to those requiring
primarily clinical care. In practice, this results in a system that may be structurally
disadvantaging people with cognitive conditions.

Service access

Rehabilitation and reablement are critical components of supportive care for people living with
dementia, recommended in the 2025 World Alzheimer Report [5], and offering therapeutic
treatment in the absence of a cure.

Survey feedback suggests that many people living with dementia are not receiving timely or
equitable access to restorative care, despite the potential value of these supports in
maintaining function and independence. This warrants urgent review to ensure assessment
and prioritisation processes do not inadvertently disadvantage people with cognitive
impairment.

Some survey respondents suggested that removal of the Dementia and Cognition Supplement
from the SAH program has led to less coordinated care. The Dementia and Cognition
Supplement had enabled providers to implement a targeted multidisciplinary perspective,
coordinating care for people with high needs and enabling complex case management, and
this incentive no longer exists.

Our survey results indicate that there are not enough services for people living with dementia
in regional, rural and remote areas, not enough specific language information and culturally
appropriate care available for people living with dementia and carers from CALD backgrounds,
and that First Nations people do not have enough access to affordable, culturally safe care.
These factors all impact on access, appropriateness of care and the realisation of the rights
principles of the Aged Care Act.

Some survey respondents said that people living with dementia were entering residential care
early because they could not access or afford enough care at home.

Carer strain

Impact on carers was not specifically included the Terms of Reference for this Inquiry.
However, this was a prevalent finding of our national survey. Carers are under increasing
strain since the introduction of SAH, reporting more administrative and financial burden, less
support and less access to respite.

Carers told us that cost of respite had risen, access had declined and burnout was increasing.
Not being able to access cottage-based respite through SAH increases the strain for carers
and requires them to navigate different service systems, increasing complexity, administrative
burden, confusion and stress.
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“I couldn’t get more than 1 hour and 45 minutes a fortnight home support. No respite
care and my mother was in the final stages of dementia. She passed away” ~ carer

Data from the AIHW show that 42% of carers of people living with dementia provide 60 or
more hours of unpaid care per week [6]. Respite is an essential support that sustains
Australia’s carers and enables the people they care for to remain living safely at home. When
respite is unavailable, inaccessible or unsuitable, carers are more likely to reach crisis points,
increasing the risk of unplanned hospitalisation or earlier entry into permanent residential aged
care. This places additional strain on individuals and families and drives higher costs across
the health and aged care systems.

Survey findings

There were 350 respondents to the Dementia Australia survey on SAH. The majority of
respondents identified as carers of a person living with dementia. Additional responses were
received from people living with dementia, clinicians, health and aged care professionals,
service providers and advocacy organisations across all Australian states and territories,
providing good national representation. Not all respondents answered all questions.

Table 1. Survey respondent demographics

Description 16% person living with dementia, 55% carer, 20% professionals,
8% other

Age 52% of respondents were aged between 66 and 85

Cultural background 13% CALD and 2% Aboriginal and Torres Strait Islander

Location 58% metropolitan, 31% regional, 11% rural or remote

Gender and sexuality 76% female, 6% LGBTIQA+

Access to services and living with safety and dignity

At the start of our survey, we asked respondents to describe what was working well from their
perspective in the SAH program since November 2025. Sixty-three per cent gave a negative or
neutral response.
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Table 2. What is working well in the Support at Home program?

Positive response 30%
Negative response 41%
Neutral response 22%
Not applicable 7%

Of the 30% who gave a positive response, many described the specific kind of support they
were receiving and were appreciative of care which helped them to remain at home. Others
described positive relationships with care providers.

“We have an excellent aged care provider who has proactively sourced additional
services to help my parents continue living at home” ~ carer

Positive comments also related to the differentiation of support categories into more
classifications than under the Home Care Program, and the separation of ATHM from care
funding.

Negative responses were heavily critical of assessment, reassessment and service wait times,
complexity and confusion in navigating the system, and the cost of services.

“The costs have sky-rocketed, the paperwork and complexity are worse. I've been
waiting for a re-assessment for six and a half months” ~ person living with dementia

“I applied for rails for support on stairs which is going to take about 8 months” ~ person
living with dementia

“After 11 months wait for assessment for my husband, we now have to wait another 9
months for funding to become available” ~ carer

Assessment

Our survey results demonstrate that the Integrated Assessment Tool, prioritisation tools and
algorithms that form the aged care assessment are not consistently identifying the support
needs of people living with dementia and corresponding service levels correctly.

Among carers and people living with dementia, 20% of respondents said that they did not think
the person doing the aged care assessment understood and accurately captured their support
needs. Thirty per cent were unsatisfied with the assessment outcome.
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“It declined my fortnight respite. | use this respite to gather food and supplies for my
wife and myself” ~ carer

Among professionals responding to this survey question, 94% said that dementia-related
needs were not fully captured in the assessment.

“Assessment does not recognise the cognitive changes prior to formal diagnosis and
the urgent need for supports especially when people live alone with limited formal or
informal supports” ~ dementia professional

A dominant theme of survey responses was that assessments frequently did not reflect the
actual care needs of people living with dementia including the need to plan ahead for the
degenerative nature of dementia. Assessment outcomes tended to underestimate need, with
funding levels not matched to high or complex needs.

“The new single assessment tool weights physical function heavily and underexplores
cognition, behavioural changes and carer load. Early-stage dementia is frequently
missed, which results in package levels that don't reflect actual support needs” ~
dementia professional

The reliance on self-report during assessment was often problematic, especially when
cognitive impairment affects insight. Carers reported that this meant that the assessment did
not always reflect the actual functional capacity of the person living with dementia. The failure
to incorporate carer input meant that contextual information was often not captured or
weighted appropriately, and that needs were downplayed.

“It was done over the phone, and mum's higher support needs were not reflected in the
funding that resulted...The phone assessment wasn't able to observe her, only to ask
her questions, and take her word, e.g. they asked if she could prepare meals and she
said she could, but she hadn't been preparing even cold meals for months, let alone
cooking” ~ carer

“The questions were directed at each of my parents and | found that | continuously had
to add to answers as my parents lack insight and downplay their needs always” ~ carer

There was strong concern among survey respondents about the role of automated algorithmic
decision-making. This included concerns about assessor judgement not matching assessment
outcomes and assessors not having the ability to exercise clinical discretion. Respondents
expressed concern that assessors were unable to override algorithmic outcomes even where
professional judgement indicated greater need.

Respondents described that there was a tendency for the assessment outcomes to
underestimate the impact of cognitive decline, behavioural symptoms and fluctuating capacity.
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“The IAT asks standard questions about daily living activities at the single point in time.
As my mum cooperated during the assessment visit, the tool marked her as
independent or only needing low-level assistance. The algorithm does not account for
ongoing intermittent behaviours or her sundowning at the end of the day” ~ carer

For individuals without a formal dementia diagnosis, whether cognitive impairment is identified
during the assessment process is often dependent on the judgement of the individual
assessor. There is no consistent or evidence-based trigger requiring assessors to explore
cognition when dementia or cognitive impairment is suspected. This creates significant
variability in assessment outcomes and increases the risk that people with dementia receive
support allocations that do not accurately reflect their needs.

The problem is compounded where assessments are conducted by telephone. Dementia is not
solely characterised by memory loss and often presents through subtle changes in executive
function, judgement, insight, orientation, communication, behaviour and the ability to perform
everyday tasks. Many of these indicators are difficult, and in some cases impossible, to reliably
assess over the phone. Telephone assessments limit the assessor's ability to observe the
person's living environment, functional capacity, non-verbal cues, safety risks, communication
difficulties and interactions with carers or family members.

Dementia may also affect a person's insight into their own support needs, meaning individuals
can unintentionally understate the challenges they experience in daily life. In-person
assessment enables assessors to corroborate information, observe functioning directly and
identify risks that may not be disclosed or recognised during a phone conversation.

Reliance on assessor discretion, combined with the use of telephone assessments, creates a
substantial risk that cognitive impairment is overlooked, resulting in under-assessment of
need, inappropriate funding decisions and poorer outcomes for people living with dementia.
Given the prevalence of dementia among older Australians accessing aged care services,
assessment frameworks should incorporate systematic screening triggers and prioritise face-
to-face assessment where cognitive impairment is suspected.

“The nurse was lovely. But being over the phone it was a little difficult to capture the
true complexity of mum’s care needs” ~ carer

“The assessment is done over the phone and there is no opportunity to observe the
home environment, so the assessor is taking the word of people who lack insight into
their abilities” ~ dementia professional

Needs not being met

Respondents consistently reported extended delays between referral, assessment, funding
allocation and service commencement. Waiting periods of four to twelve months were
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common, during which care needs often escalated significantly. Limited provider capacity or
unwillingness to accept people with dementia further constrains access, particularly in regional
and rural areas.

Sixty-eight per cent of respondents said their SAH package was not fully meeting their needs.

Table 3. Is the SAH package meeting needs?

Yes 15%
Somewhat 30%
No 38%
N/A 17%

Respondents described the impact of significantly delayed waiting times, inaccurate
assessment outcomes, availability of services and cost of care. These impacts included loss of
support, reduced services and carer stress and burnout.

“Our hours have been cut from 17 to 6... despite being told nothing would change and
we wouldn’t be worse off. With the social support he was walking with the carer. He
would encounter people he knew... and chat. He had exercise, fresh air and mental
stimulation. [Now] he doesn’t go out and doesn’t see anyone. So, to summarise this
Suffer at Home program now means we get less help and it costs more. I'm now looking
at placing him” ~ carer

Recommendations - Access to services and living with safety and dignity

Prioritise all neurodegenerative conditions including dementia for SAH packages with the aim
of reducing functional decline and maintaining care at home.

e Restore clinical discretion and oversight over assessment and prioritisation outcomes.

e Urgently undertake a review of assessment and prioritisation for people living with
dementia to ensure that support is allocated at the right level with future planning for
dementia progression and timely access to care.

¢ Allow GP reports as evidence of diagnosis of dementia for assessment, ensure

cognition questions are completed at every assessment, and where cognitive concerns
are raised, the assessment is conducted face-to-face.

Page 15 of 26 © Dementia Australia 2026




4% Dementia
'4‘ Australiar

e Establish that approvals are always given for restorative care, ATHM, respite and social
support at the time of initial assessment for people living with dementia, so that these
services do not require reassessment and approval through My Aged Care if sought at
a later date.

e Undertake an urgent independent review of respite care services, reduce costs and
expand access to respite for carers of people living with dementia, and include cottage
respite in SAH.

Impact of co-contributions

The SAH contribution framework distinguishes between clinical supports, independence
supports and everyday living supports, with no contribution for clinical supports and higher
contributions applying to some non-clinical services.

Psychosocial interventions play an important role in maintaining function and slowing decline
following a dementia diagnosis, particularly when delivered in community settings and tailored
to the individual. Dementia rehabilitation and reablement approaches that focus on helping
people maintain everyday functioning, independence, social participation and engagement in
meaningful activities are important to maintain function and independence but are not classed
as clinical interventions under SAH.

Best practice, contemporary dementia care frameworks increasingly emphasise that post-
diagnostic support should extend beyond medical management to include psychosocial
interventions, social connection, carer support, cognitive rehabilitation and multidisciplinary
community-based care.

While these interventions do not halt the underlying disease process, they can help maintain
cognitive and functional abilities, reduce neuropsychiatric symptoms, support quality of life and
enable people to remain living independently at home for longer. The 2024 Lancet
Commission concluded that effective post-diagnostic psychosocial interventions are an
essential component of dementia care and should be routinely available alongside clinical
management [7].

Our survey results suggest that many people living with dementia were having difficulties in
accessing these psychosocial interventions, rehabilitation, social and carer supports, including
because of cost.

More than half of survey respondents confirmed that prices charged by SAH providers had
increased.

“We used to pay $200 per month. That's now increased to $900 a month” ~ carer
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These increased service prices, together with new co-contributions, were frequently linked to
reduced access to services.

“We have had to cancel half of the support we need reason being the copayments are
out of our range leaving us with not enough money for rent and food” ~ carer

“They are simply unaffordable... we have made changes/ reductions and | now rely on
my poor wife and children to pick up the shortfall. It's humiliating.” ~ person living with
dementia

As a result of increased costs, more than a quarter of respondents had reduced the amount of
support used, with 23% relying on family members to fill the shortfall, and 26% choosing fewer
hours or less frequent services. The most common services that were reduced were respite
services or those covered by everyday living, including home maintenance and cleaning.

“Cannot afford any respite. Now only using clinical services” ~ person living with mild
cognitive impairment

“For my mum living with dementia co-contributions have impacted decisions about
accessing some supports. Due to her dementia which has been progressive over time,
consistent services such as in-home care, respite, and social engagement are important
to us. However, increased costs have seen us have to reduce services, particularly
ones with a co-contribution. | feel more stressed and isolated because of it and | think it
puts mum at higher risk of falls or going to hospital” ~ carer

The cost of SAH services is a barrier to access, which means that people living with dementia
are at risk of earlier entry to residential aged care, or increased hospitalisations.

“Carers are stressed because they are trying their best to make ends meet but with
rising everyday costs this seems almost unattainable. ... Funding doesn’t cover client
needs to stay at home safely with appropriate care” ~ dementia professional

“Changes under Support At Home have contributed to increased need for respite and
higher carer strain for me. Cost pressures and adjustments to service access have
sometimes meant delaying or revising supports, placing greater responsibility on me. |
don't want to have carer burnout and want to keep my mum out of nursing home or
hospital” ~ carer

Recommendation — impact of co-contributions

e Remove co-contributions for social support, respite, transport and ATHM for people living
with dementia in recognition of their therapeutic benefit and essential role in sustaining care
at home.
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Impact of pricing mechanisms

The new SAH program has removed the Dementia and Cognition Supplement which had
existed under the previous Home Care Program. The Supplement, providing an 11% loading,
had offered increased assistance for people with dementia with the highest needs.

Application for the supplement triggered a thorough assessment of needs and actions in the
care plan enabling providers to implement a targeted multidisciplinary perspective,
coordinating care for people with high needs and enabling complex case management.

“The Supplement would often add the extra funding required for carer respite, transport
to dementia support activities, tools and aids, clinical assessments and care planning.
These funds are now having to be taken from some low funded packages and clients
are missing out due to there not being enough funding available” ~ dementia care
professional

Nearly half of professional respondents to our survey reported reduced service availability
following removal of the Dementia and Cognition Supplement. The Supplement was also a
signal for providers to invest in dementia-specific training and care planning, and this incentive
no longer exists.

‘Dementia is now treated as generic care, and there is less incentive to focus on
dementia capability” ~ dementia care professional

Our survey results suggest that removal of the Dementia and Cognition Supplement may have
led to less coordinated care, less support, lower dementia capability and less providers being
willing to care for people with dementia.

Recommendation — impact of pricing mechanisms

e Restore funding supplementation for providers to coordinate and deliver care to people
living with dementia with higher and complex needs. Review and publish findings on the
impact and outcomes for people living with dementia related to removal of the Dementia
and Cognition supplement from SAH.

Adequacy of hardship assistance

Survey responses suggest low uptake of financial hardship assistance among people living
with dementia and their carers. Only 5% of respondents to this question reported having
applied for hardship assessment and none reported being successful at this time. Responses
indicate that low uptake is not necessarily due to lack of need, but may instead be due to low
awareness, uncertainty about how to apply and administrative barriers to the process.

Among people living with dementia and their carers who had applied for financial hardship
assistance, responses indicate that the process is often administratively burdensome, slow,
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and difficult to navigate. Respondents reported repeated document requests, long delays
without outcomes, rigid decision-making, and assessment approaches that do not account for
anticipated care costs.

“Centrelink will assess based on what Mum's financial expenditure was over the last 12
months, not what it will be, based on plans for requiring respite care services. This
makes planning for household changes and respite care very difficult” ~ carer

Responses from people living with dementia and their carers further highlight barriers to
accessing hardship assistance in the first place. Many respondents reported being unaware of
the process, not knowing where to start, or being discouraged from applying due to the burden
involved and competing caring responsibilities.

“We didn't get to the point of applying for financial hardship, the paperwork involved was
excessive and a strain in itself particularly as | was a sole carer with support workers for
limited time each day, there was never enough time to spend on administration tasks
when my mother needed high care attention which was my priority” ~ carer

“At times | just cried with frustration and despair trying to get through it all” ~ carer

Professionals also observed that the hardship process is administratively burdensome and not
accessible, particularly for people with dementia or limited support.

“A person with dementia is unable to complete a 16-page assessment and provide
evidence of accounts for three months, especially food” ~ dementia care professional

Our survey results demonstrate that uptake of hardship applications is discouraged by
eligibility, administrative complexity, perceived futility and stigma.

Impact on residential aged care and hospitals

Results from our survey showed that the health of people living with dementia was often
deteriorating while they waited for services, or where the right services had not been allocated
or available.

“The extra strain on my wife and children is awful. | have had falls and been admitted to
hospital three times while awaiting re-assessment. The cost to the government must be
astounding. The way it is going, | will have to be placed in a home as | decline further.
There is no dignity in living like this” ~ person living with dementia

We asked survey respondents about their experiences since the introduction of SAH in
November 2025. Among respondents living with dementia or carers, 60% of carers reported
strain or burnout, 26% of respondents reported emergency department presentation, 26%
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reported hospital admission and 45% reported increased support needs. Nearly half of the
survey respondents said changes to SAH had contributed to these outcomes.

“The wait lists were disappointing. Mum was placed into residential care before we
could really access any personal support” ~ carer

Results from professionals responding to our survey showed just how significant the impact on
carers, the hospital system and residential aged care is. Table 4. shows the percentage of
professionals that had observed the following outcomes for their clients. Seventy per cent of
respondents said that the changes to SAH had contributed to these outcomes.

Table 4. Professionals’ observation of outcomes for people living with dementia and
carers since November 2025

Emergency Department presentation 45%
Hospital admission 45%
Delayed discharge from hospital 42%
Entry to residential aged care 58%
Need for respite 72%
Carer strain/ burnout 81%
Increased support needs 81%

“‘Delays in setting up packages and tighter budgets... is leaving patients without allied health
input. For people with dementia the need for structured exercise and falls prevention is very
important. Without it, it puts more pressure on the carers” ~ dementia care professional

“A client had complex leg wounds and has been reassessed and not had an increase in
his funding, meaning he doesn’t receive adequate nursing and will keep being admitted
to hospital” ~ dementia care professional

Transitioning from Home Care Program

Respondents to our survey who had transitioned to SAH from the Home Care Program
(grandfathered clients) widely reported losing services. While funding package amounts may
have remained the same, price increases meant that fewer services could be accessed.
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Delays related to reassessment for changing needs and waiting lists for care have also had a
negative impact.

More than half of these respondents said that prices charged by SAH providers since
November 2025 had increased. Significant hourly increases were reported with some saying
prices had doubled or tripled.

“‘Despite being grandfathered, | am worse off. My funding does not allow me to
purchase the same level of services as | had under the home care program” ~ carer

There was also a loss of trust in the assessment process expressed with fears that re-
assessment would lead to a reduction in support.

“I was worried | would be downgraded. | asked the assessor if they were allowed to
override the algorithm and she said no. | asked if applicants for reassessment who were
granted a higher level of funding received the full 100% and she said no, some people
were only getting 60%. So | cancelled my reassessment as | would rather try to survive
with 100% of my existing package rather than 60% of an unknown level” ~ carer

“‘Due to a recent decline in my health, | need a reassessment. However, | am not
prepared to risk being assessed at a lower level, or having all supports removed, as has
happened to others. | live alone. I'm falling often and injuring myself” ~ carer

Table 5. Outcome of reassessment since 1 November 2025

Assessed as needing a higher-level package 55%
Assessed at same level 18%
Assessed as needing a lower-level package 12%
Awaiting outcome 16%

More than half of survey respondents had been assessed as needing a higher-level package
since November 2025, but three quarters of these had not received it. Eleven per cent had
received an interim package. Long wait times were reported while waiting for reassessment,
with 40 per cent of people waiting up to four months.

We asked how people were managing while waiting, and respondents indicated that they were
mainly relying on family, which was increasing carer strain and often leading to financial
difficulties through loss of work.
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“I've had to leave full time work and now work part-time so that | can look after mum 7
days a week, along with my brother. Financially we are struggling because of my loss of
full-time income. Mum is a pensioner with no assets so my brother and | are also
supporting her financially” ~ carer

“‘Have had to go into respite care and will now most likely have to move to nursing home
as the care is insufficient” ~ person living with dementia

Some survey respondents were afraid to apply for reassessment when dementia needs
increased, in case their support was downgraded. When higher level support was approved
through reassessment, there was a long waiting period for care, which is not appropriate for
someone with dementia whose condition may be rapidly deteriorating. This contributed to
increased carer burnout and demand for residential care.

Thin markets

Survey respondents described difficulties with access to providers and staff to deliver services,
especially those with the capability to support people living with dementia.

“We are rural and can't get any carers, let alone specialist carers” ~ dementia
professional

“We live remote so there are no local providers” ~ carer

Access difficulties were widespread, with SAH providers having limited capacity. Table 6
demonstrates that nearly 30% of respondents had experienced providers being unwilling or
unable to provide care to people living with dementia.

Table 6. Experiences while trying to access SAH for a person living with dementia
Providers do not have capacity for any new clients 32%

Providers unwilling to accept people living with dementia or not having suitable services 29%

Limited choice of providers 43%
Long wait times to commence services 37%
No providers in the area 24%

Where services could be accessed, inconsistent staffing impacted on care outcomes for
people living with dementia and their carers.
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“Finding providers who can accommodate someone with dementia is extremely hard. A
simple request to have consistent carers is often denied or not an option. This causes
distress to someone with dementia because even if they don’t remember you, they start
to recognise faces and the carer gets used to the specific needs related to dementia.
Without consistent care it places more stress on the carer to explain routines and the
like which are very important for someone living with dementia to reduce anxiety and
keep the environment calm” ~ carer

First Nations and CALD communities

Respondents noted additional barriers for Aboriginal and Torres Strait Islander people, CALD
communities, LGBTI older people, and those in regional or remote areas. These challenges
occurred across all areas including assessment, navigation, thin markets and cultural
competency.

“[Assessment] Did not capture all challenges experienced by someone from CALD
background living with dementia” ~ carer

“Limited capacity and suitable CALD speaking staff that understand language” ~ carer

Cultural safety and language barriers can lead to poor assessment outcomes, unmet needs
and difficulties engaging with care. These are structural barriers that impact on safety, quality
and continuity of care, and need to be addressed if the rights principles of the Aged Care Act
are to be realised in SAH.

A survey respondent suggested that not SAH packages are not reaching First Nations people
in time:

‘I work in Aboriginal sector and almost no one getting care packages now - if so takes 4-6
months and normally not at level they require - massive expenditure on additional
hospitalisations etc in meantime” ~ care professional

Investment in community-controlled, culturally safe services across the dementia care pathway
from assessment to care delivery is essential to address these challenges.

Other matters

Impact on carers

Carer strain and burnout emerged as a commonly reported consequence of SAH changes.
Lack of accessible respite and unreliable services is placing unsustainable pressure on family
carers. These findings are consistent with Dementia Australia’s broader engagement with
carers highlighting that access to respite is increasingly difficult and underlies our call for a
Commonwealth funded review of respite services.
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“The lack of useful respite for me has been nothing less that shattering and | am close
to burnout trying to not only access respite but also pay for it” ~ carer

“A day here and there doesn’t cut it. | need proper respite or | will collapse.” ~ carer

Respondents linked insufficient home support to increased hospital admissions and earlier
transition to residential aged care, as well as decline in carer health.

“Changes under SAH have contributed to increased need for respite and higher carer
strain for me. Cost pressures and adjustments to service access have sometimes
meant delaying or revising supports, placing greater responsibility on me. | don't want to
have carer burnout and want to keep my mum out of nursing home or hospital” ~ carer

Dementia capability of the workforce

Survey respondents highlighted that the assessment and care workforce needs significant
upskilling in dementia. This uplift is essential to ensure that dementia related cognitive,
functional and care needs are understood and responded to appropriately.

“I don’t think there is enough special training for dementia. The assessor was speaking
to my mother, not seeing my mother didn’t comprehend the conversation at all” ~ carer

Positive experiences are associated with consistent workers and dementia-trained providers.
However, most respondents described care as rushed, task-focused and delivered by staff
without dementia-specific training.

“Many support workers have limited experience with providing assistance for cognitive
activities that will enhance the individual's capabilities and delay to progression of the
disease” ~ carer

Short term pathways

Our survey results highlighted significant challenges with access to ATHM. The multi-step
pathway for assessment and funding approval for ATHM contributed to complexity and long
waiting times for access to basic items to support safety at home.

“SAH changes have made it more difficult for clients to access occupational therapy
assessment and ATHM as they need to be approved for separate funding for this to
occur” ~ dementia professional

“I'm finding clients are waiting for months for ATHM funding assessments. So clients
are waiting on funding for home modifications and equipment” ~ dementia professional
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ATHM and rehabilitative care are essential components of safe and quality care for people
living with dementia, supporting independence and function. Our results show that the ATHM
pathway has been difficult to access and providing less timely, practical support.

Dementia Australia is also concerned about access to the End of Life Pathway for people living
with dementia. We support the recommendations of the Senate Inquiry into the Transition of
the CHSP to abolish the funding and time restrictions placed on the End of Life Pathway and
develop a flexible, clinically guided, needs-based model.

Recommendations — other matters

e Undertake an urgent independent review of respite care services, reduce costs and expand
access to respite for carers of people living with dementia, and include cottage respite in
SAH.

e Establish an effective monitoring and reporting scheme to track impact and outcomes of
SAH specifically for people living with dementia. Dementia diagnosis must be recorded so
that outcomes can be tracked. This would be consistent with the priority under the National
Dementia Action Plan of improving dementia data.

e Expand requirements for assessor training so that all assessors have comprehensive
knowledge of the impact of dementia and how to conduct carer-inclusive assessment.
Invest in dementia training and development of the workforce delivering SAH services
including skills for working independently, identifying deterioration and escalating risks for
clinical review.

Conclusion

The living experience evidence presented in this submission demonstrates that SAH is not
consistently delivering on its central objective of enabling older Australians to live safely and
with dignity at home. The design failures discussed by the Inspector-General of Aged Care in
the Senate Inquiry into SAH Hearing are impacting directly on outcomes for people living with
dementia and increasing the risk of more costly, early admission to residential care.

Challenges in assessment, prioritisation, costs and workforce capability are resulting in
significant unmet need for people living with dementia. There are further challenges for those
in diverse communities, where access to culturally safe and appropriate care remains limited.

Many people living with dementia and carers are going without essential support, facing
increasing risk, and experiencing avoidable deterioration in their health and wellbeing.

Without targeted reform, the current trajectory risks entrenching inequity and shifting costs to
other parts of the aged care and health systems.
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Urgent action is required to strengthen the design and implementation of SAH so that it reflects
and responds to the degenerative nature of dementia and the needs of informal carers in
sustaining care at home.

A SAH system that is flexible, equitable and responsive to need will not only improve quality of
life for people with dementia and their carers but also deliver more sustainable outcomes
across the broader health and aged care systems.

Dementia Australia urges the Parliamentary Committee to adopt Dementia Australia’s
recommendations to make urgent reforms to SAH, to ensure that all people living with
dementia and carers can access safe, quality care at home.

The Dementia Australia Policy and Advocacy Team can be contacted on
policy@dementia.org.au

References

1. Australian Institute of Health and Welfare, Dementia in Australia. 2025, Australian
Government.

2. Dementia Australia. Facts and Figures. 2026. Available from:

https://www.dementia.org.au/about-dementia/dementia-facts-and-figures.

3. Benetas, Are Australians Ready to Age in Place? Key insights and recommendations
from the Benetas Ageing in Place: An Australian Perspective study. 2026, Benetas:
Melbourne, Australia.

4. Australian Government Department of Health Disability and Ageing, Aged Care Act
2024 Wait Times Report: Residential Care and Support at Home. 2026.

5. Alzheimer's Disease International, World Alzheimer Report 2025: Reimagining Life with
Dementia — The Power of Rehabilitation. 2025, Alzheimer's Disease International:
London, United Kingdom.

6. Australian Institute of Health and Welfare. Dementia in Australia: Carers of people with
dementia. 2025. Available from:
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/carers-
findings-survey-of-disability-ageing-carers/carers-of-people-with-dementia.

7. Livingston, G., et al., Dementia prevention, intervention, and care: 2024 report of the
Lancet Standing Commission. The Lancet, 2024. 404(10452): p. 572-628.

Page 26 of 26 © Dementia Australia 2026



mailto:policy@dementia.org.au
https://www.dementia.org.au/about-dementia/dementia-facts-and-figures
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/carers-findings-survey-of-disability-ageing-carers/carers-of-people-with-dementia
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/carers-findings-survey-of-disability-ageing-carers/carers-of-people-with-dementia

	Senate Standing Committee on Community Affairs Inquiry into Support at Home
	What needs to change?
	What is Dementia Australia recommending?
	If actioned, what impact could these recommendations have?
	How has Dementia Australia advocated for this position?

	Senate Standing Committee on Community Affairs Inquiry into Support at Home
	Dementia Australia submission 13 July 2026
	Overview of Dementia Australia’s submission
	Introduction
	Thematic analysis of national survey data
	Survey findings
	Access to services and living with safety and dignity
	Impact of co-contributions
	Impact of pricing mechanisms
	Adequacy of hardship assistance

	Impact on residential aged care and hospitals
	Transitioning from Home Care Program
	Thin markets
	First Nations and CALD communities
	Other matters

	Conclusion
	References

