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About

Dementia is a significant and growing health and aged care issue in Australia that has a substantial impact on the health and quality of life of people with
the condition, as well as for their family and friends. This online report provides a comprehensive picture of dementia in Australia, including the latest
statistics on dementia prevalence, burden of disease, deaths, expenditure, as well as the use of health and aged care services among people with
dementia and information on carers of people with dementia.

Dementia in Australia has been published as a web report since 2021. This report is updated regularly to include the latest data from a range of sources.
For more information, see Data sources.
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Findings from this report:

e |n 2024 an estimated 425,000 Australians were living with dementia

e |n 2023 almost 1in 10 people died from dementia

e 2in 5 carers of people with dementia usually provided at least 60 hours of care per week in 2022

e Over one million Australians are projected to have dementia by 2065

Australian stories about living with dementia

Carrie's story

A diagnosis of dementia can impact the affected person, their friends, families and carers. Read Carrie's story about becoming a carer to her
husband, while also raising a young family.

Martina's story

Living with the early stages of dementia can be challenging. Read about Martina's experience with being diagnosed with Lewy body dementia and
how her life has changed since.

Len's story

Dementia has a deep impact on Aboriginal and Torres Strait Islander communities. Learn about Len, an Aboriginal elder, who returned to his
community after being diagnosed with Alzheimer's disease.

Lucy's story

Dementia can also impact young people. Lucy shares how she is able to keep doing what she enjoys after being diagnosed with a rare type of
dementia common in her family.

Jim's story
Many people with dementia prefer to live independently in the community. Jim has Alzheimer's disease and lives at home on his own. Read about
how the COVID-19 pandemic has affected him, his family and the services he receives.
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Dementia is not a single specific disease, but rather there are many types of dementia with symptoms in common. These are caused by a range of
conditions impacting brain function. It is commonly associated with memory loss but can affect speech, cognition, emotional control, behaviour and
mobility (WHO 2023).

There are many forms of dementia, the most common being Alzheimer's disease - a degenerative brain disease caused by nerve cell death resulting in
shrinkage of the brain. It is also common for an individual to have multiple types of dementia, known as 'mixed dementia'. While the likelihood of
developing dementia increases with age, dementia is not an inevitable or normal part of the ageing process. Dementia can also develop in people under
65, referred to as younger onset dementia, and in children, which is known as childhood dementia.

There are a number of risk factors that can increase a person’s likelihood of developing dementia. While some risk factors cannot be avoided, at least
45% of a person'’s risk of developing dementia is potentially modifiable (Livingston 2024). As there is currently no cure for dementia, minimising
modifiable risks is currently the best way to prevent dementia.

Dementia is a significant and growing health and aged care issue in Australia that has a substantial impact on the health and quality of life of people with
the condition, as well as their family and friends. As the condition progresses, the functional ability of an individual with dementia declines, eventually
resulting in the reliance on care providers in all aspects of daily living. There is currently no cure for dementia but there are strategies that can assist in
maintaining independence and quality of life for as long as possible.

In December 2024, the Australian Government released the National Dementia Action Plan 2024-2034 (the Action Plan) to improve outcomes for
people living with dementia, their families and carers, which includes a focus on improving dementia data and reporting nationally. The Action Plan
is a joint initiative between the Australian Government and state and territory governments, which sets out 8 high-level actions aimed at improving
the lives of people living with dementia and their families and carers, including improved health and wellbeing outcomes.

The AIHW track progress toward these 8 actions using specific metrics which are updated annually. Data on the state of play at the start of the
action plan are available at National Dementia Action Plan indicators dashboard.

How many people have dementia?

The exact number of people with dementia in Australia (the ‘prevalence’) is currently not known. Estimates vary because there is no single
authoritative data source for deriving dementia prevalence in Australia and different approaches are used to generate estimates. For more
information, see What is being done to improve dementia prevalence estimates in Australia?

In 2024, the AIHW estimated that there were 425,000 Australians living with dementia. This is equivalent to 16 people with dementia per 1,000
Australians. The rate of dementia rises quickly with age, from less than one person with dementia per 1,000 Australians aged 30-59, to 210 people with
dementia per 1,000 Australians aged 85-89. Nearly two-thirds (63%) of Australians with dementia are women.

With an ageing and growing population, it is predicted that the number of Australians with dementia will increase 2.5-fold, to over 1 million by 2065
(662,000 women and 390,000 men) (Figure 1). While 2065 may seem far away (40 years), these time frames are relevant to the early and mid-life
prevention measures that can decrease the risk of developing dementia in later years (Livingston 2024).

For data by age, sex, geographic and socioeconomic areas, see Prevalence of dementia.
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Figure 1: Australians living with dementia by sex, 2025-2065
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Source: The AIHW estimates were derived using prevalence rates from the 2015 World Alzheimer report and Withall et al. 2014, and the ABS Medium
Series population projections (ABS 2023).

Risk factors

A range of factors are known to contribute to the risk of developing dementia and may affect the progression of symptoms. Some risk factors can't be
changed, such as age, genetics and family history. However, there are health behaviours that can increase or decrease the risk of developing dementia
(known as ‘modifiable risk factors’).

Protective factors that reduce the likelihood of developing dementia include:
¢ High levels of education, physical activity, social engagement and cognitive activity (such as through education or cognitively stimulating work)
Risk factors that increase the likelihood of developing dementia include:

¢ Obesity, smoking, excessive alcohol consumption, air pollution, head injury, high blood pressure, untreated hearing loss, untreated vision loss,
depression and diabetes (Livingston 2024).

People who engage in protective factors and avoid risk factors are less likely to develop dementia and tend to develop dementia at older ages.

For more information, see What puts someone at risk of developing dementia?

Dementia awareness

The Dementia Awareness Survey is the largest nationally representative community survey of its kind in Australia. Around 5,400 people aged 18 and over
were surveyed across Australia in mid-2023. The survey collected information on Australians’ knowledge of dementia and modifiable risk factors for
dementia, and Australians’ attitudes towards dementia and people living with dementia.

While the survey found that Australians generally know little about dementia, knowledge was higher among women; people with higher levels of
education and income; and people who have worked with, or have a family or friend with, dementia. Almost all Australians (99.6%) do one or more
things to reduce their dementia risk, such as being physically (77%), cognitively (77%) or socially active (70%). For more information, see the Dementia
Awareness Survey.

Deaths and disease burden

Dementia is the leading cause of death in Australia

In 2023, dementia was the leading cause of death in Australia, accounting for almost 17,400 deaths (or 9.5% of all deaths). Dementia was the leading
cause of death for women and the second leading cause for men, after coronary heart disease.

The number of deaths due to dementia increased from 8,500 deaths in 2009 to 17,400 deaths in 2023. This could be due to a range of factors, including
greater awareness of dementia and changes in death certificate coding practices. The age-standardised rate, which accounts for differences in the age
structure of a population, rose between 2009 and 2023, from 33 to 43 deaths per 100,000 Australians (Figure 2).

Note, for this report, the AIHW uses an expanded list of ICD-10 codes to define dementia related deaths. This expanded list was developed under the
guidance of AIHW's Dementia Expert Advisory Group. Therefore, the AIHW dementia death estimates reported here differ to the Australian Bureau of
Statistics (ABS) estimates.

Both AIHW and ABS include Alzheimer's disease, vascular dementia, and unspecified dementia when reporting dementia related deaths; the AIHW list
also includes other dementias (for example, Lewy body dementia). The AIHW and the ABS are aware of current differences in reporting and are
working together to align reporting where practicable.

For more information, see Deaths due to dementia.
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Figure 2: Deaths due to dementia in Australia: number, crude and age-standardised rate, by sex, 2009-2023
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Source: AIHW analysis of the Mational Mortality Database.

Notes

1. This analysis is only based on the underlying cause of death and not on associated causes of death.

2. Age-standardised rate of deaths due to dementia between 2009-2023 have been directly age-standardised to the 2001 Australian Standard
Population by 5-year age group up to age 95+ and are expressed per 100,000 population.

3. Deaths are counted according to year of death registration. Deaths registered in 2020 and earlier are based on the final version of cause of death
data; deaths registered in 2021 are based on the revised version; and deaths registered in 2022 and 2023 are based on the preliminary version.
Revised and preliminary versions are subject to further revision by the Australian Bureau of Statistics.

Impact of COVID-19 on people with dementia
People with pre-existing chronic conditions, such as dementia, have a greater risk of developing severe illness from COVID-19. Fatal COVID-19 outbreaks
have involved many people with dementia.

In 2023, around 32,400 people died due to or with dementia (where dementia was recorded either as an underlying cause or an associated cause of
death). For more information, see Dying due to or with dementia.

¢ For those who died with dementia as an associated cause of death, COVID-19 was the third leading underlying cause of death (just over 1,200
deaths).

e For those who died with COVID-19 as an associated cause of death, dementia was the most common underlying cause of death (270 deaths, 16% of
COVID-19 related deaths), followed by coronary heart disease (12%) and accidental falls (5.6%).

For more information on COVID-19 deaths released by the ABS, see COVID-19 Mortality in Australia: Deaths registered until 31 January 2024.

Dementia is a leading cause of burden of disease

Burden of disease refers to the quantified impact of living with and dying prematurely from a disease or injury and is measured using disability-adjusted
life years (DALY). One DALY is equivalent to one year of healthy life lost.

Dementia was the second leading cause of burden of disease in Australia in 2024, behind coronary heart disease. For women, and for Australians aged
80 and over, dementia was the leading cause of burden of disease. The total burden of dementia was just over 262,000 DALY, with 59% of burden
attributable to dying prematurely and 41% from the impacts of living with dementia (Figure 3).

For more information, see Burden of disease due to dementia.
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Figure 3: Leading 10 causes of disease burden (DALY) in Australia, by sex and age, 2011, 2015, 2018 and 2024
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Source: AIHW Australian Burden of Disease Database.

Notes

1. COPD refers to Chronic obstructive pulmonary disease.

2. Conditions that were grouped into residual categories in the Australian Burden of Disease Study 2024 (such as 'Other musculoskeletal conditions')
are not included in the rankings.

3. Lower respiratory infections include influenza and pneumonia.

4. Due to rounding, estimates for all persons for some diseases does not equal the sum of male and female estimates.

Carers of people with dementia

The level of care required for people living with dementia depends upon individual circumstances, but likely increases as dementia progresses. Carers
are often family members or friends of people living with dementia who provide ongoing, informal assistance with daily activities.

The number of carers of people living with dementia in Australia is unknown. Based on the available data, the AIHW estimates that in 2024 there were at
least 102,000 informal primary carers of people with dementia.

Among primary carers of people with dementia, 3 in 4 (76%) were women and over half (57%) were caring for their partner with dementia.
Caring can be a rewarding role with 14% of primary carers of people with dementia reporting feeling closer to the care recipient.

Caring can also be physically, mentally, emotionally, and economically demanding. According to the ABS Survey of Disability, Ageing and Carers 2022,
among carers of people with dementia:

e over 2in 5 (42%) provided an average of 60 or more hours of care per week

o forty-five per cent reported one or more physical or emotional impacts of the role

e nearly 1in 4 (24%) reported that they needed more respite care to support them

¢ twenty-eight per cent experienced negative financial impacts since taking on the role.

Further findings from this survey can be found in Carers: findings from the Survey of Disability, Ageing and Carers.

Health services

Primary health care services

Services provided by general practitioners (GP) and other medical specialists are crucial in diagnosing and managing dementia. If a GP suspects
dementia, they typically refer the patient to a qualified specialist, such as a geriatrician, or to a memory clinic for a comprehensive assessment (Dementia
Australia 2025).

How is dementia diagnosed?

There is no single conclusive test available to diagnose dementia, and obtaining a diagnosis often involves a combination of comprehensive cognitive
and medical assessments.


https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/carers-findings-survey-of-disability-ageing-carers

Identifying the type of dementia at the time of diagnosis is important to ensure access to appropriate treatment and services. However, there are
many forms of dementia with symptoms in common, often making diagnosis a lengthy and complex process involving multiple health professionals -
see How is dementia diagnosed?

Data on GP and specialist services across Australia are a major enduring data gap for dementia monitoring. However, recent advancements in data
linkage have enabled the examination of these services - see Primary health care services.

In 2020-21, around half of all services claimed under the Medicare Benefits Schedule (MBS) by people with a dementia record in the linked data were for
GP consultations (42% for people in the community and 58% for people living in permanent residential aged care).

The second most common MBS service used by people with a dementia record were pathology services, accounting for 32% of services among those
living in the community, and 29% among those living in permanent residential aged care.

Among people with a dementia record living in the community, more than 70% of people aged 65-84 had at least one specialist visit in 2020-21.
Specialist attendances including general medicine, geriatric medicine, neurology and psychiatry were more common among people with a dementia
record compared with people without a dementia record.

Among people living in permanent residential aged care, specialist and allied health service use was generally lower among people with a dementia
record compared with people without a dementia record.

For information about patterns of health service use among people with younger onset dementia, see Younger onset dementia: new insights using
linked data.

Dementia-specific medications

Although there is no cure for dementia, there are 4 medications subsidised through the Pharmaceutical Benefits Scheme (PBS) and Repatriation
Pharmaceutical Benefits Scheme (RPBS), that may assist in managing symptoms and slow the progression of Alzheimer’s disease.

In May 2025, the Therapeutic Goods Association approved the use of Donanemab for Australians with mild cognitive impairment due to Alzheimer’s
disease, or early symptomatic Alzheimer’s disease (TGA 2025). In July 2025 the Pharmaceutical Benefits Advisory Committee did not recommend listing
Donanemab on the PBS due to the modest clinical impact and high burden of treatment (PBS 2025).

In 2023-24, there were nearly 737,000 prescriptions dispensed for dementia-specific medications to about 77,500 Australians with dementia aged 30
and over, under the PBS/RPBS.

People with dementia may experience changed behaviours, such as aggression, agitation and delusions, commonly known as behavioural and
psychological symptoms of dementia. Non-pharmacological interventions are recommended to manage these symptoms, but antipsychotic medicines
may be prescribed as a last resort. Inappropriate prescribing of antipsychotic medicines is a major concern for older people and was a key issue raised in
the Royal Commission into Aged Care Quality and Safety (Royal Commission 2021).

In 2023-24, antipsychotic medications were dispensed to about one-fifth (20%) of the 77,500 people who had been dispensed dementia-specific
medications.

For more information, see Prescriptions for dementia-specific medications.

Hospitalisations

In 2023-24, there were more than 12.6 million hospitalisations in Australia (AIHW 2025). Of these, dementia was the main reason for admission for about
27,800 hospitalisations, which is equivalent to 1 out of every 455 hospitalisations.

For people hospitalised due to dementia, the average length of hospital stay was 15.1 days. Most patients hospitalised due to dementia were aged 75-89
(65%), with the number of hospitalisations increasing with age up to 80-84 years (just over 6,500 hospitalisations), then decreasing in the older age
groups (just over 1,000 hospitalisations in people aged 95 and over) (Figure 4).

Data presented in this section refer to hospitalisations due to dementia, that is, when dementia was recorded as the principal diagnosis. For information
on hospitalisations with dementia (as an additional diagnosis or supplementary chronic condition code), see Hospital care.
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Figure 4: Overview of hospitalisations due to dementia, by age and sex, 2023-24
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Aged care services

Aged care services are an important resource for both people with dementia and their carers. Services include those provided in the community for
people living at home (home support and home care), and residential aged care services for those requiring permanent care or short-term respite stays.

How do people with dementia access aged care services?

After an initial screening, an aged care assessment is completed to establish an individual's needs and types of services that may help.

In 2021-22, just over 37,100 (9.3%) Australians who completed an aged care assessment (either a comprehensive or home support assessment) had
dementia recorded as a health condition. Of the aged care assessments undertaken by people with dementia, just over 4 in 5 (81%) were comprehensive
assessments (for people with complex and multiple care needs).

Over 242,000 people were living in permanent residential aged care in 2021-22, and more than half (54% or about 131,000) of these people had
dementia. For more information on the services and initiatives available, see Aged care.

Costs of dementia

Australia’s response to dementia requires economic investment across health, aged care and welfare sectors. It is estimated that almost $3.7 billion of
health and aged care spending in 2020-21 was directly attributable to the diagnosis, treatment and care of people with dementia.

Residential aged care services accounted for the largest share of expenditure (49% or $1.8 billion), followed by community-based aged care services (20%
or $741 million) and hospital services (18% or $662 million) (Figure 5).

For information, see Costs of dementia.
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Figure 5: Health and aged care spending directly attributable to dementia by broad service area, 2020-21
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Dementia data gaps

Australia’'s dementia statistics are derived from a variety of sources including administrative data, survey data and epidemiological studies. As each data
source has incomplete coverage of people with dementia, it is difficult to accurately report how many Australians are living with dementia. This limits the
ability to examine impacts of dementia on individuals with the condition, their carers and support networks, as well as the community and national
health and aged care systems more broadly.

For more information, see Dementia data gaps and opportunities and the National Dementia Data Improvement Plan 2023-2034.

Diagnosing dementia

Estimating the incidence (new dementia cases in a given period) and prevalence (total cases) of dementia in Australia is vital to evaluating the current
and future impacts of the condition, as well as for policy and service planning. There are several factors in the diagnostic process that affect our ability to
estimate the number of Australians living with dementia, including:

¢ an often lengthy diagnosis process for reasons such as not recognising symptoms, a delay in seeking help, limited access to specialists or complexity
of diagnostic processes

¢ no single conclusive diagnostic assessment for dementia

¢ lack of national GP or specialist data collections with dementia-specific diagnostic information.

There are ongoing efforts to improve the accuracy of these estimates, such as through the utilisation of data linkage, electronic health records and the
development of a national dementia clinical quality registry.

For more information, see How is dementia diagnosed?

Childhood dementias

There are limited data available on childhood dementia both within Australia and internationally. This report captures the number of deaths due to

childhood dementia diseases where they are recorded on death certificates, however, will be an underestimate of the true number of deaths due to
coding considerations. Increased awareness and research of childhood dementia is needed to improve the quality of life for children with dementia

(Elvidge 2023).

For more information, see Childhood dementia.

Impact on health, aged care and social systems

Dementia statistics within Australia are largely sourced from hospital, aged care and cause of death data, likely providing a skewed view towards
moderate and severe dementia. There are considerable gaps in primary health care data and data about use of services by people with dementia living
in the community. Further, there is a lack of timely data on dementia disease expenditure. Without this information, it is difficult to determine the
demand for dementia services and plan for economic costs to health and social systems.

Understanding patient experiences of people with dementia and their carers is important to assess the quality of care within the health and aged care
systems. There is a lack of information on these experiences, and improvements are needed to understand these qualitative aspects to improve quality
of care and outcomes for those living with dementia.

For more information, see the National Dementia Data Improvement Plan 2023-2034.

Carers
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There are considerable gaps in national data on carers of people with dementia in Australia. The ABS Survey of Disability, Ageing and Carers 2022
provides the most up-to-date national information on carers. However, this survey likely underestimates the number of people with dementia and the
number of carers of people with dementia. As a result, it is challenging to comprehensively understand how many Australians provide care to people
with dementia and what their unmet needs may be.

Findings from this survey can be found in Carers: findings from the Survey of Disability, Ageing and Carers.

Dementia in population groups of interest

Australians living with dementia come from diverse backgrounds and have unique and variable needs for services and support. National data on people
with dementia in specific population groups are limited and further research is needed.

First Nations people

Among Aboriginal and Torres Strait Islander (First Nations) people, the rate of dementia is estimated to be 3-5 times as high as rates for Australia overall
(see How many First Nations people have dementia). However, improvements are needed in the representation of First Nations people in key datasets to
support better dementia prevalence estimates.

There are also limited data on First Nations-specific health and aged care services, and data on First Nations carers of people with dementia and/or
carers of First Nations people with dementia are not available as part of the ABS Survey of Disability, Ageing and Carers.

Improving data in these areas will help to identify how dementia is understood and managed by First Nations people and improve the development of
culturally appropriate and effective policies and services.

For more information, see First Nations Australians with dementia.

People from culturally and linguistically diverse backgrounds

For people from culturally and linguistically diverse backgrounds, attitudes towards, as well as access to, aged care and support services need to be
considered.

Based on the 2021 Census, 4 in 5 (83%) people with self-reported dementia who were born in non-English-speaking countries and were living in the
community needed assistance with core activities in areas of self-care, communication, and/or mobility (compared with 74% of people who were born in
English speaking countries). This may reflect a preference for informal care or may be due to challenges in accessing suitable services. Gaps in data limit
the understanding of how individual culturally and linguistically diverse communities may differ in their experiences of disease, attitudes surrounding
dementia and carers, and access to and utilisation of services.

For information, see Culturally and linguistically diverse people with dementia.

Where do | go for more information?

¢ For detailed dementia statistics, see chapters of Dementia in Australia.

e For dementia information, education, advocacy and resources, see Dementia Australia.

e For support services and information, see Dementia Support Australia.

¢ For information on ageing and carers from the Australian Bureau of Statistics, see Disability, Ageing and Carers, Australia;: summary of findings, 2022.

e For information on the Australian adult population’s attitudes and knowledge of dementia and dementia risk reduction, see Australia’s Dementia
Awareness Survey

For more on this topic, see Dementia.
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Australian stories about living with dementia

The following stories are based on interviews with Australians living with dementia and their carers. We would like to thank these people for sharing their

stories and D¢

ia for interviewing these people on behalf of Australian Institute of Health and Welfare (AIHW).

The stories provide a greater understanding of dementia and show the diverse experiences of living with dementia. Select a story below to learn more

about how dementia has impacted their lives.

Carrie's story

A diagnosis of dementia impacts the affected
person, as well as their friends and families.
When Carrie's husband was diagnosed with

younger onset frontotemporal dementia, she

became his carer while also raising their
young children.

Lucy's story
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Although not as common, dementia also
impacts young people. Lucy shares how she
is able to continue doing what she enjoys, like
studying and being creative, after being
diagnosed with a rare genetic form of
dementia.

Len's story

Dementia has a deep impact on Aboriginal
and Torres Strait Islander communities. After
Len was diagnosed with Alzheimer's disease,

Len and his partner Sue returned to their

family and community in a remote part of

Australia.

Jim's story

Many people with dementia prefer to live
independently in the community. Jim has
Alzheimer's disease and lives at home on his
own. When his area went into lockdown due
to COVID-19, Jim's family made sure he kept
busy during lockdown.

Martina's story

Living with the early stages of dementia can
be challenging. After being diagnosed with
Lewy body disease, Martina needed to access
home-based support services to help her
with daily living, and health services to
manage her symptoms.

These stories are based on interviews with
Australians living with dementia and their
carers. To protect the privacy of participants,
names and other identifying characteristics
have been changed. Images are not
representative of the individuals in the
stories.
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Carrie's story

Carrie* is 42. She has two kids aged 10 and 7, and her husband (Dan) has dementia.

)

A few years ago, her Iifé, and the lives of her family, changed dramatically. She had noticed some changes in her husband'’s behaviour. He seemed
distant with her and their children.

‘[It was]...making me question why he wanted to get married and have kids if he didn't seem to have any interest in us, what we were doing or interest in
planning anything together. His mum kept saying that he was depressed and needed to see his GP, [but] he denied being depressed. He denied feeling
that way and was quite happy and content with how things were going. But | didn't think things were right.’

One day, Dan couldn’t find words at all. They went to see a neurologist and Dan was diagnosed with younger onset frontotemporal dementia, which can
affects a person’s behaviour and moods. On hearing the diagnosis:

‘l was shocked. | think | almost vomited on the neurologist and the social worker because it wasn't what | expected, it was worse. | just thought that
[condition] would be really, really difficult to manage with a young family. | was worried Dan would become inappropriate around family and friends.
He's such a kind person, kind, smart and fun. | thought if he changes so much and that's all people remember him by, that will be devastating.'

'And so [after the diagnosis] you leave without a treatment plan. You leave with the number for the NDIS [National Disability Insurance Scheme],
and Dementia Australia, and you're told to go home and make the most of it."

Carrie and her family have faced many challenges since the diagnosis, and one of the hardest was telling the kids.
‘You live with the uncertainty ... of a prognosis. And you try and explain it... and their little hearts broke, I'll never forget it, it was devastating.’

‘... it was the last thing | expected ... [I] thought it was going to be another type of dementia or Parkinson's [disease]... not the behavioural variant... to me,
that was the worst one.’

People who have the behavioural variant of frontotemporal dementia experience changes in their behaviour, personality and emotional responses.
Symptoms vary from person to person. Some people become selfish and start to lack empathy, while others may start exhibiting embarrassing
behaviours. Frontotemporal dementia is a progressive and fatal condition. See What is dementia? for more information on the different types of
dementia.

Since his diagnosis, Dan left work and can no longer drive. Carrie says Dan admits in hindsight ‘He was probably having some problems with work. So we
were lucky with him that we was diagnosed quickly before his performance at work became an issue and he lost his job or ... got into strife with doing
something wrong at work [due to his behaviour changes].'

For Carrie, life is now a juggling act:

‘The pressure comes on me being the only driver, being [the] only one to organise everything. So | do all the household management, including
finding, booking and organising carers, managing the NDIS, plan holidays, birthdays, Christmas etc. and | work full time.'

'l also do all the school stuff for the kids. So | could complain or | can suck it up. And there's no point sitting in a corner crying, [it] doesn't get me
anywhere...I'm just lucky that | was raised to be strong, | guess, and I'm a bit of an organiser. So | just get on with it and the kids are great to have around
him ... they keep him busy, and they keep him on his toes.’ (see Carers of people with dementia for more information on the impact of the caring role).
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She took on the caring role because Dan is her husband. ‘My vows, it's my wedding vows and, you know,
in sickness or health, for better or worse. We also have 2 young children... | want them to see that when
you love someone you look after them. | also would not deny him the opportunity to see them for as long

as he can and vice versa. Prior to his diagnosis, | contemplated divorce many, many times. Now that '
we've got a diagnosis, it all makes sense. | need to care for him and give him the life we promised each
other when we married.’

Carrie says most people don't understand the type of dementia Dan has.

‘... they're looking at him, that he’s fit [and it doesn't look] like [anything is] wrong ... It doesn't make any sense to people ... they say he's great.
He's talking really well. But they don't see that he can go 3 days without saying a word to me or [that] he hasn't said my name in 6 months. They
also don't see the lack of initiative, the falls, the choking on food and fluids, the difficulty he has controlling the TV. | think the kids and | probably
protect him a bit and make life pretty easy for him.'


https://www.aihw.gov.au/
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/what-is-dementia
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/carers-findings-survey-of-disability-ageing-carers/carers-of-people-with-dementia

Carrie’s biggest support network has been her family, Dan’s parents, and Dementia Australia.
‘After speaking to Dementia Australia, | just was on a high for days, because the things they suggested, things that we discussed, they just make sense.’

Carrie says when she sees other families doing ‘normal’ things - like going camping, riding bikes and kicking the football with their children - she realises
just how different her life is, and at times her life can seem unfair.

‘| can't watch families at the park or families hanging out together doing stuff, it makes me feel like I'm missing out on something, and it's no one's fault. |
always thought Dan would really shine when the kids were older, as he would take them skiing and bushwalking, all of the activities he loves so much. He
can't do that with them anymore.’

But Carries admits they are lucky. They are also financially secure through Dan’s income protection insurance and they have access to his
superannuation.

‘We have done some bucket list trips and have some more planned, and we're making some great memories for the kids. And it's sort of fun to do that
stuff when you are young rather than [in] your 60s or 70s ...

‘When Dan proposed to me, | said to him we will have a lovely life together, we still do. We will continue to have a lovely life together, it's just not
going to be forever. The diagnosis has thrown a bit of a curveball...
‘So while it's awful living with an uncertain prognosis, every day we're lucky. He's still here with us and he gets to see the kids do more and more.’
For anyone whose loved one has just been diagnosed with dementia, Carrie advises:

‘Get the right people around you. There are people who you just need to let go of in your life because they are not helpful. They may never be helpful!
Keep in touch with Dementia Australia. They have the right people, services and advice to help you navigate through this condition. Then you need to be
kind to yourself. Remember that you are allowed to lose it sometimes, that's okay. Because it's hard sometimes.’

*This case study is based on an interview with a carer of a person who has dementia. This personal account is not necessarily representative of the
circumstances of other carers or people with dementia or the challenges they may face, but it is our hope that it will give readers a greater awareness
and understanding of the diversity of people’s experiences with dementia.

Names and identifying characteristics have been changed. Images are not representative of individuals in the story.
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Len's story

Len* is an Aboriginal elder from a remote community in central Australia. He has spent most of his adult life working in various remote Aboriginal and
Torres Strait Islander communities. He is currently living with Alzheimer's disease.

£ ' L, b v
Len and his partner and carer, Sue*, moved away from their home when their place got too much for them to handle. They moved in with family
members and for the next few years, there were 4 generations living in the same household. It was a wonderful time but Len started to miss his country
and his people. So he decided to return to his community and live in aged care, while Sue rented a unit nearby. But Len was unsettled.

‘Of course [the community] wasn't how he remembered,’ Sue said. ‘There was only a couple of family members left there, the old people that we
particularly worked with had passed and the 2 nephew sons that were there said they had had enough of it and were going to [a regional town].’

Len has since moved out of aged care and is back living with Sue. Together they moved closer to their family as it was too far for them to visit. She says

prior to Len being diagnosed with dementia, she had started to notice small changes in his behaviour.

‘Things that he normally did he suddenly had lost interest in or just wasn't doing any more - like he used to play solitaire on the computer but he
stopped doing that. He was quite a good bush mechanic and he stopped doing that.’

Another time he bought a new set of tools when he already had the same set of tools at home. He did that 3 times.

Sue says not being able to read and write has made it a lot more difficult to manage his dementia.

‘We can't leave out reminder notes and things like that, like you could with someone that can [read]. And sometimes you think, “Now, is this just cultural
stuff or is it the dementia?” Like this morning he is looking at the back with the palm tree and he calls it a pine tree ... straight away someone else would
probably think, “well that's dementia.” But | know that that's what he was doing long beforehand, and it's him muddling up English with his [Indigenous]
language a bit. Also he's going back to talking [in his] language more ... here at home.'

Sue says that in remote communities’ people with dementia tend to be accepted into the community. ‘As long as their behaviour wasn't affecting anyone
else, it was sort of just “that's him"”, and that's the way they are, and that was accepted.’

‘Or anyone whose behaviour becomes a bit bizarre or really abnormal, people would say they are in ‘rama rama’, meaning they not thinking properly in
their heads.'

‘Most of the ones in the remote areas are still sort of living in the community with families and managing, but not always managing all that well
either!

Sue says Len has ‘been seen by an ngankari (a traditional
el . ; N
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healer) which he likes to see and he has seen them in the past'.

One of the things Len was really missing was sitting down with his own people to chat. ‘That's something he's sort of done all his life. Even when he was
working, he always went around and sat with the old fellows'. So she got in touch with an Aboriginal community service organisation that provides a
meeting place and activities and they now go there twice a week. It's been an important connection for both of them.

See First Nations Australians with Dementia for more information on the impact of dementia in Aboriginal and Torres Strait Islander communities.

*This case study is based on an interview with a carer of an Indigenous person who has dementia. This personal account is not necessarily
representative of the circumstances of other carers or people with dementia or the challenges they may face, but it is our hope that it will give readers a
greater awareness and understanding of the diversity of people’s experiences with dementia.

Names and identifying characteristics have been changed. Images are not representative of individuals in the story.


https://www.aihw.gov.au/
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/first-nations-australians-with-dementia
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Martina's story

Martina* started seeing the first signs of dementia a couple of years ago when it started to affect her ability to drive, which was an important part of her
job.
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‘| started to forget where | was when | was driving... | was falling, | was tripping, | was just not really being aware of my own self. | didn't feel like myself.’
About 8-12 months later, she was diagnosed with Lewy body disease - a type of dementia that has similarities with Alzheimer's disease and Parkinson’s
disease. Symptoms of Lewy body disease may include fluctuating mental states, confusion, issues with concentration, difficulty judging distances (which
leads to falls), hallucinations and tremors.

Although Martina knew things weren't quite right, she says family and friends didn't seem to be aware of it at the time. Martina can no longer drive and
had to hand in her licence. Other than that, she and her partner of 15 years live day by day and try not to worry about it too much.

‘When | was first diagnosed | thought “Oh that's it I'll be in a nursing home”. But as time goes along I've just learned to cope with it and thought
“Ah well if that's the case, I'll just keep going and keep looking forward to the future.”

Martina lives in a rural part of Australia. She would have to travel to see a specialist, but at this stage she hasn't needed to. Her local GP is just 5 minutes
away and she has no trouble getting an appointment when she needs one.

‘| have great help here and feel well supported... | get help through the NDIS [National Disability Insurance Scheme] and help and support through my
home care package as well." This includes assistance with day-to-day life, such as house cleaning, as well as help with health services, such as
physiotherapy.

Dementia Australia helped to organise the home care package and, for the moment, she is getting the assistance she needs. Home Care Packages
provide community-based care to people with greater or more complex care needs (see Aged care for more information on aged care services available
to eligible Australians).

‘I'm actually not too worried about it [dementia] any more,’ she says.

*This case study is based on an interview with a person who has dementia. This personal account is not necessarily representative of the circumstances
of other people with dementia or the challenges they may face, but it is our hope that it will give readers a greater awareness and understanding of the
diversity of people’s experiences with dementia.

*Names and identifying characteristics have been changed. Image is not representative of individuals in the story.

© Australian Institute of Health and Welfare 2025


https://www.aihw.gov.au/
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/aged-care

Australian Government

Australian Institute of
Health and Welfare

Lucy's story

Lucy* is in her early 40s and was diagnosed with a rare type of dementia about 2 years ago. She is currently studying and has a background in science
and research.

There is a strong link between the type of dementia Lucy was diagnosed with and a family history of dementia, with some people carrying a gene
mutation that passes the condition onto their children.

Lucy says many people in her family have been affected by dementia.

‘We had seen a lot of people in the family getting dementia and dying from it and we didn't know exactly what it was...until my father went to a research
group and they actually [did] the testing...And as soon as | was able to get the testing done...I found out that | also was carrying a mutation.’

Lucy was already beginning to show symptoms when she got the results of the genetic testing, but it took about 9 months to see a neurologist who

specialises in dementia and receive a formal diagnosis.

‘As soon as | got to a neurologist that actually understood dementia | got a diagnosis on the spot. [The neurologist] said it was very early. He has
never diagnosed anybody with this dementia that early.’

In a lot of ways, Lucy says dementia hasn't affected her life too much. She is still able to do many of the same things as before - study, get good grades,
and do the creative things she enjoys. But it does make some things more difficult.

‘| still have [a] lot of abilities to do things but the biggest issue with me is... stamina. I'm very fine when | first wake up but... towards the end of the
day...I just don't have energy left. | can easily get distracted ... | come to the end of the day and | haven't started or haven't finished the original
task.'

'Those type of things [are] very much part of the dementia itself. It's not as if dementia has completely changed who | am [but] it does add those
extra things [that] just makes it a little bit harder. | have to work harder.’

Lucy gets most of the support she needs through the National Disability Insurance Scheme (NDIS).

‘Because I'm not in [the] age care age, | am getting the NDIS instead... | have a cleaner come in fortnightly and | have someone do my yard work... | also
have support workers who take me to different activities that are outside the distance that | feel safe to drive.’

The NDIS provides support for people aged under 65 who have a significant, ongoing disability. Through this scheme individuals are provided with
funding in order for them to access a range of support services and programs, including supports that assist people with daily personal activities, making
home modifications to suit their needs, programs that enable and encourage participation in work or social activities, and funding towards therapeutic
services.

Lucy's mum cares full-time for her dad who also has dementia, so Lucy wanted to get access to NDIS services to relieve some of the pressure on her
family.

She says it's hard to know what the future will hold, or predict what sort of support she might need down the track.

‘As my dementia progresses | [will] definitely need more help. Having my NDIS plan is good because if something bad comes we can always
organise better things or extra things.’

See Aged care for more information on support services available to eligible Australians with dementia.


https://www.aihw.gov.au/
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/aged-care

* This case study is based on an interview with a person who has dementia. This personal account is not necessarily representative of the circumstances
of other people with dementia or the challenges they may face, but it is our hope that it will give readers a greater awareness and understanding of the
diversity of people’s experiences with dementia.

* Names and identifying characteristics have been changed. Images are not representative of individuals in the story.
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Jim's story

Jim* was diagnosed with Alzheimer’s disease almost 20 years ago and, with the support of his family and a network of carers and services, is still able to
live at home on his own.

His daughter, Ingrid*, says her father has a wonderful team of carers, which has been central to Jim to remain living at home. Keeping Jim physically,
mentally and socially active has also been an important factor.

‘We are quite fortunate. | think it's partly attributed to my sister being persistent in him keeping involved in activities. We got him into a busier
schedule than what he had before.'

'He learned bingo, table tennis, exercise class and indoor bowls. We found he's obsessed with Find-A-Word puzzles! It goes to show that you CAN
teach an old dog with dementia new tricks!’

Jim's family and carers would often take him out to their local seniors’ social club so that Jim could socialise and take part in the clubs’ activities. But when
Jim's area went into lockdown due to COVID-19, all social club activities were cancelled. During this time, Jim's family devised activities for him to do at
home to keep him busy. Lockdowns due to COVID-19 have resulted in rapid declines in cognitive ability, worsening of dementia symptoms and/or onset
of new symptoms, and increased rates of depression and anxiety among people with dementia (see this article for more information). Ingrid says
keeping Jim active during this time was important for his health and wellbeing.

‘| went to the charity shops, | got him puzzles. | got him a bingo thing for home. So, he would call out the numbers himself with someone. We also
got board games like Connect 4 and snakes and ladders, and dominoes. And quoits,’ Ingrid says.

‘We just increased what is available at home... keeping [Jim] active that way. But yes, he has been getting into jigsaws...He got really fixated. He
would do them for hours.

As Jim lives alone he was still able to have formal carers visit during lockdown periods. The family also made sure that Jim was involved with household
tasks like emptying the dishwasher, hanging out his washing, checking his letterbox and preparing food.

Ingrid says that when her father was first diagnosed, the biggest challenge was knowing what services are available so that he can remain living at home
for as long as possible. As Jim has a Department of Veterans' Affairs (DVA) gold card, they found that he has access to a range of entry level home care
services, including domestic assistance, respite care and home and garden maintenance through DVAs programs (see Dementia among veterans for
more information on veterans with dementia).

Ingrid says that small changes made to the family home has also greatly improved her dads’ independence and quality of life.

‘So we've ordered equipment [for Jim] like a rail for his bed...one of those mats with the alarms so when he stands up at night, [the alarm] will tell
the carer. They had put in rails like for the stairway, outside... and the front tiles outside, were a bit slippery. So putting a coating on there and
painting, you know, white line on the steps... it's been good [for Jim]."

‘If it gets to the point where he is... needing 24/7 care...or he is more bed bound, and we can't handle it, and we can't get carers to come to his
house, then there is the different version of a residential aged care we will try to find for him, where they only have about 5 clients and it's more
like a normal house.’

When Jim was first diagnosed, Ingrid says learning more about their fathers’ condition was helpful.

‘So we [my sisters and 1], back in the early days, we did a course [on dementia]. The elderly person had their group and then we went with the
carers group... [It was] good learning more about dementia.’

*This case study is based on an interview with a family member of a person with Alzheimer’s disease, which is the most common form of dementia. This
personal account is not necessarily representative of the circumstances of other people with dementia or the challenges they may face, but it is our hope
that it will give readers a greater awareness and understanding of the diversity of people’s experiences with dementia.

Names and identifying characteristics have been changed. Images are not representative of individuals in the story.
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What is dementia?

Dementia is not a single specific disease, but rather there are many types of dementia with symptoms in common. These are caused by a range of
conditions impacting brain function. It is commonly associated with memory loss but can affect speech, cognition, emotional control, behaviour and
mobility (WHO 2023).

Identifying the type of dementia at the time of diagnosis is important to ensure the person receives appropriate treatment and services, and to be better
informed about their condition, treatment options and prognosis. However, it is not always straight forward to correctly diagnose the type of dementia
based on a person’s symptoms (for more information see How is dementia diagnosed?). If you would like any more information about any of the types of
dementia listed in this section, see Dementia Australia.

The most common types of dementia include:

¢ Alzheimer's disease - a degenerative brain disease caused by nerve cell death resulting in shrinkage of the brain.

¢ Vascular dementia - mainly caused by haemodynamic (blood flow to the brain) disorders (for example, strokes), thromboembolism (small blood clots
that block small blood vessels in the brain), small blood vessel disease in the brain and bleeding into or around the brain.

¢ Dementia with Lewy bodies - caused by the degeneration and death of nerve cells in the brain due to the presence of abnormal spherical structures,
called Lewy bodies, which develop inside nerve cells.

e Frontotemporal dementia - caused by progressive damage to the frontal and/or temporal lobes of the brain (Dementia Australia 2022; Draper 2013).

For information on the less common types of dementia, see Less common dementias.

It is common to have multiple types of dementia at once - known as ‘mixed dementia’ - with the most common combination being Alzheimer's disease
and vascular dementia. An increased risk of developing dementia is also linked to the presence of other conditions (such as Parkinson’s disease,
Huntington’s disease and Down syndrome), prolonged substance abuse and traumatic brain injuries.

Irrespective of the type of dementia, a person with dementia will experience declining health and ability to live independently. However, the progression
of dementia varies considerably from person to person. As the condition progresses, a person with dementia will require increasing care, eventually in all
aspects of daily living.

The likelihood of developing dementia increases with age, however, dementia is not an inevitable or normal part of the ageing process. Dementia can
also develop in people aged under 65, referred to as ‘younger onset dementia’. There is currently no cure for dementia but there are strategies to
manage dementia symptoms that can assist in maintaining independence and quality of life for as long as possible.

Need more information?

If you require more information about dementia, want to know where to seek help if dementia is suspected or want to find out about available
support services refer to:

* Dementia Australia

¢ The Dementia Guide by Dementia Australia

¢ National Dementia Helpline: 1800 100 500 (a free and confidential service to discuss dementia and memory loss concerns for yourself or others).
e Dementia Behaviour Management Advisory Service: 1800 699 799 (if needing help to manage behaviour associated with dementia)

¢ My Aged Care (for information on, and applying for, access to government-subsidised aged care services).
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What puts someone at risk of developing dementia?
On this page:

¢ Non-modifiable risk factors

¢ Modifiable risk factors

* Protective factors

e Assess your dementia risk
There are a number of factors that can increase a person'’s likelihood of developing dementia. Some risk factors can be avoided or reduced (known as
‘modifiable risk factors’) and others cannot be changed (known as ‘non-modifiable risk factors’). As there is currently no cure for dementia, minimising
modifiable risks is currently the best way to prevent dementia (Livingston et al. 2020; Prince et al. 2014). Having one or more of these risks factors does
not mean you will definitely develop dementia, rather it increases the individual chance of dementia developing.

Non-modifiable risk factors

Ageing is the main risk factor for dementia. While dementia can occur in people aged under 65, the risk of developing dementia doubles every 5 or

6 years for people aged over 65. However, it is not known whether or not this increasing risk continues at the same rate past the age of 90 due to
challenges with diagnosis in this age group- more research is required (Corrada et al. 2010; Gardner et al. 2013; Slavin et al. 2013). Other non-modifiable
risk factors for dementia include: a family history of the condition, and other genetic mutations or variations (namely, the apolipoprotein E (APOE) €4
gene and Down syndrome). For more information on dementia among people with Down syndrome, see Dementia among people with intellectual
disabiliti

Modifiable risk factors

Modifiable risk factors for dementia include a number of cardiovascular and lifestyle factors (often associated with other chronic diseases) as well as a
number of social factors. For certain risk factors, a person’s age when exposed to that risk plays a role in their likelihood of developing dementia. For
other risk factors, it does not matter when a person is exposed - the level of increased risk remains the same.

It is estimated that 40% of new cases of dementia could be avoided if the majority of the modifiable risk factors for dementia were eliminated (Livingston
et al. 2020). Additionally, a 20% reduction in exposure to 7 key risk factors - diabetes, hypertension in midlife, obesity in midlife, physical inactivity,
depression, smoking, and low educational attainment - could lead to a 15% reduction in the prevalence of Alzheimer's disease by 2050 (Norton et al.
2014).

Modifiable risk factors recognised as having strong evidence for their association with increased risk of developing dementia include:

¢ low levels of education in early life

¢ obesity in midlife

¢ hypertension in midlife

¢ untreated hearing loss in midlife

* tobacco smoking

e excessive alcohol consumption

* physical inactivity

¢ high cholesterol

¢ high levels of homocysteine - an amino acid produced when proteins are broken down
e atrial fibrillation

e depression

¢ social isolation

e air pollution

e traumatic brain injury (Anstey et al. 2019; Livingston et al. 2020).

Further information on the dementia burden in Australia due to a number of modifiable risk factors is described in Dementia burden due to risk factors.

There are a number of other risk factors that may be associated with an increased risk of developing dementia. However, the evidence of association is
weaker than for the risk factors listed above. They include various lifestyle and biomedical factors (such as prolonged stress, diet, inadequate sleep and
various health conditions) and environmental risks (Anstey et al. 2019). Further research is needed to determine if these are associated with an increased
risk of dementia.

Protective factors

The World Health Organization has developed recommendations on the types of interventions that should be adopted to reduce risks associated with
cognitive decline and dementia. These include a number of cognitive, behavioural, social and pharmacological interventions aimed at improving health
overall and reducing exposure to known modifiable risk factors associated with dementia (WHO 2023).

Protective factors for dementia include:

¢ undertaking regular physical activity and eating a healthy, balanced diet
¢ maintaining a healthy weight

¢ quitting smoking and reducing alcohol intake

e maintaining an active social life

¢ keeping mentally stimulated


https://www.aihw.gov.au/
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/dementia-in-other-priority-groups/dementia-people-intellectual-disabilities
https://www.aihw.gov.au/reports-data/behaviours-risk-factors/overweight-obesity/overview
https://www.aihw.gov.au/reports-data/behaviours-risk-factors/smoking/overview
https://www.aihw.gov.au/reports-data/behaviours-risk-factors/alcohol/overview
https://www.aihw.gov.au/reports-data/behaviours-risk-factors/physical-activity/overview
https://www.aihw.gov.au/reports-data/health-conditions-disability-deaths/diabetes/overview
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/deaths-and-disease-burden/dementia-burden-due-to-risk-factors

¢ managing other health conditions, such as hypertension, hearing loss, diabetes and depression (WHO 2019).
A person at any age can reduce their risk of developing dementia (and other health conditions) by making some or all of these lifestyle changes. As

further research on risk factors for dementia is undertaken, the list of recognised risk and protective factors will be updated.

Assess your dementia risk

Dementia Australia provides further information and a range of resources on reducing your risk of dementia.

Researchers at The University of NSW (UNSW) and Neuroscience Research Australia (NeuRA) have developed the Cognitive Health and Dementia Risk
Assessment Tool (CogDrisk) which uses the latest evidence to help people understand their dementia risk profile. The Cognitive Health and Dementia
isk Assessment takes only 20 minutes to complete and provides you with an individualised report that can be discussed with your doctor.
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How is dementia diagnosed?

It is important to diagnose dementia early, as it allows for timely access to information and advice, medical management and support services. An early
diagnosis also allows for future planning of care options, living arrangements and sorting of legal and financial affairs. However, early symptoms of
dementia are often either not recognised, attributed to being a 'normal' part of ageing or may be denied by the person experiencing the symptoms, or
by their family and carers.

There is no single conclusive test available to diagnose dementia. As such, obtaining a diagnosis is also often a long process and involves comprehensive
cognitive and medical assessments. The time taken to receive a confirmed diagnosis may also vary according to the person's symptoms and who is
conducting the assessments.

There is no single pathway to obtaining a diagnosis. However, a visit to a general practitioner (GP) is often the first step. According to Dyer et al. (2016),
based on the Clinical practice guidelines and principles of care for people with dementia in Australia, GPs are recommended to undertake an initial
assessment for a person suspected of having dementia. For more information on the process of diagnosing dementia see Diagnosing dementia |
Dementia Australia.

Progression of dementia

Symptoms of dementia vary from person to person, and for individuals, from day to day. There are also particular symptoms associated with certain
types of dementia. However, in all cases the progressive nature of dementia will eventually result in cognitive and physical decline. The rate of decline
will vary due to personal characteristics (age, number and type of other co-existing conditions), type and severity of dementia, age at diagnosis and the
person’s environment (such as care and living arrangements and access to health services).

Due to the variations in symptom presentation and progression, there are many models used to classify dementia severity. However, dementia
progression can often be grouped into 3 stages (mild, moderate and advanced dementia).

Mild dementia

Mild dementia is defined by cognitive impairment and poor performance on objective cognitive assessments that represent a decline from the past.
However, as opposed to more severe forms of dementia, the person retains independence in basic activities of daily living.

The onset of symptoms may be gradual and can include:

o forgetfulness and confusion

e irritability and appearing more apathetic

¢ poor judgement and decision making

e disinterest in activities

¢ vision or speech problems

¢ behavioural changes

e adecline in higher order or more complex activities of daily living such as understanding finances, planning, and organisation.

As signs are subtle, dementia may not be recognised or instead be attributed to old age.

Moderate dementia
Symptoms in this stage are more distinct and impact on instrumental activities of daily living such as driving and preparing meals. In addition to the
symptoms in mild dementia, symptoms for moderate dementia may include:

¢ increased forgetfulness and confusion
¢ inappropriate or uncharacteristic behaviours
¢ increased fear and paranoia.

These experiences often cause distress for the person with dementia, and their family and friends.

Advanced dementia
This is the final stage in which health and functional ability decline and the person becomes dependent on others for activities of daily living (for example
dressing, bathing and toileting).

The person may experience:

e severe memory loss

¢ problems with communication

e difficulty swallowing

* incontinence

¢ decreased mobility or complete immobility in the final months or weeks of life.

Most people in advanced stages of dementia require extensive care, often from permanent residential aged care services.
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Less common dementias

Dementia can manifest as a symptom of other diseases, infection or injury. Less common types of dementia include:

¢ Parkinson's disease dementia

¢ Dementia due to the effect of alcohol and other substances
e Dementia in Huntington's disease

e HIV associated dementia

o Creutzfeldt-Jakob disease

¢ Chronic traumatic encephalopathy

¢ Childhood dementia.

The number of people in Australia living with these less common types of dementia is not known. There are some data on hospitalisations and deaths
where rarer dementia types are recorded, however, these are limited and should be interpreted with caution as coding of dementia type can be
inconsistent and can vary by region of residence (AIHW 2023b; Waller et al. 2021).

More information on each of these dementia types can be found in the following sections.
Parkinson's disease dementia

Parkinson's disease, Parkinson's disease dementia, and dementia with Lewy bodies are three overlapping disorders that are forms of Lewy Body disease.
They share similarities in the ways by which they damage the brain at the cellular level and in the symptoms a person may experience. For more
information, see Lewy body disease.

Globally, the prevalence of Parkinson's disease has been increasing (Wu et al. 2025) and an estimated 20%-40% of people with Parkinson's disease also
have dementia (Astrém et al. 2022).

In Australia:

¢ prevalence estimates for Parkinson's disease vary widely (Deloitte Access Economics 2015; Parkinson's NSW 2024)

¢ in 2023, among people who had dementia recorded as an associated cause of death, Parkinson's disease was the leading underlying cause of death
(UCOD) for people aged 65-74 (Table $3.8)

e in 2023, there were over 680 deaths with Dementia in Parkinson's disease recorded in people aged 30 and over (Table S3.4c)

e in 2023, there were 480 deaths due to Lewy Body dementia in people aged 30 and over (Table S3.4b)

e between 2003 and 2024, the rate of fatal burden of disease (years of life lost) due to Parkinson's disease increased by 63% for men and 24% for
women (AIHW 2024a)

¢ Dementia in Parkinson's disease was recorded as the dementia type in 1.3% of hospitalisations due to dementia (2.0% for men, 0.7% for women) in
2023-24 (Table $9.3)

¢ Lewy Body dementia was recorded as the dementia type in 2.4% of hospitalisations due to dementia (3.0% for men, 1.8% for women) in 2023-24
(Table 59.3).

For more information about hospitalisations and deaths for people with dementia, see Hospital care and Deaths and disease burden.

Dementia due to the effect of alcohol and other substances
The use of alcohol and other harmful substances can have long-term impacts on brain health (Dementia Australia 2018).
In 2023, there were 35 deaths due to Dementia due to the effect of substances in people aged 30 or over (Table S3.4b).

In 2023-24, Dementia due to the effect of substances was recorded as the dementia type in less than 1% of hospitalisations due to dementia (1.0% for
men, 0.6% for women) (Table $9.3).

For more information, see Alcohol related dementia.

Huntington's disease

Huntington’s disease is an inherited genetic condition that progressively affects the nervous system and causes dementia. It can occur at any age, but
people usually start experiencing symptoms in young-middle aged adulthood. For more information, see Huntington’s disease.

According to an Australian report (Layton and Brusco 2020):

e the prevalence rate of Huntington's disease was estimated at 8.4 per 100,000 people (about 2,160 people)
¢ about 830 people diagnosed with Huntington’s disease were receiving a National Disability Insurance Scheme (NDIS) package on 31 December 2019
¢ about 40 people with Huntington's disease moved into permanent residential aged care per year between 2013-14 and 2017-18.

In 2023, there were 9 deaths with Dementia in Huntington’s disease recorded in people aged 30 or over (Table S3.4c).

In 2023-24, Dementia in Huntington's disease was recorded as the dementia type in less than 0.1% of hospitalisations due to dementia (Table S9.3).

HIV associated dementia
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The human immunodeficiency virus (HIV) can infect brain cells, causing cognitive impairment. The most severe form of impairment is called HIV
associated dementia. Since the introduction of combination antiretroviral therapy, HIV associated dementia is rare in high income countries, affecting 2-
8% of people living with HIV (Saylor et al. 2016).

For more information, see HIV associated dementia.

Due to low numbers, Dementia in HIV is included in the category 'Other dementia' in 2023-24 hospitalisation data (Table S9.3).
Creutzfeldt-Jakob disease

Creutzfeldt-Jakob disease (CJD) is a very rare degenerative brain disease that causes dementia. CJD usually develops spontaneously (called sporadic CJD),
but other forms of the disease can be genetically inherited or acquired from external sources.

For more information, see the C|D Support Group Network.

CJD is the most common of the human prion diseases. In Australia, an average of 35 new cases of human prion disease were reported each year
between 1993 and 2022 (Stehmann et al. 2023). There has been an increase in the number of cases of sporadic CJD reported over time, likely due to a
combination of an ageing population and improved detection.

In 2023-24, Dementia in Creutzfeldt-Jakob disease was recorded as the dementia type in less than 0.1% of hospitalisations due to dementia (Table S9.3).

Chronic traumatic encephalopathy

Chronic Traumatic Encephalopathy (CTE) is a type of dementia caused by repeated head injuries. These injuries may occur while playing sport, or
through other forms of head impact such as violent assault, family and domestic violence, frequent falls, or during military service.

For more information, see Chronic Traumatic Encephalopathy dementia.

There is a lack of data on the prevalence and impact of CTE and its causes. Data development initiatives include the National Sports Injury Data Strategy,
the Australian Sports Brain Bank and the Australian Veterans Brain Bank.

Childhood dementia

Childhood dementia results from progressive brain damage and is caused by over 100 rare genetic disorders (Elvidge et al. 2023).

See Childhood dementia for more information.
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What care and support is available to people with dementia?

Ongoing management and support for people with dementia as well as their family, friends and carers is essential. Management is based on treating
symptoms through a combination of interventions aimed at maintaining quality of life and promoting and maintaining functional and social
independence. Refer to Aged care for more information on the variety of services available to people with dementia and their family, friends and carers.

Upon diagnosis, health and aged care professionals are recommended to provide people with dementia and their family/friends/carers with further
information to ensure they are equipped with the correct information to make suitable arrangements. This includes discussing dementia resources and
support services, as well as the implications of dementia on a person’s financial and legal decision making (including enduring guardianship, power of
attorney and development of advance care plans) (Dyer et al. 2016).

There are a number of interventions which do not involve medications (referred to as non-pharmacological interventions) to manage dementia and
maximise quality of life, with the adoption of these based on the individual's ability, preferences and access to services. These include:

¢ implementing care management plans tailored to the individual (person-centred care models)

¢ providing cognitive and behavioural training and therapies (including alternative therapies such as music or animal-assisted therapies)
¢ rehabilitation and re-enablement (the process of a person regaining skills, confidence and independence);

e engaging in physical and social activities tailored to people with dementia

¢ designing and modifying homes and communities that support independence.

There is still little research and evidence on the impact and effectiveness of non-pharmacological interventions to manage dementia.

People diagnosed with Alzheimer's disease may be prescribed dementia-specific medications to treat their symptoms, which are subsidised by the
Australian Government through the Pharmaceutical Benefits Scheme (PBS). Other types of medications may be used to treat a number of behavioural
and psychological symptoms of dementia (such as depression or agitation) (Dyer et al. 2016). Information on dispensing patterns of dementia specific
medications is detailed in Prescriptions for dementia-specific medications.

Promoting a healthy lifestyle through a balanced diet and suitable exercise, as well as ongoing management of other health conditions are also
recommended to assist in maximising quality of life and functional independence.

Need more information?

If you require more information about dementia, want to know where to seek help if dementia is suspected or want to find out about available
support services refer to:

e Dementia Australia website

’ by Dementia Australia

* National Dementia Helpline: 1800 100 500 (a free and confidential service to discuss dementia and memory loss concerns for yourself or others)
¢ Dementia Behaviour Management Advisory Service: 1800 699 799 (if needing help to manage behaviour associated with dementia)

¢ My Aged Care (for information on, and applying for, access to government-subsidised aged care services).
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How many people have dementia?

The following pages present statistics and information on:

¢ Prevalence of dementia
¢ Incidence of dementia

It is vital for health-care professionals and policymakers to understand how many people are living with dementia in Australia, and how this may vary for
different subgroups of the population. This information enables better policy and service planning for the current and future impact of dementia on the
health of Australians and Australia’s health-care, aged care and social systems.

These pages also present the current data landscape for reporting on the population health impact of dementia and ways this may be improved in the
future.

Refer to the Data tables for the underlying data presented in these pages.

For more information on the population health impacts of dementia among different population groups, see First Nations Australians with dementia,
Culturally and linguistically diverse people with dementia, Younger onset and childhood dementia and Dementia in other priority groups.

Key statistics

An estimated 425,000 Australians
were living with dementia in 2024

thought to be living in the
ity

/ ”T; / 2in 3 people with dementia are

Over one million Australians are
projected to have dementia by the

There are ongoing efforts to
improve the accuracy of Australian
dementia prevalence estimates
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Prevalence of dementia

It is estimated that in 2024 there were 425,000 Australians living with dementia. However, the exact number of people with dementia is currently not
known as there is no single authoritative data source for deriving dementia prevalence in Australia.

This page presents dementia prevalence, as estimated by the Australian Institute of Health and Welfare (AIHW):

e bysex and age in 2024

¢ by place of residence in 2022 (that is, living in the community versus living in cared accommodation)
e for each year between 2025 and 2065

e by states/territories, remoteness, socioeconomic and small geographical areas in 2023

It also presents how the prevalence rate of dementia in Australia compares with other countries.

Expand the headings below for information on the available data sources and methodologies to estimate dementia prevalence. Refer to the Prevalence
data tables for the underlying data presented in this page.

For more information on the challenges involved in estimating dementia prevalence in different population groups, see First Nations Australians with
dementia, Culturally and linguistically diverse people with dementia, Younger onset and childhood dementia and Dementia in other priority groups.

What data are currently available for reporting on dementia prevalence?

Australia's dementia statistics are derived from a variety of data sources of varying quality, including administrative data (such as data on medications
dispensed, hospital visits, aged care services, and causes of death), survey data (such as the Australian Bureau of Statistics Survey of Disability, Ageing
and Carers) and epidemiological studies (both Australian and international). As each data source has incomplete coverage of people with dementia,
major studies have used a number of different approaches to estimate dementia prevalence in Australia. For example:

e The 2017 Economic cost of dementia report by the National Centre for Social and Economic Modelling estimated dementia prevalence using a pooled
data set of Australian longitudinal studies for people aged 65 and over, which included cases of ‘probable dementia’ and mild cognitive impairment
(Anstey et al. 2010; Brown et al. 2017). This resulted in an estimated 413,000 people living with dementia in Australia in 2017, higher than what was
estimated by AIHW for the same year.

e The 2019 Global Burden of Disease Study estimated dementia prevalence through a systematic review of surveys and epidemiology studies, as well
as administrative data. An updated literature review for the period 2016-2017 found 38 new studies were in scope for calculating dementia
prevalence at the global, regional, and country level (GBD 2019). This resulted in an estimated 301,000 people living with dementia in Australia in
2017, lower than what was estimated by AIHW for the same year.

¢ The 2021 Census of Population and Housing (the Census) was the first time respondents were asked whether they had ever been diagnosed with one
or more select long-term health conditions, including dementia. The results showed that just over 189,000 people living in Australia self-reported a
dementia diagnosis (around 78,000 males and 111,000 females).

Given the wide range of dementia prevalence estimates reported, improvements in dementia data are needed to truly understand the number of people
with dementia in Australia. The AIHW has commenced work to better understand how the new Census estimate aligns with those from other data
sources, as well as how these data can be used to improve how we understand and monitor dementia prevalence in Australia.

What methods were used to estimate dementia prevalence for this report?

Taking into consideration the strengths and limitations of available data sources and methodologies, the AIHW has produced revised dementia
prevalence estimates for Australia. Our approach in this report is based on the methodology used in Dementia in Australia (AIHW 2012) to estimate
prevalence but has incorporated new data:

e The Australian Bureau of Statistics estimated resident population for 2024

e The Australian Bureau of Statistics medium series population projections for the projected estimated resident population from 2025 to 2065

¢ The rate of dementia among Australians aged 60 and over was estimated using data from a systematic review of worldwide dementia prevalence
conducted by Alzheimer's Disease International for the 2015 World Alzheimer report 2015 (ADI 2015).

¢ The rate of dementia for those aged under 60 was derived from the most recently available Australian study (Withall et al. 2014).

See Methods for more details on the methodology used to calculate dementia prevalence estimates.
What are the limitations of the available data?

While the AIHW's dementia prevalence estimates use an appropriate methodology, it's limited by the age of the input data. The estimates are based on
data that are now over 15 years old, and it's possible that they would change with newer data.

What is being done to improve dementia prevalence estimates in Australia?

There are ongoing efforts to improve the accuracy of dementia prevalence estimates in Australia. As a result, the approach used to estimate dementia
prevalence in this report will likely be superseded in coming years as findings from these initiatives become available.

See 3: Dementia prevalence and incidence of the National Dementia Data Improvement Plan 2023-2034 for information on current developments and
future activities aimed at improving dementia prevalence data.
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How many people have dementia in Australia?

The AIHW estimates that in 2024 there were around 425,000 people living with dementia in Australia, including nearly 266,000 women and 159,000 men.
This is equivalent to 16 people with dementia per 1,000 Australians (19 per 1,000 women and 12 per 1,000 men).

The rate of dementia rises quickly with age - from less than one person with dementia per 1,000 Australians aged under 60, to 71 per 1,000 Australians
aged 75-79, and then to 428 per 1,000 Australians aged 90 and over. Interestingly, the rates are similar for men and women in the younger age groups,
but quickly diverge with increasing age. For the oldest age group, the rate of dementia among women is 1.4 times the rate for men (479 per 1,000
women and 337 per 1,000 men) (Figure 2.1).

Figure 2.1: Prevalence of dementia in 2024: estimated number and rate, by age and sex

Display:
Rate of dementia (number per 1,000 population)

Age B en
30-59 o0-od4 o5-09 70-74 T75-79 g0-84 85-89 a0+ Waomen
500 ] B Fersons

= 400
=]
ki
=
(=l
2 200
(=]
(=]
=]
—
2 200
o
L
E
=
=
100

0 w mm mH IILII |II

Source: The AIHW estimates were derived using prevalence rates from the 2015 Warld Alzheimer report and Withall et al. 2014, and the

ABS 2024 estimated resident population.

66% of people with dementia live in the community

The AIHW estimate that 266,100 people with dementia were living in the community (as opposed to cared accommodation) in 2022 (101,600 men and
164,500 women). This equates to 66% of all people with dementia living in the community (68% of men and 65% of women with dementia) (Figure 2.2).

As people with dementia age, they are more likely to move into residential aged care homes and so the proportion living in the community decreases
with increasing age. The majority of people with younger onset dementia (aged less than 65) were living in the community (94% or 26,900 people).
Among the older age groups, just over half of people with dementia lived in the community (51% of people with dementia aged 85-89 or 36,000 people
and 53% aged 90 and over, or 48,800 people).

This section previously used health condition data from the Aged Care Funding Instrument to identify people living with dementia. In October 2022,
the Aged Care Funding Instrument was replaced with the Australian National Aged Care Classification funding model, which does not capture health
condition information. Therefore, the most recent data for this section are from 2021-22, with no further updates. The AIHW is working with the
Department of Health, Disability and Ageing to determine appropriate methods to capture data on people living with dementia in aged care.

It is often assumed that people with dementia require care at all times. However, with the appropriate help and support, people with dementia can live
independently in their own home, often until their dementia has advanced and care needs become greater.

According to the Survey of Disability, Ageing and Carers, of the people with dementia who lived in the community in 2022, 84% lived in private dwellings
with other people, while 16% lived alone (Table S2.3). Further information on the Survey of Disability, Ageing and Carers data source can be found in the
Technical notes.
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Figure 2.2: Australians living with dementia in 2022: estimated percentage by age, sex and place of residence

Sex: Place of residence:
Persons Cared accommodation
B community
30-64
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70-74
75-79
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Total
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Mote: Cared accommodation includes people in haspitals, residential aged care facilities, aged care hostels, cared components of
retirement villages and other 'homes’, such as a group home for people with disability.

Source: AIHW calculations using prevalence rates from the 2015 World Alzheimer report and Withall et al. 2014, AIHW analysis of Aged
Care Funding Instrument data and the ABS 2022 Survey of Disability, Ageing and Carers confidentialised unit record file.

http:/www.aihw.gov.au
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Over one million Australians are projected to have dementia by the year 2065

With Australia’s population expected to continue growing and ageing into the future, the number of people with dementia is also expected to rise.
Applying the AIHW method for calculating dementia prevalence to Australian Bureau of Statistics population projections for each year to 2065, the
estimated the number of people with dementia in Australia will more than double over this period - from just under 425,000 in 2024 to nearly 1.1 million
in 2065 (around 390,000 men and 662,000 women) (Figure 2.3).

This trend is driven by the projected continued growth and ageing of Australia’s population, as dementia is increasingly common in older age. These
estimates should be interpreted with caution: demographic projections over long periods carry a large degree of uncertainty and this approach assumes
that dementia incidence (that is, no changes in the rate of new dementia cases in future years) and mortality rates for dementia remain the same, which
may not be the case. In particular, recent findings suggest that the official estimated resident population for Australia is less accurate as age increases,
especially among those aged 100 and over (Wilson and Temple 2020). Refer to Table S2.4 and Table S2.5 for more details on the estimated dementia
prevalence by age and sex between 2010 and 2065.
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Figure 2.3: Australians living with dementia between 2025 and 2065: estimated number by sex and year

1,200k
<
=
H
oo 1,000k
£
2
]
- 800k
O
o2
N
O @ 600k
» E
Qo
23
€
> 400k
c
-]
Q
©
200k
£
=
]
w
0
D A0 AN DDA NS DN 00N DD O N DD 00N DO ON DD O AN DO O DD >O
PRI PPN PP RPDPRPIIRIIPRISRFRPLS PGP PD OO O L 0O
N S S i S S IR S St S i S S N S S S S S S Sl

= Men - \Women = Persons

Source: The AIHW estimates were derived using prevalence rates from the 2015 World Alzheimer report and Withall et al. 2014, and the ABS Medium
Series population projections (ABS 2023).

How does dementia prevalence vary by geographic and socioeconomic areas?

Given the lack of suitable data to accurately estimate dementia prevalence at the national level, it isn't surprising that estimating dementia prevalence at
a finer disaggregation is even more difficult. However, the derived age-specific and sex-specific national prevalence rates can be used to illustrate the
impact of different age structures and population sizes on how the number of people with dementia varies across Australia. Dementia prevalence has
been estimated by applying these rates to state/ territory, remoteness, socioeconomic area, primary health network (PHN) and Statistical Area Level 2
(SA2) populations.



Figure 2.4: Australians living with dementia in 2023: estimated number by sex, and geographic or socioeconomic area

Geographic or socioeconomic area:
State/territory

B en

Women

Mew South Wales

Victoria

Queensland

Western Australia

South Australia

Tasmania

Lustralian Capital Territory

Marthern Territory

OK 10K 20K 30K 40K 50K 50K JO0K 80K

Mumber of people with dementia

Source: The AIHW estimates were derived using prevalence rates from the 2015 World Alzheimer report and Withall et al. 2014.
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Note: Due to the lack of data on the variability of dementia prevalence rates by geographic and socioeconomic areas, dementia prevalence estimates
were calculated by applying the AIHW national age- and sex-specific dementia prevalence rates to the population of each geographic or socioeconomic
area.

A report using nationwide clinical data from 569 general practices found that dementia was similarly present across socioeconomic and remoteness
areas in Australia (NPS MedicineWise 2020). These data provide important insights on those people in the community with diagnosed dementia who
attend a regular general practice.

Figure 2.5 shows the estimated number of people with dementia by sex and PHN. There are 31 PHNs across Australia which closely align with the state
and territory local hospital networks. The PHN with the highest estimated number of people with dementia is Eastern Melbourne (just under 26,200
people), while the lowest is Western Queensland (around 750 people). Due to the way these prevalence estimates are calculated, PHNs with larger, older
populations will have a larger number of estimated people with dementia.

Prevalence estimates by statistical area 2 (SA2) are available in supplementary data Table S2.9.
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Figure 2.5: Australians living with dementia in 2023: estimated number by sex and primary health network (PHN)
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Mote: Due tothe lack of data on the variability of dementia prevalence rates by small geographic areas, dementia prevalence estimates
were calculated by applying the AIHW national age- and sex-specific dementia prevalence rates to the population of each geographic
area.

Saurce: The AIHW estimates were derived using prevalence rates from the 2015 World Alzheimer report and Withall et al. 2014.

International comparisons of dementia prevalence

International comparisons of dementia prevalence statistics are a useful starting point for learning how other nations with similar population profiles are
experiencing dementia. The Organisation for Economic Co-operation and Development (OECD) publishes dementia prevalence rates for OECD countries
that provide a useful comparison for Australia as most are considered developed, high-income countries. The 2021 OECD dementia prevalence rates
were slightly lower to the estimates presented in this report, as they used a different methodology and data source. The OECD rates were based on the
regional prevalence rates published in the Institute for Health Metrics and Evaluation (IHME) Global Burden of Disease (GBD) study 2019 and were
subject to varying quality of information across regions, so they should only be used for international comparisons.

The OECD estimated that dementia prevalence in Australia was 13 cases per 1,000 population in 2021, slightly less than the OECD average of 15 per
1,000 population and ranking 12th lowest out of 38 countries (Figure 2.6). Mexico had the lowest rate, just over one third of the Australian rate at 4.5 per
1,000 population, whereas Japan's rate was highest at 32 per 1,000 population (OECD 2023). These are unadjusted prevalence rates, meaning that much
of the variation in dementia prevalence across countries is due to differences in population age structures, with ageing OECD nations tending to have
higher prevalence rates.



Figure 2.6: People living with dementia in Organisation for Economic Co-operation and Development (OECD) member countries
in 2021: estimated rate by country
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Source: Organisation for Economic Co-operation and Development (OECD) analysis of data from the Institute for Health
Metrics and Evaluation (IHME) Global Burden of Disease Study.
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Incidence of dementia

Understanding the number of new dementia cases in a given period, also known as dementia incidence, is important for responding to the changing and
growing challenges that dementia poses. The issues and gaps discussed in the Prevalence of dementia page are also applicable to dementia incidence
data. Estimating dementia incidence requires even more information, such as date of diagnosis and whether a diagnosis was made close to symptom
onset.

What data are currently available for reporting on dementia incidence?

Information on date of diagnosis and whether a diagnosis was made close to symptom onset is required to measure dementia incidence.

Diagnosing dementia is often a very long process and involves comprehensive cognitive and medical assessments. The time taken to receive a confirmed
diagnosis may also vary according to the person’s symptoms and who is conducting the assessments.

There is no comprehensive source of dementia diagnosis information in Australia, and as such it is not possible to measure dementia incidence.
What is being done to better understand dementia incidence?

There are ongoing efforts to improve the accuracy of dementia incidence estimates in Australia. For example, the Australian Dementia Network (ADNeT)
Clinical Quality Registry is aiming to register all Australians with a new diagnosis of dementia or mild cognitive impairment and these data may be a
future source of data on dementia incidence. Further, there are opportunities to utilise data linkage and existing epidemiological studies to inform
estimates of dementia incidence. Three examples of these are described below, see Emerging Australian work to better understand dementia incidence.

For up-to-date information on current developments and future activities aimed at improving dementia incidence data, see 3: Dementia prevalence and
incidence of the National Dementia Data Improvement Plan 2023-2034.

Emerging evidence suggests the dementia incidence rate is declining in several high-income countries due to improvements in the prevention and
management of vascular risk factors for dementia (for example, high blood pressure and cardiovascular disease) (Roehr et al. 2018). This decline has
been seen despite a global rise in other risk factors for dementia, such as diabetes and obesity. It isn't clear whether a declining incidence applies to
Australia as we do not know the net effects of changing dementia risk factors coupled with an ageing population. For example, Australia’s obesity rates
are among the highest of OECD nations but its mortality rate due to coronary heart disease lies just below the OECD average (AIHW 2020).

Given the unique and changing profile of Australia’s population and the lack of Australian-specific studies on dementia incidence, we have chosen not to
present national dementia incidence estimates. Recent and emerging work to improve dementia prevalence and incidence estimates provide a good
prospect for the availability of these statistics in coming years.

Emerging Australian work to better understand dementia incidence

The following 3 examples illustrate the important knowledge that can be gained from population-wide, high-quality data on dementia incidence.

The Sydney Memory and Ageing Study

This ongoing population-based longitudinal study has provided important information about dementia incidence among older community-dwelling
adults (aged 70-90) since 2005. The study provides high-quality information by using reliable, standardised assessments of mild cognitive impairment
and dementia among older Australians. Of those adults in the study with no cognitive impairment, 9.5% developed dementia over 6 years. Of
participants with mild cognitive impairment, 4.7% developed dementia 2 years later (Lipnicki et al. 2017).

45 and Up Study

The 45 and Up Study is the largest ongoing study of healthy ageing in the southern hemisphere. A cohort of about a quarter of a million participants
from the 45 and Up Study has been linked to health administrative data such as hospitals and prescription data, to ascertain dementia incidence
rates. Recent estimates place the age-adjusted dementia incidence rate at 16.8 cases per 1,000 person years for people aged 65 and over (Welberry
et al. 2020).

NHMRC-funded dementia research grants

The National Health and Medical Research Council (NHMRC) through the then National Institute for Dementia Research has funded research grants
exploring the utility of linked health administrative data (such as hospitals and deaths data) and electronic health records, to better identify dementia
and develop new methodological approaches to estimate dementia prevalence and incidence (NHMRC 2019).

The NHMRC has also funded the development of a dementia clinical quality registry to directly collect data for the diagnosis and management of
dementia by the Australian Dementia Network, which could be used in the future to estimate dementia incidence using high-quality clinical data
(NHMRC 2019).
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Deaths and disease burden

The following pages present statistics and information on:

¢ Deaths due to dementia

¢ Dying due to or with dementia

e Burden of disease due to dementia
¢ Dementia burden due to risk factors

It is vital for health-care professionals and policymakers to understand how many people are dying from dementia in Australia, and how this may vary
for different subgroups of the population. This information enables better policy and service planning for the current and future impact of dementia on
the health of Australians and Australia’s health-care, aged care and social systems.

In this report, burden of disease analysis measures the impact of dementia on the Australian population. The dementia burden due to risk factors
estimates how much of the dementia burden could be reduced if modifiable risk factors could be avoided. These can provide potential targets for action
to reduce the burden of dementia.

Refer to the Data tables for the underlying data presented in these pages.

See Deaths due to or with dementia among First Nations people, Younger onset and childhood dementia and Less common dementias for more
information on dementia deaths in different population groups.

Key statistics

For Australia, 43% of the dementia
disease burden is due to 6
potentially modifiable risk factors

Dementia was the leading cause
of death in Australia in 2023,
almost 1.in 10 people died from
dementia

Dementia is the leading cause of Dementia was the second leading
death for women, 1in 8 women cause of disease burden in
di 1 dementi Australia in 2024, behind coronary

heart disease
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https://www.aihw.gov.au/
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/deaths-and-disease-burden/deaths-due-to-dementia
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/deaths-and-disease-burden/dying-due-to-or-with-dementia
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/deaths-and-disease-burden/burden-of-disease-due-to-dementia
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/deaths-and-disease-burden/dementia-burden-due-to-risk-factors
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/data
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/first-nations-australians-with-dementia/deaths-due-to-or-with-dementia
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/younger-onset-and-childhood-dementia
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/what-is-dementia/less-common-dementias
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/deaths-and-disease-burden/deaths-due-to-dementia
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/deaths-and-disease-burden/dementia-burden-due-to-risk-factors
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/deaths-and-disease-burden/deaths-due-to-dementia
https://www.aihw.gov.au/reports/dementia/dementia-in-aus/contents/deaths-and-disease-burden/burden-of-disease-due-to-dementia
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