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Overview

Dementia describes a syndrome associated with a range of diseases which are characterised
by the impairment of brain functions, including language, memory, perception, personality
and cognitive skills. The International Statistical Classification of Diseases and Related
Health Problems (ICD), 10th Revision (WHO 1992a:312) defines dementia as:
a syndrome due to disease of the brain, usually of a chronic or progressive nature, in which there is
disturbance of multiple higher cortical functions, including memory, thinking, orientation, comprehension,
calculation, learning capacity, language, and judgement. Consciousness is not clouded. The impairments
of cognitive function are commonly accompanied, and occasionally preceded, by deterioration in emotional
control, social behaviour, or motivation. This syndrome occurs in Alzheimer’s disease, in cerebrovascular
disease, and in other conditions primarily or secondarily affecting the brain.
Dementia is not a single specific disease and therefore affects people differently and with
varying impact of their families and carers. Dementia is not a natural part of ageing,
although most people with dementia are older. After the age of 65 the likelihood of living
with dementia doubles every five years and it affects 24% of those aged 85 and over
(Henderson & Jorm 1998).

Because Australia’s population is ageing, there has been growing recognition that dementia
represents a significant challenge to health, aged care and social policy. This report estimates
that the number of people with dementia will grow from over 175,000 in 2003 to almost
465,000 in 2031, assuming the continuation of current dementia age-specific prevalence rates.
Governments at national and state level are developing responses to the challenges posed by
dementia, through initiatives such as the Australian Government’s Helping Australians with
dementia, and their carers — making dementia a National Health Priority.

In 2004 the Australian Government Department of Health and Ageing commissioned the
Australian Institute of Health and Welfare to undertake the present study to provide a
profile of the Australian population who experience dementia and to review the availability
and quality of data about dementia. An important objective of the report is to provide a
guide for improving national dementia data by identifying possible data elements that
would be suitable for inclusion in a range of data collection contexts. Recommendations for
these data elements are presented as areas of information and options for potential data
element sets that are considered vital to collecting relevant, informative and comparable data
on dementia prevalence estimates, management and outcomes.

Integrating data about dementia

There is no single source of data which can be relied on for estimates about the prevalence of
dementia, the characteristics and needs of those with dementia or their carers, and the full
range of services and treatments that people with dementia are receiving. A range of data
sources has been used in this report to ensure that the most significant and available data
was brought to bear on these questions. The multiplicity of data sources gives breadth to the
report, and also provides opportunities for confirming findings using data from different
sources and from different perspectives. The report draws these data together so that we can
achieve a better understanding of dementia in the Australian population than would be
possible from any single source.

The major data sources used include:
* Survey of Disability, Ageing and Carers (SDAC)
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* National Hospital Morbidity Database

* Aged Care Assessment Program

* Bettering the Evaluation and Care of Health
* Medical Benefits Schedule

* Pharmaceutical Benefits Scheme

* National Respite for Carers Program

* Census data from the Community Aged Care Packages and Extended Aged Care at
Home programs

* Dementia Education and Support Program.

People with dementia and their carers

Almost 175,000 people had dementia in Australia in 2003, of whom 64% were female and
81% were aged 75 or older (see Chapter 4). Since dementia prevalence is strongly
age-related, the number of cases of dementia is expected to increase as the population ages to
almost 465,000 by 2031. There are about 37,000 new cases of dementia each year of which
23,000 are female and 14,000 male. Alzheimer’s disease was the most common diagnosis of
dementia, generally followed by vascular dementia.

Dementia may be classified as mild in about 96,000 people (55%), moderate in 52,000 people
(30%) and severe in 26,000 (15%). Most people with mild dementia are living in households
and most people with moderate or severe dementia are in cared accommodation.

Most of the ‘burden of disease” caused by dementia is due to disability rather than premature
death, with disability accounting for about three-quarters of the total disease burden in 2003.

Characteristics of people with dementia (see Chapter 5)

Given the increasing prevalence of dementia with age and longer life expectancy for females,
it is not surprising that people with dementia are mostly older women —more than half of
the SDAC respondents with dementia, and more than half of people with dementia who
sought an aged care assessment or who receive Community Aged Care Packages were
women aged 75 years or older. While the majority of people with dementia were born in
Australia, a significant minority were born overseas in non-English-speaking countries (16%
of SDAC respondents and 18% of clients receiving an aged care assessment).

According to the SDAC, the majority of people with dementia live in cared accommodation
including residential aged care facilities. The majority of people with dementia living in
households lived with others (usually family) rather than living alone. A smaller proportion
of those with dementia lived alone than of those without dementia.

People with dementia have higher levels of dependence in instrumental activities of daily
living (and to a lesser extent, higher dependence in activities of daily living) than those
without dementia. Almost all people with dementia required assistance with at least one
activity (and with at least one personal activity). Those with dementia experience more
activity limitations than those without dementia and a larger proportion of people with
dementia require assistance with each type of activity than those without dementia.

The activity with which least assistance is required is communication —however, a larger
proportion of those with dementia required this type of assistance compared with those
without dementia.
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The majority of people with dementia also needed assistance with activities such as making
decisions or thinking through problems, coping with feelings or emotions, relationships,
managing their behaviour or with cognitive or emotional tasks. Additionally, multiple
behavioural symptoms (including aggression) appear to be common; a significant proportion
of care recipients with dementia experience moderate to severe behavioural symptoms and a
significant proportion of their carers experience distress associated with these symptoms.

Among the older population, dementia is more likely than other health conditions to be
associated with a severe or profound limitation in self-care, mobility or communication, to be
a main disabling condition and to be associated with multiple health conditions. People with
dementia reported the third highest mean number of health conditions (5.3 conditions), after
those with depression (5.5 conditions) and those with phobic and anxiety disorders (5.3
conditions).

Carers of people with dementia (see Chapter 6)

Carers are family members or friends who provide support to children or adults who have a
disability, mental illness, chronic conditions or are frail aged and unable to look after
themselves (DoHA 2002b). This ranges from emotional support through financial and
practical assistance to supervision and assistance with personal care and other activities for
extended periods.

Informal sources of care provided much of the assistance received by people with dementia
living in households. The majority of people with dementia living in households have a
carer, particularly those who have a more severe level of disability or dependency. Those
with dementia were more likely to have a carer than those without dementia.

The review and analysis of data about carers in this report supports the conclusion of
Schofield et al. (1996:160) that “There is limited knowledge about caregivers in Australia in
general. Comprehensive data on the prevalence of caregiving are not yet available. Most
studies of carers have tended to be small scale and unrepresentative, with study samples
often drawn from a client list of a major service provider’.

The only national survey to collect data about carers (SDAC) underestimates the numbers of
people with dementia and consequently the numbers of their carers. According to the 2003
SDAC there were approximately 23,200 carers providing assistance to 25,800 people with
dementia living in the same household. The SDAC also indicates that approximately 65% of
carers of people with dementia live with the person they are caring for. This suggests that
there may be approximately 35,900 carers of people with dementia in Australia identified
according to Australian Bureau of Statistics (ABS) definitions of a carer. This equates to
about four carers for every three people with dementia living in households who receive
informal assistance (who are mostly severely or profoundly disabled).

Carers of people with dementia are mostly older women —however, a significant proportion
of care is also provided by men. Around three-quarters of carers were married or in de facto
relationships. Carers of people with dementia were more likely to live in the same household
with the recipient with dementia: 39% of co-resident carers and 65% of co-resident primary
carers were a spouse or partner, and 46 % of co-resident carers and 30% of co-resident
primary carers were children or children-in-law (SDAC).

Although the majority of carers of people with dementia are born in Australia and mainly
speak English at home (or speak English as a first language), there is a significant proportion
of carers born overseas in non-English-speaking countries.
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Most of the available data indicates that carers of people with dementia were either not
working or had reduced their hours of work. This reflects partly the age of carers and partly
the demands associated with caring for someone with dementia. Consistent with this,
government pensions or allowances were the main source of cash income for the majority
(53%) of co-resident carers (SDAC).

All co-resident primary carers provided assistance with one or more core daily activities to
their main recipient with dementia—91% provided assistance with communication, 91%
provided assistance with mobility, and 78% provided assistance with self-care (SDAC).
Furthermore, all carers provided assistance with health care, paperwork, housework and
meal preparation; and a large majority provided assistance with transport (96%); property
maintenance (87%); and cognition or emotion (91%).

Some studies noted that over half of the care recipients with dementia were unable to be left
alone (Schofield et al. 1998b), and data from the 2003 SDAC show that around 65% of co-
resident primary carers spend 40 hours or more each week actively caring for or supervising
the care recipient with dementia.

The mean or median duration of care is often reported to be less than five years, reflecting
the late age of onset of dementia and the fact that increased carer burden is a risk factor for
entry into residential care. Methodological and study design differences mean that published
estimates of the duration of the caring role vary widely. Data from the 2003 SDAC show that
the majority of co-resident primary carers (52%) had been caring for their main recipient
with dementia for between one and four years. However, consistent with Schofield et al.
(1998b), over one-fifth (22%) had been caring for their main recipient with dementia for more
than 10 years.

Most carers report a sense of duty to care—a large proportion reported that they provide
care because they felt an emotional obligation to take on the role (52%) or that it was a family
responsibility (48%) (SDAC). Only 26% of co-resident primary carers reported feeling
satisfied due to the caring role and a significant proportion (46%) reported at least one
adverse effect due to the caring role. These adverse effects included frequently feeling angry
or resentful about their caring role, having been diagnosed with a stress-related illness,
feeling weary or lacking energy or frequently feeling worried or depressed because of the
caring role. Most Australian studies have reported a link between carer burden and the
behavioural and psychological symptoms associated with dementia.

The majority (61%) of co-resident primary carers reported that the caring role had at least
one adverse main effect on their relationship with other family members and friends
resulting from losing touch with friends and having less time to nurture other relationships
(SDAC). But over half of co-resident primary carers (52%) considered that their relationship
with the care recipient was unaffected by the care recipient’s dementia.

Almost half (48%) of co-resident primary carers stated that they did not have a fall-back
carer (SDAC). Around 52% of these carers reporting needing or wanting an improvement or
more support in areas such as respite care, financial assistance, physical assistance,
emotional support, improvement in their own health or other areas of assistance.

Service use and expenditure

People with dementia and their carers use a substantial amount of health and aged care
services (Chapter 7).
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In 2003, 83,000 Australians experienced dementia of such severity that they always or
sometimes needed assistance with basic daily activities.

* Approximately 68,000 permanent residents with dementia in aged care facilities
collectively used 24.7 million residential aged care bed-days.

* People with dementia accounted for 1.4 million patient days for 82,800 hospital
separations.

* An estimated 450,000 GP-patient encounters, 82,500 GP-ordered pathology services,
42,000 referrals by GPs to other health care providers and 10,000 GP-ordered imaging
services in 2003 were for the diagnosis and management of dementia.

Traditionally, expenditure on health and welfare services provided for dementia has
reflected the total expenditure incurred for people with dementia as their main health
condition, regardless of the cost impact of any other health conditions experienced by the
individual. This report presents the results of a different approach to estimating expenditure
that takes account of the presence of other health conditions. This approach results in
estimates of expenditure that can be attributed to the dementia condition (see Chapter 8).
Based on this approach, total health and welfare system expenditure for dementia in 2003 is
estimated at $1.4 billion:

* The majority is in the residential aged care sector where $993 million is attributed to
dementia.

* Admitted patient expenditure of $149.3 million, pharmaceutical expenditure of $72.8
million and out-of-hospital medical service expenditure of nearly $20 million are also
attributed to dementia.

* Expenditure for community care use by people with dementia, including Home and
Community Care, Extended Aged Care at Home, Veterans’ Home Care, Community
Aged Care Packages and Aged Care Assessment Program is estimated to be $135 million.

The total expenditure for dementia is projected to increase by 225% between 2003 and
2030-31.

While service use can be measured and reported, non-use of potentially valuable service
support can be more difficult to identify. Yet service non-use can be an important indicator
of the need for improvements in aspects of program design and delivery such as
information strategies, access points, intervention design, and so on. For example, given the
high levels of stress experienced by those caring for people with dementia it is significant
that the majority of co-resident primary carers of people with dementia (70%) reported that
they had never used respite care (SDAC). Furthermore, 57% of primary carers stated that
they had never received respite care and did not need or want it. Similarly, 73% of relevant
Aged Care Assessment Program clients with dementia had not used it. Brodaty et al. (2005)
found that 84% of carers in their study did not use respite services, and only 35% of those
carers reported needing this service. Perceived lack of need was reported by 65% of carers as
the principal reason for non-use of respite services, followed by care recipient’s resistance to
accepting help from services (12%), not having enquired (9.1%) and lack of knowledge
(7.6%).

Review of dementia data in Australian collections

In Australia, information about people with dementia, their carers and their use of health
and care services, is collected through a number of administrative (or service by-product)
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data collections and population and client surveys. The report briefly describes 19 relevant
data sources and the type of data collected which is relevant to dementia (see Chapter 3):

Administrative data collections Surveys

. Dementia Education and Support Program e National Health Survey

. Medicare Benefits Schedule . Survey of Disability Ageing and Carers

. Pharmaceutical Benefits Scheme e  Bettering the Evaluation and Care of Health

e National Hospital Morbidity Database e  The Australian Longitudinal Study on Women’s Health
e  Aged Care Assessment Program e  Australian Longitudinal Study of Ageing

. Home and Community Care e  Sydney Older Person’s Study

e  Community Aged Care Packages e  Canberra Longitudinal Study of Ageing

. Extended Aged Care at Home . PATH Through Life Project

. Residential Aged Care e  Dubbo Study of the Health of the Elderly

. National Respite for Carers Program

Chapter 11 examines and compares dementia-relevant data items in more detail across the
major relevant collections. These data items cover the following themes:

* How people with dementia and cognitive impairment are identified (e.g. through data
items such as diagnosis status and dementia type)

* Severity of dementia and cognitive impairment
* Extent of behavioural and psychological symptoms of dementia
* Environmental factors (e.g. presence and availability of carers, services and treatments).

Existing national data collections include a wide array of information which is relevant to the
identification, treatment and care of people with dementia and the support of carers and
family members. However, in many areas there is inconsistency between collections in terms
of what type of data is collected, and there is only limited comparability of definitions and
value domains.

Based on the analysis undertaken for this report, the limitations and strengths of the data
analysed in respect of dementia are summarised (Chapter 9):

Limitations Strengths
. Poor or inconsistent identification of dementia in a number . A considerable amount of relevant data is
of relevant collections collected
. Non-reporting of collected data . Formal diagnosis or assessment of dementia in

. a number of collections
. Non-collection of some relevant data

e  The inclusion of cared accommodation in the
SDAC contributes strongly to our ability to

e Study design issues such as sample size and self- or proxy- identify people with dementia in residential
reporting aged care

. Little national longitudinal or linked data

. Limited national data about carers of people with dementia

Improving dementia data

Four major strategies would contribute to the improvement of data about dementia in
Australia:

* Dbetter and earlier diagnosis of dementia
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* improved consistency of identification of people diagnosed with dementia in all data
collections, including through consistent use of agreed classifications and adherence to
data standards

* agreement about the extent of information to be collected

* achange in focus from services-focused data to person-focused data through support
and encouragement of data linkage efforts and/or the collection and analysis of
longitudinal data.

Definition and classification of dementia

A number of international classifications assist with identifying and classifying dementia
(see Chapter 2). These include the ICD, which approaches dementia from a disease
perspective, attempting to identify the underlying aetiology; and the Diagnostic and
Statistical Manual of Mental Disorders and International Classification of Functioning,
Disability and Health (ICF) which both approach dementia from a perspective of functional
outcomes. The International Classification of Primary Care is used as a classification for
general practice or primary care, wherever applicable.

Most existing Australian data sources define, diagnose, classify and/or measure dementia
using one or more of these classifications. Estimates of the prevalence of dementia in a
population are critical for the planning, funding and provision of appropriate treatment and
care of people with dementia. Prevalence estimates vary with the definition and diagnostic
criteria used by the classification. At the level of the individual, the use of different
diagnostic criteria, and the utility and validity of the screening and assessment tools used,
affect the likelihood of receiving a diagnosis, and consequently have an impact on the
person’s access to appropriate information, treatment and care options.

While analysis of currently available data is constrained by the definitions and classifications
used in existing data sources, future data development in respect of dementia needs to be
supported by the use of common definitions and classifications of dementia and its
outcomes.

This report recommends that both the ICD and ICF should be used in Australia for this
purpose. Both the ICD and ICF belong to the family of international classifications developed
by the World Health Organization (WHO) for application to various aspects of health. The
WHO family of international classifications provide a framework to code a wide range of
information about health (e.g. diagnosis, functioning and disability, reasons for contact with
health services) and uses a standardised common language permitting communication about
health and health care across the world in various disciplines and sciences (WHO 2001:3).

Health conditions (e.g. diseases, disorders, injuries) are generally classified using the ICD,
which provides diagnosis codes for diseases, disorders or other health conditions.
Functioning and disability associated with health conditions are classified using the ICF. The
ICD and ICF enable consistent collection of information about diagnosis as well as human
functioning. The ICD and ICF are therefore complementary, and WHO encourages the use of
these classifications together to provide a more meaningful and complete picture of the
health needs of people and populations (WHO 2001:4).

Proposed data elements for data collection about dementia

The development of data about dementia should occur in a way which is consistent with
established principles for data development and adheres to recognised data standards (see
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Chapter 10). The development of the proposed data elements recommended by this report
(see Chapter 12) was overseen and guided by the National Dementia Data Analysis and
Development Reference Group. The Reference Group considered the relative importance of
the data elements for supporting policy and practice designed to assist people with dementia
and their carers. In addition, the Reference Group took account of other data development
criteria such as feasibility of collection and consistency with existing data standards. The
recommended data elements were developed with reference to both existing data elements
collected in Australia and priorities in dementia research.

The menu of data elements is focused on elements of relevance to dementia or cognitive
decline. The proposed data elements are grouped within the following categories:

Identification of cognitive impairment and dementia
Cognitive impairment and dementia diagnosis information
Current behaviour related to dementia and its impact on care
Coexisting health conditions

Impact of caring

SANR L S e

Reporter details.

Elements about the sociodemographic characteristics of people with dementia and their
carers are assumed to be already included in relevant collections and they are not proposed
here. Similarly, data elements about activity and participation limitations (e.g. mobility, self-
care, shopping) are clearly critical for assessing the care and support needs of people with
dementia and their family and carers. However, the scope of this project did not extend to
this area of data collection and the report does not propose specific data elements. The ICF
provides a well-developed classificatory framework for the collection of data items about
functioning.

Framework for proposed dementia data elements

1 Identification of cognitive impairment and dementia
1.1: Identification of cognitive impairment

1.2: Identification of a diagnosis of dementia

6 Reporter details
6.1: Reporter status

6.2: Relationship of proxy
reporter to person of
interest

2 Cognitive impairment and dementia
diagnosis information

2.1: Type of dementia
2.2: Date of first formal diagnosis

2.3: Medical professional who first identified
cognitive impairment or diagnosed dementia

2.4: Severity of dementia

2.5: Treatment with medication for cognitive
impairment due to dementia

2.6: Treatment with medication for behavioural
and psychological symptoms of dementia

3 Current behaviour related to dementia
and its impact on care

3.1: Nature of current challenging behaviour

3.2: Frequency of occurrence of current
challenging behaviour

3.3: Duration of episodes of current
challenging behaviour

3.4: Disruption due to current challenging
behaviour

3.5: Stress experienced as a result of current
challenging behaviour

4 Coexisting health conditions

4.1: Coexisting health conditions

5 Impact of caring

5.1: Impact of care measure
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Three dementia data collection levels are proposed, which differ in terms of the amount and
complexity of elements included:

1.

Essential data elements: to provide an estimate of the number of people with dementia
or cognitive impairment. This level is appropriate for collections or surveys that do not
necessarily focus on dementia, include only a relatively small number of people with
dementia, or do not require more detailed information about the dementia syndrome for
effective and appropriate service delivery.

Highly desirable data elements: to provide more detailed information about people
with dementia, which may be required for appropriate treatment, care and services. This
level is appropriate for collections which require more detailed information about the
condition, for example programs that provide services to a population that includes a
proportion of people with dementia such as the Aged Care Assessment Program and the
National Respite for Carers Program.

Desirable data elements: to provide more detailed information about people with
dementia and their carers, which may be required for appropriate treatment and care
management. This level is appropriate for collections focusing on the population of
Australians with dementia, for example programs that deliver dementia-specific services
or deliver services to a population that includes a significant proportion of people with
dementia.

The use of any of the levels depends on the underlying purpose, nature and context of the
collection. For a comprehensive picture of the population experiencing dementia, it is
recommended that the whole suite of elements be used.
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Section 1: Dementia definition,
classifications and data sources



1 Introduction

1.1 Background

Dementia describes a syndrome associated with a range of diseases which are characterised
by the impairment of brain functions, including language, memory, perception, personality
and cognitive skills. Dementia is not a single specific disease. It affects people differently,
and the impact on their carers and families also varies. Dementia is not a natural part of
ageing, although most people with dementia are older. After the age of 65 the likelihood of
living with dementia doubles every five years and it affects 24% of those aged 85 and over
(Henderson & Jorm 1998).

Dementia is the most significant neurological disorder experienced by those over 80. It is the
greatest single contributor to burden of disease due to disability at older ages as well as the
second greatest single contributor to the cost of care in residential aged care after
incontinence. The service needs experienced by someone with dementia may vary greatly
with the severity of the cognitive impairments (AIHW 2004f). People with dementia
eventually become dependent on their care providers in most or all areas of daily living
placing considerable strain on those who care for them.

Because Australia’s population is ageing, there has been growing recognition that dementia
represents a significant challenge to health, aged care and social policy. In the 20 years to
2024, the proportion of the population aged over 65 is projected to increase from 13% to 20%.
The number and proportion of people in the ‘older old” age groups (85 years and over) are
expected to rise even more rapidly, more than doubling from 298,300 (1.5%) to 725,300 (2.9%)
(AIHW 2005b:138).

The number of people with dementia will grow correspondingly from over 175,000 in 2003
to almost 465,000 in 2031, assuming the continuation of current dementia prevalence rates. In
recognition of the challenges this presents to governments, families and health and care
providers, the Australian Government introduced the Helping Australians with dementia, and
their carers — making dementia a National Health Priority in the 2005 Federal Budget. This $320.6
million over five years funding package will support people with dementia and their carers
through three measures:

* Dementia— A National Health Priority —for additional research, improved care initiatives
and early intervention programs for people with dementia

* Extended Aged Care at Home (EACH) Dementia Packages — for 2,000 new EACH community
care places dedicated to helping people with dementia remain at home and in their
community

* Training to Care for People with Dementia—for dementia-specific training for aged care
workers and community workers.

Caring for people with dementia is a responsibility and a challenge for all levels of
government. Looking to the future, Australian health ministers noted that within 10 years
dementia is predicted to be the major cause of disability for Australians, overtaking
cardiovascular disease, cancer and depression. Ministers agreed that an action program is
necessary to address this health problem and endorsed a National Framework for Action on
Dementia in April 2006. The development of the framework was guided by a nation-wide



consultation that included the combined input of governments, health care providers, peak
bodies, and people with dementia, their families and carers. The framework focuses on
outcomes that can best be achieved nationally, with the cooperation of the Australian, state
and territory governments. Consultations culminated in a national forum attended by
around 70 stakeholders. This forum supported five key priority areas for action which health
ministers had previously identified:

* research

* information and education

* access and equity

* quality, integration and continuum of care

* workforce and training.

1.2 Purpose of this report

In 2004 the Australian Government Department of Health and Ageing (DoHA)
commissioned the Australian Institute of Health and Welfare (AIHW) to undertake the
present study to provide a profile of the Australian population who experience dementia
and to review the availability and quality of data. This would support research, policy
planning and program monitoring and evaluation. An important objective of the report is to
provide a guide for improving national dementia data by identifying possible data elements
that would be suitable for possible inclusion in a range of data collection contexts.
Recommendations for these data elements are presented as areas of information and options
for potential data element sets that are considered vital to collecting relevant, informative
and comparable data on dementia prevalence estimates, management and outcomes.

This report supports work undertaken in relation to the Key Priority Area of Research in the
National Framework for Action on Dementia. Among the priorities for action are to research the
projected prevalence of dementia, including prevalence among groups with diverse needs,
and to design and implement uniform and effective data standards and systems which can
be used in all jurisdictions and which ensure dementia data elements are included in key
minimum data sets (MDS). The data analysis included in this report is, however, undertaken
at the national level only.

The report will also support and complement Australian Government initiatives in respect of
dementia research and data development activity occurring in community aged care and
residential aged care programs. This work has been conducted alongside comparable work
in relation to incontinence (AIHW 2006a) and community care data alighment to ensure
cross-fertilisation and comparable outcomes.

Any data development activity in relation to dementia data needs to recognise that there are
very real issues that affect its collection and quality. There is currently no cure for dementia
and treatment approaches are few. Diagnosis is difficult, especially since dementia is a
secondary complication for a number of other diseases, for example stroke and other
cardiovascular diseases, diabetes, Parkinson’s disease and acquired immunodeficiency
syndrome (AIDS). In this context, and particularly while there continues to be stigma
associated with dementia, there may be little incentive to seek and/or provide a diagnosis. A
diagnosis may also not be obtained while any problems remain manageable, or the
symptoms of dementia are masked by symptoms of comorbid health conditions. While these
factors remain, it is possible that the availability and quality of data about early stage



dementia will continue to be poor. In other words, improving dementia data is not simply a
technical process, but will also depend on changes in diagnosis and assessment practices.

1.3 Structure of this report

The introductory section includes this introduction and Chapters 2 and 3:

Chapter 2 describes the definitions and classifications of dementia used in clinical and
epidemiological research settings. It also discusses some of the problems encountered in
identifying people with dementia.

Chapter 3 reviews the available data sources and summarises their scope, purpose and
content, together with a brief description of data elements related to dementia.

Section 2 provides a profile of dementia in Australia. This section includes the following
chapters:

Chapter 4 reviews Australian and international prevalence estimates of dementia, and
discusses differences in prevalence by age, sex, dementia severity and residential setting.
The chapter provides estimates of the incidence of dementia, and also estimates the
impact of dementia on the quality of life for people in the community and in residential
aged care. These estimates are projected to 2030-31.

Chapter 5 examines some of the relevant characteristics of people with dementia,
including their living arrangements and carer support, their level of disability,
behavioural and psychological symptoms and need for assistance.

Chapter 6 examines the data available about carers of people with dementia, including
the impact of their caring role on their physical and social wellbeing.

Chapter 7 explores use of health and aged care services by people with dementia. It
includes newly derived estimates of the dependency profile of people with dementia in
residential aged care.

Chapter 8 discusses the expenditure associated with dementia, including estimates of
medical, pharmaceutical, hospital and aged care expenditure. Costs are projected to
2030-31.

Chapter 9 outlines the strengths and limitations of available data as revealed by the
previous chapters.

Section 3 of the report focuses on developing dementia data standards. It includes the
following chapters:

Chapter 10 discusses principles of data development and describes key data standards
that should be adhered to in developing data recommendations.

Chapter 11 describes and compares dementia-related data elements currently collected in
Australian data collections.

Chapter 12 recommends possible data elements relevant to dementia for inclusion in
data collections.



2 Definition, diagnosis and
classification of dementia

The way in which dementia is defined and classified has implications for the accuracy with
which we can estimate the prevalence of dementia in the community. The application of
diagnostic guidelines which accompany classificatory systems has consequences for the
diagnosis, treatment and care of individuals as well as for statistical measurement, for
example through the failure to recognise and identify particular types of dementia.
Improving the quality and consistency of dementia data must therefore begin with the use of
agreed definitions and classifications. This chapter discusses how dementia and its outcomes
are defined and classified within relevant international classifications. It briefly examines
some of the complications for defining and classifying dementia and describes some of the
common screening tests and assessment tools used to identify and diagnose dementia.

2.1 Describing dementia

The term “dementia’ is derived from the Latin word demens meaning ‘without mind’. Today,
dementia describes a syndrome associated with a range of diseases which are characterised
by the impairment of brain functions, including language, memory, perception, personality
and cognitive skills. These declines! in mental function may manifest themselves through
different symptoms at various times and often relate to the cause of dementia (see
Alzheimer’s Australia 2005b). In the early stages of dementia, difficulty may be experienced
with familiar tasks such as shopping, driving or handling money. As dementia progresses,
more basic or core activities of daily living such as self-care (e.g. eating, bathing, dressing)
are affected. More specifically, the cognitive, psychiatric and behavioural manifestations of
dementia may include:

* memory problems, especially for recent events (long-term memory usually remains in
the early stages)

* communication difficulties through problems with speech and understanding language
* confusion, wandering, getting lost

* personality changes and behaviour changes such as agitation, repetition, following

* depression, delusions, apathy and withdrawal.

There are over 100 illnesses and conditions that can result in dementia—a comprehensive list
of these is included in the International Statistical Classification of Diseases and Related
Health Problems (ICD), 10th Revision (WHO 1992a) and the Australian modification
(ICD-10-AM) (NCCH 2002b). The most common types of dementia in Australia are:

* dementia in Alzheimer’s disease, estimated to be responsible for around 50-70% of
dementia cases, involving abnormal plaques and tangles in the brain.

1  Use of the term “decline’ excludes people with cognitive impairment due to developmental disorders, but
includes people with non-progressive forms of dementia (such as dementia caused by head injury) that involve
an initial loss of cognitive functioning.



* vascular dementia (formerly known as arteriosclerotic or multi-infarct dementia),
resulting from significant brain damage caused by cerebrovascular disease —onset may
be sudden, following a stroke, or gradual, following a number of mini-strokes or because
of small vessel disease

* dementia with Lewy bodies, in which abnormal brain cells (Lewy bodies) form in all
parts of the brain. Progress of the disease is more rapid than for dementia in Alzheimer’s
disease

* frontotemporal dementia (e.g. Pick’s disease), in which damage starts in the front part of
the brain, with personality and behavioural symptoms commonly occurring in the early
stages

* mixed dementia, in which features of more than one type of dementia are present. For
example, many people with dementia have features of both Alzheimer’s disease and
vascular dementia.

There are also a number of less common types of dementia, including;:

* dementia in Parkinson’s disease, resulting from the loss of the neurotransmitter,
dopamine, in the brain (dopamine is implicated in the control of voluntary
movements) — dementia is common in people with Parkinson’s but not everyone with
Parkinson’s develops dementia

* alcohol-induced dementia (e.g. Wernicke/Korsakoff syndrome), in which brain function
deterioration is associated with excess alcohol consumption, particularly in conjunction
with a diet low in Vitamin B1 (thiamine)

* drug-related dementia, where neurological deficits result from substance abuse, such as
petrol sniffing

* head injury dementia, which involves brain damage resulting from head injuries

* Huntington’s disease, an inherited disorder of the central nervous system, which is
characterised by jerking or twisting movements of the body and is usually eventually
accompanied by dementia

* other forms of dementia such as that developing in the course of human
immunodeficiency virus (HIV), or Creutzfeldt-Jakob disease

* reversible forms of dementia, such as dementia from B12 deficiency or hypothyroidism,
which, although rare, are important to identify.

A definitive diagnosis of many of the diseases associated with the syndrome of dementia is
often only possible after death, based on post-mortem examination of the brain, although
serial magnetic resonance imaging (MRI) scans show potential in helping diagnose some
types of dementia. However, the syndrome of dementia is more amenable to diagnosis and a
number of screening tests, assessment and diagnostic tools and international classifications,
are available for its diagnosis and classification.

Cognitive impairment and dementia

Cognitive impairment is generally considered to be the defining feature of dementia,
although dementia is also associated with functional impairment and changes in behaviour
that result in care and support needs. Additionally, the level of cognitive impairment,
including any behavioural manifestations, has an impact on carers of people with dementia.
Memory loss, reduced capacity for decision making and problem solving, unacceptable



social behaviour and nocturnal activity all contribute to the labour intensity and distress that
can be associated with caring for a person with dementia.

The number of screening tests and neuropsychological assessments that focus on various
domains of cognition (see Section 2.2), reflects the large number of specific mental functions
that comprise cognition. Cognitive impairment is impairment in one or more of these
functions, which include short-term memory (learning skills), long-term memory, executive
function (abstract thinking, judgement, problem solving) or other higher cortical function
(aphasia, apraxia, agnosia, constructional abilities, calculation), among others. Cognitive
impairment is generally defined in respect of the disease or condition being discussed, as the
specific cognitive domains that are affected may vary.

It is generally accepted that there are states of memory and other cognitive impairments that
fall short of criteria for a diagnosis of dementia (Henderson 1994a). The concept of
subclinical cognitive impairment has been the focus of intense research, and there are many
existing terms that describe this concept, each with different definitions and criteria.
Generally, subclinical cognitive impairment has been considered as an intermediate stage
between normal ageing and dementia, and the condition has been viewed as either
physiological ageing or the beginnings of a pathological process —mild cognitive impairment
has received the most attention (Peterson 2004, cited in Chong & Sahadevan 2005). Whether
a number of these subclinical cognitive impairments progress to dementia, particularly
Alzheimer’s disease, is still debated. A number of authors, including Ritchie & Touchon
(2000), Burns & Zaudig (2002) and Feldman & Jacova (2005) have reviewed the concept of
subclinical cognitive impairment, and a significant proportion of the following discussion is
drawn from these sources.

Kral (1962) first proposed benign senescent forgetfulness which describes a stable impairment
commonly featuring depressive symptoms, characterised by an awareness of memory
problems, an inability to recall remote rather than recent events and loss of memory for
minor details. Crook et al. (1986) developed the notion of age-associated memory impairment,
quantifying the degree of memory impairment required for diagnosis as at least one
standard deviation below the mean for young adults. Late-life forgetfulness was defined by
Blackford & LaRue (1989) as a more severe form of this concept, requiring a score of between
one and two standard deviations below the mean established for age on at least two of at
least four tests.

However, Levy (1994) argued that cognitive impairment occurs in domains other than
memory, and that memory impairment itself occurs with other impairments. Ageing-
associated cognitive decline refers to an impairment of one standard deviation below age- and
education-corrected norms in one of a wider range of cognitive functions such as attention,
memory, learning, thinking, language and visuospatial function. A similar concept, age-
related cognitive decline, is included in the Diagnostic and Statistical Manual of Mental
Disorders (DSM), Fourth Edition, Text Revision, and is defined as a complaint of difficulties
in recalling names and appointments or in problem solving, which cannot be related to a
specific mental problem or a neurological disorder (American Psychiatric Association 2000).
However, strict criteria of deviation from a population norm are not specified for diagnosis.

Although these concepts are all regarded as falling within the (extreme) limits of normal
ageing, Ritchie & Touchon (2000) question whether they may be partly due to underlying
disease which may be differentiated from normal ageing-related physiological changes —
subjects with objectively demonstrated deficits have been shown to be at increased risk for
neurodegenerative disease, and to show quantitative and qualitative differences in cerebral
imaging and share common biologic and environmental risk factors. Mild cognitive disorder



and mild neurocognitive disorder, defined in the ICD and DSM, are examples of conditions due
to underlying disease which occur at any age and involve symptoms as well as memory loss
(Table 2.1).

Table 2.1: Definition of mild cognitive disorder in the ICD and age-related cognitive decline and
mild neurocognitive disorder in the DSM

Classification

Terminology

Definition

ICD-10 & Mild cognitive A disorder characterised by impairment of memory, learning difficulties & reduced ability to

ICD-10-AM disorder concentrate on a task for more than brief periods. There is often a marked feeling of mental
fatigue when mental tasks are attempted, & new learning is found to be subjectively difficult
even when objectively successful. None of these symptoms is so severe that a diagnosis of
either dementia (FO0—F03) or delirium (F05.—) can be made. This diagnosis should be made
only in association with a specified physical disorder, & should not be made in the presence
of any of the mental or behavioural disorders classified to F10—F99. The disorder may
precede, accompany or follow a wide variety of infections & physical disorders, both cerebral
& systemic, but direct evidence of cerebral involvement is not necessarily present. It can be
differentiated from postencephalitic syndrome (F07.1) & post-concussional syndrome (F07.2)
by its different aetiology, more restricted range of generally milder symptoms & usually
shorter duration.

DSM-IV-TR Age-related This category can be used when the focus of clinical attention is an objectively identified
cognitive decline in cognitive functioning consequent to the ageing process that is within normal limits
decline given the person’s age. Individuals with this condition may report problems remembering

names or appointments or may experience difficulty in solving complex problems. This

category should be considered only after it has been determined that the cognitive

impairment is not attributable to a specific mental disorder or neurological condition.
Mild The essential feature is the development of impairment in neurocognitive functioning that is
neurocognitive  due to a general medical condition. By definition, the level of cognitive impairment & the
disorder impact on everyday functioning is mild (e.g. the individual is able to partially compensate for
(included as cognitive impairment with additional effort). Individuals with this condition have a new onset
an example of  of deficits in at least two areas of cognitive functioning. These may include disturbances in
cognitive memory (learning or recalling new information), executive functioning (e.g. planning,
disorder not reasoning), attention or speed of information processing (e.g. concentration, rapidity of
otherwise assimilating or analysing information), perceptual motor abilities (e.g. integrating visual,
specified) tactile or auditory information with motor activities) or language (e.g. word-finding difficulties,

reduced fluency). The report of cognitive impairment must be corroborated by the results of
neuropsychological testing or bedside standardised cognitive assessment techniques.
Furthermore, the cognitive deficits cause marked distress or interfere with the individual's
social, occupational or other important areas of functioning & represent a decline from a
previous level of functioning. The cognitive disturbance does not meet the criteria for a
delirium, a dementia, or an amnestic disorder & is not better accounted for by another mental
disorder (e.g. substance-related disorder, major depressive disorder).

Sources: American Psychiatric Association 2000; NCCH 2002b; WHO 1992a.

The Canadian Study of Health and Aging (Graham et al. 1997) referred to cognitive
impairment no dementia which, like mild cognitive disorder and mild neurocognitive disorder,
is attributable to an underlying physical disorder. This diagnostic grouping includes
individuals with problems of memory and/or other areas of cognitive functioning that are
insufficient to meet dementia diagnostic criteria — the grouping is the most broad-based and
inclusive, as it has virtually no exclusions (Feldman & Jacova 2005). However, there are
currently no clear defining criteria for the condition.

Mild cognitive impairment is a term in evolution, seeking precise nosological definition (Burns
& Zaudig 2002). Ritchie et al. (2001) describe the difficulties among clinicians in reaching a
consensus on diagnostic criteria for mild cognitive impairment. The term was first
introduced to denote abnormal cognitive functioning in any domain (Flicker et al. 1991 and
Zaudig 1992, cited in Feldman & Jacova 2005). However, Petersen et al. (1999) subsequently
refined the term to refer to those with a memory impairment beyond that expected for age



and education (yet are not considered as extreme as ‘demented’), to describe the transitional
state between normal ageing and early or mild (or clinically probable) Alzheimer’s disease.
Many (but not all) people with mild cognitive impairment were reported to progress to
Alzheimer’s disease at an accelerated rate. Diagnostic criteria included memory complaint,
normal activities of daily living, normal general cognitive function, abnormal memory for
age and not demented.

Recognising that other presentations of mild cognitive impairment exist, Petersen et al.
(2001) later used the term amnestic mild cognitive impairment to emphasise memory loss, and
specified diagnostic criteria that included memory complaint (preferably corroborated by an
informant), impaired memory function for age and education, preserved general cognitive
function, intact activities of daily living and not demented. Other hypothetical presentations
of mild cognitive impairment were also proposed, including multiple domains slightly impaired
(that may progress to Alzheimer’s disease, vascular dementia or is possibly associated with
normal ageing) and single non-memory domain (that may progress to frontotemporal
dementia, Lewy body dementia, vascular dementia, primary progressive aphasia,
Parkinson’s disease or Alzheimer’s disease).

Recently, Winblad et al. (2004) proposed an evolved model of mild cognitive impairment,
which specifies that individuals are considered to be neither normal nor demented, there is
self- and/or informant report of cognitive decline that is supported by impairment on
objective cognitive tasks (with evidence of decline over time) and functional activities are
mainly preserved with only minimal impairment (particularly on complex instrumental
activities of daily living). Individuals are classified as memory impaired or non-memory
impaired, and then subclassified as having a single or multi-domain impairment.

Diagnosticians have also noted the difficulties in diagnosing very early dementia—Pond &
Brodaty (2004) have documented issues in the early detection of dementia, noting the
similarities in manifestations of mild cognitive impairment, early dementia and cognitive
impairment associated with depression. The relatively arbitrary nature of dementia
diagnosis is based largely on interference with activities (Burns & Zaudig 2002). The
difficulties in identifying and distinguishing between early dementia and mild cognitive
impairment have implications for measuring the prevalence of dementia.

The term mild cognitive impairment may also be used more broadly (like cognitive impairment
no dementia) to refer to a number of the subclinical cognitive impairments previously
discussed —in this report the term is also used more generally to describe the state of
cognitive functioning that falls below defined norms, but falls short of dementia in severity
(Feldman & Jacova 2005). This definition captures people with cognitive impairment that
may or may not progress to dementia, which is due to conditions that may not be associated
with ageing, or is actually an early stage of (undiagnosed) dementia. Defining mild cognitive
impairment in this way allows for further investigation where the reliability of disease
coding is questionable, or where the care requirements for people with dementia are not
easily distinguished from other people with similar symptoms.

2.2 Diagnosing dementia

Despite the difficulties associated with diagnosing dementia outlined above, the importance
of diagnosing the syndrome as early as possible is becoming more widely accepted. There
are a number of benefits of an accurate and early diagnosis of dementia and its causes.
Identification and recognition of the problem, as well as involvement of health professionals,



may provide some relief to a person with dementia, their family and carers (Ministerial Task
Force on Dementia Services in Victoria 1997, cited in Black et al. 2001).

Early diagnosis allows a person with dementia, their family and carers to plan for future
living arrangements and care options, organise their financial affairs, and make decisions
relating to power of attorney. A diagnosis of dementia also influences decisions relating to
rehabilitation programs and provision of aids and services (Wilkinson 2000, cited in Black et
al. 2001). Functional assessment enables identification of strategies to reduce risks, maximise
independence in daily tasks and identify necessary modifications of the home environment
to maximise function (Patterson et al. 1999, cited in Black et al. 2001). Additionally, a
diagnosis of dementia can facilitate access to a number of medications that may reduce the
symptoms of dementia— for people in the mild or moderate stages of dementia, medications
may improve clear thinking and the ability to carry out daily tasks, as well as reducing
hallucinations and delusions (Wilkinson 2000, cited in Black et al. 2001).

The diagnostic process may in involve the use of initial screening and/or assessment tools,
followed by more comprehensive assessment by a specialist, culminating in a differential
diagnosis of dementia. The general practitioner may become aware of the possibility of
dementia in their patients in three ways: presenting problems, noting early pointers when
treating other conditions, or screening. A significant number of cases of dementia may only
become apparent when the individual’s carer dies or becomes unable to cope (Bridges-Webb
& Wolk 2003:10).

Initial screening and assessment

The purpose of initial screening is to identify people who may benefit from more intense
assessment—it has the dual purpose of identifying potential need and also minimising the
potential drain on resources caused by unnecessary intense assessment processes. Screening
is different from case-finding as it refers to action to determine the presence of likely or
possible disease in a person without problems or symptoms pointing to the possibility of
dementia (Bridges-Webb & Wolk 2003:31). An assessment of dementia not only aims to
determine the condition causing the symptoms (whether to rule out dementia, or determine
which disease is causing dementia), but also to assess the needs of the person with dementia
and their family and carers.

Barriers to early diagnosis include a lack of routine screening for dementia and a lack of
access to specialty consultative services (Shores et al. 2004). However, many experts are
reluctant to advocate a population-based screening program, arguing that there is currently
insufficient evidence to justify the resources that would be required to implement routine
screening for dementia of people who do not display symptoms using existing standardised
assessment tools (Bridges-Webb & Wolk 2003:31). Further arguments against the
implementation of a screening program are that there does not currently exist a screening
test that can reliably detect dementia in a cost-effective manner before patients develop
noticeable symptoms, and secondly that, even if such a test did exist, there is no treatment
available that can cure dementia if applied in the pre-symptomatic phase (refer to Box 2.1 for
characteristics of an effective population-based screening program).

Thus, initial screening and assessment for dementia is generally initiated when a patient or
his/her family expresses concern about symptoms, or when the clinician notices changes or
signs which may be associated with a dementing illness in the course of their contact with
the patient (Bridges-Webb & Wolk 2003:31). This requires that clinicians, in particular
general practitioners (GPs), are aware of signs and symptoms that may be associated with
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dementia and are open to identifying and discussing these with patients and their families if
and when they become apparent.

Box 2.1: Criteria for an effective population-based screening program

A screening program must meet certain criteria before it can be considered useful. Important factors
influencing the usefulness of a screening program include disease factors, testing factors and therapeutic
factors.

The disease being screened for must:

1. occur in an asymptomatic phase that lasts for a significant length of time

2. represent a significant burden to the population

3. lead to a bad outcome if left untreated.

A screening test must be available that is:

1. able to detect the disease during the asymptomatic phase

2. acceptable to patients and practitioners

3. cost-effective

4. highly sensitive and reasonably specific for the target disease.

In addition, there must be value in identifying the disease in the asymptomatic phase, that is:
1. There must be an effective treatment available that can cure or improve the outcome.

2. The outcome for the disease must be better if the treatment is applied during the asymptomatic period
than later in the course of the disease. Ideally there should be a chance for cure if treatment is given at an
early stage of disease.

Source: Adapted from IAM 2006.

Assessment and screening instruments

A variety of assessment tools exist which may be helpful in screening for, diagnosing and/or
monitoring dementia. In the context of dementia, assessment tools are employed for two
basic purposes:

1. to screen people for the likely presence/absence of cognitive impairment which may be
indicative of dementia

2. for in-depth assessment for the purposes of formal diagnosis, care planning, and
monitoring of disease progression or treatment efficacy.

As dementia is a syndrome with several characteristic features (not all of which may be
present in any one case), most assessment instruments include separate components,
subscales or domains. Few tests are capable of discriminating across all types and levels of
dementia. For example, tests that are capable of identifying mild cognitive impairment may
not be suitable for differentiating among more advanced stages of dementia and vice versa.
Thus, assessment tools are often best used in combination and in the context of other forms
of assessment such as clinical interview, informant interview and biological testing
(McDowell & Newell 1996:289; Meade & Bowden 2005). A combination of screening tests
may be used to increase the rate of diagnosis for those who have dementia, and reduce the
likelihood of falsely diagnosing dementia (Flicker et al. 1997, cited in Black et al. 2001), and
clinicians are generally encouraged to look for other evidence of symptoms or functional
change in everyday life (Meade & Bowden 2005).

Diagnosis cannot be made purely on the basis of screening. People who screen positive for
cognitive impairment must undergo further clinical evaluation to confirm or reject a
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differential diagnosis of dementia (Black et al. 2001). Thus, though GPs may often be the first
port of call for people who are worried about their own or a loved one’s cognitive
functioning, the final diagnosis of dementia is usually made by a neurologist, geriatrician or
psychogeriatrician (Wilkinson et al. 2004, cited in Brodaty et al. 2006).

Initial assessment/screening tools must achieve a balance between comprehensiveness and
clinical utility. Many standardised tools were initially intended to be a component of a
battery of tests in the full assessment and diagnosis of dementia. In applying such items and
subscales to initial assessment and screening rather than to diagnosis, a balance must be
found between minimising test length and complexity, evaluating total cognitive function
and maintaining test accuracy (Boustani et al. 2003). In their entirety, these instruments have
more in common with diagnostic protocols (discussed below) than screening instruments.

Box 2.2: Requirement for use of MMSE and/or ADAS-Cog and CIBIC to access
subsidised anticholinesterase medication through the PBS

The use of some standard assessment tools is enshrined in administrative requirements of some aspects of
Australia’s health and aged care systems. For example, some anticholinesterase medication used in the
treatment of mild to moderate dementia, donepezil hydrochloride (Aricept), rivastigmine hydrogen tartate
(Exelon), and galantamine hydrobromide (Remilyn), are approved for listing on the Pharmaceutical
Benefits Scheme (PBS) for people with Alzheimer’s disease who meet specific criteria (Alzheimer’s
Australia 2004).

People who have a diagnosis of mild to moderately severe Alzheimer’s disease are able to access Aricept,
Exelon or Remilyn at a subsidised cost through the PBS provided that certain criteria are met. In order to
establish eligibility for this subsidy, the client must have a diagnosis of mild to moderately severe
Alzheimer’s disease confirmed by a neurologist, psychogeriatrician, psychiatrist, geriatrician or consultant
physician, and a written application for subsidised treatment must be made to Medicare Australia. This
application must include the results of a baseline Mini-Mental State Examination (MIMMSE) test, and to be
eligible the client must score 10 or higher, and if the score is 25 points or above, the results of a baseline
Alzheimer’s Disease Assessment Scale, cognitive subscale (ADAS-Cog), must also be specified. In order to
receive continuing subsidised access to the medication beyond the initial six month treatment period, it
must be demonstrated that the client has benefited from the pharmacotherapy. The requisite proof of
improvement in cognitive function is an increase of at least 2 points from baseline on the MMSE or a
decrease of at least 4 points from baseline on the ADAS-Cog for patients with an MMSE baseline score of
25 points or higher (DoHA 2006).

Access to subsidised Aricept, Exelon or Remilyn may be granted to people who score lower than 10 points
on the MMSE under the following circumstances, which are non-cognitive factors accepted as limiting the
person’s ability to complete the MMSE. These are where the patient (DoHA 2006):

* is from a culturally and linguistically diverse background and has limited English language skills
* has less than six years of formal education, and/or is illiterate or innumerate

* is an Aboriginal or Torres Strait Islander

* has an intellectual disability (developmental or acquired), e.g. Down’s syndrome

* has significant sensory impairment, despite best correction, which precludes completion of an MMSE
test and/or

* has prominent dysphasia, out of proportion to other cognitive and functional impairment.

In such cases, access to continuing subsidised pharmacotherapy requires demonstration of improvement in
cognitive function, based on a rating of “very much improved” or ‘much improved” on the Clinician’s
Interview-Based Impression of Change (CIBIC) scale, which must be completed by the same clinician who
initiated treatment (DoHA 2006).

As at April 2006, other tests cannot be used to demonstrate initial or ongoing eligibility for PBS-subsidised
pharmacotherapy.
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The most widely used cognitive assessment tool in primary care settings is the MMSE
(Folstein et al. 1975). The extent to which the MMSE is an effective screening tool depends on
the prevalence of dementia within the target population and the cut-off points at which the
screening result is determined to be positive or negative (Boustani et al. 2003). Despite its
shortcomings (see Table 2.3), the MMSE remains the best-studied clinically feasible cognitive
assessment for screening purposes (Boustani et al. 2003), is often incorporated in diagnostic
assessments, and is recognised as a method of demonstrating treatment efficacy by the
Australian Government (see Box 2.2).

Table 2.3 includes information about the most commonly used tools in Australia, including
their application, strengths and weaknesses. A summary of the applications of these tools is

in Table 2.2 below.

Table 2.2: Type/use of screening test or assessment tool

Screening test

Provisional diagnosis

Diagnostic suite

Clinical monitoring

Mini-Mental State
Examination

General Practitioner
Assessment of Cognition

CogHealth Memory
Monitoring System

Clock drawing tests
7 Minute Screen

Mini-Cog

Alzheimer’s Disease
Assessment Scale

Informant Questionnaire of
Cognitive Decline in the
Elderly

Rowland Universal
Dementia Assessment Scale

Kimberley Indigenous
Cognitive Assessment

Psychogeriatric Assessment
Scales

Kimberley Indigenous
Cognitive Assessment

Psychogeriatric Assessment
Scales Cambridge Mental
Disorders of the Elderly
Examination

Consortium to Establish a
Registry for Alzheimer’s
Disease

MMSE
CogHealth
Dementia Rating Scale

Clinician’s Interview-Based
Impression of Change

Clinician’s Interview-Based
Impression of Change with
Caregiver Input
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Comprehensive assessment

Diagnostic protocols

Diagnostic protocols are standardised forms of major clinical assessments that can be used in
diagnosing dementia. They generally include clinical interview (e.g. covering patient history
and current situation), standardised testing of cognitive performance, and a series of
diagnostic algorithms to guide differential diagnosis. They tend to be time-consuming and
are required to be administered by a specialist who is qualified to make a formal diagnosis of
dementia. Examples include (McDowell & Newell 1996:332-3):

* Structured Interview for the Diagnosis of Dementia
* British Present State Examination

* American Diagnostic Interview Schedule

* Geriatric Mental State Examination

* Canberra Interview for the Elderly

* Comprehensive Assessment and Referral Evaluation.

Neuropsychological, behavioural and functional assessments

Generally, a clinical diagnosis of dementia is made following a combination of
neuropsychological, behavioural and functional assessments. Neuropsychological
assessments are usually questionnaires, and are distinguished from screening tests by
focusing on specific domains of cognition, rather than performing a broader assessment of
cognitive functioning.

Functional and behavioural assessments may be particularly useful in the moderate or more
severe stages of dementia. Behavioural assessment considers the non-cognitive aspects of
dementia which include personality, mood, psychotic symptoms and behaviours of concern,
as well as sleep, eating and sexual disorders. These non-cognitive characteristics can be used
to improve diagnostic accuracy and to distinguish different causes of dementia (Mirea &
Cummings 2000, cited in Black et al. 2001). Behaviours may be assessed by direct
observation, interviews, questionnaires or case notes.

A functional assessment aims to determine a person’s ability to complete activities of daily
living and instrumental activities of daily living, and the type and amount of assistance
needed to complete these tasks. A functional assessment can be a self-report, a report by a
carer or an observation of performance (Black et al. 2001), although the latter methods are
preferred as people with dementia tend to exaggerate their ability to complete activities of
daily living and instrumental activities of daily living (Carswell & Spiegel 1999, cited in
Black et al. 2001).

Blood screening, computed tomography or MRI may be used to confirm or eliminate other
(and potentially reversible) causes of cognitive impairment. MRI may also be used to
differentiate between mild cognitive impairment and Alzheimer’s disease, and single photon
emission computed tomography (SPECT) may be used in early differentiation of frontal
dementias from Alzheimer’s disease. However, SPECT, as well as functional magnetic
resonance imaging (fMRI), positron emission tomography (PET), electroencephalography
(EEG), biomarkers and genetic testing are predominantly used in the research setting rather
than as diagnostic tools.
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Differential diagnosis

There are many conditions other than dementia that may have cognitive impairment as part
of their presentation. It is therefore imperative that comprehensive assessment culminates in
a differential diagnosis of dementia. By way of illustration, Table 2.4 provides a summary of
how dementia can be differentiated from a range of other conditions using the DSM-1V, as

described by First et al. (1995).

Table 2.4: Differential diagnosis for dementia

Dementia (memory and other
cognitive impairments) must be
differentiated from...

In contrast to dementia, the other condition...

Delirium

Amnestic disorder

Cognitive impairment in substance
intoxication or substance withdrawal

Mental retardation

Cognitive impairment and deterioration
in functioning in Schizophrenia

Memory deficits and difficulty
concentrating in Major depressive
disorder

Age-related cognitive decline

Mild neurocognitive disorder (i.e.
cognitive disorder not otherwise
specified)

Is characterised by a disturbance in consciousness and a fluctuating course.
Dementia is not diagnosed if the cognitive deficits occur exclusively during delirium.
However, periods of delirium can occur in the context of a dementia and should be
diagnosed if present.

Is characterised by memory impairment occurring in the absence of other cognitive
deficits (i.e. aphasia, agnosia, apraxia, executive functioning). Amnestic disorder is
not diagnosed if the memory disturbance occurs exclusively during dementia.

Remits when the acute effects of intoxication or withdrawal subside. In contrast,
substance-induced persisting dementia may be diagnosed if the dementia persists
long beyond the period of intoxication or withdrawal.

Must have an onset before age 18 years.

Has a generally earlier age at onset, less severe cognitive impairment, a
characteristic symptom pattern (e.g. delusions and hallucinations), and is not due to
the direct effects of a general medical condition or substance use.

Improves when the depression remits, is associated with other characteristic
depressive symptoms, is often associated with prior history (or family history) of
depression, and is not due to the direct effects of a general medical condition or
substance use.

Is characterised by cognitive impairment that is in keeping with what would be
expected for the individual’s age and is not due to the direct effects of a general
medical condition or substance use.

Does not meet the severity threshold for dementia.

Source: First et al. 1995.
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2.3 Defining and classifying dementia and its
outcomes

International classifications of dementia

A number of international classifications assist with identifying and classifying dementia.
These include the ICD, which approaches dementia from a disease perspective, attempting
to identify the underlying aetiology; and the DSM and International Classification of
Functioning, Disability and Health (ICF) which both approach dementia from a perspective
of functional outcomes. The International Classification of Primary Care (ICPC) is used as a
classification for general practice or primary care, wherever applicable.

Most existing Australian data sources define, diagnose, classify and/or measure dementia
using one or more of these classifications.

International Statistical Classification of Diseases and Related Health Problems

The purpose of the ICD is to permit the systematic recording, analysis, interpretation and
comparison of mortality and morbidity data collected in different countries or areas and at
different times. However, in practice the ICD has become the international standard
diagnostic classification for all general epidemiological and many health management
purposes. These include the analysis of the general health situation of population groups and
monitoring of the incidence and prevalence of diseases and other health problems in relation
to other variables such as the characteristics and circumstances of the individuals affected.

It is used to classify diseases and other health problems recorded on many types of health
and vital records including death certificates and hospital records. In addition to enabling
the storage and retrieval of diagnostic information for clinical and epidemiological purposes,
these records also provide the basis for the compilation of national mortality and morbidity
statistics.

The ICD-10 (WHO 1992a:312) and ICD-10-AM (NCCH 2002b:99) define dementia (FOO-F03)
as:
a syndrome due to disease of the brain, usually of a chronic or progressive nature, in which there is
disturbance of multiple higher cortical functions, including memory, thinking, orientation, comprehension,
calculation, learning capacity, language, and judgement. Consciousness is not clouded. The impairments
of cognitive function are commonly accompanied, and occasionally preceded, by deterioration in emotional
control, social behaviour, or motivation. This syndrome occurs in Alzheimer’s disease, in cerebrovascular
disease, and in other conditions primarily or secondarily affecting the brain.

Diagnostic guidelines for dementia are included the clinical descriptions and diagnostic
guidelines accompanying the ICD-10 in (WHO 1992b:46) and in the mental health manual
accompanying the ICD-10-AM (NCCH 2002a:38), which state:

the primary requirement for diagnosis is evidence of a decline in both memory and thinking which is
sufficient to impair personal activities of daily living. The impairment of memory typically affects the
registration, storage, and retrieval of new information, but previously learned and familiar material may
also be lost, particularly in the later stages. Dementia is more than dysmnesia: there is also impairment of
thinking and of reasoning capacity, and a reduction in the flow of ideas. The processing of incoming
information is impaired, in that the individual finds it increasingly difficult to attend to more than one
stimulus at one time, such as taking part in a conversation with several persons, and to shift the focus of
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attention from one topic to another. If dementia is the sole diagnosis, evidence of clear consciousness is
required. However, a double diagnosis of delirium superimposed upon dementia is common (F05.1). The
above symptoms and impairments should have been evident for at least 6 months for a confident clinical
diagnosis of dementia to be made.

ICD-10 codes are used in the classification of mortality and morbidity in hospitals in
Australia. The ICD-10 and ICD-10-AM also form the basis of health condition codes used in
the Aged Care Assessment Program (ACAP), and the Australian Bureau of Statistics (ABS)
National Health Survey (NHS) and Survey of Disability, Ageing and Carers (SDAC).

Diagnostic and Statistical Manual of Mental Disorders

The DSM, published by the American Psychiatric Association, contains a listing of mental
disorders and corresponding diagnostic codes, as well as diagnostic criteria and information
about each disorder, including associated features, complications, course and differential
diagnosis. It is utilised by mental health professionals from a variety of disciplines for a
range of clinical, research, administrative and educational purposes. The DSM allows for a
multiaxial assessment:

* Axis I—clinical disorders and other conditions that may be a focus of clinical attention
* Axis II—personality disorders and mental retardation

* Axis Il — general medical conditions

* Axis IV—psychosocial and environmental problems

* Axis V—global assessment of functioning.

The use of a multiaxial system in the DSM facilitates comprehensive and systematic
evaluation with attention to the various mental disorders and general medical conditions,
psychosocial and environmental problems, and level of functioning that might be
overlooked if the focus were on assessing a single presenting problem (American Psychiatric
Association 2000). The DSM describes diagnoses in terms of patterns of symptoms that tend
to cluster together — the symptoms can be observed by the clinician or reported by the
patient or family members. This also avoids incorporating unproven theories into diagnostic
definitions, where the cause of most mental disorders is currently unknown and subject to
speculation. However, this is also an important limitation, as patients sharing the same
diagnostic label do not necessarily have disturbances that share the same aetiology and do
not necessarily respond to the same treatment.

Although particular types of dementia are defined, the DSM-IV-TR? does not provide a
concise definition of dementia itself, simply stating that the disorders in the Dementia section
are characterised by the development of multiple cognitive deficits (including memory
impairment) that are due to the direct physiological effects of a general medical condition, to
the persisting effects of a substance, or to multiple aetiologies (e.g. the combined effects of
cerebrovascular disease and Alzheimer’s disease). The disorders in this section share a
common symptom presentation but are differentiated based on aetiology (American
Psychiatric Association 2000).

However, the essential feature of a dementia is described as the development of multiple
cognitive deficits that include memory impairment and at least one of the following
cognitive disturbances: aphasia, apraxia, agnosia, or a disturbance in executive functioning

2 There is no difference between the diagnostic criteria for dementia in the DSM-IV and DSM-IV-TR (Pioggiosi
et al. 2003).

22



(American Psychiatric Association 2000). Memory impairment and intellectual impairment
must be sufficiently severe to cause significant social and occupational impairments and
must represent a decline from a previously higher level of functioning.

The DSM-1V is the international classification used by most clinicians. However, it is evident
from the literature that the DSM-III-R is still in use and this edition of the classification will
also be discussed, where appropriate.

International Classification of Primary Care

The second edition of the International Classification of Primary Care (ICPC-2) classifies
patient data and clinical activity in the domains of general/family practice and primary care,
taking into account the frequency distribution of problems seen in these domains. It allows
classification of the patient’s reason for encounter, the problems/diagnosis managed,
interventions, and the ordering of these data in an episode of care structure.

It has a biaxial structure and consists of 17 chapters, each divided into seven components
which deal with: symptoms and complaints; diagnostic, screening and preventive
procedures; medication, treatment and procedures; test results; administrative; referrals and
other reasons for encounter; and diseases. The chapter titled Psychological contains codes for
dementia and other organic psychosis.

Data about patients seen, reasons people seek medical care, problems managed and
treatments provided in general practice in Australia collected by the Bettering the Evaluation
and Care of Health (BEACH) survey are coded using ICPC-2 Plus codes.

International Classification of Functioning, Disability and Health

Key to diagnosing dementia according to the ICD and the DSM is that cognitive impairment
is ‘sufficient to impair personal activities of daily living’, or causes significant social and
occupational impairments. The ICF provides a framework for the conceptualisation,
classification and measurement of functioning (AIHW 2003c). The ICF does not define
dementia, but provides a framework for understanding and measuring the functional
outcomes of dementia in terms of three components: body functions and structures; activities
and participation; and environmental factors (Figure 2.1).

Health condition
(disorder or disease)

:
v v v

Body functions and < > Activity < > Participation

structures

¥ 1 y
i ¢

Environmental factors Personal factors

Source: WHO 2001:18.

Figure 2.1: Interactions between components of the ICF
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Within each component, a classification structure is provided, which can be used to organise
information on various domains of the disability experience. The framework provides a
means of describing human functioning on a continuum, with functioning used to describe
the neutral or positive health states of body functions and structures and activities and
participation, and disability used to describe impairments, activity limitations or participation
restrictions.

Box 2.3: Definitions used in the International Classification of Functioning, Disability
and Health

Body functions are the physiological functions of body systems (including psychological functions)
Body structures are anatomical parts of the body such as organs, limbs and their components
Impairments are problems in body function and structure as a significant deviation or loss

Activity is the execution of a task or action by an individual

Participation is involvement in a life situation

Activity limitations are difficulties an individual may have in executing activities

Participation restrictions are problems an individual may experience in involvement in life situations

Environmental factors make up the physical, social and attitudinal environment in which people live and
conduct their lives.

Source: WHO 2001.

Under the ICF framework, different diseases and injuries may cause cognitive impairment
which impact on functioning and disability as illustrated with examples in the diagram
below (Figure 2.2) — the dementia syndrome can be considered to be a particular type of
cognitive impairment. The suggested ICF minimum data requirements for cognition come
from the Body functions chapter, and include: b140 attention functions; b144 memory functions;
and b164 higher-level cognitive functions (WHO 2001:253). The code b117 intellectual functions
also lists dementia as an inclusion. Additionally, the Body structures chapter includes 10
codes for different parts of the brain structure; the Activities and participation chapter includes
a number of codes that describe activities of daily living and instrumental activities of daily
living; and the Environmental factors chapter includes codes describing facilitators and
barriers.
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ICF

Functioning & disability Contextual factors
Body functions & Activities & Environmental Personal factors
structures participation factors

Change in body Change in body Chapter 1—learning & Chapter 1—products &
function structure applying knowledge technology: e1101 drugs
Chapter 1— Chapter 1— Chapter 3—communication Chapter 3—support &
mental functions: structures of the Chapter 5—self-care relationships

; nervous system: ;
b140 attention Chapter 7—interpersonal Chapter 4—attitudes
functions s110 structure of interactions & relationships Chapter 5—services,
b144 memory brain .

) Chapter 9—community, systems & policies

functions ] -
b164 higher-level social & civic life
cognitive functions

Figure 2.2: Dementia and its outcomes in the structure of the ICF

Muo et al. (2005) recently reported that the ICF is a useful tool to describe health status in
patients with Alzheimer’s disease in that it underlies important aspects of daily living
generally not considered by activity of daily living scales, such as communication, social
relationships and recreation and leisure. Its inclusion of environmental factors also
encourages consideration of these important factors in the care of people with dementia.

However, use of the ICF as a practical tool to measure behavioural outcomes associated with
the syndrome of dementia may have limitations. These would be largely associated with the
need to make choices on which ICF domains to focus assessment; the multi-dimensional
nature of the ICF may increase user burden in assessment of impairments associated with
dementia. At the same time, the multi-dimensional nature of the ICF may improve the extent
to which the complexity of dementia and its outcomes is described. This may help with the
diagnosis of different types of dementia, describing exactly what is happening for the person
with dementia, and examining possible environmental determinants.

On the face of it, the ICF appears not to describe or classify behavioural symptoms of
dementia in a way which is helpful for diagnosis, treatment or management. However, it
may be useful to differentiate impairments or other functional limitations (e.g. mobility)
from signs and symptoms that arise from impairments or other functional limitations (e.g.
wandering). For example, wandering and getting lost may be an indication that someone has
an impairment of orientation, or possibly a new environment with which they are not
familiar. While the behaviour is visible and measurable, it is not actually a function.
Similarly, a person may have communication difficulties because of problems with speech,
but problems may also be environmentally determined. By separating communication from
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speech, one can examine the aetiology of the limitations and possible interventions can be
better aligned.

The ICF is used to support consistency of data relating to support needs for people with
disability between the ABS SDAC, the Commonwealth-State/ Territory Disability Agreement
National Minimum Data Set (CSTDA NMDS), the National Community Services Data
Dictionary and the 2006 Census of Population and Housing.

Both the ICD and ICF belong to the family of international classifications developed by the
World Health Organization (WHO) for application to various aspects of health, and are
complementary. In a recent presentation, Madden (2006) mapped the components of the ICD
definition of dementia (i.e. higher cortical function, emotional control, social behaviour and
motivation) to domains within the mental functions chapter of the ICF. Table 2.5 provides an
example of this mapping. Madden (2006) noted that ICF domains including temperament
and personality (b126), energy and drive functions (b130), attention (b140), psychomotor
(b147), perceptual (b156) and higher level cognitive functions (b164) were not included in the
ICD definition.

AIHW (2004c) also identify a number of codes in the learning and applying knowledge
chapter that are relevant to cognitive functioning, for example focusing attention (d160),
thinking (d163), reading (d166), writing (d170), calculating (d172), solving problems (d175)
and making decisions (d177), but note that registration is not coded in the ICF. Additionally,
they note that although behaviour is not separately included in the ICF classification, several
codes describe components of behaviour and mental functions relevant to behaviour, for
example temperament and personal functions (b126), emotional functions (b152) and
complex interpersonal interaction (d720).

Table 2.5: Mapping the ICD definition of dementia to the ICF

Components of ICD definition Mapped ICF domains ICF codes
Memory Memory b144
Thinking Thought b160
Orientation Orientation b114
Comprehension Mental functions of language b167
Reading d166
Calculation Calculation b172
Learning capacity Learning and applying knowledge d110—-d199
Language Mental functions of language b167
Judgement Higher level cognitive functions: Judgement b164: b1645
Emotional control Emotional b152
Social behaviour Interpersonal interactions and relationships d710-d799
Motivation Energy and drive functions: Motivation b130: b1301

Source: Based on Madden 2006 and advice from AIHW Functioning and Disability Unit.

Comparison of the ICD and DSM classifications of dementia

Each of these classifications has certain limitations in relation to measuring and diagnosing
dementia. For example, the ICD-10 and DSM-IV tend to focus on Alzheimer’s disease, with
memory loss (along with impairment in other cognitive domains) a requirement for a
diagnosis of dementia. Chui (2005) argues that benchmarking other forms of dementia
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against Alzheimer’s disease leads to a marginalisation of non-Alzheimer’s disorders and a
restriction of the clinical use of both the ICD-10 and DSM-IV. Although the ICD-10 and
DSM-IV definitions aim to distinguish dementia from delirium and restricted cognitive
impairments such as aphasia or amnestic syndrome, Sachdev (2000) argues that the
emphasis on memory loss is restrictive and may delay diagnosis of dementias such as
vascular dementia and frontotemporal dementia, where impairment of other cognitive
domains may be more prominent in the early stages of the disease. Additionally, memory
loss may be present for some time in someone with Alzheimer’s disease before other
cognitive deficits become apparent, warranting a diagnosis of amnestic syndrome rather
than dementia at the early stages of the disease.

Furthermore, the diagnostic guidelines accompanying the ICD-10 do not specify criteria for
dementia in Lewy body disease, or frontotemporal dementia, which are no longer rare
conditions —DSM-IV mentions them as requiring further research (Chui 2005). Dementia is
also difficult to verify using the ICD without the presence of an informant.

The preparation of the DSM-IV was closely coordinated with the preparation of Chapter V
(Mental and behavioural disorders) of the ICD-10— consultations between the American
Psychiatric Association and the World Health Organization attempted to develop DSM-IV
codes and terms that are fully compatible with those of the ICD-10 (American Psychiatric

Association 2000). However, the full compatibility of the two systems is fairly limited due to
inconsistency of the diagnostic criteria/guidelines between them. Table 2.6 provides a
comparison of the classification of dementia in recent versions of the ICD and DSM.

Table 2.6: Comparison of classification of dementia in the ICD and DSM

ICD-10: Organic, including symptomatic

mental disorders

DSM-lII-R: Organic mental
disorders

DSM-IV: Delirium, dementia
& amnestic & other cognitive
disorders

DSM-IV-TR: Delirium,
dementia & amnestic & other
cognitive disorders

F00 Dementia in Alzheimer’s disease

F00.0 Dementia in Alzheimer’s disease
with early onset

F00.1 Dementia in Alzheimer’s disease
with late onset

F00.2 Dementia in Alzheimer’s disease,
atypical or mixed type

F00.9 Dementia in Alzheimer’s disease,
unspecified

Specify if (optional):
.x0 without additional symptoms

.x1 with other symptoms, predominantly
delusional

.x2 with other symptoms, predominantly
hallucinatory

.x3 with other symptoms, predominantly
depressive

.x4 with other mixed symptoms

290.1x Primary degenerative
dementia of the Alzheimer
type, presenile onset (also
code 331.0 Alzheimer’s
disease on Axis )

290.10 Uncomplicated
290.11 With delirium

290.12 With early onset, with
delusions

290.13 With depressed mood

290.xx Primary degenerative
dementia of the Alzheimer
type, senile onset (also code

290.1x Dementia of the
Alzheimer’s type, with early
onset (also code 331.0
Alzheimer’s disease on Axis
1)

290.10 Uncomplicated
290.11 With delirium

290.12 With early onset, with
delusions

290.13 With depressed mood

290.xx Dementia of the
Alzheimer’s type, with late
onset (also code 331.0

331.0 Alzheimer’s di on
Axis )

290.00 Uncomplicated
290.20 With delusions
290.21 With depression
290.30 With delirium

Alzhei ’s di on Axis
1)

290.00 Uncomplicated
290.20 Delusions

290.21 With depressed mood
290.3 With delirium

294.1x Dementia of the
Alzheimer’s type, with early
onset (also code 331.0
Alzheimer’s disease on Axis
)

294.10 Without behavioural
disturbance

294.11 With behavioural
disturbance

294.1x Dementia of the
Alzheimer’s type, with late
onset (also code 331.0
Alzheimer’s disease on Axis
)

294.10 Without behavioural
disturbance

294.11 With behavioural
disturbance
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Table 2.6 (continued): Comparison of classification of dementia in the ICD and DSM

ICD-10: Organic, including symptomatic
mental disorders

DSM-lII-R: Organic mental
disorders

DSM-IV: Delirium, dementia
& amnestic & other cognitive
disorders

DSM-IV-TR: Delirium,
dementia & amnestic &
other cognitive disorders

F01 Vascular dementia

FO01.0 Vascular dementia of acute onset
F01.1 Multi-infarct dementia

F01.2 Subcortical vascular dementia

F01.3 Mixed cortical & subcortical vascular
dementia

F01.8 Other vascular dementia

F01.9 Vascular dementia, unspecified
Specify if (optional):

.x0 without additional symptoms

.x1 with other symptoms, predominantly
delusional

.x2 with other symptoms, predominantly
hallucinatory

.x3 with other symptoms, predominantly
depressive

.x4 with other mixed symptoms
.xx0 mild
.xx1 moderate

.XX2 severe

290.4x Multi-infarct dementia
290.40 Uncomplicated

290.41 With delirium

290.42 With delusions

290.43 With depression

290.4x Vascular dementia
290.40 Uncomplicated
290.41 With delirium

290.42 With delusions
290.43 With depressed mood

290.4x Vascular dementia
290.40 Uncomplicated
290.41 With delirium

290.42 With delusions
290.43 With depressed mood

Specify if: with behavioural
disturbance

F02 Dementia in other diseases
classified elsewhere

F02.0 Dementia in Pick’s disease

F02.1 Dementia in Creutzfeldt-Jakob
disease

F02.2 Dementia in Huntington’s disease
F02.3 Dementia in Parkinson’s disease
F02.4 Dementia in HIV disease

F02.8 Dementia in other specified
diseases classified elsewhere

Dementia in: cerebral lipidosis; epilepsy;
hepatolenticular degeneration;
hypercalcaemia; hypothyroidism; acquired,
intoxications; multiple sclerosis;
neurosyphilis; niacin deficiency (pellagra);
polyarteritis nodosa; systemic lupus
erythematosus; trypanosomiasis; vitamin
Bj, deficiency

Specify if (optional):
.x0 without additional symptoms

.x1 with other symptoms, predominantly
delusional

.x2 with other symptoms, predominantly
hallucinatory

.x3 with other symptoms, predominantly
depressive

.x4 with other mixed symptoms
.xx0 mild
.xx1 moderate

.XX2 severe

Organic mental disorders
associated with Axis Il
physical disorders or
conditions or whose
aetiology is unknown

294.10 Dementia

294.xx Dementia due to other
general medical conditions

294.9 Dementia due to HIV
disease (also code 042 HIV on
Axis Ill)

294.1 Dementia due to head
trauma (also code 854.00
Head injury on Axis Ill)

294.1 Dementia due to
Parkinson’s disease (also code
331.82 Dementia with Lewy
bodies on Axis Il)

294.1 Dementia due to
Huntington’s disease (also
code 333.4 Huntington’s
disease on Axis )

290.10 Dementia due to Pick’s
disease (also code 331.11
Pick’s disease on Axis )

290.10 Dementia due to
Creutzfeldt-Jakob disease
(also code 046.1 Creutzfeldt-
Jakob disease on Axis Ill)

294.1x Dementia due to
[indicate the general medical
condition not listed above]
(also code the general medical
condition on Axis Ill)

294.1x Dementia due to other
general medical conditions

294.1x Dementia due to HIV
disease (also code 042 HIV on
Axis 1)

294.1x Dementia due to head
trauma (also code 854.00
Head injury on Axis Ill)

294.1x Dementia due to
Parkinson’s disease (also code
331.82 Dementia with Lewy
bodies on Axis Ill)

294.1x Dementia due to
Huntington’s disease (also
code 333.4 Huntington’s
disease on Axis Ill)

294.1x Dementia due to Pick’s
disease (also code 331.11
Pick’s disease on Axis )

294.1x Dementia due to
Creutzfeldt-Jakob disease
(also code 046.1 Creutzfeldt-
Jakob disease on Axis Ill)

294.1x Dementia due to...
[indicate the general medical
condition not listed above]
(also code the general medical
condition on Axis Ill)

Code presence or absence of a
behavioural disturbance in the
fifth digit for dementia due to a
general medical condition

O=without behavioural
disturbance

1=with behavioural disturbance
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Table 2.6 (continued): Comparison of classification of dementia in the ICD and DSM

ICD-10: Organic, including symptomatic
mental disorders

DSM-lII-R: Organic mental
disorders

DSM-IV: Delirium, dementia
& amnestic & other cognitive
disorders

DSM-IV-TR: Delirium,
dementia & amnestic &
other cognitive disorders

291.20 Dementia associated
with alcoholism

F1x.7 Residual and late-onset psychotic
disorder

F1x.70 Flashbacks 292.82 Other or unspecified

psychoactive substance

F1x.71 Personality or behaviour disorder dementia

F1x.72 Residual affective disorder
F1x.73 Dementia

F1x.74 Other persisting cognitive
impairment

F1x.73 Late-onset psychotic disorder

For use with mental and behavioural
disorders due to...

F10 use of alcohol

F11 use of opioids

F12 use of cannabinoids

F13 use of sedatives or hypnotics
F14 use of cocaine

F15 use of other stimulants, including
caffeine

F16 use of hallucinogens
F17 use of tobacco
F18 use of volatile solvents

F19 due to multiple drug use & use of
other psychoactive substances

—.— Substance-induced
persisting dementia (refer to
substance-related disorders
for substance-specific
codes)

291.2 Alcohol-induced
persisting dementia

292.82 Substance (Inhalant,
sedative, hypnotic & anxiolytic,
other (or unknown))-induced
persisting dementia

—.— Substance-induced
persisting dementia (refer to
substance-related disorders
for substance-specific
codes)

291.2 Alcohol-induced
persisting dementia

292.82 Inhalant-induced
persisting dementia

292.82 Sedative-, hypnotic- or
anxiolytic-induced persisting
dementia

292.82 Other (or unknown)
substance-induced persisting
dementia

290.00 Senile dementia nos
(specify aetiology on Axis Il
if known)

F03 Unspecified dementia

Presenile: dementia nos, psychosis nos
Primary degenerative dementia nos 290.10 Presenile dementia
nos (specify aetiology on
axis lll if known e.g. Pick’s
disease, Jakob-Creutzfeldt
disease)

Senile: dementia nos; (depressed or
paranoid type, nos), psychosis nos

Specify if (optional):
.x0 without additional symptoms

.x1 with other symptoms, predominantly
delusional

.x2 with other symptoms, predominantly
hallucinatory

.x3 with other symptoms, predominantly
depressive

.x4 with other mixed symptoms
.xx0 mild
.xx1 moderate

.XX2 severe

—.— Dementia due to
multiple aetiologies (code
each of the specific
aetiologies)

294.8 Dementia nos

—.— Dementia due to
multiple aetiologies (code
each of the specific
aetiologies)

294.8 Dementia nos

F05.1 Delirium superimposed on
dementia

F06.7 Mild cognitive disorder
Specify if (optional):

.70 not associated with a systemic
physical disorder

.71 associated with a systemic physical
disorder

294.9 Cognitive disorder not
other specified

Mild neurocognitive disorder,
postconcussional disorder

Other conditions that may be
a focus of clinical attention

780.9 Age-related cognitive
decline

294.9 Cognitive disorder not
other specified

Mild neurocognitive disorder,
postconcussional disorder

Other conditions that may be
a focus of clinical attention

780.93 Age-related cognitive
decline

Sources: American Psychiatric Association 1986, 1994, 2000; WHO 1992a.
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Differences between the various classification systems may yield different prevalence
estimates when used in the same population (Henderson 1994b). In a survey of 1,045 persons
aged 70 years and over, Henderson et al. (1994) found that the ICD-10 identified many fewer
cases of dementia (3.2% of the sample), compared with the DSM-III-R (7.3% of the sample).
In a study of only 34 nonagenarians and centenarians, Pioggiosi et al. (2003) found that the
DSM-III-R and DSM-1V identified 47.1% and 41.2% people as having dementia, whereas the
ICD-10 only identified 29.4% as having dementia.

Erkinjuntti et al. (1997) also investigated the effect of different diagnostic criteria on the
estimates of dementia prevalence in a sample of 1,879 people. Figure 2.2 shows that the
DSM-1V identified 256 people (13.7% of the sample) as having dementia; although not shown
in Figure 2.2, the DSM-III-R identified 326 people (17.3% of the sample). In comparison, the
ICD-10 only identified 58 people (3.1% of the sample) as having dementia. Despite
substantial overlap between the two classifications only 48 people were diagnosed under
both criteria.

DSM-IV (n=256) 47
Clinical
consensus 108
(n=393)

CAMDEX (n = 91)

18
ICD-10
(n=58)
20 21 7
8 2
165

Source: Reproduced from Erkinjuntti et al. 1997.
Figure 2.3: Subjects identified as having dementia according to various diagnostic classification
systems

Although the DSM-III-R and DSM-1V identified many more cases of dementia in the study
sample? (e.g. the DSM classification systems included more cases with mild dementia* and
there was a trend toward detecting a shorter mean duration of symptoms), the difference is
not simply due to the ICD-10 being more restrictive than the DSM-III-R and DSM-IV. The
systems identify different individual subjects as having dementia. Erkinjuntti et al. (1997)
identified the factors that best predicted disagreement between the DSM-IV and ICD-10 as:

3 The DSM is generally broader than the ICD, and tends to be more inclusive of some types of dementias.

4  The ICD classification systems are more likely to identify advanced cases of dementia in which the diagnosis
is quite apparent (Erkinjuntti et al. 1997).
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* impairment of long-term memory (as well as short-term memory) in the DSM-IV (and
DSM-III-R)

* executive function—the ICD is stricter in requiring there to be impairment of all three
executive functions of abstract thinking, judgement and problem-solving, whereas the
DSM only requires there to be impairment of abstract thinking or judgement (or other
higher cortical function or behavioural and emotional function)

* the presence or absence of aphasia

* impairment of work or social activities in the DSM-IV (and DSM-III-R) versus
impairment of activities of daily living in the ICD-10>

* duration of symptoms —although the DSM-IV (and DSM-III-R) requires a decline in
functioning before dementia is diagnosed, a six-month history (like that used by the ICD-
10) is not imposed. ¢

The factors that best predicted disagreement between the classification systems in the study
by Pioggiosi et al. (2003) differed from those reported by Erkinjuntti et al. (1997), although
this may be due to the higher cognitive and functional impairment in nonagenarians and
centenarians (also, the diagnostic difficulty for dementia increases with age). For example,
Pioggiosi et al. (2003) did not find significant differences related to long-term memory
impairment, impairment of activities of daily living (versus social function) or to the
duration of symptoms. Additionally, all the subjects identified as having dementia by the
other classification systems were also identified as having dementia by the DSM-III-R
criteria, indicating that the differences were due to the more restrictive nature of the other
classifications rather than identifying different individuals. Concordance and agreement
between the DSM-III-R and ICD-10 was weaker than that between the other classification
systems. As indicated by the study by Erkinjuntti et al. (1997), the DSM-III-R and ICD-10
were differentiated by the weight given to cognitive impairment—all three executive
functions have to be impaired according to the ICD-10.

In general, Pioggiosi et al. (2003) reported that there was good concordance and agreement
between the DSM-III-R and the DSM-IV. Both Erkinjuntti et al. (1997) and Pioggiosi et al.
(2003) reported a similar proportion of cases using the DSM-III-R as compared with using
the DSM-1IV. Pioggiosi et al. (2003) noted that the factors that best predicted disagreement
between DSM-III-R and DSM-IV were calculation impairment and the absence of personality
changes. In a study of ageing in Sydney, Waite et al. (2001) (cited in Chui 2005) reported that
the DSM-III criteria were more inclusive that the DSM-1V criteria.

Table 2.7 shows that differences also exist when comparing results from the DSM-III, the
ICD-9 and the CAMDEX. For example, Erkinjuntti et al. (1997) noted each successive
revision of the DSM appeared to extend the diagnosis to fewer subjects with dementia — the
inclusion of long-term memory impairment as a requirement for the diagnosis of dementia
in the DSM-III-R and DSM-IV had a particularly substantial effect on the prevalence.
Sachdev (2000) also noted the problematic nature of memory loss in the DSM classification
systems.

5  The ICD-10 does not include impairment of social function as a criterion for assessing dementia (Pioggiosi et
al. 2003).

6  Chui (2005) notes that the six-month time limit demanded by the ICD-10 criteria indicates the statistical
median but does not address outliers whose cognitive impairment may be less than the six months (e.g.
Creutzfeldt-Jakob disease).
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Table 2.7: Criteria for dementia in the classification systems

Domain in which impairment is required DSM-lII DSM-lIII-R DSM-IV ICD-9 ICD-10 CAMDEX co(:\hsr::::Js
Memory

Short-term memory (learning skills) . + + + + +
Long-term memory . } + + (%) (*) +
Executive function (planning, abstraction or N\

problem-solving ability)

Abstract thinking . \ . \ + + . \
Judgement . . + + .
Problem solving > + +

Other higher cortical function . . . .
Aphasia (language disturbance) . (*)

Apraxia (impairment of the ability to perform > > N,

coordinated movements or manipulate objects)

Agnosia (inability to interpret sensory stimuli) >
Constructional abilities

Calculation (*)
Behavioural & emotional function . ] . ] .
Personality (*) .
Emotional control (*) (*) . }
Motivation ()

Social behaviour (*)

Social function

Work . . . . +
Social activities . } . . } . }

Activities of daily living + +
Relationships with others .

Other features incorporated into criteria

Impairment +

Progressive deterioration (o) +
Decline from function before illness + + + + + +
Duration of symptoms > 6 months + +
Normal consciousness + + + + +
Assumed organic cause + + +

Mental retardation as cause (o)

Prevalence of dementia (%)

CHSA sample (Erkinjuntti et al. 1997) 29.1 17.3 13.7 5.0 31 4.9 20.9

Nonagenarians & centenarians (Pioggiosi et al. 2003) — 471 41.2 — 29.4 38.2 —

Note: + impairment in domain is always required for diagnosis; e one or more of those bracketed is required; (e) optional, strengthens the
diagnosis; CSHA Canadian Study of Health and Aging.

Source: Reproduced from Erkinjuntti et al. 1997 and Pioggiosi et al. 2003.
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Furthermore, clinicians and researchers may differ in their use of the same classification,
which may also yield different results when used in the same population. However, training
or further guidance in the implementation of the classifications tends to lead to greater
consistency. The clinical descriptions and diagnostic guidelines accomanying the ICD-10
(WHO 1992b) were prepared with the aim of improving diagnostic practices among health
services (Henderson 1994a:6-8).

2.4 Conclusion

Estimates of the prevalence of dementia in a population are critical for the planning, funding
and provision of appropriate treatment and care of people with dementia, whether those
services are part of dementia-specific programs or where the person’s dementia should be
taken into account in the provision of other services. These estimates vary with the definition
and diagnostic criteria used by different classifications. At the level of the individual, the use
of different diagnostic criteria, and the utility and validity of the screening and assessment
tools used, affect the likelihood of receiving a diagnosis, and consequently have an impact on
the person’s access to appropriate information, treatment and care options.

The analysis of data in Section 2 of this report is constrained by the definitions and
classifications used in existing data sources. However, the major purpose of Section 3 of this
report is to recommend data elements that will form the basis for further work on improving
dementia data and data standards. This work needs to be supported by the use of common
definitions and classifications of dementia and its outcomes. This report recommends that
both the ICD and ICF should be used in Australia for this purpose.

Both the ICD and ICF belong to the family of international classifications developed by the
WHO for application to various aspects of health. The WHO family of international
classifications provides a framework to code a wide range of information about health (e.g.
diagnosis, functioning and disability, reasons for contact with health services) and uses a
standardised common language permitting communication about health and health care
across the world in various disciplines and sciences (WHO 2001:3).

Health conditions (e.g. diseases, disorders, injuries) are generally classified using the ICD,
which provides diagnosis codes for diseases, disorders or other health conditions.
Functioning and disability associated with health conditions are classified using the ICF. The
ICD and ICF enable consistent collection of information about diagnosis as well as human
functioning. The ICD and ICF are therefore complementary, and WHO encourages the use of
these classifications together to provide a more meaningful and complete picture of the
health needs of people and populations (WHO 2001:4).

Although the DSM appears to be the classification used by most clinicians, the ICD is used in
the classification of mortality and morbidity in hospitals in Australia and forms the basis of
health condition codes used in the ACAP, the NHS and the SDAC. The ICF is used to
provide consistency of data relating to support needs for people with disability between the
Survey of Disability Ageing and Carers, the Commonwealth-State/ Territory Disability
Agreement NMDS, the National Community Services Data Dictionary and the 2006 Census
of Population and Housing. Additionally, the DSM requires more training and skills to use,
and is therefore difficult for non-clinicians to use.

While making this recommendation, this report is not suggesting that the ICD and ICF
currently capture all aspects of dementia and its outcomes completely. The WHO
constitution, which governs the activities of the Classifications, Assessment and
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Terminologies team and the WHO-FIC Network, states that one of the functions of the WHO
is to establish and revise as necessary international nomenclatures of diseases, of causes of
death and of public health practices (WHO 1994). The ICD has well-established processes for
revising its structure and definitions which allow it to respond to developments in research
and medical practice. The ICF is a relatively new classification and processes to guide
modifications and updates are currently being considered.

A fundamental question for the development of recommendations about standard dementia
data elements also concerns whether data collection should include both diagnosed
dementia and cognitive impairment more generally.

Where data are collected using dementia diagnosis as the only identifying information, it is
likely that the prevalence of dementia in that program or service is underestimated. Reliance
on diagnostic criteria excludes a population of people with declines in cognitive functioning
who have not yet achieved the criteria for dementia diagnosis, with possible consequences
that some individuals do not access services that could improve their quality of life through
identifying and managing treatment and care options.

Collection of information about cognitive impairment, as well as dementia diagnosis, results
in a potentially larger population being identified, some of whom may not have dementia
because their cognitive impairment is attributed to some other disease process. However, it
ensures the identification of people who may share some similar care needs as those with
diagnosed dementia, some of whom may have early stage dementia, and/or progress to
dementia.

This report recommends the collection of information about both dementia diagnosis and the
presence of cognitive impairment. This is discussed further in Chapter 12, which also
presents recommended data elements.
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3 Dementia data in Australian
collections

In Australia, information about people with dementia, their carers and their use of health
and care services, is collected through a number of administrative data collections and
surveys. These collections have different aims, applications and collection methodologies
which influence their content, and use different definitions and classifications of dementia.

This chapter briefly describes each of the data sources used in this report, including
collection methods, data collection context and scope of each collection. Each description
outlines the availability of data elements relevant to dementia, including diagnosis status,
type of dementia, cognitive impairment, behaviour, medications/treatments, functioning
and carer items. These are summarised in Table 3.1 at the end of this chapter.

In addition to the data sources used for analysis in Section 2 of this report, the chapter also
includes information about a selection of Australian longitudinal studies which include data
about dementia. Longitudinal studies are particularly valuable when examining progressive
conditions such as dementia. A description of the main national health population survey,
the NHS, is also included.

A more detailed review and comparison of dementia-relevant data elements is included in
Chapter 11.

3.1 Administrative collections

Administrative (or service by-product) data collections are based on information collected as
part of the delivery of health or community services. The primary data collected at the point
of service delivery can be used to derive data to support secondary (or downstream)
information purposes such as reporting, policy, governance and decision support as well as
to provide information necessary for patient or client care. The population covered by these
collections is generally restricted to the clients of a particular program. Some collections are
based on individual client records, while others consist only of aggregated data — this limits
the type of analysis that is possible.

Some administrative collections such as hospital-based care collections are mandated for
national collection by the National Health Information Group as NMDSs and some of the
data elements are used to derive performance indicators required under the Australian
Health Care Agreements. Minimum data sets (MDS) contain agreed data elements for
collection and reporting relevant to a particular service. The data collected is relevant to the
service or care being provided although organisations are not precluded from collecting
additional information to meet their own specific needs.

The collections covered in this chapter come from the main national health and care
programs that people with dementia and/or people caring for them will access.
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Alzheimer’s Australia data

Alzheimer’s Australia is the national peak body for people with dementia, their families and
carers. State and territory organisations provide information, support, advocacy and
education services. Alzheimer’s Australia delivers the Australian Government’s National
Dementia Support Program.

The Dementia Education and Support Program (DESP) Database Data Dictionary Version 2.2
(Alzheimer’s Australia 2003) contains the data elements that are currently collected by
Alzheimer’s Australia. These data elements collect information (such as sociodemographic
characteristics) about contacts with Alzheimer’s Australia, whether they are people with
dementia, carers of people with dementia or health professionals. Client type categories are
used to characterise the individual or group of people involved in the contact.

Identification of people with dementia is based on a range of dementia diagnosis data items
recorded across the collections including: dementia diagnosis status, date of diagnosis,
diagnosis by whom and type of dementia. A memory and assistance profile collects
information about memory impairment and personal care assistance. Data items relevant to
carers include carer status and relationship to the person of concern. Additional information
about functioning (orientation, judgement, community affairs, home and hobbies and
mobility), overall need, carer assistance and carer overall need is collected, but these data
items do not appear in the data dictionary.

Medicare Benefits Schedule data

The Medicare Benefits Schedule (MBS) provides access to free treatment to public (Medicare)
patients in public hospitals, and to free or subsidised treatment by practitioners such as GPs,
specialists, participating optometrists and dentists. These subsidies mostly cover out-of-
hospital medical services but also apply to medical services delivered in hospitals to private
patients. Medicare Australia is responsible for administering payments and information for
the Medicare program.

MBS data collected by Medicare Australia (formerly the Health Insurance Commission)
cover only those services eligible for Medicare benefits, as listed in the Medicare Benefits
Schedule (DoHA 2004b). The MBS data include Medicare item number, Medicare benefit
paid, date of service and processing, provider number, recipient of the service and an
indication of whether or not the item was provided in a hospital. The unit of measurement in
this collection is the service.

There are no dementia-specific services in the Medicare Benefits Schedule, but people with
dementia may access a range of services that are eligible for Medicare benefits such as: health
assessments (e.g. assessment of psychological functions such as cognition); Medication
Management Reviews (e.g. Domiciliary Medication Management Reviews where a person
with dementia has difficulty managing their own medications); pathology and diagnostic
radiology (e.g. thyroid function tests or MRI to investigate possible dementia); and
consultations and case conferencing (e.g. for care planning).

Pharmaceutical Benefits Scheme data

The Pharmaceutical Benefits Scheme (PBS) is administered by Medicare Australia and was
established to reimburse pharmacists who have dispensed eligible prescription
pharmaceuticals at a cost greater than the patient’s contribution.
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The PBS data collection includes information on prescriptions dispensed to general patients
where a pharmacist is eligible for a reimbursement, prescriptions dispensed to persons who
have been issued with a health care card, or those who have reached the safety net threshold.
The Medicare Australia website contains aggregate statistics, based on PBS items and
medication group categories, for each state and territory (Medicare Australia 2005). Data
comprises drug codes as classified in the Pharmaceutical Benefits Schedule (DoHA 2006).
The unit of measurement in this collection is prescriptions.

Three anticholinesterases are funded under the PBS for the treatment of mild to moderately
severe Alzheimer’s disease: donepezil hydrochloride (Aricept), galantamine hydrobromide
(Reminyl) and rivastigmine hydrogen tartrate (Exelon). An authority is required for PBS
funding of these medications. The authority application must include the result of the
baseline MMSE. This baseline MMSE must be a score of 10 points or more and, if this score is
at least 25 points, the result of a baseline ADAS-Cog must also be specified.

In order to qualify for continuing treatment, following initial therapy, of mild to moderately
severe Alzheimer’s disease there must be a demonstrated improvement in cognitive function
as measured by an increase of at least two points from baseline on the MMSE, or for patients
with an MMSE baseline score of at least 25 points, a decrease of at least four points from
baseline on the ADAS-Cog. The information about cognitive state is recorded with the
details of the prescription.

Information about people who self-fund their anticholinesterase medication is not collected.
Information about the use of medications for dementia, other than anticholinesterases,
cannot be identified in the collection.

National Hospital Morbidity Database

The National Hospital Morbidity Database is a compilation of electronic summary records
collected in admitted patient morbidity data collection systems in Australian hospitals:

1. Admitted Patient Care NMDS: reports data on episodes of care for admitted patients in
all public and private acute and psychiatric hospitals, free-standing day hospital
facilities and alcohol and drug treatment centres in Australia.

2. Admitted Patient Mental Health Care NMDS: restricted to episodes of care of admitted
patients receiving admitted patient care in psychiatric hospitals or in designated
psychiatric units in acute hospitals (the scope does not include patients receiving
treatment for psychiatric conditions in other units in acute hospitals).

3. Admitted Patient Palliative Care NMDS: records information about episodes of care for
admitted patients receiving palliative care in all public and private acute hospitals, and
free standing day hospital facilities.

The database records information on hospital separations (not patients), where a separation
refers to the episode of care, which can be a total hospital stay, from admission to discharge,
transfer or death, or a portion of a hospital stay beginning or ending in a change in type of
care (AIHW 2005a).

Principal and additional diagnoses responsible for a patient’s episode of care in hospital or
contributing to the cost of care, surgical and non-surgical procedures and external causes are
recorded using ICD-10-AM codes. A list of procedure codes are given in AIHW (2002b). A
principal diagnosis is the diagnosis established after study to be chiefly responsible for
occasioning the patient’s episode of care in hospital (or attendance at the health care facility).
An additional diagnosis is a condition or complaint either coexisting with the principal
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diagnosis or arising during the episode of care or attendance at a health care facility
(National Health Data Committee 2004b). Dementia (as well as cognitive disorder and age-
related cognitive decline) may be recorded as a principal or additional diagnosis.

Aged Care Assessment Program MDS

The ACAP is an Australian, state and territory government funded program to assess the
needs of frail, older people and recommend and facilitate access to available care services
appropriate to a person’s needs. The program uses multi-disciplinary Aged Care Assessment
Teams (ACATs) which comprise medical, nursing and allied health professionals, as well as
social workers, interpreters and other professionals.

ACAT carry out comprehensive assessments to determine eligibility for admission into
residential aged care or residential respite care, and for Community Aged Care Packages
(CACP) and EACH places (AIHW 2002b). They may also provide information and refer
clients to other suitable services such as services funded by Home and Community Care
(HACC), the National Respite for Carers Program (NRCP) and Veterans” Home Care,
although they do not determine eligibility for these services. Assessments involve the
evaluation of the care needs of a person, incorporating the restorative, physical, medical,
psychological, cultural and social dimensions of care (AIHW 2002a; DoHA 2002a).

The ACAP MDS specifies a collection of information on individual assessments (the unit of
measurement may be clients or assessments). Between 1991 and 2001, the MDS underwent a
review and then redevelopment, resulting in Version 2.0 of the data collection, designed to
report on the core work of ACATs (AIHW 2004c). The ACAP MDS Version 2 was
implemented from April 2003. The information collected by ACATs predominantly relates to
client characteristics and circumstances, health status, functional abilities, current assistance
from services, documentation of the assessment process, and ACAT recommendations for
care. Data items relating to carers include carer availability, carer co-residency status and
relationship of the carer to the care recipient.

Information about the type of dementia may be recorded as a primary health condition that
has the greatest impact on the client’s need for assistance, or as one of nine other health
conditions that impact on the client’s need for assistance —codes are based on the ICD-10-
AM. Dementia was the most common primary diagnosis among all ACAP clients in 2002-
03—19% of all ACAP clients (or 30,800 clients) had a primary diagnosis of dementia (Lincoln
Centre for Ageing and Community Care Research 2004). Body function impairments are
based on the ICF, and those particularly relevant to dementia fall under the heading of
Mental functions. Additional questions focusing on cognitive behaviour/psychological
aspects appear on the Aged Care Client Record completed by ACAT, but are not reported in
the ACAP MDS.

Home and Community Care program MDS

The HACC program is one of three national programs that provide community-based care
services to older people in Australia. HACC is jointly funded by the Australian, state and
territory governments, and is the main provider of home-based care services in Australia.
The program aims to enhance the independence of frail older people (around 80% of clients)
as well as younger people with a disability, and their carers. Some examples of types of
assistance provided through the HACC program include assessment, management and
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planning of requirements, transport, nursing, home maintenance, counselling and personal
care.

The HACC MDS is client-based and reported nationally by HACC agencies every three
months. Data collected per collection period are only on those clients who have received
HACC-funded services from an agency within the three-month reporting period. Therefore,
not all clients are necessarily included in each collection period nor are all type(s) of
assistance received from HACC-funded agencies necessarily captured for this reason (AIHW
2002b).

Version 2 of the MDS is currently being implemented. No information about dementia is
collected in Version 1 of the MDS. Information about dementia diagnosis will not be
collected in Version 2 of the MDS, although information about memory problems or
confusion and behavioural problems will be collected, as well as 12 other items about
functional status. HACC also collects information about carers, including demographic
items, existence of a carer, carer residency status, relationship of the carer to the care
recipient, and carer for more than one person.

Community care packages data

Community Aged Care Packages data

The CACP program was established in 1992 by the Australian Government to provide
assistance to enable frail older people with complex care needs to continue living in the
community (AIHW 2004c). Younger people with disabilities may also access a care package
in special circumstances as determined by ACAT assessment (DoHA 2002a).

CACPs provide a range of in-home support services, such as personal care, domestic
assistance and social support, to people who would otherwise be eligible to receive at least
low-level residential aged care. Recipients of CACPs must be assessed for eligibility by an
ACAT. A CACP data dictionary has been developed, but the collection has not been
implemented as a NMDS.

Ongoing program data are available from payment system data which are stored in the
Aged and Community Care Management Information System (ACCMIS). This data source
contains no information about health conditions (including dementia), need for assistance or
type of assistance received. Nor are there data about carer arrangements.

Extended Aged Care at Home data

The EACH program provides home- and community-based services such as nursing and
personal care to frail older people who would otherwise be eligible to receive high level
residential aged care. The program provides an extensive range of support to people living
in the community including general services, specialised clinical services, care and support
services. Recipients of EACH packages must be assessed for eligibility by an ACAT. As for
CACP, an EACH data dictionary has been developed, but the collection has not been
implemented as a NMDS.

Current ongoing program data are also available from ACCMIS, and contain no information
about health conditions (including dementia), need for assistance or type of assistance
received. Nor are there data about carer arrangements.
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More comprehensive data will be collected following the implementation of EACH
Dementia.

Community care packages census data

In 2002, the AIHW, in conjunction with the Department of Health and Ageing, conducted
census collections of the CACP and EACH programs. CACP and EACH service providers
completed two types of forms — the first form collected information about the provider’s
characteristics and the second collected data about individual clients” and the services
delivered to them. Each of the questionnaires for these programs contained a question on
whether the client had been formally diagnosed with dementia.

The census also collected demographic information about the client, information about core
activity limitations (including communication), as well as items about carer availability, carer
co-residency status and relationship of the carer to the care recipient.

Residential Aged Care data

Residential aged care services provide accommodation and support for older people who
can no longer live at home. To enter residential care, people must have the appropriate
recommendation from an ACAT. In addition to permanent care, short-term respite care
services are also provided. Data about residential aged care service providers and residents
are also available from ACCMIS.

Available data includes information about resident characteristics including the level of care
and supervision provided in respect of 20 specific activities. There are no data about any
health conditions (including dementia). However, information about care provided is used
in this report and in previous work to estimate the prevalence of dementia among
permanent residents and/or their dependency profile.

Data on the care provided to residents are currently collected through 20 questions which
form the Resident Classification Scale (RCS). There are eight RCS categories which denote
the level of care provided to a resident, with RCS 1 representing the highest level. High level
care is generally denoted by RCS categories 1-4, while low level care residents are in
categories 5-8. The RCS category for a resident determines the level of subsidy an agency
will receive in respect of that person (AIHW 2002b). The appraisal used for the RCS does not
consider all of a resident’s care needs, just those that have been identified as contributing the
most to differences in the total cost of residential care. New clients are assessed within 30
days of entering a residential aged care facility, and are reassessed every 12 months unless a
significant change in care needs occurs.

RCS questions about the characteristics, needs or behaviour of the resident that are
particularly relevant to dementia include: verbally disruptive or noisy; problem wandering
or intrusive behaviour; emotional dependence; understanding and undertaking living
activities; physically aggressive; social and human needs; other behaviour; danger to self or
others; social and human needs; and communication. Information about the level of care
provided with other activities such as personal hygiene and mobility is also collected.

7 Although the CACP and EACH programs refer to those individuals receiving CACP or EACH packages as
‘recipients’ or ‘care recipients’, the term ‘client” will be used in this report, in order to avoid confusion with those
individuals that are recipients of care from an informal carer.
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Two RCS questions have been previously used to construct an index designed to estimate
the prevalence of dementia in residential aged care: question 1, the “degree of assistance the care
recipient needs in communicating with staff, relatives and friends, and other care recipients for
whatever reasons’, and question 8, the “care recipient’s ability to remember, understand, plan for,
initiate and perform general living activities and to react appropriately to information provided’
(Cuthbertson et al. 1998, cited in AIHW 2004f). Combinations of these scores were used to
allocate residents to one of three categories: no dementia, possible dementia and probable
dementia.

This current report uses a different methodology to estimate the number of people with
dementia in residential aged care, based on a mapping of questions from the RCS to
questions on the cared accommodation component of the SDAC. This method is described in
Chapters 7 and 8.

A new funding appraisal tool called the Aged Care Funding Instrument (ACFI) is currently
being developed and trialled to replace the RCS. The ACFI collects information on the care
needs of residents rather than on the care provided to residents and will be used to
determine government subsidy levels for each resident, including people who have been
diagnosed with dementia and other mental or behavioural disorders (DoHA 2005b). The
ACFlI is currently being tested in a national trial by a consultancy team led by Dr Richard
Rosewarne (Applied Aged Care Solutions) and Associate Professor Peter Foreman (The
Lincoln Centre for Ageing at La Trobe University).

The trial version of the ACFI consists of 13 domains, of which domains 6, 7, 8 and 12 relate to
cognitive skills, problem wandering, physical and verbal behaviour and mental and
behavioural diagnosis (based on ACAP health condition codes), respectively. The trial
version also includes questions designed to identify shorter-term needs in complex health,
nursing and behavioural areas (ACFI Complex Care Indicator). One of these questions is
concerned with identifying dementia and/or behavioural needs in terms of: the complexity
of care needs; predictability of the person’s response to their condition; and the stability of
the condition. Information about the level of care required with other activities, such as
eating and drinking and personal hygiene, is also collected. The introduction of the ACFI
will obviously improve the data about dementia in residential aged care in the future.

National Respite for Carers Program data

The NRCP funds respite services, Commonwealth Carer Respite Centres, Commonwealth
Carer Resources Centres and the National Care Counselling Program. Commonwealth Carer
Resource Centres provide carers with up-to-date, relevant information and advice about
available services and support, government programs, publications, training and education.
Commonwealth Carer Respite Centres are run by a wide variety of community
organisations, and may organise, purchase or manage respite care assistance packages for
carers, if required. Respite care assistance may include in-home, residential, short-term or
emergency respite. Many of the respite services are dementia-specific. Commonwealth Carer
Respite Centres also work closely with the Commonwealth Carer Resource Centres to ensure
comprehensive support for carers and access to carer information and training materials.

The NRCP MDS consists of two separate data collections, which include information about
services provided by Commonwealth Carer Resource Centres and Commonwealth Carer
Respite Centres. Where data requirements are the same across these collections, the
collections have defined the data elements in the same way. Detailed information is collected
about the carer, with additional information collected about the care recipient (e.g. dementia

41



status) and service event. The data are transmitted quarterly to the Department of Health
and Ageing collection agency. The MDS in unique in that it is a carer-centred data set which
also collects information about care recipients and service events.

As well as demographic information, dementia diagnosis status, primary disability, care
needs, level of need and challenging behaviour are collected about the care recipient.
Information about the carer and the caring role includes demographics, co-residency status,
relationship of the carer to the care recipient, number of care recipients, time spent caring,
carer need and use of services.

3.2 Surveys

In contrast to administrative data collections which result from the collection of information
necessary to the delivery of a service or program, surveys are primarily designed to collect
data for a possible range of purposes. Client surveys focus on the clients of a particular
service and on topics that are relevant to service delivery. Like administrative data
collections, they allow the estimation of prevalence for client groups. Population surveys,
such as the ABS SDAC, may be used to provide prevalence estimates in the population as a
whole. The population being surveyed is typically selected through sampling procedures
based on household and individual characteristics.

Population and client surveys may be cross-sectional or longitudinal in nature. Cross-
sectional surveys collect data at a single point in time. Repeat cross-sectional surveys permit
some analysis of the change in populations of interest over time, but do not allow any
change in individuals to be examined. However, a longitudinal design that can be used to
examine patterns of change at the individual level and investigate causal relationships
between variables of interest is particularly useful when considering progressive health
conditions such as dementia.

As the prevalence of dementia in the general population is quite low and is concentrated in
the older age groups, it is difficult to ensure that there are sufficient cases in a general
population survey to permit reasonable analysis. Over-sampling of the older age groups or
of people in cared accommodation (a strategy used by the SDAC), or a very large overall
sample size, can not only increase the amount of data available and improve the quality of
analysis, but also increase the resources required for the study. Alternatively, purpose-
designed surveys may use client populations of interest as a sampling frame.

Data may be collected via:

* survey questionnaires (either self-completed or interview administered) — variations on
this may include diary completion by respondents

* clinical measurements (e.g. height and weight, or analysis of blood samples)
* researcher observations (e.g. of mobility in the home).

The heavy reliance on self-reporting from questionnaire-based methodologies poses
particular challenges for the collection of reliable data about cognitive disorders such as
dementia. However, most surveys permit the use of proxy-reporting where the relevant
respondent is unable to self-report.
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National population surveys

National Health Survey

The NHS is a population survey conducted by the ABS. The NHS is designed to obtain
national benchmark information on a range of health-related issues, and to enable changes in
health to be monitored over time. Surveys were conducted in 1977-78, 1983, 1989-90, 1995,
2001 and 2004; the 2001 and 2004 surveys are the first two surveys in a new series of triennial
ABS health surveys, and covered topics similar to those in the 1995 survey. The NHS is a
self-report survey, and is conducted in private dwellings throughout urban and rural areas
across all states and territories of Australia (generally excluding sparsely settled areas). No
data are collected on people in non-private dwellings, such as cared accommodation.

The content differs between surveys, around a common (or core) data set. For example, the
2001 NHS collected information about:

* the health status of the population, including long-term medical conditions experienced
(particularly asthma, cancer, heart and circulatory conditions, diabetes and mental
wellbeing) and recent injuries

* use of health services such as consultations with health practitioners and visits to
hospital and other actions people have recently taken for their health

* health-related aspects of people’s lifestyles, such as smoking, diet, exercise and alcohol
consumption

* demographic and socioeconomic characteristics (ABS 2002).

In the 2001 NHS, information about dementia (and cognitive impairment and behaviour) as
a long-term health condition is collapsed into the category of Organic mental health problems
or Symptoms and signs involving cognition, perceptions, emotional state and behaviour under
Mental and behavioural problems (see ABS 2002), and is not separately identifiable in the
Mental Health Supplement. The survey does not include any information about functioning
or carers.

Survey of Disability Ageing and Carers

The ABS SDAC collects information about people with a disability, older people (i.e. those
aged 60 years and over), and people who provide assistance to older people and people with
disabilities (ABS 2004). Surveys were conducted in 1981, 1988, 1993, 1998 and 2003. The
SDAC collects data about long-term health conditions, and enables national estimates of the
prevalence of disability and the conditions, such as dementia, that give rise to it. Other
survey data sources that identify long-term conditions (e.g. the NHS) do not collect
information in respect of disability and caring. Importantly, the SDAC is the only national
survey to collect data about people living in cared accommodation. This is a particularly
important consideration when conducting research about dementia.

Information in the 2003 survey was collected from approximately 36,200 respondents from
about 14,300 private dwellings (e.g. houses and flats) and non-private dwellings (e.g. hotels
and motels), and approximately 5,100 respondents from about 600 cared accommodation
establishments such as hospitals and residential aged care establishments. The survey
gathers data from people living in both rural and urban areas across Australia.

The survey was conducted using two collection instruments: an interviewer-based
computer-assisted collection for all usual members of selected households; and mail-back
forms completed by a staff member for residents of cared accommodation facilities. Families
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with a member (such as parent or child) with a disability were identified, together with
families in which a member was a primary carer. The cared accommodation component
covered residents of hospitals, residential aged care and other homes, who had been, or were
expected to be, living there for at least three months.

Data from the household component of the survey are based on self-report, or reported by a
proxy such as a carer where the person of interest was unable to respond for themselves.
Long-term health condition(s) were not identified by clinical assessment or other more
rigorous methods of diagnosis. This affects estimates of the prevalence of dementia,
particularly in terms of identifying people in the early stages of dementia, before any
cognitive or functional impairments or changes in behaviour have become apparent. Where
dementia was reported by people or their carers, it was overwhelmingly associated with the
experience of profound or severe disability. In 2003, it is estimated that of the 101,900 people
with dementia, the number sometimes or always needing assistance with self-care, mobility
and/or communication — that is, with a severe or profound core activity limitation —was
98,800. Therefore, the survey is likely to underestimate the prevalence of dementia,
particularly for people living in households.

In cared accommodation, the survey is not self-reported but is completed by a staff member
who is required to record any long-term health conditions. The data collected were limited to
the information a staff member could be expected to know from medical, nursing and
administrative records (ABS 2004:15-16). The prevalence of dementia in these settings is
likely to be more accurate than in the household component, although people who have
undiagnosed or early-stage dementia, or whose dementia symptoms are masked by the
symptoms of other health conditions and disabilities, may not be identified.

In the 2003 SDAC, long-term health conditions were coded to a classification based on the
ICD-10. A person was considered to have a long-term health condition, such as dementia, if
he/she had a disease or disorder which had lasted or was likely to last for at least six
months; or a disease, disorder or event (e.g. stroke) which produced an impairment or
restriction which had lasted or was likely to last for at least six months. A person was
considered to have a disability if he or she had a limitation, restriction or impairment which
had lasted, or was likely to last, for at least six months and restricted everyday activities.

Dementia, Alzheimer’s disease and Parkinson’s disease are coded separately in the list of long-
term health conditions. Other types of dementia, such as that arising from Huntington’s
disease or Pick’s disease, fall within other categories such as Other diseases of the nervous
system, along with other long-term health conditions. Similarly, alcoholic dementia falls
within the category Mental disorders due to alcohol and other psychoactive substance use.

However, people with Parkinson’s disease do not always develop dementia. Therefore, for
analytic purposes, only those who report Alzheimer’s disease and/or Dementia as a long-term
health condition can be considered to have dementia. People with other forms of dementia,
such as dementia in Parkinson’s disease or alcoholic dementia, may report having both
Parkinson’s disease or Mental disorders due to alcohol and other psychoactive substance use as well
as Dementia, but it cannot be assumed that this is necessarily the case.

In addition to data about long-term health conditions, a large amount of information about
functioning is also collected, including questions on need for assistance with cognitive and
emotional tasks, managing own behaviour and making decisions or thinking through
problems. Additionally, the SDAC provides some information about carer availability, carer
co-residency status, relationship of the carer to the care recipient, impact of the caring role,
assistance provided and support access, as well as demographic information. However, the

44



2003 SDAC CUREF only allows co-resident carers of people with dementia to be identified
and only collects more detailed information from primary carers.

Further background information about the 1998 and 2003 SDAC can be found in the
Disability, Ageing and Carers publications (ABS 2000, 2004).

Long-term health conditions in national population surveys

A comparison of the prevalence estimates for long-term health conditions from the National
Health Survey and the Survey of Disability, Ageing and Carers highlights the sensitivity of
these measures to survey design and methodology.

Overall, the number and proportion of people reporting at least one long-term condition in
the 2001 National Health Survey were more than two times those of the 1998 Survey of
Disability, Ageing and Carers: 78% of the total population in the NHS compared to about
36% in the SDAC (AIHW 2004d). The difference in these estimates occurs because the NHS
recorded long-term health conditions that were not necessarily related to disability, whereas
the SDAC recorded conditions that were more likely to be associated with impairments and
activity limitations.

However, differences in prevalence estimates between the two national surveys varied with
the type of condition. Some conditions had higher prevalence rates for the 2001 NHS than for
the 1998 SDAC (e.g. vision problems, back problems, hearing disorders), while higher rates
were reported by the SDAC than the NHS for other conditions (e.g. heart disease and
stroke). The relatively lower rates of heart diseases and stroke in the NHS is partly because
of the exclusion of persons living in institutions, as a substantial proportion of people with
those conditions were living in institutions, and partly because of particular questions
included in each survey.

The absence of dementia from the data file of the 2001 NHS means that the prevalence
estimates from the two national surveys cannot be compared. However, two features of the
SDAC design would suggest that it may be more successful in identifying respondents with
dementia than the NHS — the inclusion of people in cared accommodation and the inclusion
of all people in selected households who were over the age of 60 years. However, its bias
towards recording conditions more likely to be associated with impairments and activity
limitations suggests another possible reason for the underestimate of mild and moderate
dementia prevalence.

Client surveys

Bettering the Evaluation and Care of Health

BEACH is a survey conducted by the Australian General Practice Statistics and Classification
Centre within the Family Medicine Research Centre at the University of Sydney (an AIHW
Collaborating Centre). BEACH is an ongoing survey that collects information about patients
seen, reasons people seek medical care, problems managed and treatments provided in
general practice in Australia. The survey began in April 1998 and involves about 1,000 GPs
randomly sampled from Medicare records, each year. One hundred consecutive
consultations (including indirect consultations by telephone) which result in a management
action are recorded from each GP. The GPs are recruited on a rolling basis; approximately 20
GPs participate each week, 50 weeks a year (AIHW: GPSCU 2005).
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BEACH uses a cross-sectional, paper-based data collection system and involves three
interrelated data collections: encounter characteristics, GP characteristics and patient
characteristics. The encounter is the primary unit of analysis; information recorded by the
GP at each encounter includes demographic characteristics of the patient, patient reasons for
encounter, diagnosis/problems managed and how each of these problems is managed. Data
collected about management of each diagnosis/problem managed includes information
about medications, procedures, other treatments and counselling, new referrals and
admissions, and imaging and pathology ordered.

Additional questions about risk factors or special interest topics may be asked of patients in
subsamples of encounters, as part of the Supplementary Analysis of Nominated Data (see
AIHW: GPSCU 2005). Specific investigations have been conducted under this program to
investigate the prevalence of Alzheimer’s disease and other dementias or cognitive
impairment in adult general practice patients, and to measure the proportion of general
practice patients not diagnosed with dementia who, in the GP’s opinion, were likely to have
dementia or the early signs of Alzheimer’s disease (AIHW: GPSCU 2002). The study also
examined difficulties with daily living or behaviour changes in patients not diagnosed with
Alzheimer’s disease or dementia. This study used a sample of 2,194 encounters (with adults)
from 88 GPs in August 2001.

Dementia may be recorded as one of three reasons for encounter or as one of four
diagnoses/problems managed, coded using ICPC-2 PLUS. Information about commonly
prescribed medications including antidementia drugs is collected and classified according to
the Anatomical Therapeutic Chemical group (Britt et al. 2004).

Longitudinal surveys

Longitudinal studies typically follow cohort(s) of people over time thus allowing
investigation of causation of the outcome of interest. They are of particular value when the
outcome of interest concerns a progressive condition such as dementia. There are a number
of Australian longitudinal studies which collect data about dementia. Of these studies, the
Australian Longitudinal Study on Women’s Health is a national survey, while there are five
smaller local area longitudinal studies. Information about these studies is drawn from the
stocktake of such studies undertaken by the AIHW in 2004 (AIHW: Logie et al. 2004), also
available on the Ageing Research Online website (www.aro.gov.au).

National longitudinal studies

Australian Longitudinal Study on Women’s Health

The Australian Longitudinal Study on Women’s Health (Women’s Health Australia) is a
national study providing information on women'’s health issues. The study began in June
1995 in response to initiatives arising from the National Women'’s Health Policy. The study is
designed to explore factors that influence health among women who are broadly
representative of the entire Australian population.

In April 1996, the Health Insurance Commission randomly selected 14,739 women aged 18-
23,12,762 women aged 45-50 and 14,011 women aged 70-75 from the Medicare database.
Each age cohort is surveyed once every three years (over a 20-year period), via surveys sent
in the mail, to see how each participant’s health has changed.
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Women’s Health Australia collects information about the needs, views, lifestyles, health and
factors affecting the health of individual women in Australia. It takes a comprehensive view
of all aspects of health throughout women’s life spans. In particular, the study assesses:

* physical and emotional health (including wellbeing, major diagnoses, symptoms)
* use of health services (GP, specialists and other visits, access, satisfaction)

* health behaviours and risk factors (diet, exercise, smoking, alcohol, other drugs)
* time use (including paid and unpaid work, family roles and leisure)

* sociodemographic factors (location, education, employment, family composition)
* life stages and key events (such as childbirth, divorce, widowhood).

The study also links social, environmental and personal factors in women’s lives to health
care use data, by record linkage with the Medicare database.

Alzheimer’s disease or dementia was added to the list of diagnosed or treated medical
conditions from the second survey of the oldest cohort, although an Other — please specify
category exists for the younger cohorts. In the second survey, 0.5% of the oldest cohort (aged
73-78 years) reported that they had been diagnosed with (or treated for) Alzheimer’s disease
or dementia. This increased to 1.1% in the third survey, when the oldest cohort was aged 76-
81 years. The oldest cohort is also asked about the presence of poor memory and difficulty
concentrating. All cohorts are asked questions about functioning.

The survey also identifies those respondents in the two older cohorts that are carers, but no
details of the person they care for (such as dementia status) are collected. Demographic
information is collected, and questions are asked about physical and emotional health
(including information on a range of signs and symptoms such as pain and stress),
difficulties with sleep, service use, sources of income, social support and leisure activities,
allowing the impact of the caring role to also be examined.

The longitudinal nature of the survey means that patterns of change at the individual level
can be described and analysed, and that casual relationships can be investigated. However,
the use of self-reporting (or reporting by proxy), particularly via a mail-out survey, means
that dementia and carers of people with dementia are likely to be under-reported.

Local area longitudinal studies

A number of local area longitudinal studies also collect information about dementia.
Although these studies are small (compared with the national Australian Longitudinal Study
on Women’s Health), they frequently include clinical measures and assessments.

Australian Longitudinal Study of Ageing

The Australian Longitudinal Study of Ageing began in 1992, collecting data from 2,087
participants in South Australia. The Centre for Ageing Studies at Flinders University is the
unit responsible for the study and for data collection. The study allows assessment of the
effects of social, biomedical, psychological, behavioural, economic and environmental factors
on changes in health, development of disability, general wellbeing, economic security, use of
acute and long-term care services, morbidity, mortality and ‘successful” ageing in people
aged 70 and over. Data about cognitive functioning along with other information about
health and functional status have been collected over the period 1992-2003.
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Sydney Older Persons Study

This study began in 1991 with 327 war veterans and widows and 320 non-veterans aged 75
and over. The five stages of the study consist of medical and neurological assessments of the
participants, and data collection on health and lifestyle and medication history.

Stage 4 of the study had a particular focus on the cognitive and structural correlates of
‘normal’ brain ageing, and on the impact of age, environmental factors and illnesses on
executive functions in older people. As part of this study stage, 102 community-dwelling
individuals aged over 80 years underwent MRI scanning of the brain as well as neurological
and neuropsychological assessment. Stage 5 of the study concentrated on subjects who had
an MRI scan in stage 4. These people were re-invited to participate in a further MRI scan and
neuropsychological assessment.

In a substudy of participants from wave 3, Bennett et al. (2003) found that 78 (26%) had a
Clinical Dementia Rating (CDR) score of 1 or above (representing mild, moderate and severe
dementia), 95 had a score of 0.5 (questionable dementia or mild cognitive impairment), and
126 had a score of 0 (normal cognition).

Canberra Longitudinal Study of Ageing

The Canberra Longitudinal Study of Ageing is a 12-year study into the health and memory
of older people. It aims to identify predictors of memory decline and dementia and provide
epidemiological data on mental disorders in older Australians. The sample consists of a
single cohort of approximately 1,000 people aged 70 years and over with initial collection in
1990-91, and subsequent waves in 1994, 1998 and 2002.

Interviews incorporated the Canberra Interview for the Elderly which provides diagnoses of
dementia and the following cognitive tests: Mini-Mental State Examination (screening test),
National Adult Reading Test (a test of crystallised intelligence that relies on the reading of
words that are not pronounced phonetically), Symbol-Letter Modalities Test (measure of
cognitive speed), Episodic Memory Test (four short memory tasks) and the Informant
Questionnaire on Cognitive Decline.

Korten et al. (1999) found that the main predictors of mortality between waves 1 and 2 were
physical ill health and poor cognitive functioning, and that mortality among men was more
than twice that of women even after adjusting for a wide range of other variables. The
relation with cognitive performance remained when respondents diagnosed with dementia
were excluded from the analysis. Age was not a significant covariate once adjustment was
made for health and cognitive performance, but was significant if only physical health was
controlled —Korten et al. (1999) suggest that cognitive impairment may be a stronger
predictor of mortality than age over short periods of time.

For men the physical health predictor was self-rated health, while for women it was
disability in activities of daily living. For cognitive functioning, the predictors for men and
women were the Symbol-Letter Modalities Test and the MMSE, respectively. This confirms
results from other studies that suggest self-rated health is a better predictor of mortality for
men than for women, and that a test of mental speed is a good predictor for men (Idler &
Benyamini 1997, cited in Korten et al. 1999).

PATH Through Life Project

The Personality and Total Health (PATH) Through Life Project is a 20-year longitudinal
study of 7,485 adult community residents randomly selected from the Canberra and
Queanbeyan electoral rolls. It aims to investigate the causes of three classes of common
mental health problems: anxiety and depression; alcohol and substance abuse; and cognitive
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ageing and dementia. Neurocognitive assessments by a doctor and MRI scans were used in a
substudy of the 60-64-year-old cohort that examined relationships between health and
memory and looked at memory change over time. In a substudy of 2,551 subjects aged 60-64
years, Kumar et al. (2005) found that 224 (8.8%) screened positive for mild cognitive
impairment. Of these, 112 underwent a detailed assessment and 74 % met the criteria for at
least one recognised diagnosis of mild cognitive deficit. By predictive regression modelling,
the prevalence of any mild cognitive deficit in the population of those aged 60-64 years was
13.7%. The estimated prevalence rates for specific diagnoses were mild cognitive impairment
3.7%, ageing-associated cognitive decline 3.1%, CDR 0.5 2.8%, age-associated memory
impairment 1%, other cognitive disorders 0.9% and mild neurocognitive disorder 0.6%.

Most tests in the neuropsychological battery were chosen for their sensitivity to the effects of
cognitive ageing: MMSE (cognitive screening instrument), List A of the California Verbal
Learning Test (immediate recall and recall after a one minute delay), Digits Backwards from
the Weschler Memory Scale (working memory), Symbol Digits Modalities Test (speed of
information processing) and simple and choice reaction time tasks. The Spot-the-Word Test
was administered as a measure of verbal intelligence, as it does not usually show age-related
cognitive deficits.

It has been suggested that greater lifetime oestrogen exposure results in better cognition in
later life, particularly in the area of verbal memory. However, in a substudy of 760 naturally
postmenopausal women in the 60-64-year-old cohort, Low et al. (2005) found no significant
associations between reproductive period and performance on any of the cognitive tests,
either before or after controlling for potential confounding variables (such as the small but
positive correlation between reproductive period and performance on the Spot-the-Word
Test).

Dubbo Study of the Health of the Elderly

The Dubbo Study of the Health of the Elderly is a 15-year biomedical and social science
investigation of healthy ageing, service use, delay of disability and age-related diseases such
as cardiovascular disease, osteoporosis and dementia. A group of 2,805 non-institutionalised
citizens aged 60 and over living in the town of Dubbo were first interviewed in 1988.

The study aims to identify patterns and predictors of mortality, hospitalisation and need for
residential care. The Dubbo study also includes questionnaires examining life satisfaction,
self-esteem, social involvement and support and family and community contributions. A
new phase to the study began in 2000 to investigate how income and assets, government
entitlements and informal care services modify expected changes in health or family
circumstances in later life.

A unique feature of the Dubbo study was gaining participants” consent to undertake record
linkage to service provider databases including the PBS and Medicare databases.

Recently, McCallum et al. (2005) reported that 44% of nursing home placements were
primarily related to dementia, while dementia was a secondary diagnosis in a further 20% of
people admitted. At a 16-year follow-up, Simons et al. (2006) reported that of the 1,233 men
and 1,572 women initially free of cognitive impairment (measured using the Short Portable
Mental Status Questionnaire), 115 men (9.3%) and 170 women (10.8%) had developed
dementia. On average, the men developing dementia were 3.5 years older at baseline than
their peers without dementia, and the women with dementia were 5.7 older than their peers.
Moderate intake of alcohol and daily gardening were found to predict a lower risk of
dementia, and daily walking predicted a lower risk of dementia in men. Impaired peak
expiratory flow and higher depression score at baseline predicted an increased future risk of
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dementia. Univariate analysis also suggested that lower educational attainment, prior
coronary heart disease, poor self-rated health and physical disability were significant
predictors of an increased risk of dementia.

Table 3.1: Summary of data items included across national collections

Dementia Treatments
diagnosis Type of  Cognitive for Functional Carer

Collection status dementia impairment Behaviour dementia impairment items
Alzheimer’s Australia DESP v v v v v v
Medical Benefits Schedule
Pharmaceutical Benefits Scheme v v
National Hospital Morbidity v v
Database
Aged Care Assessment Program v v v v
Home and Community Care

v v v v
Program MDS v2
Community Aged Care Packages v v v
Program (census)
Extended Aged Care at Home v v v
Program (census)
Resident Classification Scale v v v
Aged Care Funding Instrument v v v v
(trial)
National Respite for Carers v St v v v
Program
Bettering the Evaluation and Care of v v v v
Health
Survey of Disability, Ageing and v v v v v
Carers
National Health Survey v v v
Australian Longitudinal Study on v v v v

Women'’s Health

v" The program includes a data item that allows for the collection of this information (though this does not necessarily mean that it is always
collected).

vT Limited information is collected in this area.
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Section 2: Dementia data analysis

51



4 Prevalence, incidence and burden

of disease

4.1 Summary

Almost 175,000 people had dementia in Australia in 2003, and 190,000 in 2006, of whom
64% were female and 81% were aged 75 or older.

Since dementia prevalence is strongly age-related, the number of cases of dementia is
expected to increase to almost 465,000 by 2031, as the population grows and ages.

Dementia may be classified as ‘mild” in about 96,000 people (55%); “‘moderate” in 52,000
people (30%); and “severe” in 26,000 (15%).

Most people with mild dementia are living in households and most people with
moderate or severe dementia are in cared accommodation.

There were about 37,000 new cases of dementia in 2003 of which 23,000 are female and
14,000 male.

Most of the ‘burden of disease” caused by dementia is due to disability rather than
premature death, with disability accounting for about three-quarters of the total disease
burden in 2003.

4.2 Prevalence of dementia

The prevalence of dementia is the number of people in the population affected by dementia
at a given time. Prevalence estimates for dementia have commonly been based on data from
meta-analyses, which combine data from a number of studies that use similar methods to
produce better estimates. In Australia, estimates have also been derived from the 1998 and
2003 Surveys of Disability, Ageing and Carers (SDAC). However, there is evidence that these
surveys underestimate cases of mild and moderate dementia in both households and,
possibly to a lesser extent, in cared accommodation (see Chapter 3 for a discussion of this).
For this reason estimates of prevalence of dementia for Australia based on meta-analyses
have been preferred to those based on the 2003 SDAC.

Overview of prevalence estimates from meta-analyses

A number of individual epidemiological studies have investigated the prevalence (and
incidence) of dementia, and its major subtypes, Alzheimer’s disease and vascular dementia.
Although these studies generally show similar results such as increasing rates with age,
actual prevalence (and incidence) rates vary markedly from one study to another.
Methodological effects such as definition of dementia or sample characteristics have
substantial effects on the levels reported (Jorm et al. 1987, cited in Wancata et al. 2003).

Meta-analyses pool data from a group of individual studies which have used similar
methods, with the aim of producing aggregate estimates with better accuracy than any
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individual study. These meta-analyses of the prevalence of dementia differ markedly in the
number of individual studies included, the level of detail reported and the findings:

Jorm et al. (1987) analysed data from 22 studies of moderate to severe dementia carried
out between 1945 and 1985 across the world. Studies were excluded if they were based
on limited psychiatric case registers; did not involve a broad community sample; or did
not present rates for all the elderly aged 65 or more. The authors found that whereas the
actual prevalence rates differed greatly between studies (due to methodological
differences such as case definitions), there was a consistent underlying trend for
prevalence rates to increase exponentially with age, with a doubling of the rate every 5.1
years of age up to about 95 years. No difference was found between males and females in
the prevalence rate of dementia. Rates for Alzheimer’s disease tended to be higher in
females and rates for vascular dementia higher in males.

Hofman et al. (1991) pooled data from 12 methodologically-similar European studies
carried out between 1980 and 1990. The selection of studies was based on sufficient
sample size; case-finding through direct individual examination; inclusion of both
institutionalised and non-institutionalised individuals; and clinical diagnosis of dementia
based on Diagnostic and Statistical Manual of Mental Disorders (DSM), Third Edition or
equivalent criteria. The dementia prevalence rate nearly doubled with every 5 years of
age over 60 years up to 95 years. Sex differences were the same as reported by Jorm et al.
(1987).

Ritchie et al. (1992) analysed data from 13 European, North American and Asian studies
of moderate to severe dementia conducted since 1980. By restricting the studies to more
recent data using standard diagnostic criteria the authors found much less variability in
prevalence rates than Jorm et al. (1987) and Hofman et al. (1991). Their recommended
model implied a doubling of the dementia prevalence rate every 6 years of age. No sex
comparisons were reported.

More recently, Ritchie & Kildea (1995) analysed data from nine recent European, North
American and Asian studies conducted since the 1980s. The studies all used DSM-III
diagnostic criteria, included samples of elderly people over 80 years of age, and used
adequate sampling procedures from both community-dwelling and institutionalised
populations. The authors modelled a flattened S-shaped curve which implied that
prevalence rates levelled out at higher ages, to about 40% at around 95 years. No sex
comparisons were reported.

Fratiglioni et al. (1999) pooled data from 36 population-based prevalence studies of
dementia carried out in Europe, North America, Asia and multi-ethnic communities,
published between 1990 and 1998. Selection of studies was based on diagnosis of
dementia using comparable diagnostic criteria. The dementia prevalence rate increased
exponentially with age even at higher ages. No sex comparisons were reported.

Lobo et al. (2000) pooled data from 11 European population-based studies of mild to
severe dementia conducted in the 1990s, as an update to the meta-analyses by Hofman et
al. (1991), and Rocca et al. (1991a, 1991b). The selection of studies was based on detection
of cases in face-to-face interviews with the subjects and response rates above 80%. In each
study, diagnosis of dementia was made according to DSM-III-R criteria, or equivalent
criteria such as the Cambridge Examination for Mental Disorders of the Elderly
(CAMDEX) or Automated Geriatric Examination for Computer Assisted Taxonomy
(AGECAT). Prevalence rates differed greatly between studies, which Lobo et al. (2000:S7)
suggested ‘may reflect differences in sample size, or there may be weak risk factors
related to dementia and survival that explain the variation in prevalence at older ages’.
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Prevalence rates for dementia nearly doubled with every 5 years of age. In most studies
examined by Lobo et al. (2000), the prevalence rate of dementia was found to be higher in
females than males, particularly in the older age groups. The prevalence rate of
Alzheimer’s disease was higher in females than in males in all studies. Under 85 years of
age, rates for vascular dementia were higher in males than females but the reverse was
true after this age.

* Recently, Access Economics (2005) adopted methodology used by Wancata et al. (2003)
and Jorm et al. (2005) and published estimates of the number of people with dementia in
Australia based on rates from four meta-analyses. Prevalence rates for those over 60 were
estimated by averaging the rates from Jorm et al. (1987), Hofman et al. (1991), Ritchie &
Kildea (1995) and Lobo et al. (2000) for each age-sex group.

The age-specific rates for dementia from each of these sources are shown in Table 4.1
together with estimates of the number of Australians aged 65 years or over with dementia in
2003, based on these rates.

Table 4.1: Prevalence rates for dementia estimated from various sources, 2003

Age group Total 65+
Study 60-64 65-69 70-74 75-79 80-84 85-89 90-94 95-99 Per cent Number
Jorm et al. (1987) 0.7 1.4 2.8 5.6 10.5 20.8 38.6 .. 6.6 167,200
Hofman et al. (1991)
Males 1.6 22 4.6 5.0 121 18.5 321 31.6 6.3 71,200
7.4 189,100
Females 0.5 1.1 3.9 6.7 13.5 22.8 32.2 36.0 84 117,900
Persons 1.0 1.4 4.1 5.7 13.0 216 32.2 34.7 7.3 185,800
Ritchie et al. (1992) .. 1.3 24 4.4 8.1 14.9 27.3 50.2 5.3 135,700
Ritchie & Kildea (1995) .. 1.5 3.5 6.8 13.6 223 315 44.5 7.6 193,400
Fratiglioni et al. (1999) 0.5 1.5 3.0 6.0 12.0 n.p. n.p. n.p.
Lobo et al. (2000)
Males . 1.6 2.9 5.6 11.0 12.8 b—22.1— 5.1 57,900
6.5 164,700
Females .. 1.0 3.1 6.0 12.6 20.2 —30.8— 7.6 106,800
Persons - 0.8 n.p. n.p. n.p. n.p. |—28.5—
Ferri et al. (2005)
EURO A 0.9 1.5 3.6 6.0 12.2 p———-o248 7.1 181,800
WPRO A 0.6 1.4 2.6 4.7 104 |——221 6.0 153,400
Access Economics (2005)
Males 1.2 1.7 35 5.8 11.8 186 31.1 38.1 6.0 67,700
7.1 180,700
Females 0.6 1.3 3.3 6.3 126 215 33.3 40.3 8.0 113,000

Notes
1. Age-standardised to the 30 June 2003 population (ABS 2003).

2. Final column includes estimates based on age—sex-specific rates.

Henderson & Jorm (1998) concluded that it is not possible to derive a ‘true’ prevalence rate
from meta-analyses. Further, a 2004 report by the Organisation for Economic Co-operation
and Development (OECD) concluded that there is currently no means of disentangling
differences in dementia prevalence across countries from methodological differences since
methodology is still not reproducible from one study to another (OECD 2004).

The prevalence estimates for Australia derived from the studies presented in Table 4.1 are
influenced by the different selection criteria and methods adopted by the meta-analyses.
Also, the meta-analyses are not mutually exclusive in terms of the individual studies selected
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for inclusion. The evidence from the more recent meta-analyses suggests that the prevalence
of dementia in Australia in 2003 among Australians aged 65 years or older was between
136,000 and 193,000 (5.3% to 7.6%). Although a prevalence estimate for those aged 65 years
or older has not been provided for the study by Fratiglioni et al. (1999), a comparison of the
available rates with other studies suggests that it is likely to be within this range.

Estimation of dementia prevalence in this report

In this report, estimates of dementia prevalence in Australia have been derived from the age-
and sex-specific rates from one specific meta-analysis, Lobo et al. (2000). The prevalence of
the major types of dementia (Alzheimer’s disease and vascular dementia) has also been
estimated from this meta-analysis. The prevalence of Alzheimer’s disease is estimated at 60%
of total dementias for men and 75% for women. The corresponding estimate for prevalence
of vascular dementia is 40% for men and 25% for women of total dementias.

The decision to use data from the Lobo et al. (2000) meta-analysis as a basis for estimating
the prevalence of dementia in Australia was based on the following reasons:

* The meta-analysis is based on population-based studies conducted in the 1990s.
* It provides age- and sex-specific breakdowns for the major subtypes of dementia.
* Itis based on studies using DSM-III-R or equivalent criteria (e.g. CAMDEX or AGECAT).

* Nearly all of the studies included in the meta-analysis adopted a two-phase screening
design to ascertain dementia (i.e. a cognitive screen of the whole sample followed by
clinical examination of all people who screened positive).

* Itis a follow-up of the Hofman et al. (1991) meta-analysis of studies conducted in the
1980s by the European Community Concerted Action on the Epidemiology and
Prevention of Dementia (EURODEM) group of researchers, which gave very similar
results to the meta-analysis by Jorm et al. (1987).

The meta-analysis reported clear differences in the age-specific prevalence of Alzheimer’s
disease and vascular dementia, which supports the modelling of the major types of dementia
separately. It is not clear whether the sex differences in the rates reported by Lobo et al.
(2000) are real or an artefact of differential survival between the sexes and/or
methodological differences (Launer et al. 1999).

The prevalence rates for Alzheimer’s disease and vascular dementia were adjusted upwards
by an age-sex-specific adjustment factor in order to account for ‘other” dementia.

The prevalence of dementia in those aged less than 60 years is very low and is more
appropriately estimated from cases that come to medical attention rather than from
population surveys (Harvey et al. 2003). This UK study identified cases using multiple
methods including hospital records and notification by health professionals. This study has
been used to estimate prevalence rates of dementia for age groups less than 60.

Based on Lobo et al. (2000) and Harvey et al. (2003), there were an estimated 174,700 people
with dementia in Australia in 2003 (Table 4.2). Almost two-thirds of people with dementia
(64% or 112,200 people) were female. There were more females than males with dementia
from 75 years of age. However, males with dementia outnumbered females with dementia in
the younger age groups.

According to these estimates, 44% of people with dementia are aged 75-84 and 37% are aged
85 years and over. The age profile of males with dementia is different from that of females.

For example, a higher proportion of males with dementia are aged less than 75 years (30%)
than females (13%).
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Table 4.2: Prevalence of dementia, by age and sex, 2003

Rate (%) Number
Age Males Females Persons Males Females Persons
0-64 0.1 — 0.1 5,500 2,600 8,100
65-74 2.0 1.8 1.9 13,200 12,200 25,400
75-84 7.3 9.3 8.4 28,200 48,100 76,300
85+ 171 249 224 15,600 49,300 64,900
65+ 5.0 7.8 6.5 57,000 109,600 166,600
Total 0.6 1.1 0.9 62,500 112,200 174,700

— Nil or rounded to zero.

Sources: Based on data from Lobo et al. 2000 and Harvey et al. 2003.

Estimates from Access Economics (2005), which are widely reported in Australia, suggest
that there were around 192,000 people with dementia in Australia in 2003. This estimate is
higher than the 175,000 people with dementia reported in Table 4.2. However, it should be
noted that estimates for those aged 65 years or over from both of these sources fall within the
range of estimates reported in Table 4.1.

Prevalence estimates by place of residency

Because of the disabling impact of dementia, a high proportion of people with severe and
advanced dementia require full-time care and live in cared accommodation. The Australian
Bureau of Statistics (ABS) SDAC is the only national population survey to collect data about
people in cared accommodation. As Chapter 3 noted, identification of people with dementia
is likely to be more accurate in this component of the survey than in the household
component, although people with undiagnosed or early-stage dementia or those whose
dementia symptoms are masked by those of other health conditions may not be identified by
staff completing the survey. Nevertheless, the SDAC is currently the best source of data
about dementia in cared accommodation, and has been used in this report to estimate
prevalence in this sector.

The prevalence of dementia by place of residency (cared accommodation or household) is
shown in Table 4.3. Of the 175,000 people with dementia, 43% (75,000) live in cared-
accommodation (based on the SDAC), and consequently the remaining 57 % (99,000 people)
live in households. The proportion of people with dementia who live in households
decreases with age, with 79% of people with dementia aged between 65 and 74 still living in
the community. This proportion decreases to 36% of people with dementia aged 85 and over.

The age profile of people with dementia in cared accommodation is older than for people in
households. Almost one-quarter of people with dementia living in households are aged 85
and over, compared with 55% of those in cared accommodation.

Nearly half of males aged 85 and over with dementia still lived in households compared to
32% of females in the same age group. This pattern is reflected across all age groups where a
greater proportion of men than women with dementia are still living in households.
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Table 4.3: Prevalence of dementia in households and cared accommodation, 2003

Cared Per cent living in
Sex/age Total prevalence accommodation® Household households
Males
0-64 5,500 600 4,900 89.7
65-74 13,200 2,300 11,000 83.0
75-84 28,200 7,300 20,900 741
85+ 15,600 7,900 7,700 49.3
Total 62,500 18,000 44,500 71.1
Females
0-64 2,600 600 2,000 76.1
65-74 12,200 3,000 9,200 75.3
75-84 48,100 20,000 28,100 58.4
85+ 49,300 33,600 15,700 31.9
Total 112,200 57,200 55,000 49.0
Persons
0-64 8,100 1,200 6,900 85.3
65-74 25,400 5,300 20,100 79.3
75-84 76,300 27,300 49,000 64.2
85+ 64,900 41,500 23,400 36.1
Total 174,700 75,300 99,400 56.9

(@) Cared accommodation includes Accommodation for the retired or aged, Home for the aged, Home—other, Hospital—general and Hospital—
other. It is broader in scope than ‘Residential aged care’ reported in Table 7.27 in Chapter 7.

Source: AIHW analysis of the ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file; Table 4.2.

Stability of age prevalence rates over time

Lobo et al. (2000) reported that the age pattern of the prevalence estimates seemed stable
over time, as there was a general similarity between findings in his study and the results
based on studies conducted in the previous decade by Hofman et al. (1991), Rocca et al.
(1991b) and Rocca et al. (1991a).

Comparison of the 1998 SDAC and 2003 SDAC shows that the overall age-specific dementia
prevalence rates changed little over the five years. However, for the age group 85 and over
there was a significant decrease from 21.9% to 17.5% (Box 4.1).

For dementia subtypes, Rocca et al. (1991b) reported stable age-specific rates for the
prevalence of Alzheimer’s disease over 15 years (between 1957 and 1972) for both sexes with
the exception of a decrease for women and an increase for men aged 80-89 which resulted in
little overall change. The age-specific prevalence rates of vascular dementia also remained
relatively stable over 15 years for both sexes, with the exception of declines for both men and
women in the 80-89 age group.
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Box 4.1: Comparison of 1998 and 2003 SDAC

The overall rate of dementia in the population aged over 65, as estimated from the SDAC, was 4.0% in

2003 compared with 4.3% in 1998 (Table 4.4). For each age group, estimates are a little lower in 2003 with
the difference most marked for the 85+ age group (17.5% in 2003 compared with 21.9% in 1998). The rate
of dementia in cared accommodation for those aged over 65 was lower in 2003 (3.0%) than in 1998 (3.2%).

The reduction in the cared accommodation rate from 3.2% of the 65+ population in 1998 to 3.0% in 2003
is statistically significant and represents a reduction of 3,000 people with dementia from what it would
have been if the rate had remained unchanged. In the cared accommodation segment of the survey the
identification of dementia is made by facility staff not by the resident, and survey methods in both years
were consistent.

In the future, data from the Aged Care Assessment Program (ACAP) Minimum Data Set (MDS) and the
new Aged Care Funding Instrument (ACFI) will be available to more accurately measure changes in
dementia in residential aged care.

Table 4.4: Dementia rates from 1998 SDAC and 2003 SDAC, by age and residency

1998 2003

Cared Cared
Age Household accommodation® Total Household accommodation® Total
35-64 — — *0.1 — —
65-69 **0.3 0.3 *0.5 **0.2 0.2 *0.4
70-74 *0.9 0.8 1.7 *0.5 0.6 *11
75-79 *1.2 2.0 3.2 *1.3 1.7 3.0
80-84 **0.8 6.0 6.8 *1.5 5.0 6.5
85+ 4.8 17.1 21.9 *2.8 14.6 17.5
Total 35+ 0.3 0.8 1.1 0.3 0.7 1.0
Total 65+ 1.1 3.2 4.3 1.0 3.0 4.0

*

*k

(a)

Nil or rounded to zero.
Estimate has a relative standard error of 25% to 50% and should be used with caution.
Estimate has a relative standard error greater than 50% and is considered too unreliable for general use.

Cared accommodation includes Accommodation for the retired or aged, Home for the aged, Home—other, Hospital—general and Hospital—
other.

Source: AIHW analysis of the ABS 1998 and 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.

Projections of future prevalence

Between 2003 and 2031, the number of people with dementia is projected to increase from
175,000 to 465,000, an increase of 290,000 persons (Table 4.5 and Figure 4.1). In the eight years
to 2011 the number of people with dementia is projected to increase by 27%, in the following
decade by 40%, and in the decade to 2031 by 50%. The overall increase is 166 %. This
expected increase is entirely due to demographic factors, not an increase in the rate of the
disease, that is, this increase results from the projected increase in the number of older
people over this period and is based on the assumption that prevalence rates for dementia
remain stable (Figure 4.1). However, prevalence rates may change as a result of changes in
the prevention, detection, management and treatment of the disease.
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Table 4.5: Projected number of people with dementia, 2003 to 2031

Sex/age 2003 2006 2011 2016 2021 2026 2031
Males

0-64 5,500 5,900 6,700 7,100 7,600 7,800 8,000
65-74 13,200 13,900 16,700 20,900 24,100 26,200 28,400
75-84 28,200 30,500 33,000 37,800 47,100 61,000 71,800
85+ 15,600 18,300 25,700 34,100 41,800 54,600 74,200
Total 62,500 68,500 82,000 99,900 120,600 149,500 182,500
Females

0-64 2,600 2,900 3,300 3,600 3,800 3,900 4,000
65-74 12,200 12,600 14,900 18,800 22,100 24,200 26,000
75-84 48,100 50,300 51,500 56,400 67,900 87,400 104,100
85+ 49,300 55,300 70,300 84,500 96,300 116,100 148,100
Total 112,200 121,000 140,000 163,300 190,100 231,600 282,200
Persons

0-64 8,100 8,800 10,000 10,700 11,400 11,700 12,000
65-74 25,400 26,500 31,600 39,700 46,200 50,300 54,500
75-84 76,300 80,700 84,500 94,200 114,900 148,400 175,900
85+ 64,900 73,500 96,000 118,500 138,100 170,700 222,200
Total 174,700 189,600 222,000 263,200 310,600 381,100 464,700

For comparative purposes, projections of the number of people with dementia in Australia in
2006, 2010 and 2020 as reported by Access Economics (2005) are 212,500, 242,500 and 332,900,
respectively. The projected number of people with dementia in 2030 reported by Access
Economics (2005) (465,500 people) is similar to the projected number of people with
dementia in 2031 reported in Table 4.5 (464,700 people). Differences between the projections
in Table 4.5 and the projections reported by Access Economics (2005) are due to differences
in the meta-analyses used to derive prevalence estimates.

Males Females
300,000 + +12.0 300,000 -
250,000 + +10.0 250,000 -
200,000 + + 8.0 200,000 -

150,000 -+ ¢—o—o—0¢—¢—0—¢ GO 150,000 -

100,000 + 1+ 4.0 100,000 -
50,000 + + 2.0 50,000 -
0 1 1 1 1 1 1 0.0 0+
2003 2006 2011 2016 2021 2026 2031 2003 2006 2011 2016 2021 2026 2031
Year Year
Number of cases —e— Standardised rate per 1,000 mmmm Number of cases —e— Standardised rate per 1,000

Source: Calculations by AIHW based on data from Lobo et al. 2000 and Harvey et al. 2003.

Figure 4.1: Change in prevalence (numbers and standardised rates) for dementia, 2003 to 2031
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4.3 Prevalence by severity of dementia

The severity distribution of dementia in Australia has been estimated from the community-
based, prospective study of degenerative diseases described by Barendregt & Bonneux
(1998). The study included people in cared accommodation. In this study, severity is defined
according to the Clinical Dementia Rating (CDR) scale (see Table 4.6) or a Mini-Mental State
Exam (MMSE) score. The CDR score is derived by rating impairment in six domains:
memory, orientation, judgement and problem solving, community affairs, home and hobbies
and personal care (see Morris 1993). Impairment is defined as decline from the person’s
usual level of functioning due to cognitive loss alone for each category, not impairment due
to other factors, such as injury or depression. Memory is the primary category and the score
given for memory is used for the global score unless three or more of the secondary
categories score higher or lower than the memory score.

Table 4.6: Clinical Dementia Rating

Very mild
Healthy impairment Mild Moderate Severe
Score CDRO CDR 0.5 CDR1 CDR 2 CDR3
Memory No memory loss or | Consistent slight Moderate memory loss; Severe memory loss; | Severe memory
slight inconsistent | forgetfulness; more marked for recent only highly learned loss, only
forgetfulness partial recollection | events; defect interferes | material retained; fragments remain
of events; ‘benign’ | with everyday activities new material rapidly
forgetfulness lost
Orientation | Fully orientated Fully orientated Moderate difficulty with Severe difficulty with | Orientated to
except for slight time relationships; time relationships; person only
difficulty with time orientated for place at usually disorientated
relationships examination; may have in time, often to
geographic disorientation | place
elsewhere
Judgement | Solves everyday Slight impairment Moderate difficulty in Severely impaired in | Unable to make
& problem problems and in solving handling problems, handling problems, judgements or
solving business affairs problems, similarities, differences; similarities, solve problems
well; judgement similarities, social judgement usually | differences; social
good in relation to | differences maintained judgement usually
past performance impaired
Community | Independent Slight impairment Unable to function No pretence of No pretence of
affairs function at usual in these activities independently at these independent function | independent
level in job, activities though may still | outside home function outside
shopping, be engaged in some; home
volunteer and appears normal to casual Appears well enough .
social groups inspection to beltaken to‘ Appears too ill to
functions outside a be taken to
family home functions outside a
family home
Home and Life at home, Life at home, Mild but definite Only simple chores No significant
hobbies hobbies and hobbies and impairment of function at | preserved; very function in home
intellectual intellectual home; more difficult restricted interests,
interests well interests slightly chores abandoned; more | poorly maintained
maintained impaired complicated hobbies and
interests abandoned
Personal Fully capable of self-care Needs prompting Requires assistance | Requires much
care in dressing, hygiene, | help with personal

keeping of personal
effects

care; frequent
incontinence

Note: Score only as decline from previous usual level due to cognitive loss, not impairment due to other factors.

Source: Reproduced from Morris 1993.
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On the basis of severity definitions used in the CDR, Barendregt & Bonneux (1998) reported
that 55% of dementia was classified as mild, 30% as moderate and 15% as severe. This overall
distribution was applied to the total prevalence of dementia in Australia (Table 4.8),
resulting in about 96,000 people with mild dementia, 52,000 with moderate dementia and
just over 26,000 people with severe dementia. This is a critical assumption in the calculation
of the burden of disease later in this chapter.

Table 4.7: Comparison of severity of dementia impact in the CDR and SDAC

Clinical Dementia Rating Survey of Disability, Ageing and Carers
Need for
Disease severity Definition Estimate assistance® Definition
Mild (CDR 0.5-1) Significant impact on daily ~ 55% Mild The person needs no help & has no
activities but still able to difficulty with any of the core activity
undertake daily activities tasks but may use aids & equipment
Moderate The person needs no help but has

difficulty with a core activity task

Severe The person sometimes needs help with
a core activity task

Moderate (CDR 2) Independent living is not 30% Profound The person is unable to do, or always
possible without assistance needs help with, a core activity task
Severe (CDR 3) Permanent supervision 15%
required

(a) Need for assistance is based on limitations with communication, self-care or mobility, which may also be caused by a coexisting condition
other than dementia.

Sources: ABS 2004; Barendregt & Bonneux 1998.

In order to estimate the severity distribution of dementia separately for households and
cared accommodation, the severity categories of the CDR have been mapped to disability
severity measures in the SDAC, the source of data about people with dementia in cared
accommodation. Although the SDAC has no disease severity measures, the survey does
contain measures of disability severity based on need for assistance with core activity
limitations. Core activities in the SDAC are personal care, mobility and communication
activities (see Box 4.2). Such mapping is possible because the CDR domains include a
description of the functional outcomes of dementia of different severity, including personal
care. Table 4.7 maps the CDR domain descriptions to the SDAC descriptions of need for
assistance with core activities.

Mapping between the CDR and SDAC is not perfect since a person’s need for assistance as
measured by the SDAC may arise partly because of the presence of another health condition.
The two scales also use quite different nomenclature. For example, the ‘mild’, “‘moderate” and
‘severe’ disability categories in SDAC correspond to the ‘mild” domain using CDR. Those
who are profoundly disabled according to the SDAC criteria mostly belong in the ‘moderate’
CDR domain and some belong in the ‘severe’ CDR domain. ‘Moderate’ is a serious
misnomer for the CDR 2 category. As is shown by Table 4.6, people in the CDR 2 category
have such severe memory loss that only highly learned material is retained, they are severely
impaired in making judgements or solving problems, they often have no pretence of
independent function outside home, and require help with personal care. Most people
would describe this situation as ‘severe’ but the CDR labels it as merely ‘moderate’. By
contrast, the SDAC category of moderate disability indicates that the person needs no help
but has difficulty with a core activity task. It is important to note that the language used in
the two scales is therefore not equivalent.
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Box 4.2: ABS 2003 Survey of Disability, Ageing and Carers: core activity limitation

Four levels of core activity limitation are determined based on whether a person needs help, has difficulty,
or uses aids or equipment with any of the core activities (communication, mobility or self-care). A person’s
overall level of core activity limitation is determined by their highest level of limitation in these activities.

The four levels of limitation are:

Profound: the person is unable to do, or always needs help with, a core activity task.
Severe: the person:

* sometimes needs help with a core activity task

* has difficulty understanding or being understood by family or friends

* can communicate more easily using sign language or other non-spoken forms of communication.
Moderate: the person needs no help but has difficulty with a core activity task.

Mild: the person needs no help and has no difficulty with any of the core activity tasks, but:
* uses aids or equipment;

* cannot easily walk 200 metres;

* cannot walk up and down stairs without a handrail;

* cannot easily bend to pick up an object from the floor;

* cannot use public transport;

* can use public transport but needs help or supervision;

* needs no help or supervision but has difficulty using public transport.

Source: ABS 2004:72.

Table 4.8 shows estimates of prevalence of dementia by severity and place of residency based
on the results of this mapping and on the severity distribution estimated by Barendregt &
Bonneux (1998). The number estimated to have mild dementia (CDR 0.5-1) in cared
accommodation is considered roughly equivalent to the number with severe, moderate or
mild core activity limitation. Those with profound core activity limitation are allocated to the
moderate (CDR 2) or severe (CDR 3) category. The split between moderate (CDR 2) and
severe (CDR 3) dementia for the 71,907 people with CDR 2/CDR 3 dementia living in cared
accommodation is made according to the proportions from Barendregt & Bonneux (1998)
(2/3 moderate and 1/3 severe), resulting in 47,900 people with moderate dementia and
24,000 with severe dementia.

The distribution of severity for people with dementia in households is then allocated to fit
with both the cared accommodation severity distribution and the overall severity
distribution. For example, 52,400 (30%) of people with dementia have moderate dementia;
and 48,900 people in cared accommodation have moderate dementia; therefore 4,400 people
with moderate dementia must be living in households.
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Table 4.8: Severity of dementia, by sex and residency, 2003

Proportion Proportion
by place of of total
Residency/severity Males Females Persons residency dementia
Cared accommodation®
Mild (CDR 0.5-1.0)
Mild, moderate, severe core activity limitations 900 2,400 3,400 4.5% 1.9%
Moderate (CDR 2)
Profound core activity limitations (2/3) 11,400 36,500 47,900 63.7% 27.4%
Severe (CDR 3)
Profound core activity limitations (1/3) 5,700 18,300 24,000 31.8% 13.7%
Total cared accommodation 18,000 57,200 75,300 100.0% 43.1%
Household
Mild (CDR 0.5-1.0)
Mild, moderate, severe core activity limitations 39,000 53,700 92,700 93.2% 53.1%
Moderate (CDR 2)
Profound core activity limitations (2/3) 4,000 500 4,500 4.5% 2.6%
Severe (CDR 3)
Profound core activity limitations (1/3) 1,400 800 2,200 2.3% 1.3%
Total household 44,500 55,000 99,400 100.0% 56.9%
All dementia
Mild (CDR 0.5-1.0)
Mild, moderate, severe core activity limitations 40,000 56,100 96,100 55.0% 55.0%
Moderate (CDR 2)
Profound core activity limitations (2/3) 15,400 37,000 52,400 30.0% 30.0%
Severe (CDR 3)
Profound core activity limitations (1/3) 7,100 19,100 26,200 15.0% 15.0%
Total dementia 62,500 112,200 174,700 100.0% 100.0%

(a) Cared accommodation includes Accommodation for the retired or aged, Home for the aged, Home—other, Hospital—general and Hospital—
other.

Based on the method described above, people with mild dementia (CDR 0.5 to 1) comprise
93% of people with dementia living in households. Ninety-six per cent of people with
dementia living in cared accommodation have moderate or severe dementia (CDR 2 or 3).
Moderate dementia (CDR 2) accounts for 64% of people with dementia in cared
accommodation and 3% of people with dementia in households.

4.4 Incidence of dementia

The methodological issues associated with determining estimates of dementia incidence —
that is, the number of new cases in a specified period —mean that there are few data sources
available in this area. As indicated in earlier discussion in this report, the 2003 SDAC
underestimates the prevalence of dementia when symptoms are mild. Clinical assessment is
also more difficult for mild cases, and this factor has been surmised to be the reason for
discrepancies in estimates obtained across studies (Jorm & Jolley 1998). The number of new
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dementia cases per year is low and the costs associated with undertaking longitudinal
studies in susceptible groups are therefore prohibitively high.

No incidence studies have been undertaken in Australia, but estimates of incidence for
Australia have been made using information from overseas epidemiological studies. For
example, Access Economics (2005) adopted methodology used by Wancata et al. (2003) and
Jorm et al. (2005) and published estimates of the number of incident cases of dementia in
Australia based on rates from four meta-analyses. Incidence rates for those over 60 were
estimated by averaging the rates from Jorm & Jolley (1998), Gao et al. (1998), Launer et al.
(1999) and Fratiglioni et al. (2000) for each age-sex group. Access Economics (2005) estimates
that in 2003 there were around 48,900 incident cases of dementia in Australia.

However, this report calculated incidence estimates based on available information about
prevalence, duration of illness and mortality over and above background mortality (see
AIHW: Matbhers et al. 1999:208 for a discussion of this approach). Using this method, it is
estimated that in 2003 there were around 37,000 incident cases of dementia in Australia
(Table 4.9). (The methods used to derive this estimate are presented in Box 4.3). Incidence
rates reported by Access Economics (2005) are higher than those estimated in this report.
However, there must be an implausibly high death rate in order for the incidence rates
reported by Access Economics (2005) to be consistent with the reported prevalence rates.

Not all of the 37,000 incident cases estimated by the AIHW will be initially visible as people
with dementia, as onset usually occurs with mild symptoms. However, as dementia is not
reversible, they will over time become part of the visible prevalent population or they will
die of other causes. The majority (63% or 23,200) of these were female and 13,800 were male.
Incidence increased with age in both males and females, but decreased in those aged 85 years
or older.

Table 4.9: Estimated incidence of dementia, by age and sex, 2003

Age Males Females Persons
0-64 1,100 600 1,600
65-74 2,800 2,700 5,400
75-84 6,300 10,100 16,400
85+ 3,700 9,900 13,500
Total 13,800 23,200 37,100

Source: AIHW and University of Queensland estimates based on meta-analysis of overseas studies (see Box 4.3).
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Box 4.3: Methods used in calculating the incidence of dementia

The incidence estimate for 2003 reported here was derived using a computer software program, DISMOD
II (an incidence/prevalence/mortality model). DISMOD was designed primarily to supplement
observational data and help disease experts arrive at internally consistent estimates of incidence,
prevalence, remission, duration and mortality for the Burden of Disease study. The model assumes no
remission and an overall relative risk of mortality of 2.0 for Alzheimer’s disease and 3.3 for vascular
dementia, which gives an average duration across all ages for both sexes of 4.4 years. For chronic
conditions (such as dementia), prevalence information is preferred as an input into DISMOD II as:

* incidence is more difficult to observe because the date of onset is insidious and progressive; and

* comparisons of incidence and prevalence estimates of dementia from meta-analyses are inconsistent
(unless an implausibly short duration of two years is assumed with extreme estimates of mortality).

There have been two recent meta-analyses (Dewey & Saz 2001; Jagger et al. 2000) on prevalent cases of
dementia and survival. Prevalent cohort survival data typically arise when prevalent cases are followed
either until failure or censoring. Such data are collected as part of what are known as prevalent cohort
studies (i.e. some people with dementia at the beginning of the follow-up), commonly through cross-
sectional sampling, with follow-up, which is often carried out when time and logistics preclude the
possibility of incident cohort studies (Asgharian et al. 2005). Both Jagger et al. (2000) and Dewey & Saz
(2001) found an increased risk (relative risk of 2.4-2.6) of mortality in people with dementia. The evidence
for differentials in mortality risk by age and sex is not clear (Jagger et al. 2000; Dewey & Saz 2001), and
although Dewey & Saz (2001) found that vascular dementia tends to have a higher mortality risk than
Alzheimer’s disease, this finding was based on four studies and did not necessarily reach statistical
significance. These results are not immediately useful due to the limitations inherent in survival studies of
prevalent cases, including:

* the course of the disorder can not be recorded in its entirety because date of onset of disease is not
known; and

* prevalent cases include a mixture of new and long existing cases which may bias results in either
direction).

As a result the two studies of incident cases and survival (Aguero-Torres et al. 1999 and Helmer et al.
2001), highlighted by the Guehne et al. (2005) review, were considered. Incident studies (i.e. people who
were not demented at the beginning of the follow-up and who are prospectively monitored for the incidence
or onset of dementia, with follow-up continuing until death) allow more precise statements to be made
about the course of the disorder and mortality (Guehne et al. 2005).

The relative risk of death in all dementia of 2.7 (95% CI = 2.1-3.4), in Alzheimer’s disease of 2.0 and in
vascular dementia of 3.3,was based on the Aguero-Torres et al. (1999) study which controlled for
comorbidities. That study was preferred to the results from the Helmer et al. (2001) study as the results
were more in keeping with those from prevalent cases; however, it is not clear which study is the most
plausible based on the available evidence. An age pattern (based on the Dewey & Saz 2001) finding that the
relative risk of death in dementia at age 65 is around 6, whereas by age 85 it has fallen to 2) was built in so
that the overall relative risk was in keeping with the Aguero-Torres et al. (1999) result.

Duration is heavily dependent on background mortality and the age distribution of the population. As a
result, more emphasis should be placed on relative risks from studies of other contexts rather than
durations which are context-specific and hence absolute. The literature on the median survival of all
dementia after onset of symptoms appears to converge around 5 years for prevalent cases, with estimates
ranging from 3-7 years for Alzheimer’s disease and 2-4 years for vascular dementia for several recent
studies. Aguero-Torres et al. (1999) calculated a mean survival time of 3.0 years (95% CI = 2.7-3.4)
among a sample of 75-year-old demented subjects. Helmer et al. (2001) reported a mean survival time in
incident cases of 4.5 years among 65-year-olds. The mean survival time for patients suffering from
Alzheimer’s disease and vascular dementia from the Aguero-Torres et al. (1999) study was 3.1 (95% CI =
2.8-3.5) and 2.8 (95% CI = 2.2-3.4) years, respectively.
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4.5 Burden of disease

Burden of disease analysis is a method for analysing the impact of health conditions and
impairments in terms of their mortality and morbidity. The burden of disease approach
combines the impact of premature mortality and morbidity in one measure called the
disability-adjusted life year (DALY). The premature mortality component is measured in
terms of years of life lost (YLL) and the morbidity component in terms of years of life spent
living in states of less than full health (years lost due to disability, YLD) (Salmon et al. 2002).
The YLD is a measure of the impact of a health condition or impairment in restricting
activity and participation.

The burden of disease in Australia for all health conditions has been estimated for 1996
(AIHW: Mathers et al. 1999). The estimates are currently being updated to 2003 and will be
published in 2006 by the AIHW and the University of Queensland. While the underlying
methodology of burden of disease is standard, the models used for each disease go through
considerable development based on literature reviews and expert consultation in order to
estimate a model based on a number of parameters —incidence and prevalence, relative risk,
mortality and remission. The parameters of the disease model are used in computer
modelling software (DISMOD) to produce estimates of the incidence of dementia. More
detail on the burden of disease methods is available in AIHW: Mathers et al. (1999).

In this section, the burden of dementia is estimated based on the prevalence of dementia,
which is derived from the disease model, and then estimating the severity of the condition or
the degree to which quality of life is reduced.

Burden due to premature mortality

In Australia, conditions can be listed on the death certificate as either the underlying or main
cause of death, or as an additional or contributing cause of death. The number of deaths with
dementia recorded as the underlying cause of death has increased steadily in the period 1997
to 2003 from 3,384 in 1997 to 4,413 in 2003 (Table 4.10). This increase is largely due to
population ageing since the age-standardised rate has remained stable over this period for
both males and females (Table 4.11).

66



Table 4.10: Deaths with an underlying cause of dementia, 1997-2003

Sex/age 1997 1998 1999 2000 2001 2002 2003
Males

0-59 19 23 19 25 26 28 17
60-64 15 21 12 24 23 19 29
65-69 46 45 47 30 36 53 33
70-74 119 86 126 102 104 115 88
75-79 189 205 184 224 204 246 226
80-84 251 287 249 271 283 328 333
85+ 457 490 531 502 555 673 693
Total 1,096 1,157 1,168 1,178 1,231 1,462 1,419
Females

0-59 18 20 19 25 17 10 25
60-64 30 19 20 20 11 29 22
65-69 33 44 38 46 32 28 40
70-74 99 100 103 88 109 118 86
75-79 202 241 220 241 236 278 231
80-84 468 434 452 472 455 571 555
85+ 1,438 1,360 1,509 1,698 1,757 1,988 2,035
Total 2,288 2,218 2,361 2,590 2,617 3,022 2,994
Persons

0-59 37 43 38 50 43 38 42
60-64 45 40 32 44 34 48 51
65-69 79 89 85 76 68 81 73
70-74 218 186 229 190 213 233 174
75-79 391 446 404 465 440 524 457
80-84 719 721 701 743 738 899 888
85+ 1,895 1,850 2,040 2,200 2,312 2,661 2,728
Total 3,384 3,375 3,529 3,768 3,848 4,484 4,413

Source: AIHW analysis of the National Mortality Database.

In 2003, age-specific death rates for dementia were low among people aged less than 65 years
and more than doubled for each progressive five-year age category, increasing from 10.1
deaths per 100,000 population at 65-69 to 952.3 at 85 years and over (Table 4.11). The age-
standardised death rate was greater for women (22.2 per 100,000 population) than for men
(18.7 per 100,000 population).
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Table 4.11: Death rates per 100,000 people with an underlying cause of dementia, 1997-2003

Sex/age 1997 1998 1999 2000 2001 2002 2003
Males

0-59 0.2 0.3 0.2 0.3 0.3 0.3 0.2
6064 4.1 5.6 3.1 6.0 5.6 4.4 6.6
65-69 13.6 13.4 14.1 9.0 10.7 15.4 9.3
70-74 42.2 29.8 42.8 34.0 34.3 37.8 29.1
75-79 99.5 102.1 86.7 102.0 89.7 105.3 93.9
8084 230.8 259.1 221.1 227.8 220.7 239.2 228.4
85+ 715.1 718.3 729.4 647.6 677.5 780.2 770.2
Crude rate 11.9 12.4 12.4 12.4 12.8 15.0 14.4
Age-standardised rate® 18.6 18.9 18.3 17.4 17.4 19.8 18.7
Females

0-59 0.2 0.3 0.2 0.3 0.2 0.1 0.3
6064 8.2 5.1 5.2 5.0 2.7 6.9 5.1
65-69 9.4 12.6 11.0 13.3 9.2 7.9 10.9
70-74 30.1 30.2 30.9 26.4 32.6 35.4 26.1
75-79 78.8 89.7 78.3 83.8 80.8 94.3 77.4
8084 260.2 238.4 246.9 248.4 2255 270.0 250.8
85+ 962.8 867.6 908.5 969.4 958.5 1,043.1 1,035.7
Crude rate 24.6 23.6 24.8 26.8 26.8 30.6 29.9
Age-standardised rate® 21.5 20.2 20.5 21.5 20.8 23.2 22.2
Persons

0-59 0.2 0.3 0.2 0.3 0.3 0.2 0.3
60—64 6.2 5.4 42 55 4.1 5.7 5.9
65-69 115 13.0 12.5 11.2 10.0 11.6 10.1
70-74 35.7 30.0 36.5 30.0 33.4 36.6 27.5
75-79 87.6 95.0 81.9 91.7 84.7 99.2 84.8
8084 249.1 246.2 237.1 2405 223.6 257.9 241.9
85+ 888.6 822.4 853.9 870.7 871.7 961.1 952.3
Crude rate 18.3 18.0 18.6 19.7 19.8 22.8 22.2
Age-standardised rate® 20.8 19.9 19.9 20.3 19.8 22.2 211

(a) Age-standardised to the 30 June 2001 Australian population.

Source: AIHW analysis of the National Mortality Database.

In 2003, dementia was listed as an additional cause of death on a further 9,820 death

certificates. Thus in 2003, dementia was listed as the contributing cause of death (either the
underlying cause of death or additional cause of death) on 14,233 death certificates. Only

deaths where dementia is the underlying cause of death contribute to the premature

mortality component (YLL) of burden of disease.

The YLL is calculated by determining the difference between the age at death and life

expectancy for a person of that age as determined by a model life table. The difference is then
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discounted at a rate of 3% per year to give the YLL. For example, if a person dies at the age of
72 in 2003 and the life expectancy for someone aged 72 in 2003 in the model life table is 84,
then the undiscounted years of life lost will be 12 years. The years of life lost discounted at
3% is 10 years.?

The 4,413 deaths where dementia was the underlying cause of death resulted in 24,000 years
of life lost (Table 4.12). Almost two-thirds of these YLLs (16,000) were for females and 82%
were for people over the age of 75.

Table 4.12: Deaths and years of life lost due to dementia as underlying cause of death, 2003

Deaths Years of life lost (YLL)
Age Males Females Persons Males Females Persons
0-64 46 47 93 714 907 1,621
65-74 121 126 247 1,273 1,553 2,826
75-84 559 786 1,345 3,675 5,835 9,510
85+ 693 2,035 2,728 2,433 7,714 10,147
Total 1,419 2,994 4,413 8,094 16,009 24,103

Sources: Deaths data from Table 4.10; YLL data from Begg et al. 2007 (in press).

Burden due to morbidity

The proposed model for dementia is shown in Table 4.13. The model is for dementia as a
progressive illness where the disease progresses from a mild impact where there is
significant impact on daily activities, to severe impact where permanent supervision is
required. The model is based on 55% of the duration of the disease being in the mild severity
phase, 30% in the moderate severity phase and 15% in the severe phase of the disease
progression (Table 4.7 and Table 4.13).

Table 4.13: The model used in the burden of disease analysis of dementia, definition and severity
weight for different stages of dementia

Disease Severity % time spent
stages weight Definition in each stage
Mild 0.27  Significant impact on daily activities but still able to undertake daily activities 0.55
Moderate 0.63 Independent living is not possible without assistance 0.30
Severe 0.94 Permanent supervision required 0.15

Source: Begg et al. 2007 (in press).

The overall YLD lost due to dementia is calculated by multiplying the number of people
with dementia (Table 4.8) by the appropriate severity weights according to the severity of
dementia (Table 4.13). This shows that, overall, there were 84,000 YLD lost due to dementia
in 2003 (Table 4.14). Two-thirds of these healthy years lost were for females and two-thirds
were for residents of cared accommodation.

1-¢ =0.03 life expectancy

8  The YLL is calculated using the formula YLL = 0.03
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Table 4.14: Prevalent years of life lost to disability, by sex, residency and severity, 2003

Residency/severity Males Females Persons

Cared accommodation

Mild 256 657 914
Moderate 7,179 23,022 30,201
Severe 5,356 17,175 22,531
Total cared accommodation 12,791 40,854 53,645
Household

Mild 10,539 14,491 25,030
Moderate 2,512 307 2,819
Severe 1,346 756 2,103
Total household 14,397 15,554 29,952

All dementia

Mild 10,795 15,148 25,944
Moderate 9,691 23,329 33,019
Severe 6,702 17,931 24,634
Total dementia 27,188 56,408 83,597

Source: AIHW analysis based on YLD data from Begg et al. 2007 (in press).

Because of its disabling rather than fatal nature, dementia has a much greater effect on years
of healthy life lost than it has on years of life lost due to premature mortality. The combined
effect of premature mortality and burden of disease due to disability can be gauged using
DALYs. One DALY is a lost year of ‘healthy’ life, and is the sum of years of life lost due to
premature mortality and years of healthy life lost due to disability. The majority of the
burden of disease caused by dementia is due to disability rather than premature death, with
disability accounting for around three-quarters of the total burden in 2003 (Table 4.15).
Death, however, accounts for a greater proportion of the burden of disease due to dementia
for older than younger people; premature death caused about 40% of the burden for people
aged 85 and over, but 16% for people aged 65 to 74.

Dementia accounted for 94,000 DALYs in 2003 which is 4% of total DALYs lost due to all
diseases (AIHW analysis based on YLL data from Begg et al. 2007). The 25,000 DALY lost
due to dementia by those aged 85 years or more is 12% of total DALYs lost by this age group
and is the leading cause of burden for this age group.

Dementia accounted for 70,000 incident years of life lost to disability (incident YLD) which is
5% of total incident YLDs lost due to all diseases (AIHW analysis based on YLD data from
Begg et al. 2007). The 15,000 YLDs lost due to dementia by those aged 85 years or more is
28% of total incident YLDs lost by this age group (22% for males and 31% for females), and is
the leading cause of burden for this age group. There were 33,000 YLDs lost due to dementia
for persons aged between 75 and 84 years of age, representing 21% of total YLDs for all
diseases.
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Table 4.15: Years of life lost, incident years of life lost to disability and disability-adjusted life
years for dementia, by age and sex, 2003

YLL Incident YLD DALY
Age Males Females Persons Males Females Persons Males Females Persons
0-64 714 907 1,621 3,971 2,619 6,590 4,685 3,526 8,211
65-74 1,273 1,553 2,826 6,597 8,681 15,279 7,871 10,235 18,105
75-84 3,675 5,835 9,510 11,020 22,063 33,084 14,695 27,898 42,593
85+ 2,433 7,714 10,147 3,962 11,361 15,324 6,395 19,075 25,470
Total 8,094 16,009 24,103 25,551 44,725 70,276 33,645 60,734 94,379

Note: A DALY is a disability-adjusted life year and is calculated by adding the YLL and the incident YLD. Incident YLD is based on incidence
estimates for dementia and is lower in magnitude than prevalence YLD shown in Table 4.14.

Source: AIHW analysis based on YLL data from Begg et al. 2007 (in press).

The 94,000 DALYs in 2003 is projected to increase to 236,000 in 2031, a 151% increase (Table
4.16). Most of the increase is for those aged 85 years or more where a 242% increase occurs
for the number of DALYs. There is projected to be a 49% increase in dementia DALYS for
those aged less than 65 in the period 2003 to 2031.

Table 4.16: Burden of dementia, disability-adjusted life years, projected to 2031

Per cent change

Age 2003 2006 2011 2016 2021 2026 2031 2003-2031
0-64 8,211 8,947 10,153 10,841 11,556 11,902 12,242 49
65-74 18,105 18,919 22,500 28,322 32,968 35,878 38,829 114
75-84 42,593 45,052 47,155 52,597 64,160 82,812 98,197 131
85+ 25,470 28,845 37,660 46,501 54,167 66,967 87,184 242
Total 94,379 101,762 117,469 138,260 162,852 197,559 236,452 151

Source: AIHW analysis based on YLL data from Begg et al. 2007 (in press).
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5 Characteristics of people with
dementia

5.1 Introduction

This chapter explores what available Australian data reveal about the characteristics of
people with dementia (including subpopulations of informal care recipients and formal care
program clients). Data are examined in relation to sociodemographic characteristics, details
relating to the dementia syndrome, presence and type of coexisting health conditions, extent
of disability and need for assistance with daily activities, and the sources of care used by
people with dementia. For comparative purposes, information about people without
dementia is also included where appropriate.

This chapter focuses on Australian data sources and studies about people with dementia.
Although it is recognised that results from international data sources and studies may also
be applicable to Australia, this chapter aims to review what information is available in
Australia that can be used for planning purposes, and identify its gaps and strengths. A
number of data sources are used:

* the ABS 2003 Survey of Disability, Ageing and Carers

* administrative data collections such as 2004-05 ACAP, 2004-05 National Respite for
Carers Program (NRCP), 2002 Community Aged Care Packages (CACP) and Extended
Aged Care at Home (EACH) censuses and the National Hospital Morbidity Database
(NHMD)

* aselect number of smaller published Australian studies about carers of people with
dementia, which are described in more detail in Chapter 6 and Table A6.1. These studies
include information about the circumstances and needs of those people with dementia
who receive assistance from family, friends and other sources of informal care.

Data from the Dementia Education and Support Program (DESP) delivered by Alzheimer’s
Australia is discussed in Chapter 6 —services provided by Alzheimer’s Australia initially
helped carers, although people with dementia have become clients in more recent times.

Where appropriate, the characteristics of informal care recipients (a subset of all people with
dementia) will help to understand the role of carers and the needs that they respond to,
discussed in the following chapter. For example, certain care recipient characteristics have
been identified as predictors of an adverse carer impact in a multinational review, such as
severity of the dementia, behavioural disturbance, the gender and age of the care recipient at
disease onset and the hours of care required (Torti et al. 2004).°

As noted in Chapter 3, administrative data sources are restricted in their coverage to clients
of the respective services, and people with mild dementia may not be identified in these
populations. Nevertheless, administrative data collections provide information that can

9  Carer characteristics which may predict adverse carer impact include the gender and age of the carer, the
duration of care giving, the relationship to the patient, the socioeconomic status of the care and their self-rated
competence or self-efficiency (Torti et al. 2004).
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assist in constructing a profile of an important subpopulation of people with dementia—
those receiving assistance through formal services. In addition, compared to sample sizes of
most other data sources used in this chapter, the administrative data collections include
information about a large number of clients.

Missing data are excluded from the calculation of percentages in tables in this chapter, and
the number of cases for which data are missing is reported below the Total row in each table.
As a consequence of this treatment of missing data, the number of valid cases analysed for
any given data source may vary from table to table depending upon which variables are
included and the amount of missing data related to each variable.

5.2 Identification of dementia

Chapter 3 of this report discussed the purpose, scope, and collection methodology of the
data sources used in this chapter. It also described the type of data collected about dementia
and the limitations of each in this respect. Each of the data sources analysed in this chapter
includes information designed to identify people with dementia.

Survey of Disability, Ageing and Carers

In the 2003 SDAC, long-term health conditions were coded to a classification based on the
International Statistical Classification of Diseases and Related Health Problems (ICD), 10th
Revision. A person was considered to have a long-term health condition, such as dementia, if
he/she had a disease or disorder which had lasted or was likely to last for at least six
months; or a disease, disorder or event (e.g. stroke) which produced an impairment or
restriction which had lasted or was likely to last for at least six months.

As noted in Chapter 3, the SDAC has strengths as a data source about dementia. These
include its coverage of people in cared accommodation (e.g. residential aged care), and its
inclusion of all people over the age of 60 in selected households. Its limitations arise from the
reliance on self- or proxy-report which risks under-reporting of mild dementia in particular,
and the bias in reporting of health conditions generally which tends towards identifying
those conditions which are associated with disability. The coding of health conditions also
restricts the identification of people with dementia, omitting those with alcoholic dementia
or dementia in Parkinson’s disease (see Chapter 3 for a more detailed discussion).

Aged Care Assessment Program

Dementia may be recorded in the ACAP MDS v2 as a primary health condition that has the
greatest impact on the client’s need for assistance, or as one of nine other health conditions
that impact on the client’s need for assistance —codes are based on the Australian
modification of the 10th revision of the International Statistical Classification of Diseases and
Related Health Problems (ICD-10-AM). The ACAP data presented in this chapter generally
only include details about the most recent assessment for each client that took place between
July 2004 and March 2005 (i.e. details about the number of clients during the period rather
than the number of assessments). Approximately 108,638 clients had 127,078 assessments
between July 2004 and March 2005 (Table 5.1). Around 24% of all clients had dementia, and
around 24 % of all assessments were for a client with dementia. It is important to note,
however, that ACAP clients without dementia also include those clients for whom a health
condition was inadequately described or not reported —some of these may have dementia.
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Table 5.1: Dementia status of ACAP assessments and clients, July 2004 to March 2005

Assessments Clients
Dementia status Number Per cent Number Per cent
With dementia 30,192 23.8 26,158 241
Without dementia 96,886 76.2 82,480 75.9
Total 127,078 100.0 108,638 100.0

Source: AIHW analysis of the ACAP MDS v2.

National Respite for Carers Program

NRCP data are collected about people who receive informal care and whose carer is
receiving some form of assistance or support through the NRCP. Only limited data from this
program were available for this project, due to the constraints of the project’s timeframe. The
quality of data from this program has been considerably improved over the last 12 months
and will be a potentially valuable source of future information about care recipients with
dementia. Data from the NRCP show that in 2004-05 9,940 care recipients or 17% of care
recipients registered with a Commonwealth Carer Respite Centre (CCRC) had dementia
(Table 5.2).

Table 5.2: Care recipients registered with a CCRC, by dementia status, 2004-05

Care recipients registered with a CCRC Care recipients with dementia Per cent with dementia

59,849 9,940 16.6

Source: DoHA analysis of the NRCP MDS.

Community Aged Care Packages and Extended Aged Care at Home

As Chapter 3 noted, ongoing administrative data about CACP and EACH clients do not
identify people with dementia. The following analyses are therefore based on data collected
through the censuses of these programs conducted in 2002. This data has not been
subsequently updated. One major limitation of the data is that the EACH program was
relatively new at the time of the census with a very small client population. The EACH client
population has increased eight-fold since the census and it is possible that the client profile
has changed since that time. Although the age, sex and living arrangement profiles of recent
EACH clients are broadly similar to those of clients in the EACH census, there are no data
available to compare the profiles of clients with dementia. Data from the 2002 census of
CACP and EACH programs were included in AIHW (2004f).

At the time of the CACP census, conducted over one week between mid-September and
mid-October 2002, there were 904 service outlets on the administrative database with
approximately 26,500 CACP clients. Approximately 94% of these service outlets responded,
with services being delivered from 759 locations, and data were obtained for 25,439 clients
(approximately 96% of estimated clients) (AIHW 2004b). There are currently over 30,500
CACPs.

EACH was established in 2001; at the time of the EACH census conducted over one week in
May 2002, there were only 10 providers, located in five jurisdictions, with 288 EACH clients.
The response rate by providers was 100% (AIHW 2004e). There are currently about 1,800
EACH packages.
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In 2002, almost one in five CACP clients were reported as diagnosed with dementia, while

one-third of all EACH clients had been diagnosed with dementia (Table 5.3); 196 CACP

clients and 8 EACH clients did not state their dementia status —these clients will be excluded

from the subsequent tables.

Table 5.3: CACP and EACH clients with and without dementia, census periods, 2002

CACP EACH
Number Per cent Number Per cent
With dementia 4,646 18.4 90 32.1
Without dementia 20,597 81.6 190 67.9
Total 25,243 100.0 280 100.0
Dementia status not stated 196 .. 8

Source: AIHW analysis of CACP and EACH 2002 census.

5.3 Sociodemographic characteristics

Age and sex distribution

The age and sex distribution of people with dementia from a number of meta-analyses is
discussed in Chapter 4. In particular, Table 4.3 shows the age and sex distribution of the
population with dementia (by residency status) based on the meta-analyses of Lobo et al.
(2000) and Harvey et al. (2003). Given the increasing prevalence of dementia with age, it is
not surprising that people with dementia are mostly older women — consistent with meta-
analyses, more than half of SDAC respondents and ACAP, CACP and EACH clients with
dementia were women aged 75 years or older.

Table 5.4: People with dementia, by age and sex, 2003

Number with dementia Per cent Age-specific rates (%)
Age Males Females Persons Males Females Persons Males Females Persons
45-64 **1,800 **800 *2,600 **6.2 **1.1 *2.5 **0.1 — *0.1
65-69 **1,200 **1,900 *3,100 **4.2 **2.6 *3.1 **0.4 *0.5 *0.4
70-74 *3,800 *3,100 *6,900 *13.1 *4.2 *6.7 *1.3 *0.9 *1.1
75-79 *6,800 *9,200 15,900 *23.4 *12.6 15.7 *2.9 *3.1 3.0
80-84 *5,700 18,100 23,800 *19.8 24.8 234 *3.9 8.3 6.5
85+ *9,600 39,900 49,500 33.3 54.7 48.6 10.7 20.6 17.5
Total 65+ 27,100 72,200 99,300 93.8 98.9 97.5 24 5.2 4.0
Total 45+ 28,900 73,000 101,900 100.0 100.0 100.0 0.8 2.0 1.4

*  Estimate has a relative standard error of 25% to 50% and should be used with caution.

**  Estimate has a relative standard error greater than 50% and is considered too unreliable for general use.
— Nil or rounded to zero.

Note: The survey reported no people aged under 45 years with dementia.

Source: AIHW analysis of the ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.
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According to the 2003 SDAC, the majority (72%) of people with dementia were women
(Table 5.4). However, only about half of people with dementia who are cared for by a co-
resident carer (52%) or a co-resident primary carer (48%) were women (a primary carer is a
person who provides the most informal assistance, in terms of help or supervision, to a
person with one or more disabilities). The majority of people with dementia (72%) were aged
80 years or older. The age profile of males with dementia is different from that of females,
with a higher proportion of males (24%) than females (8%) aged less than 75 years. Those
cared for by a co-resident carer or a co-resident primary carer appeared to have a younger
age profile than the entire population of people with dementia, reflecting the older profile of

those living in cared accommodation compared with those living in households.

ACAP clients fall mostly into the old to very old age groups: approximately 80% of clients
were aged 75 years or over and over a third of clients were aged 85 years or over. The groups
of clients with and without dementia have similar age structures, with only a marginally
higher proportion of clients with dementia compared to those without dementia in the 85

years or over age group (Table 5.5).

Table 5.5: ACAP clients with and without dementia, by sex and age at beginning of assessment,

July 2004 to March 2005

With dementia Without dementia
Sex/age Number Per cent Number Per cent
Males
<65 393 4.1 2,866 94
65-74 1,290 13.4 5,353 17.6
75-84 4,825 50.1 13,171 43.4
85-94 2,961 30.8 8,340 275
95+ 159 1.7 638 2.1
Total 9,628 100.0 30,368 100.0
Not stated/inadequately described 3 16
Females
<65 328 2.0 2,812 5.4
65-74 1,524 9.2 6,806 13.1
75-84 7,648 46.3 22,232 42.7
85-94 6,503 394 18,462 35.5
95+ 516 31 1,746 34
Total 16,519 100.0 52,058 100.0
Not stated/inadequately described 4 20
Persons
<65 721 2.8 5,681 6.9
65-74 2,814 10.8 12,160 14.7
75-84 12,474 47.7 35,407 42.9
85-94 9,467 36.2 26,812 325
95+ 675 26 2,385 2.9
Total 26,151 100.0 82,445 100.0
Not stated/inadequately described 7 35

Note: Cases with known age but missing sex are included in the persons data.

Source: AIHW analysis of the ACAP MDS v2.



Just over 18% of CACP clients reported having a diagnosis of dementia (4,646 clients).
Among all CACP clients, 93% were aged 65 and over and 36% were aged 85 and over (Table
5.6). The prevalence of dementia among CACP clients increased with age, rising from 8% in
the under 65 age group to 20% in the 75-84 and 85-94 age groups. The proportion with
dementia declined to 16% in the 95 and over age group.

CACP clients with dementia showed an older age profile compared with those without
dementia. Less than 15% of clients with dementia were under 75 years compared with 24 %
in this age group for those without dementia. Equivalent proportions of CACP clients with
and without dementia (2%) were in the 95 years and over age group.

For all CACP clients, women outnumbered men by a factor of more than two to one (70%
were women). There was little difference between men and women for dementia status, with
18% of men and 19% of women diagnosed with dementia. Around 72% of those diagnosed
with dementia were female — this is comparable to the proportion of CACP clients without
dementia that were female (70%).

Table 5.6: CACP clients with and without dementia, by age and sex, census week 2002

With dementia Without dementia
Sex/age Number Per cent (row) Per cent (col.) Number Per cent (row) Per cent (col.)
Males
<65 73 9.4 5.7 701 90.6 1.7
65-74 190 14.0 14.8 1,167 86.0 194
75-84 573 20.3 44.6 2,252 79.7 375
85-94 425 19.5 33.1 1,750 80.5 29.1
95+ 23 14.5 1.8 136 85.5 2.3
Total 1,284 17.6 100.0 6,006 82.4 100.0
Age not stated 11 19.3 . 46 80.7
Females
<65 71 7.5 22 882 92,5 6.2
65-74 350 14.0 10.6 2,146 86.0 15.0
75-84 1,534 20.3 46.5 6,006 79.7 41.9
85-94 1,280 20.5 38.8 4,957 79.5 34.6
95+ 65 16.0 2.0 340 84.0 24
Total 3,300 18.7 100.0 14,331 81.3 100.0
Age not stated 21 17.6 .. 98 82.4
Persons
<65 145 8.4 31 1,587 91.6 7.8
65-74 544 14.0 11.8 3,332 86.0 16.3
75-84 2,118 20.3 45.9 8,294 79.7 40.6
85-94 1,715 20.3 37.2 6,754 79.7 33.0
95+ 90 15.9 2.0 477 84.1 2.3
Total 4,612 18.4 100.0 20,444 81.6 100.0
Age not stated 34 18.2 .. 1563 81.8

Note: The table excludes 196 cases with missing dementia status. Cases with known age but missing sex are included in the persons data.

Source: AIHW analysis of CACP 2002 census.
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Among all EACH clients, 89% were aged 65 and over and 34% were aged 85 and over (Table
5.7). The prevalence of dementia among EACH clients increased with age. While 15% of
clients aged 65-69 had been diagnosed with dementia, this increased to almost one-half for
clients aged 85 and over (46% of clients aged 85-94 and 46% of clients aged 95 and over).

Table 5.7: EACH clients with and without dementia, by age and sex, census week May 2002

With dementia Without dementia
Sex/age Number Per cent (row) Per cent (col.) Number Per cent (row) Per cent (col.)
Males
<65 3 42.9 11.1 4 57.1 5.8
65-74 4 13.8 14.8 25 86.2 36.2
75-84 9 25.7 33.3 26 743 37.7
85-94 11 45.8 40.7 13 54.2 18.8
95+ 0 — — 1 100.0 1.4
Total 27 28.1 100.0 69 71.9 100.0
Age not stated 0 — .. 0 —
Females
<65 5 20.8 8.3 19 79.2 16.0
65-74 5 16.1 8.3 26 83.9 21.8
75-84 19 33.9 31.7 37 66.1 311
85-94 26 448 43.3 32 55.2 26.9
95+ 5 50.0 8.3 5 50.0 42
Total 60 33.5 100.0 119 66.5 100.0
Age not stated 2 66.7 . 1 33.3
Persons
<65 8 25.8 9.1 23 74.2 12.2
65-74 9 14.8 10.2 52 85.2 27.5
75-84 28 30.8 31.8 63 69.2 33.3
85-94 38 45.8 43.2 45 54.2 23.8
95+ 5 455 5.7 6 54.5 3.2
Total 88 31.8 100.0 189 68.2 100.0
Age not stated 2 66.7 .. 1 33.3

— Nil or rounded to zero.
Note: The table excludes 8 cases with dementia status missing. Cases with known age but missing sex are included in the persons data.
Source: AIHW analysis of EACH 2002 census.

EACH clients with dementia also showed an older age profile compared with those without
dementia. Around 43% of clients with dementia were aged 85-94 and 6% were aged 95 and
over, compared with 24% aged 85-94 and 3% aged 95 and over for those not diagnosed with
dementia. EACH clients with dementia were more likely to be in the oldest age groups than
CACP clients with dementia. For EACH clients, 49% of clients with dementia were 85 years
and over. The equivalent proportion for CACP clients was 39%.

Considering all EACH clients, women outnumbered men by a factor of almost two to one
(64% were women). Of the EACH care clients diagnosed with dementia, 69% were women.
This is higher than the proportion of clients without dementia who were women (63%).
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Although the total number of clients was small in this census, Table 5.7 suggests that a
higher (or at least equal) proportion of female than male EACH clients had dementia at all
ages except in the under 65 age group.

Around 70% of those diagnosed with dementia were female —however, only 60% (63) of
those without dementia were female. Similar proportions of clients with a carer were
female —the age distribution of those clients with a carer is discussed in Section 5.5.

Data from the NRCP shows that 56% of care recipients with dementia who were registered
with a CCRC were female (Table 5.8). The percentage of all care recipients registered with a
CCRC that were female was 51%.

Table 5.8: Care recipients registered with a CCRC, by sex and dementia status, 2004-05

Care recipients registered Care recipients with
with a CCRC dementia i

Per cent with
Sex Number Per cent Number Per cent dementia
Males 28,674 49.4 4,290 44.3 15.0
Females 29,331 50.6 5,391 55.7 18.4
Total 58,005 100.0 9,681 100.0 16.7
Not stated/inadequately described 1,844 .. 259 . 14.0

Source: DoHA analysis of the NRCP MDS.

Published Australian studies found that the majority of care recipients with dementia were
usually female, although this was not the case in all studies (see Table A5.1). The proportion
of care recipients that were female ranged from just over 20% to just under 80%.

The age of care recipients with dementia ranged from less than 50 years to over 90 years.
This variation was partly the result of methodological differences and study eligibility
criteria. For example, the study by Luscombe et al. (1998) required participants to be less
than 65 years of age at survey —as might be expected, those with Huntington’s disease were
younger than those with Alzheimer’s disease or other dementias at survey (as well as age at
diagnosis).

Caregivers and dependants in the dementia subpopulation in Bindoff et al. (1997) were
significantly older than dependants with a physical or intellectual disability, despite
attempts to seek older caregivers of physically and intellectually disabled adults and thus
match the ages of those caregivers or dependants with those of the dementia group. Physical
disability dependants were also found to be significantly older than intellectual disability
dependants. Similarly, Schofield et al. (1998b) found that there were proportionately more
female care recipients in the dementia group and higher proportions of care recipients with
dementia were aged over 70 years.

Country of birth

According to the 2003 SDAC, around 68% or 69,500 of people with dementia were born in
Australia (Table 5.9). A further 16% (15,900) were born in non-English-speaking countries
and 16% (16,500) from the main overseas English-speaking countries —New Zealand,
Ireland, United Kingdom, United States of America, Canada and South Africa.
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Table 5.9: Country of birth of people with dementia, 2003

Country of birth Number Per cent
Australian-born 69,500 68.2
Main English-speaking countries 15,900 15.6
Non-English-speaking countries 16,500 16.2
Total 101,900 100.0

Note: Australian-born includes those born in Australian external territories. The Main English-speaking countries category for those born overseas
comprises people born in New Zealand, Ireland, United Kingdom, United States of America, Canada or South Africa. The Non-English-
speaking countries category comprises people born in other countries. (Standard Australian Classification of Countries codes for Australia
and territories: 1101-1199; NZ: 1201; UK: 2101-2106; Ireland: 2200-2201; Canada: 8102; USA: 8104; South Africa: 9225).

Source: AIHW analysis of ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.

Around 71% or 17,921 ACAP clients with dementia were born in Australia (Table 5.10). A
further 18% (4,525) were born in non-English-speaking countries and 12% (2,923) were from
the main English-speaking countries. Similar proportions of ACAP clients without dementia
were born in Australia, non-English-speaking countries and the main English-speaking
countries.

Table 5.10: Country of birth, by dementia status of ACAP client, July 2004 to March 2005

With dementia Without dementia
Country of birth Number Per cent Number Per cent
Australian-born 17,921 70.6 56,706 74.0
Main English-speaking countries 2,923 11.5 8,296 10.8
Non-English-speaking countries 4,525 17.8 13,586 17.7
Total 25,369 100.0 76,588 100.0
Not stated, unknown or inadequately described 789 . 3,892

Note: See note to Table 5.9.

Source: AIHW analysis of the ACAP MDS v2.

Around 66% of CACP clients with dementia were born in Australia (Table 5.11). A further
21% were born in non-English-speaking countries and 13% in the main English-speaking
countries. Similar proportions of CACP clients without dementia were born in Australia,
non-English-speaking countries and the main English-speaking countries. A higher
proportion of CACP clients with a carer were born in non-English-speaking countries than
CACP clients without a carer, regardless of dementia status.

Table 5.11: CACP clients with and without dementia, by country of birth, census week 2002

With dementia Without dementia
Country of birth Number Per cent Number Per cent
Australian-born 3,066 66.3 13,996 68.5
Main English-speaking countries 607 13.1 2,257 11.0
Non-English-speaking countries 954 20.6 4,187 20.5
Total 4,627 100.0 20,440 100.0
Not stated, unknown or inadequately described 19 .. 157

Note: The table excludes 196 cases with missing dementia status. See also note to Table 5.9.

Source: AIHW analysis of CACP 2002 census.
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Around 61% of EACH clients with dementia were born in Australia (Table 5.12). A further
28% were born in non-English-speaking countries and 11% in the main English-speaking
countries. Similar proportions of EACH clients without dementia were born in Australia,
non-English-speaking countries and the main English-speaking countries.

Table 5.12: EACH clients with and without dementia, by country of birth, census week May 2002

With dementia Without dementia
Country of birth Number Per cent Number Per cent
Australian-born 54 60.7 116 61.1
Main English-speaking countries 10 11.2 21 111
Non-English-speaking countries 25 28.1 53 27.9
Total 89 100.0 190 100.0
Not stated, unknown or inadequately described 1 .. —

— Nil or rounded to zero.
Note: See note to Table 5.9.

Source: AIHW analysis of EACH 2002 census.

Indigenous status

The overwhelming majority of ACAP clients with dementia (99% or 25,072 clients) were non-
Indigenous —only around 1% (223) of ACAP clients with dementia were identified as
Aboriginal and/or Torres Strait Islander (Table 5.13). Similar proportions of ACAP clients
without dementia were identified as Aboriginal and/or Torres Strait Islander.

Table 5.13: Indigenous status, by dementia status of ACAP client, July 2004 to March 2005

With dementia Without dementia
Indigenous status Number Per cent Number Per cent
Aboriginal and/or Torres Strait Islander 223 0.9 1,021 1.3
Neither Aboriginal nor Torres Strait Islander 25,072 99.1 77,472 98.7
Total 25,295 100.0 78,493 100.0
Not stated/inadequately described 863 .. 3,987

Notes
1. This item only relates to whether the person identifies as being of Aboriginal and/or Torres Strait Islander descent.
2. Non-Indigenous status was not taken as the default in the presence of no other evidence.

3.  The age benchmark used for service provision and planning within the ACAP is 50 and over for Aboriginal and/or Torres Strait Islander
people, compared to 70 and over for the general population.

Source: AIHW analysis of the ACAP MDS v2.

Data from the NRCP show that 1.8% of care recipients with dementia registered with a
CCRC were Aboriginal or Torres Strait Islander people (Table 5.14). The percentage of all
care recipients registered with a CCRC who were Indigenous was 3.6%. Only a small
proportion of people who did not state their Indigenous status are expected to be Aboriginal
or Torres Strait Islander (personal communication with DoHA).
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Table 5.14: Care recipients registered with a CCRC, by Indigenous status and dementia status,
2004-05

Care recipients registered Care recipients with
with a CCRC dementia i

Per cent with
Indigenous status Number Per cent Number Per cent dementia
Indigenous 1,812 3.6 165 1.8 9.1
Non-Indigenous 48,855 96.4 8,970 98.2 18.4
Total 50,667 100.0 9,135 100.0 18.0
Not stated/inadequately described 9,183 .. 805 .. 8.8

Source: DoHA analysis of the NRCP MDS.

Almost all CACP clients with dementia (97% or 4,468 clients) were non-Indigenous —only
around 3% (121) CACP clients with dementia were identified as Aboriginal and/or Torres
Strait Islander (Table 5.15). Similar (but marginally higher) proportions of CACP clients
without dementia were identified as Aboriginal and/or Torres Strait Islander.

Table 5.15: CACP clients with and without dementia, by Indigenous status, census week 2002

With dementia Without dementia
Indigenous status Number Per cent Number Per cent
Aboriginal and/or Torres Strait Islander 121 2.6 1,211 6.0
Neither Aboriginal nor Torres Strait Islander 4,468 97.4 19,050 94.0
Total 4,589 100.0 20,261 100.0
Not stated/inadequately described 57 .. 336

Note: The table excludes 196 clients where dementia status was not reported.

Source: AIHW analysis of CACP 2002 census.

According to the 2002 census, no EACH clients were identified as Aboriginal and/or Torres
Strait Islander —99% reported that they were non-Indigenous, and Indigenous status was
unknown or missing for the remaining 1% of clients.

Education

According to the 2003 SDAC, over half (53%) of people with dementia living in households
only completed Year 8 or below or never attended school. Just over a quarter (27%)
completed Year 12 or went on to higher education.

Residency

The severity of the disability experienced by people with dementia means that many of those
with the condition are eligible for care in residential aged care services. In 2003, only 26,600
people with dementia reported living in households — 75,300 people reported to have
dementia had been, or were expected to be, living in cared accommodation such as
residential aged care services or hospitals for three months or more (Table 5.16). This equates
to 74% of all those reporting dementia. For those aged 65 or more, 45% of those in cared
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accommodation reported dementia, compared with around 1% of those living in households.
For those aged 85 years or more, the corresponding figures were 48% and 4%.

People living in households may live in private dwellings or special dwellings such as self-
care accommodation for the retired or aged. The majority of people living in cared
accommodation (65% or 49,300 people) reported living in a home for the aged and an
additional 21% (15,500 people) reported living in accommodation for the retired or aged —
the remaining 10,500 people (14%) were living in hospitals or other homes.

Table 5.16: Residency of people with dementia, by age and sex, 2003

Age-specific rates within

Number with dementia Number in population accommodation type

Cared Cared Cared
Age Households = accommodation Households  accommodation Households = accommodation
45-64 **1,400 1,200 4,673,400 11,300 — 10.5
65-69 **1,700 1,400 694,800 6,400 **0.2 223
70-74 *3,000 3,800 610,300 11,000 *0.5 34.9
75-79 *7,000 9,000 502,500 22,000 *1.4 40.9
80-84 *5,500 18,400 329,300 37,000 *1.7 49.6
85+ *8,000 41,500 196,400 87,200 *4.1 47.6
Total 65+ 25,200 74,100 2,333,300 163,500 1.1 45.3
Total 45+ 26,600 75,300 7,006,700 174,800 0.4 43.1

*

Estimate has a relative standard error of 25% to 50% and should be used with caution.
**  Estimate has a relative standard error greater than 50% and is considered too unreliable for general use.
— Nil or rounded to zero.

Note: Age-specific rates relate to population in households and cared accommodation, respectively.

Source: AIHW analysis of the ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.

Similar results were obtained from the 1998 survey (see AIHW 2004f): 73,300 people with
dementia (or 72%) were living in cared accommodation. For those aged 65 or more, 43% of
those in cared accommodation reported dementia, compared with around 1% of those living
in households. For those aged 85 years or more, the corresponding figures were 47% and 8%.

Table 5.17 shows that 84% of ACAP clients with dementia lived in a community setting at
assessment, mostly in a private residence (73%)—only 16% were in a institutional setting,
mostly lower level residential aged care (13%). However, a smaller proportion of ACAP
clients with dementia lived in a community setting at assessment than ACAP clients without
dementia (93%).

83



Table 5.17: Usual accommodation setting at the time of ACAP assessment, by dementia status of
ACAP client, July 2004 to March 2005

With dementia Without dementia

Usual accommodation setting Number Per cent Number Per cent
Community setting

Private residence®® 18,666 72.8 58,230 81.2
Independent living within a retirement village 1,501 5.9 5,126 71
Supported community accommodation 504 2.0 888 1.2
Other® 924 36 2,750 3.8
Total community setting 21,595 84.3 66,994 93.4
Institutional setting

Residential aged care service — low level care 3,352 13.1 3,707 5.2
Residential aged care service — high level care 481 1.9 656 0.9
Hospital 89 0.3 159 0.2
Other institutional care 106 0.4 203 0.3
Total institutional setting 4,028 16.7 4,725 6.6
Total 25,623 100.0 71,719 100.0
Not stated/inadequately described 535 . 10,761

(a) Includes owned/purchasing, private rentals and public rentals or community housing.

(b) Includes all other types of settings, as well as boarding house/rooming house/private hotel, short-term crisis, emergency or transitional
accommodation and public place/temporary shelter.

Source: AIHW analysis of the ACAP MDS v2.

The majority of CACP clients lived in a private residence, mostly a residence that was owned
or being purchased, regardless of dementia status (Table 5.18).

Table 5.18: CACP clients with and without dementia, by accommodation type, census week 2002

With dementia Without dementia
Accommodation type Number Per cent Number Per cent
Private 4,122 90.2 18,100 89.3
Owned/purchasing 3,176 69.5 12,361 61.0
Private rental 253 5.5 1,421 7.0
Public rental or community housing 513 11.2 3,711 18.3
Not specified 180 3.9 607 3.0
Independent living within a retirement village 352 7.7 1,730 8.5
Boarding house/ rooming house/ private hotel 28 0.6 161 0.8
Short-term crisis, emergency or transitional
accommodation 4 0.1 15 0.1
Public place/temporary shelter 1 — 35 0.2
Other 62 1.4 237 1.2
Total 4,569 100 20,278 100
Not stated/inadequately described 77 . 319

— Nil or rounded to zero.

Note: The table excludes 196 clients where dementia status was not reported.

Source: AIHW analysis of CACP 2002 census.
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A higher proportion of EACH clients with dementia (88%) lived in their own private

residence than clients without dementia (78%) (Table 5.19).

Table 5.19: EACH clients with and without dementia, by accommodation type, census week

May 2002
With dementia Without dementia

Accommodation type Number Per cent Number Per cent
Private

Owned/purchasing 79 87.8 149 78.4

Private rental 4 4.4 14 7.4

Public rental or community housing 6.7 14 7.4
Independent living within a retirement village 1 1.1 11 5.8
Supported community accommodation 0 — 1 0.5
Other 0 — 1 0.5
Total 90 100.0 190 100.0

— Nil or rounded to zero.

Source: AIHW analysis of EACH 2002 census.

Living arrangements

According to the 2003 SDAC, over three-quarters of people with dementia living in private
dwellings lived with others rather than living alone (76% or 17,900 people). Similarly, in
2004-05 the majority of ACAP clients with dementia living in the community at assessment
were living with family (60%), although a significant proportion (36%) were living alone
(Table 5.20). A smaller proportion of ACAP clients with dementia were living alone than
ACAP clients without dementia — for ACAP clients without dementia, similar proportions
were living with family (49%) and living alone (49%).

Table 5.20: Living arrangements, by dementia status of ACAP client, July 2004 to March 2005

With dementia Without dementia
Living arrangements Number Per cent Number Per cent
Lives alone 7,689 36.1 31,299 47.8
Lives with family 12,851 60.3 32,160 49.1
Lives with others 774 3.6 2,039 3.1
Total 21,314 100.0 65,498 100.0
Not stated/inadequately described 918 - 11,915
Not applicable® 5,067 .. 3,926

(@) Recorded for people who were permanent residents of residential aged care services, multipurpose services or centres, Indigenous flexible
pilots, hospital or other institutional settings at the time of assessment.

Notes

1. If the persons’ household included both family and non-family members, the person was recorded as living with family. Living with family
includes de facto and same sex relationships.

2. Where there was difficulty on deciding the living arrangement of a person living in accommodation settings such as boarding houses, group
homes or retirement villages, the person was regarded as living alone, unless they were sharing their own private space/room within the
premises with a significant other such as a partner, sibling or close friend.

3. If a person was living in a granny flat, they were coded as living alone if the granny flat was a separate dwelling and they did not share their
flat with another person.

Source: AIHW analysis of the ACAP MDS v2.
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In census week 2002, the majority of CACP clients with dementia were living alone (56%),
although a significant number were living with family (42%). A smaller proportion of CACP
clients with dementia were living alone than CACP clients without dementia —for CACP
clients without dementia, 63% were living alone and over a third (35%) were living with
family. A small number of CACP clients lived with others (Table 5.21).

Table 5.21: CACP clients with and without dementia, by living arrangements, census week 2002

With dementia Without dementia
Living arrangements Number Per cent Number Per cent
Lives alone 2,599 56.2 12,839 62.6
Lives with family 1,941 42.0 7,219 35.2
Lives with others 86 1.9 466 2.3
Total 4,626 100.0 20,524 100.0
Not stated/inadequately described 20 - 73

Note: The table excludes 196 clients where dementia status was not reported.

Source: AIHW analysis of CACP 2002 census.

The majority of EACH clients with dementia were living with family (88%) with the
remaining 12% living alone (Table 5.22). A smaller proportion of EACH clients with
dementia were living alone than EACH clients without dementia —for EACH clients without
dementia, 72% were living with family, one-quarter (26%) were living alone and 2.6% were
living with others. Although the majority of EACH clients lived with family, the
overwhelming majority (96%) of those without a carer lived alone, regardless of dementia
status.

Table 5.22: EACH clients with and without dementia, by living arrangements, census week
May 2002

With dementia Without dementia
Living arrangements Number Per cent Number Per cent
Lives alone 11 12.2 49 25.8
Lives with family 79 87.8 136 71.6
Lives with others 0 — 5 2.6
Total 90 100.0 190 100.0

— Nil or rounded to zero.

Source: AIHW analysis of EACH 2002 census.

5.4 Nature of the dementia syndrome

Type of dementia

The ACAP MDS v2 records a main health condition and allows up to a further nine health
conditions to be recorded by the ACAT at the end of the comprehensive assessment process.
Recorded health conditions reflect those that are related to the person’s assessed need for

86



assistance with activities of daily living and social participation. The main condition is the
diagnosis with the most impact on the person’s need for assistance.

In the nine months between July 2004 and March 2005 26,158 ACAP clients reported 26,444
diagnoses of dementia. Around 69% of these clients listed dementia as their main condition.
Alzheimer’s dementias were the most common diagnoses, making up over half of the
dementias recorded (Table 5.23).

Table 5.23: Type of dementia, ACAP client with dementia, July 2004 to March 2005

Main or other Per cent with dementia
Type of dementia Main condition condition as main condition
Alzheimer’s dementia 10,944 14,193 771
Vascular dementia 2,171 3,610 60.1
Dementia in other diseases 639 1,116 57.3
Other dementia 4,454 7,525 59.2
Total 18,208 26,444 68.9

Notes

1. Alzheimer’s dementia includes Dementia in Alzheimer’s disease, Dementia in Alzheimer’s disease with early onset, Dementia in Alzheimer’s
disease with late onset, Dementia in Alzheimer’s disease, atypical or mixed type and Dementia in Alzheimer’s disease, unspecified.

2. Vascular dementia includes Vascular dementia, Vascular dementia of acute onset, Multi-infarct dementia, Subcortical vascular dementia,
Mixed cortical and subcortical vascular dementia, Other vascular dementia, and Vascular dementia—unspecified.

3. Dementia in other diseases includes Dementia in other disease classified elsewhere, Dementia in Pick’s disease, Dementia in Creutzfeldt-
Jakob disease, Dementia in Huntington’s disease, Dementia in Parkinson’s disease, Dementia in HIV disease and Dementia in other
specified diseases classified elsewhere.

4. Other dementia includes Other dementia, Alcoholic dementia, Unspecified dementia (includes presenile and senile dementia), and Delirium
superimposed on dementia.

Source: AIHW analysis of the ACAP MDS v2.

The majority (73%) of patients in the study conducted by Brodaty & Gresham (1989) had
Alzheimer’s disease, 20% had multi-infarct dementia and 7.3% had other forms of dementia.

In a study of carers of younger people with dementia, Luscombe et al. (1998) found that 48 %
had Alzheimer’s disease, 24% had Huntington’s disease and 28% had other types of
dementia.

Of the subjects seen in the study by LoGiudice et al. (1999), 48% fulfilled ICD-10 criteria for
Alzheimer’s disease, 22% for vascular dementia, 2.2% for alcoholic dementia, 15% for
cognitive impairment not meeting criteria for dementia, 11% combined dementia and 2.2%
unspecified dementia.

However, Bruce & Paterson (2000) found that many carers were uncertain about the
diagnosis of dementia and in some there was uncertainty about whether the diagnosis of
Alzheimer’s disease had actually been established. Furthermore, several carers were
confused about the distinctions between Alzheimer’s disease, dementia and age-related
memory disturbance.

Duration

A number of small Australian studies, whose primary focus is carers and care recipients with
dementia, report data about the length of time someone has had dementia. The duration of
dementia reported in these studies ranged from six months to 8 years.
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Study Duration of dementia

Brodaty & Hadzi- . Patients who were still alive at survey had been dementing for about four years (mean 48.2
Pavlovic (1990) months, standard deviation 24.4, range 10-97)

e  Carers had been members of the NSW Alzheimer’s Disease and Related Disorders Society for an
average of 28.7 months (standard deviation 11.0, range 6—60)

Bindoff et al. e  The duration of disability for those with a dementia-related disorder (5.23 years) was significantly
(1997) less than that for either those with a physical disability (7.15 years) or an intellectual disability (7.68
years), as some developmental and physical impairments are present at birth or early childhood

Bruce et al. (2002) o Carers’ estimates of the first time they consulted a general practitioner (GP) about the dementia
ranged from six months to 6.5 years previously (average 1.8 years)

Bruce et al. (2005) e  The median duration of memory loss was 24 months (with a range of 17 to 48 months) and the
median duration of need for care was 18 months (with a range of 6 to 30 months), although eligible
carers were those who had been caring for the care recipient for at least 6 months

Behavioural and psychological symptoms of dementia

Behavioural and psychological symptoms of dementia (BPSD) is an umbrella term for a
heterogeneous group of non-cognitive symptoms that are almost ubiquitous in dementia,
including psychosis, depression, agitation, aggression and disinhibition (Brodaty et al. 2003).
BPSD may create problems for the individual, the community and health and care workers,
and is associated with lowered functional abilities and poorer prognosis, an increased
burden on caregivers and nursing-home staff, higher costs of care and earlier
institutionalisation. It is not known whether changes in behaviour result from disease-related
neurochemical imbalance, from psychological reactions to the cognitive deficits associated
with the dementing process or from concomitant physical or psychiatric illness (Baumgarten
et al. 1990). Some studies suggest that there is an association between premorbid personality
and BPSD (see Low et al. 2002). Quantification of behavioural disturbance is important in
determining disease severity and prognosis and has a significant impact on carer stress.

Two issues associated with BPSD include manifestation (e.g. nature, frequency of occurrence
and duration of episodes of BPSD) and impact on carers, family, friends or other people.
Frequency and duration of challenging behaviour are important indicators of its impact. For
example, some types of behaviour may feel disruptive because they occur often (e.g. hiding
things, throwing things) and other behaviours may be best defined by how long they last
when they do occur, as well as how often they occur (e.g. yelling, screaming or pacing).

Carers, family, friends or other people will vary in terms of the extent to which behaviours
are experienced as disrupting or challenging. Challenging behaviour may be described as
‘any behaviour associated with the dementing illness which causes distress or danger to the
person with dementia and/or others” (Bird 2003). The impact of this behaviour on those
around them cannot be simply explained by differences in frequency or the apparently less
disruptive behaviour of pacing compared with screaming. The impact of challenging
behaviours on the carer is also affected by personal factors, the extent to which modifications
to the physical environment have facilitated the management of the behaviour, the
development of effective strategies for managing the behaviour, and the nature and type of
support available for the carer. For example, wandering at home into a garden without a
secure fence is more likely to cause concern that wandering in a secure facility, and training
and support may increase a carer’s capacity to manage some behaviours more effectively,
thereby reducing their disruptive effect.

BPSD has implications for management. The goals of managing challenging behaviour are to
reduce the disruptive effects of the behaviour and/or to ameliorate distress or danger (Bird
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et al. 2002). Management strategies include psychosocial approaches, pharmacotherapy and
working with carers or nursing staff. Brodaty et al. (2003) proposed a seven-tiered model for
the management of behavioural and psychological symptoms of dementia, which indicated
that increasing severity of BPSD requires treatment and management in specialised health
and care settings (Figure 5.1).

Tier 7:
Dementia with extreme BPSD
(e.gt physical violence)
Prevalence:* Raret
Management: In‘intensive specialist care unit

Tier 6:
Dementia with very severe BPSD
(e.g. physicaliaggression, severe depression, suicidal tendencies)
Prevalence: <1%t
Management: In psychogeriatric or neurobehavioural units

Tier 5: Dementia with severe BPSD
(e.g. severe depression, psychosis, screaming, severe agitation)
Prevalence: 10%t
Management: In'dementia-specific nursing homes, or by case management under a specialist team

Tier 4: Dementia with moderate BPSD dils_ti\ll'gla?::e
(e.g. major depression, verbal aggression, psychosis, sexual disinhibition, wandering) increases
Prevalence: 20%t
Management: By specialist consultation in primary care
Tier 3: Dementia with mild BPSD Use of
(e.g. night-time disturbance, wandering, mild depression, apathy, repetitive questioning, shadowing) interventions
Prevalence: 30%% is cumulative

Management: By primary care workers

Tier 2: Dementia with no BPSD
Prevalence: 40%%
Management: By selected prevention, through preventive or delaying interventions (not widely researched)

Tier 1: No dementia
Management: Universal prevention, although specific strategies to prevent dementia remain unproven

* Prevalence is expressed as estimated percentage of people with dementia who currently fall into this category.
1 Estimate based on clinical observations.

I Estimate based on Lyketsos et al. 2000.

Source: Reproduced from Brodaty et al. 2003.

Figure 5.1: Seven-tiered model of management of behavioural and psychological symptoms of
dementia

Published Australian studies have examined the range of symptoms and their effects.
According to these studies:

1. Multiple behavioural symptoms are common:

* LoGiudice et al. (1999) found that care recipients with dementia had on average 10.5
problem behaviours on the 20-item Clifton Assessment Procedures for the Elderly-
Behaviour Rating Scale (CAPE-BRS).

* Brodaty & Hadzi-Pavlovic (1990) found that multiple behavioural symptoms are the rule,
especially dependency and demand behaviours; all patients with dementia who were
alive at completion of their study exhibited BPSD. Mean scores for patients living at
home on the Problem Behaviour Check List and subscales are shown in Table 5.24.
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Table 5.24: Scores on the total Problem Behaviour Check List and subscales

Mean score Standard deviation = Median / possible maximum score

Problem Behaviour Check List (n = 47) 16.2 6.8 Median = 14
Subscales (n = 50-53)

Dependency 6.3 3.3 6/12

Demand 4.2 2.5 3/10

Disturbance 2.0 1.9 1/8

Disability 2.6 2.6 2/8

Wandering 1.1 1.2 0/4

Source: Reproduced from Brodaty & Hadzi-Pavlovic 1990.

2. Aggression has been commonly reported in some studies:

* Inastudy of female primary caregivers, Cahill & Shapiro (1993) found that aggression
against caregivers was reported in 89% of cases. Verbal aggression was most prevalent
(82%), but more than half (58%) of carers claimed they had been victims of physical
aggression including threatening gestures, hitting, kicking, shoving and being struck by
flying objects, and 5% experienced sexual aggression. Serious violence was experienced
by 26% of carers in the sample.

* Schofield et al. (1998b) found differences in the reports of three groups of carers,
depending on whether they were caring for a person with dementia or not. Carers of
people with a physical impairment reported fewer instances of aggressive behaviour on
the part of the care recipient than carers of people with dementia or undiagnosed
memory loss. Carers of people with a physical impairment and no cognitive impairment
also reported fewer depressive problems among their care recipients than carers of
people with dementia or undiagnosed memory loss.

3. A significant proportion of care recipients experience moderate to severe behavioural
symptoms:

* The vast majority of care recipients with dementia or memory loss in a study by Brodaty
et al. (2005) displayed behavioural problems: 17% displayed no behavioural symptoms;
35% displayed mild symptoms; 41% displayed moderate symptoms; and 6.4% displayed
severe behavioural disturbances, such as severe aggression.

* Anevaluation of the Aged Care Innovative Pool Dementia Pilot found that over 64% of
care recipients referred for dementia-specific pilot services experienced severe BPSD at
time of referral and almost three-quarters experienced at least moderate BPSD (AIHW:
Hales et al. 2006).

4. Carer stress:

For each BPSD surveyed, the evaluation of the Aged Care Innovative Pool Dementia Pilot
found that at least 50% of family carers reported a level of distress associated with the
symptom. Carers experienced distress from symptoms of a non-aggressive nature as well as
from verbal and physical aggression: over 60% of carers with a care recipient who exhibited
memory loss, emotional or psychological symptoms, or wandering or intrusive behaviour
reported moderate to extreme distress in relation to these symptoms. These results provide
strong evidence of an association between BPSD characteristics of care recipients with
dementia and psychological symptoms in carers. The study also found a statistically
significant association between carer strain and carer psychological symptoms; given the
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widely reported association between carer burden and higher rates of institutionalisation of
people with dementia, the Pilot data suggest a relationship between the BPSD characteristics
and risk of residential placement. Further, some service providers in the Pilot reported that
mainstream community care providers are sometimes unwilling to accept people with
dementia who exhibit moderate to severe behavioural symptoms, due to difficulties that can
arise in providing care such as resisting assistance and occupational health and safety
concerns for staff.

5.5 Disability, health and need for assistance

The impact of a health condition on the population depends on the combination of the
prevalence of the health condition and the severity of disability among those with the
condition. Dementia does not feature among the most common conditions in the older
population, being reported by 4% of people aged 65 and older and by 17% of those with a
severe or profound core activity limitation in the 2003 SDAC (Table 5.25). However,
dementia is among the health conditions associated with the most severe levels of disability.

For a number of selected health conditions, Table 5.25 measures severity of disability in the
older population in terms of:

* the proportion of people with a health condition for whom that condition is their main
disabling condition

* the proportion of people with each health condition reporting a severe or profound core
activity limitation
* the mean number of conditions reported by people with each health condition.

The selected conditions are examined in people aged 65 years or older in order to account for
the increase in the number of comorbid conditions associated with older age. For people
aged 65 years or older:

* Those with dementia or Parkinson’s disease were much more likely to report that these
health conditions were their main disabling conditions than people with other health
conditions. Over two-thirds of people with dementia reported that dementia was their
main disabling condition (68% or 67,300 people), followed closely by people with
Parkinson’s disease (66%). The next group of health conditions which people reported as
a main disabling condition were arthritis (48%), leg, knee, foot or hip damage from injury
or accident (46%), back problems (45%) and cancer (42%).

* Dementia is prominent as the health condition most likely to be associated with a severe
or profound core activity limitation —98% of those with dementia (97,300 people)
reported a severe or profound core activity limitation. This estimate must be treated with
some caution due to the difficulties of identifying people with mild and moderate
dementia in population surveys which have been discussed earlier in this report. Other
highly disabling conditions identified through the SDAC were problems with speech
(87% have a severe or profound core activity limitation) and Parkinson’s disease (77%).

* People with dementia reported the third highest mean number of health conditions (5.3
conditions), after those with depression (5.5 conditions) and those with phobic and
anxiety disorders (5.3 conditions). Multiple conditions were also associated with nervous
tension/stress and head injury/acquired brain damage (5.1 conditions) and leg, knee,
foot or hip damage from injury or accident and stroke (4.9 conditions).
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Need for assistance

The disabling impact of dementia means that people with severe or advanced dementia may
require a variety of assistance, including help with activities of daily living (ADLs) related to
basic self-care (e.g. bathing, dressing, toileting, getting in and out of bed, continence and
feeding). Even those with mild or moderate dementia may require assistance with
instrumental activities of daily living (LADLs) central to independent functioning in the
community (such as light housework, laundry, meal preparation, grocery shopping, outside
mobility, travel, money management, and telephoning). ADLs and IADLs are two basic
measures of activity limitation —however, the ADL scale is considered to represent a more
basic level of functioning than the IADL scale (AIHW: Wen & Fortune 1999).

The SDAC identifies a range of activities with which assistance is needed by those with a
disability or who are frail aged. Certain activities are designated as core activities (self-care,
communication and mobility) which are closely aligned with ADLs. Non-core activities
include health care, paperwork, transport, housework, property maintenance, meal
preparation and cognition or emotion and are similar to IADLs. According to the 2003
SDAC, 98% of people with dementia living in households (26,100 persons) and almost all
people with dementia living in cared accommodation (75,200 persons) reported needing
assistance with at least one activity (Table 5.26).

Table 5.26: Need for assistance of people with dementia, by residency, 2003

Households Cared accommodation

Number Per cent Number Per cent
Personal activities®
Self-care 16,700 62.8 73,900 98.1
Mobility 21,600 81.3 70,600 93.8
Communication 11,900 44.7 62,800 83.5
Cognition or emotion 20,400 76.6 70,300 93.4
Health care 21,900 82.2 74,700 99.3
Total needing assistance with personal activities®” 25,800 96.9 74,900 99.5
Other activities
Paperwork 20,300 76.5 @61,400 @g1.6
Private transport® 22,800 85.8
Housework™® 20,700 77.7
Property maintenance'® 18,200 68.6
Meal preparation 14,800 55.7
Total needing assistance with at least one activity™ 26,100 98.3 75,200 99.8
Assistance not needed **500 1.7 **100 **0.2
All persons 26,600 100.0 75,300 100.0

(a) These activities were only asked of persons with a disability.

(b) Total may be less than the sum of the components as persons may need assistance with more than one activity.
(c) These activities were only asked of persons living in households.

** Estimate has a relative standard error of greater than 50% and is considered too unreliable for general use.

Source: AIHW analysis of ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.

93



Ninety-seven per cent of people with dementia living in households and almost all people
with dementia living in cared accommodation needed assistance with personal activities.
Health care was the most common personal activity with which people living in households
needed assistance (82% needed assistance in this area). This was followed by need for
assistance with mobility (81%), cognition or emotion (77%), and self-care (63%). At 42%,
assistance with communication was required the least. However, this is still considerably
higher than for people without dementia. Other common areas of need included transport
(86%), housework (78%) and paperwork (77%).

In cared accommodation, health care was also the most common area of need by those living
in households, with 99% needing assistance in this area; this was followed by need for
assistance with self-care (98%), mobility (94%) and cognition or emotion (93%). At 84%,
assistance with communication was required the least. A higher proportion of people with
dementia living in cared accommodation needed assistance with every relevant activity than
those living in households.

However, some people with dementia experienced difficulty with activities, but did not
necessarily need assistance with these activities. Figure 5.2 shows that, for people with
dementia living in households, this was particularly the case in the area of cognition or
emotion. Around 92% of people with dementia had difficulty with cognitive or emotional
tasks, but only 77% needed assistance with this activity. Data about difficulty with activities
are not shown for people with dementia living in cared accommodation, as the vast majority
needed assistance with each activity.

Per cent . Needs assistance
100 4
Has difficulty only
80 -
60 -
40 -
20 -
0 hl T T T
Self-care  Mobility Oral comm- Cognition  Health Paperwork  Private Housework Home Meal

unication or emotion care transport maintenance prepar-
& gardening  ation
Activity

Source: AIHW analysis of ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.

Figure 5.2: Need for assistance and difficulty with activities, people with dementia in households,
2003

The proportion of people with dementia needing assistance with activities is significantly
greater than the proportion of the total population of older people needing assistance with
activities (see AIHW 2005b:156-7).

94




ACAP clients with dementia experience more activity limitations per person than those
without dementia. Areas of activity were recorded if the client needed the assistance or
supervision of another person, from either formal agencies or informal carers, regardless of
whether the assistance was available or not. These categories of assistance are designed to
identify severe or profound core activity restriction. The person’s need for assistance with
activities was reported in relation to their usual accommodation setting. More than one
activity can be recorded.

The main activity limitations were the similar for both ACAP clients with dementia and
ACAP clients without dementia. For clients with dementia, these were domestic assistance,
meals, transport, health care tasks and activities involved in social and community
participation (Table 5.27).

Table 5.27: Activity limitations, by dementia status of ACAP client, July 2004 to March 2005

With dementia Without dementia
Activity limitations Number Per cent Number Per cent
Self-care 19,164 73.3 39,595 48.0
Movement activities 8,022 30.7 18,781 22.8
Moving around places at or away from home 14,977 57.3 34,134 41.4
Communication 7,911 30.2 9,050 11.0
Health care tasks 22,030 84.2 43,811 53.1
Transport 22,488 86.0 54,274 65.8
Activities involved in social & community participation 20,726 79.2 44,269 53.7
Domestic assistance 20,186 77.2 57,880 70.2
Meals 19,840 75.8 49,160 59.6
Home maintenance 14,217 '54.4 39,990 485
Other 1,449 5.5 3,884 47
None 346 1.3 3,031 3.7
Unable to determine 294 1.1 7,143 8.7
Not stated/inadequately described 135 0.5 4,792 5.8
Total 26,158 100.0 82,480 100.0

1 Domestic assistance, Meals and Home maintenance do not apply to those whose usual accommodation setting was in a residential aged
care service, hospital or other institutional care setting. For clients living in households, the percentage with limitations in these activities are

90.5%, 89.0% and 64.0% for clients with dementia and 83.3%, 70.8% and 57.5% for clients without dementia.

Notes

1.  Total may be less than the sum of the components as clients may need assistance with more than one activity.

2. If aclient independently used an aid (or equipment) to help them with a particular activity, or could independently use such an aid, they were
not recorded as needing the help or supervision of another individual.

Source: AIHW analysis of the ACAP MDS v2.

Figure 5.3 shows that all limitations are more prevalent among ACAP clients with dementia
than those without. The biggest differences in proportion of ACAP clients with activity
limitation between those with and those without dementia occur with health care tasks,

activities involved in social and community participation, self-care, transport and

communication.
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Figure 5.3: Proportion of ACAP clients with activity limitations, by dementia status, July 2004 to
March 2005

For CACP clients without dementia the proportion requiring self-care assistance was 59%;
this is lower than the proportion of clients with dementia requiring such assistance (79%)
(Table 5.28). The proportions of clients with and without dementia requiring assistance with
mobility were similar —66% and 69%, respectively. Relatively few CACP clients required
assistance with communication; however, more clients with dementia required this type of
assistance compared with clients without dementia (36% versus 10%). A higher proportion
of clients with carers tended to need assistance with each activity, regardless of dementia
status.

Table 5.28: CACP clients with and without dementia, core activity in which assistance was needed,
census week 2002

With dementia Without dementia
Core activity Number Per cent Number Per cent
Self-care 3,665 78.9 12,161 59.0
Mobility 3,057 65.8 14,156 68.7
Communication 1,689 36.4 2,102 10.2
None 386 8.3 3,448 16.7
Total persons 4,646 - 20,597

Notes
1. The table excludes 196 clients where dementia status was not reported.
2. Clients may need more than one type of assistance, and so percentages do not sum to 100.

3. Clients with a self-care limitation sometimes or always needed assistance or supervision with one or more of: eating; showering or bathing;
dressing; toileting; or managing incontinence.

4. Clients with a mobility limitation sometimes or always needed assistance or supervision in at least one of the following: maintaining or
changing body position; carrying, moving and manipulating objects; getting in or out of a bed or chair; or walking and related activities. Those
without other severe or profound mobility limitations but who sometimes or always need assistance using public transport are considered to
have a mild mobility limitation.

5. Clients with a communication limitation sometimes or always needed assistance or supervision with understanding others or being
understood by others.

Source: AIHW analysis of CACP 2002 census.
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Because of targeting, EACH clients have high care needs. All EACH clients, whether with or
without dementia, required assistance with self-care tasks, and almost all required assistance
with mobility (99% of clients with dementia and 98% of clients without dementia). EACH
clients were less likely to require assistance with communication; however, more clients with
dementia required this type of assistance (76%), compared with clients without dementia
(46%) (Table 5.29). A higher proportion of clients with carers tended to need assistance with

each activity.

Table 5.29: EACH clients with and without dementia, core activity in which assistance was needed,

by age, census week May 2002

With dementia

Without dementia

Core activity Number Per cent Number Per cent
Self-care 90 100.0 190 100.0
Mobility 89 98.9 187 98.4
Communication 68 75.5 88 46.3
Total persons 90 190

Note: The table excludes 8 clients where dementia status was not reported. See also notes 3, 4 and 5 to Table 5.28.

Source: AIHW analysis of EACH 2002 census.

CACP clients with dementia tended to need assistance with more activities (Table 5.30). In
addition, a higher proportion of EACH clients with dementia required assistance with a
large number of personal activities (Table 5.31).

Table 5.30: Number of personal activities in which CACP clients sometimes or always need the
assistance or supervision of another person, by dementia status, census week 2002

Number of personal activities With dementia Without dementia

requiring assistance Number Per cent Number Per cent
0 195 4.2 2,147 10.6
1 392 8.5 2,597 12.8
2 550 11.9 3,447 17.0
3 697 15.1 3,419 16.9
4 634 13.8 2,699 13.3
5 591 12.8 2,172 10.7
6 466 10.1 1,439 71
7 381 8.3 979 438
8 285 6.2 571 2.8
9 155 34 409 2.0
10 126 27 253 1.2
11 132 2.9 119 0.6
Total 4,604 100.0 20,251 100.0
Not stated/inadequately described 42 346

Note: The table excludes 196 clients where dementia status was not reported.

Source: AIHW analysis of CACP 2002 census.
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Table 5.31: Number of personal activities in which EACH clients sometimes or always need the
assistance or supervision of another person, by dementia status, census week May 2002

Number of personal activities With dementia Without dementia

requiring assistance Number Per cent Number Per cent
4 1 1.1 5 2.6
5 1 1.1 7 3.7
6 0 — 7 3.7
7 2 22 16 8.4
8 7 7.8 27 14.2
9 18 17.8 45 23.7
10 24 26.7 49 25.8
11 39 43.3 34 17.9
Total 90 100.0 190 100.0

— Nil or rounded to zero.

Source: AIHW analysis of EACH 2002 census.

Results from published Australian studies show that people with dementia have higher
IADL dependence, and to a lesser extent, higher ADL dependence:

Schofield et al. (1998b) found that carers of those with dementia reported higher ADL
and IADL dependence than the other groups. Similarly, carers of those with
undiagnosed memory loss reported more IADL dependence than carers of those with a
physical impairment, although the groups did not differ in ADL dependence.

In a study of carers of people with dementia or memory loss, Brodaty et al. (2005)
reported that 24% of care recipients needed no help, 61% needed some help and 15%
needed a lot of help with ADLs. In the case of IADLs, 3.7% of care recipients needed no
help, 19% needed some help and 99% needed a lot of help.

Patients with dementia in the study conducted by Helmes et al. (2005) presented with
mild functional difficulties — on average, patients had a score of 2.3 (standard deviation =
3.2) on the ADL scale (range = 0-12) and 8.9 (standard deviation = 4.25) on the IADL
scale (range = 0-14).

None of the subjects in the study conducted by LoGiudice et al. (1999) were dependent in
more than two activities —39% were ADL dependent and 46% were IADL dependent.
Similarly, Bruce et al. (2005) found that the majority of people with dementia were
independent in performing basic ADLs, but required assistance with cooking, shopping,
managing finances and medications (Table 5.32).

Brodaty et al. (2005) found that the majority of care recipients with dementia or memory loss
were moderately or severely physically disabled and had moderate to severe cognitive
impairment (Table 5.33). Not surprisingly, Schofield et al. (1998b) found that care recipients
with a physical impairment were more physically, and less mentally, impaired than
recipients with undiagnosed memory loss or dementia. Care recipients with dementia were
more severely mentally disabled than those with undiagnosed memory loss. The frequency
of cognitive problems in those with dementia was higher than in those with undiagnosed
memory loss or physical impairment.
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Table 5.32: Proportion needing ADL and IADL assistance (per cent)

Supervision only

Assistance/dependence

ADL assistance

Bathing 8.8 17.6
Toileting 3.3 9.9
Dressing 18.7 17.6
Feeding 7.7 2.2
Grooming 11.0 14.3
Mobility 13.2 8.8
IADL assistance

Shopping 14.3 63.8
Cooking 9.9 53.9
Finances 1.1 74.4
Medications 20.7 59.4
Housework 9.9 48.4

Source: Reproduced from Bruce et al. 2005.

Table 5.33: Physical and cognitive impairment

Brodaty et al. (2005): Proportion of physical and

Schofield et al. (1998b): Mean severity of impairment

(a)

cognitive disabilities scores
Undiagnosed Physical
None Mild Moderate Severe Dementia memory loss impairment
Physical Physical
disability 28.4 21.1 18.3 32.1 impairment® 10.38 12.43 14.92
Cognitive Mental
impairment — 32.1 33.9 33.9 impairment 12.62 6.63 0.19

(a) A score of 9 = severe impairment, 3 = moderate impairment, 1 = minor impairment and 0 = no impairment.

(b) Includes physical/mobility, coordination, sensory and long-term health problems.

(c) Includes intellectual, communication and psychiatric problems.

Need for assistance with cognition and behaviour

The SDAC collects information from people with a disability about their need for assistance
relating to cognition, emotions and behaviour. In 2003, 94% of an estimated 101,900 people
with dementia reported a need for assistance with cognitive or emotional tasks (Table 5.34).
Most people with dementia in fact need assistance in each of these areas and 62% said they
needed help with personal relationships. Over 60% of people with dementia in 2003
recorded a need for behaviour management assistance (Table 5.35).
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Table 5.34: People with dementia, estimated number and percentage of people, by stated need for

assistance with cognition and emotions, 2003

Number Per cent
Whether needs assistance or has difficulty with cognitive or emotional tasks
Needs assistance or has difficulty with cognitive or emotional tasks 95,200 93.5
Does not need assistance/does not have difficulty with cognitive or emotional tasks *2,200 *2.2
Assessment of cognitive or emotional support tasks not performed (establishments only) *3,900 *3.8
Not applicable (heath condition without disability) **500 **0.5
Total 101,900 100.0
Whether needs assistance to make decisions or think through problems because of disability
Needs assistance to make decisions or think through problems 80,600 79.1
Does not need assistance to make decisions or think through problems *8,400 *8.3
Activity not performed (establishments only) 12,300 121
Not applicable (heath condition without disability) **500 **0.5
Total 101,900 100.0
Whether needs assistance to cope with feelings or emotions because of disability
Needs assistance to cope with emotions 72,000 70.7
Does not need assistance to cope with emotions 21,200 20.8
Activity not performed (establishments only) *8,100 *8.0
Not applicable (heath condition without disability) **500 **0.5
Total 101,900 100.0
Whether needs assistance with relationships because of disability
Needs assistance with relationships 63,300 62.2
Does not need assistance with relationships 27,100 26.6
Activity not performed (establishments only) 10,900 10.7
Not applicable (heath condition without disability) **500 **0.5
Total 101,900 100.0
Number of cognitive/emotional tasks for which assistance is needed
None 10,700 10.5
One 13,300 13.0
Two 21,800 214
Three 55,600 54.6
Not applicable (heath condition without disability) **500 **0.5
Total 101,900 100.0

* Estimate has a relative standard error of 25% to 50% and should be used with caution.

> Estimate has a relative standard error of greater than 50% and is considered too unreliable for general use.

Source: AIHW analysis of the ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.
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Table 5.35: People with dementia, estimated number and percentage of people with behaviour
management needs, 2003

Whether needs assistance to manage own behaviour Number Per cent
Needs assistance to manage own behaviour 62,900 61.7
Does not need assistance to manage behaviour *5,900 *5.8
Activity not performed (establishments only) *6,300 *6.1
Not applicable 26,900 26.4
Total 101,900 100.0

*

Estimate has a relative standard error of 25% to 50% and should be used with caution.

Source: AIHW analysis of the ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.

Similar proportions of care recipients registered with a CCRC demonstrate BPSD. In 2004-05,
5,648 CCRC care recipients with dementia (57%) were recorded as having behavioural and
psychological symptoms (Table 5.36).

Table 5.36: Dementia status and challenging behaviour of care recipients registered with a CCRC,
by sex, 2004-05

Care recipients with Care recipients with Care recipients

dementia behavioural symptoms % with  with BPSD as a

dementia % of all CCRC

Sex Number Per cent Number Per cent and BPSD recipients
Males 4,290 443 2,438 443 56.8 8.5
Females 5,391 55.7 3,063 55.7 56.8 10.5
Total 9,681 100.0 5,501 100.0 56.8 9.5
Not stated/inadequately described 259 - 147 . 56.8 8.0

Source: DoHA analysis of the NRCP MDS.

The NRCP data collection also describes the level of support need in relation to a care
recipient’s BPSD. This rating reflects the carer’s perception of the level of support that is
needed to manage behavioural and psychological symptoms. It does not imply an
assessment process and is a descriptive category only. If the carer is the primary carer of
more than one person with care needs, level of support need for BPSD is recorded for each
care recipient. More than half of the CCRC care recipients with BPSD were reported to have
a need for assistance directly related to this class of symptoms.

101



Per cent B remales

60 Males
50 -

40 -

30 A

20 -

N I .

0
None Low Medium High

Level of support required

Notes

1. High: care recipient needs practical assistance and supervision due to challenging behaviour.

2. Medium: care recipient needs some practical assistance and supervision with some tasks due to challenging behaviour.
3. Low: care recipient needs little or no practical assistance and supervision due to challenging behaviour.

4. None: care recipient needs no support due to challenging behaviour.

Source: DoHA analysis of the NRCP MDS.

Figure 5.4: CCRC care recipients, distribution of levels of support required for BPSD, by sex,
2004-05

Main health condition

As discussed earlier in this section, according to the SDAC, the majority of people with
dementia reported that dementia was their main disabling condition. Table 5.37 shows the
main health conditions reported by people with dementia from a number of data sources.
The meaning of main health condition varies with data collection source:

e The 2003 SDAC asks which long-term condition causes the most problems. Where only
one long-term condition is reported, this is the main long-term condition.

* The ACAP MDS v2 records a main condition and allows up to a further nine health
conditions to be recorded. The health conditions are recorded at the end of the
comprehensive assessment process. Recorded health conditions reflect the health
conditions that are related to the person’s assessed need for assistance with activities of
daily living and social participation. The main condition is the diagnosis with the most
impact on the person’s need for assistance.

* The principal diagnosis associated with a hospital separation is the diagnosis established
after study to be chiefly responsible for the patient’s episode of care in hospital. A person
with dementia may be admitted to hospital for management of dementia, in which case
their record of separation is likely to show dementia as a principal diagnosis, or they may
be admitted for some other reason. Where the admission is attributed to a health
condition other than dementia, dementia will also be coded on the record as an
additional diagnosis if it contributes to the cost of hospital care.
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According to the 2003 SDAC and 2004-05 ACAP, over two-thirds of people with dementia or
Alzheimer’s disease reported that this was their main disabling condition or main health
condition (67% and 70%, respectively). Additionally, a further 7.2% of people in the 2003
SDAC reported stroke, head injury/acquired brain damage or Parkinson’s disease as their
main disabling condition. Collectively, 75% of people with dementia or Alzheimer’s disease
reported one of these conditions as their main disabling condition.

SDAC respondents with dementia also commonly reported diseases of the circulatory
system and diseases of the musculoskeletal system and connective tissue as main health
conditions; 9% of ACAP clients reported diseases of the circulatory system as a main health
condition. This is not unexpected, considering that conditions such as cardiovascular
diseases, arthritis and osteoporosis are common conditions among the older population.

For those in hospital, problems coded to Factors influencing health status and contact with health
services make up 15.1% of the principal diagnoses for people with dementia (mostly people
awaiting admission to an adequate facility elsewhere). In 13% of cases Dementia and
Alzheimer’s disease was the principal diagnosis. Conditions associated with Injury, poisoning
and certain other consequences of external causes accounted for 14.6% of principal diagnoses.
Diseases of the circulatory system were the principal cause of hospitalisation in 10.8% of
separations with a diagnosis of dementia. These four disease categories were the principal
diagnosis for over half (53%) of all hospital separations associated with a diagnosis of
dementia in 2003-04.
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5.6 Sources of care

The SDAC allows the sources of care for the 26,600 people with dementia living in
households to be examined. In 2003, informal care networks of family, friends and
neighbours provided much of the assistance received by people with dementia living in the
community —57% of assistance with core activities came solely from informal sources; 29%
of people receiving help with core activities received assistance from a combination of both
informal and formal care providers (Table 5.38). None of those who needed assistance with
core activities received such assistance only from formal care providers, such as government
organisations and private for-profit and not-for-profit agencies in the community. Fourteen
per cent of people with dementia who needed assistance with self-care, mobility and/or
communication, received no assistance.

Assistance with communication (100%) and paperwork (92%) were the most likely kinds of
assistance to be provided through informal sources for people with dementia living in
households with a profound or severe limitation. Health care was the least likely kind of
assistance to be obtained only through informal providers (34%), and the most likely kind of
assistance to be obtained only through formal providers (19%).

Table 5.38: Source of assistance received by people with dementia living in households with a
profound or severe limitation, 2003 (per cent)

Informal Number needing
Assistance needed None Informal only Formal only and formal assistance
Core activities
Self-care 20.0 50.8 — 29.2 16,700
Mobility 6.2 63.8 — 30.0 21,600
Communication — 100.0 — — 11,900
Total for core activities" 14.4 56.6 — 29.0 23,700
Other activities (in addition to core activity)
Cognition or emotion — 75.7 — *24.3 18,900
Health care — *34.1 *18.6 *47.3 20,700
Housework **3.1 56.1 2.7 *38.1 20,100
Property maintenance 11 72.5 **4.9 *21.5 17,700
Paperwork — 92.3 — 7.7 19,800
Meal preparation **4.2 *68.4 **1.6 *25.8 14,800
Transport **2.6 79.0 — *18.4 20,800

*

Estimate has a relative standard error of 25% to 50% and should be used with caution.
**  Estimate has a relative standard error greater than 50% and is considered too unreliable for general use.
— Nil or rounded to zero.

(a) Includes people who need help sometimes or always with at least one core activity. As people may have different sources of care for different
activities, these percentages are not simply the average of the percentages for the individual activities.

Note: Components may not add to total due to rounding.

Source: AIHW analysis of ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.
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Unmet need occurs when a person does not have sufficient assistance with activities when
help is required. The 2003 SDAC provides information on perceptions of unmet need. The
area of greatest unmet need was self-care, with 20% of people with dementia living in
households with a profound or severe core activity limitation reporting no provider of the
assistance needed (Table 5.39). The areas with the highest proportions of people reporting
that their need for assistance was fully met were paperwork (97%), meal preparation (91%)
and transport (91%).

Table 5.39: People with dementia living in households, whether need for assistance was met, by
type of assistance required, 2003 (per cent)

Extent to which need is met A
Number needing

Fully Partly Not at all Total assistance
Personal activities®
Self-care 62.9 171 20.0 100.0 16,700
Mobility 83.9 9.9 6.2 100.0 21,600
Communication 79.4 20.6 — 100.0 11,900
Cognition or emotion 80.9 16.2 2.8 100.0 20,400
Health care 90.2 9.8 — 100.0 21,900
Other activities
Paperwork 97.4 2.6 — 100.0 20,300
Transport 91.3 1.3 7.5 100.0 22,800
Housework 88.5 8.5 3.0 100.0 20,700
Property maintenance 85.2 13.6 1.1 100.0 18,200
Meal preparation 91.3 4.5 4.2 100.0 14,800

— Nil or rounded to zero.
(a) These activities were only asked of persons with a disability.

Source: AIHW analysis of ABS 2003 Survey of Disability, Ageing and Carers confidentialised unit record file.

For ACAP clients with dementia, informal assistance was the most common source of
assistance for all activities (Table 5.40). For ACAP clients without dementia, informal
assistance was the most common source of assistance for all activities except self-care and
domestic assistance, where the number receiving informal assistance was roughly equal to
the number receiving formal assistance for these activities.

A greater proportion of ACAP clients with dementia than those without dementia relied on
informal assistance with activities, for all activities except those involved in social and
community participation —for these activities, ACAP clients without dementia were more
likely to rely on informal assistance. Conversely, ACAP clients with dementia were less
likely than ACAP clients without dementia to rely on formal assistance with all activities
except those involved in social and community participation.

Formal assistance is most often used for self-care regardless of dementia status.
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Table 5.40: Source of current assistance with activities for ACAP clients, by dementia status

Not stated/
Formal & inadequately Not

Formal Informal informal Total Number described applicable
With dementia
Self-care 30.1 55.3 14.5 100.0 11,890 2,494 11,774
Movement activities 19.4 68.9 11.7 100.0 3,999 3,825 18,334
Moving around places at or
away from home 11.9 76.2 11.9 100.0 9,448 3,021 13,689
Communication 8.9 81.1 10.1 100.0 4,715 3,701 17,742
Activities involved in social
& community participation 17.5 63.8 18.7 100.0 14,076 2,105 9,977
Health care tasks 245 62.5 12.9 100.0 15,149 1,972 9,037
Transport 10.9 75.2 14.0 100.0 16,170 1,704 8,284
Domestic assistance 29.1 54.9 16.0 100.0 17,428 1,565 7,165
Home maintenance 18.0 75.6 6.5 100.0 11,514 2,491 12,153
Meals 21.8 68.0 10.2 100.0 16,898 1,629 7,631
Other 29.1 65.9 4.9 100.0 1,095 4,459 20,604
Without dementia
Self-care 43.4 42.4 14.1 100.0 25,918 12,003 44,559
Movement activities 23.8 63.4 12.9 100.0 10,298 14,421 57,761
Moving around places at or
away from home 14.6 74.6 10.8 100.0 22,828 12,726 46,926
Communication 14.7 74.2 11.1 100.0 5,726 14,961 61,793
Activities involved in social
& community participation 171 69.8 13.0 100.0 32,268 10,671 39,541
Health care tasks 39.5 471 13.4 100.0 31,414 11,543 39,523
Transport 15.7 69.6 14.7 100.0 42,459 8,956 31,065
Domestic assistance 43.1 42.3 14.6 100.0 49,965 8,301 24,214
Home maintenance 256 66.6 7.8 100.0 32,199 10,733 39,548
Meals 30.6 59.9 94 100.0 41,016 9,451 32,013
Other 39.5 56.2 43 100.0 2,786 15,756 63,938

Source: AIHW analysis of the ACAP MDS v2.

Data on ACAP clients” use of formal services such as government community program

support and respite care, as well as recommendations for the use of these services, is

included in Chapter 7.

Carer availability

The majority of people with dementia living in households have a carer, particularly those
who have a more severe level of disability or dependency. Attempts to estimate the number
of people with dementia who receive assistance from an informal carer are complicated by
the different definitions of informal care that are used by available data sources.

The SDAC defines informal assistance as unpaid help or supervision that is provided to

persons with one or more disabilities or to persons aged 60 years and over living in

households. It includes only assistance that is provided for one or more of the specified tasks
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comprising an activity because of a person’s disability or age. Informal assistance may be
provided by family, friends or neighbours. Any assistance received from family or friends
living in the same household was considered to be informal assistance regardless of whether
or not the provider was paid (ABS 2004:75). In 2003, the SDAC identified around 25,800
people with dementia who received informal assistance. This represents around 97% of those
with dementia living in households. As previously discussed, the 2003 SDAC tends to
identify those people with dementia living in households who have a severe or profound
disability.

CACP, EACH and ACAP define a carer similarly as someone such as a family member,
friend or neighbour, excluding paid or volunteer carers organised by formal services
(including paid staff in funded group houses), who has been identified as providing regular
and sustained care and assistance to the client without payment other than possibly a
pension or benefit.

Over three-quarters (77%) of ACAP clients living in households, 56% of CACP clients and
91% of EACH clients reported having a carer (Table 5.41). The high dependency needs of
people eligible for the EACH program mean that they require a high level of support to
remain in their homes. This support most commonly includes the assistance of family and
unpaid carers. However, the ACAP client group includes a wider range of need than the
EACH client group, as the program determines eligibility for CACP places and low level
residential aged care, as well as EACH places and high level residential care. Therefore, a
smaller proportion of ACAP than EACH clients with dementia were reported to have a
carer. CACP clients were less likely to have a carer than EACH or ACAP clients.

Table 5.41: ACAP, CACP and EACH clients, by dementia status and carer availability

With dementia Without dementia Total
Program/carer availability Number Per cent Number Per cent Number Per cent
ACAP
Has a carer 18,586 88.0 46,735 73.5 65,321 771
Has no carer 2,545 12.0 16,893 26.5 19,438 22.9
Total 21,131 100.0 63,628 100.0 84,759 100.0
Not applicable 4,160 .. 6,259 - 10,419
Not stated/inadequately described 867 .. 12,593 .. 13,460
CACP®
Has a carer 3,404 73.8 10,727 52.6 14,131 56.5
Has no carer 1,207 26.2 9,673 47.4 10,880 43.5
Total 4,611 100.0 20,400 100.0 25,011 100.0
Not stated 35 .. 197 o 232
EACH®
Has a carer 87 96.7 167 87.9 254 90.7
Has no carer 3 3.3 23 121 26 9.3
Total 90 100.0 190 100.0 280 100.0

(@) Excludes 196 cases with missing dementia status.
(b) Excludes 8 cases with missing dementia status.

Note: Not applicable was recorded for people who were permanent residents of residential aged care services, multipurpose services or centres,
Indigenous flexible pilots, hospitals or other institutional settings at the time of assessment.

Source: AIHW analysis of the ACAP MDS v2, CACP 2002 census and EACH 2002 census.
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Clients diagnosed with dementia were more likely to have a carer than clients without

dementia. Around 88% of ACAP clients, 74% of CACP clients and 97% of EACH clients with
dementia reported having a carer. In contrast, 73% of ACAP clients, 53% of CACP clients

and 88% of EACH clients without dementia reported having a carer.

There were no substantial differences between male and female ACAP clients for carer

availability by dementia status (Table 5.42). For both men and women, almost 90%of those
with dementia had a carer and approximately three-quarters of those without dementia had

a carer.

Table 5.42: ACAP clients with and without dementia, by carer availability and sex, July 2004 to

March 2005

With dementia Without dementia
Sex/carer availability Number Per cent Number Per cent
Males
Has a carer 7,247 89.0 17,622 75.2
No carer 895 11.0 5,802 24.8
Total males 8,142 100.0 23,424 100.0
Not stated 293 4,770
Not applicable 1,196 2,189
Females
Has a carer 11,337 87.3 29,106 72.4
No carer 1,649 12.7 11,088 27.6
Total females 12,986 100.0 40,194 100.0
Not stated 574 7,817
Not applicable 2,963 4,067
Persons
Has a carer 18,586 88.0 46,735 73.5
No carer 2,545 12.0 16,893 26.5
Total persons 21,131 100.0 63,628 100.0
Not stated 867 12,593
Not applicable 4,160 6,259

Note: Cases with missing sex are included in the persons data.

Source: AIHW analysis of the ACAP MDS v2.

For all age categories, ACAP clients with dementia were more likely to have a carer than
those without dementia (Table 5.43). For all ACAP clients, carer availability was lowest for
those under 65 years (83% of those with dementia in this age group had a carer and 67% of
those without dementia had a carer) and highest for those aged 95 years and over (89% of
those with dementia in this age group had a carer and 80% of those without dementia had a

carer).
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Table 5.43: ACAP clients with and without dementia, by carer availability and age

With a carer Without a carer Total

Dementia status/age Number Per cent Number Per cent Number Per cent sta’::t: applica’:fl:
With dementia

<65 498 82.9 103 171 601 100.0 33 87
65-74 2,154 88.7 275 11.3 2,429 100.0 87 298
75-84 9,233 88.5 1,196 11.5 10,429 100.0 400 1,645
85-94 6,300 87.2 923 12.8 7,223 100.0 325 1,919
95+ 394 89.1 48 10.9 442 100.0 22 211
Total with dementia 18,579 88.0 2,545 12.0 21,124 100.0 867 4,160
Age not stated 7 100.0 0 — 7 100.0 0 0
Without dementia

<65 2,881 67.4 1,396 32.6 4,277 100.0 954 450
65-74 6,728 71.7 2,657 28.3 9,385 100.0 2,083 692
75-84 20,145 72.6 7,584 27.4 27,729 100.0 5,517 2,161
85-94 15,611 76.1 4,906 23.9 20,517 100.0 3,745 2,552
95+ 1,351 79.6 346 20.4 1,697 100.0 292 396
Total without

dementia 46,716 73.4 16,887 26.6 63,603 100.0 12,591 6,251
Age not stated 19 76.0 6 24.0 25 100.0 2 8

— Nil or rounded to zero.
Note: Age is at beginning of assessment.

Source: AIHW analysis of the ACAP MDS v2.

There were no substantial differences between male and female CACP clients for carer
availability by dementia status (Table 5.44). For both men and women, approximately

three-quarters of those with dementia had a carer and approximately one-half of those
without dementia had a carer.

For all age categories, CACP clients with dementia were more likely to have a carer than
those without dementia (Table 5.45). For all clients, carer availability was lowest for those
under 65 years (64% of those with dementia in this age group had a carer and 46% of those
without dementia had a carer) and highest for those aged 95 years and over (76% of those
with dementia in this age group had a carer and 56% of those without dementia had a carer).
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Table 5.44: CACP clients, by dementia status, carer availability and sex, census week 2002

With dementia Without dementia
Sex/carer availability Number Per cent Number Per cent
Males
Has a carer 935 72.6 3,213 53.5
No carer 353 274 2,789 46.5
Total males 1,288 100.0 6,002 100.0
Not stated 7 . 50
Females
Has a carer 2,449 74.4 7,457 52.2
No carer 844 25.6 6,828 47.8
Total females 3,293 100.0 14,285 100.0
Not stated 28 . 144
Persons
Has a carer 3,404 73.8 10,727 52.6
No carer 1,207 26.2 9,673 47.4
Total persons 4,611 100.0 20,400 100.0
Not stated 35 . 197

Note: The table excludes 196 cases with missing dementia status. Cases with missing sex are included in the persons data.

Source: AIHW analysis of CACP 2002 census.

Table 5.45: CACP clients with and without dementia, by carer availability and age, census week
2002

With a carer Without a carer Total Not
Dementia status/age Number Per cent Number Per cent Number Per cent stated
With dementia
<65 92 64.3 51 35.7 143 100.0 2
65-74 395 73.0 146 27.0 541 100.0 3
75-84 1,552 73.8 550 26.2 2,102 100.0 16
85-94 1,270 747 431 25.3 1,701 100.0 14
95+ 68 75.6 22 244 90 100.0 0
Total with dementia 3,377 73.8 1,200 26.2 4,577 100.0 35
Age not stated 27 79.4 7 20.6 34 100.0 0
Without dementia
<65 721 46.1 844 53.9 1,565 100.0 22
65-74 1,618 49.0 1,681 51.0 3,299 100.0 33
75-84 4,338 52.8 3,884 47.2 8,222 100.0 73
85-94 3,702 55.3 2,989 447 6,691 100.0 63
95+ 263 55.5 211 44.5 474 100.0 3
Total without dementia 10,642 52.6 9,609 47.4 20,251 100.0 194
Age not stated 85 57.0 64 43.0 149 100.0 3

Note: The table excludes 196 cases with missing dementia status. Cases with known age but missing sex are included in the persons data.

Source: AIHW analysis of CACP 2002 census.
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For EACH clients without dementia, men were more likely to have a carer (97% compared
with 83% for women) (Table 5.46). However, for EACH clients with dementia, carer
availability was equally high for both men and women (96% and 97%, respectively).

Table 5.46: EACH clients with and without dementia, by carer availability and sex, census week
May 2002

With dementia Without dementia

Sex/carer availability Number Per cent Number Per cent
Males

Has a carer 26 96.3 67 97.1
No carer 1 3.7 2 2.9
Total males 27 100.0 69 100.0
Females

Has a carer 60 96.8 99 82.5
No carer 2 3.2 21 17.5
Total females 62 100.0 120 100.0
Persons

Has a carer 87 96.7 167 87.9
No carer 3 3.3 23 121
Total persons 90 100.0 190 100.0

Note: The table excludes eight cases with missing dementia status. Cases with missing sex are included in the persons data.

Source: AIHW analysis of EACH 2002 census.
Table 5.47 shows that it was only among the very oldest EACH clients with dementia—aged

85 and over —that clients without a carer are evident. For clients without dementia, carer
availability varied across age groups, averaging 88% across all groups.
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Table 5.47: EACH clients with and without dementia, by carer availability and age, census week

May 2002

Dementia With a carer Without a carer Total

status/age Number Per cent Number Per cent Number Per cent
With dementia

<65 8 100.0 0 — 8 100.0
65-74 9 100.0 0 — 9 100.0
75-84 28 100.0 0 — 28 100.0
85-94 36 94.7 2 5.3 38 100.0
95+ 4 80.0 1 20.0 5 100.0
Total with dementia 85 96.9 3 34 88 100.0
Without dementia

<65 21 91.3 2 8.7 23 100.0
65-74 44 84.6 8 15.4 52 100.0
75-84 55 87.3 8 12.7 63 100.0
85-94 41 91.1 4 8.9 45 100.0
95+ 5 83.3 1 16.7 6 100.0
Total without dementia 166 87.8 23 12.2 189 100.0
Total persons 251 90.6 26 9.4 277 100.0

— Nil or rounded to zero.

Note: The table excludes 11 cases with either age or dementia status missing.

Source: AIHW analysis of EACH 2002 census.

5.7 Conclusion

Given the increasing prevalence of dementia with age and longer life expectancy for
females, it is not surprising that people with dementia are mostly older women —more
than half of SDAC respondents and of ACAP, CACP and EACH clients with dementia
were women aged 75 years or older. While the majority of people with dementia were
born in Australia, a significant minority were born overseas in non-English-speaking
countries (16% of SDAC respondents and 18% of clients receiving an aged care
assessment).

According to the SDAC, the majority of people with dementia live in cared
accommodation such as homes for the aged. Administrative data collections
predominantly collect data from people living in households. Data from both the SDAC
and ACAP MDS indicate that the majority of people with dementia living in households,
lived with others (usually family) rather than living alone. A smaller proportion of those
with dementia lived alone than those without dementia.

Alzheimer’s disease was the most common diagnosis of dementia, followed by vascular
dementia.

People with dementia have higher dependence in IADLs (and to a lesser extent, higher
dependence in ADLs) than those without dementia. Almost all people with dementia
required assistance with at least one activity (and with at least one personal activity).
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Those with dementia experienced more activity limitations than those without dementia,
and a larger proportion of people with dementia required assistance with each activity
than those without dementia. People with dementia were less likely to require assistance
with communication than with other activities —however, a larger proportion of those
with dementia required this type of assistance compared with those without dementia.

The majority of people with dementia needed assistance with activities such as making
decisions or thinking through problems, coping with feelings or emotions, relationships,
managing their behaviour or with cognitive or emotional tasks. Additionally, multiple
behavioural symptoms (including aggression) appear to be common; a significant
proportion of care recipients experience moderate to severe behavioural symptoms; and
a significant proportion of carers experience distress associated with behavioural
symptoms of the people for whom they care.

Among the older population, dementia is more likely than other conditions to be
associated with a severe or profound core activity limitation in self-care, mobility or
communication, to be a main disabling condition and to be associated with multiple
health conditions.

Informal sources of care provided much of the assistance received by people with
dementia living in households. The majority of people with dementia living in
households have a carer, particularly people who have a more severe level of disability
or dependency. Those with dementia were more likely to have a carer than those without
dementia.
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6 Carers of people with dementia

Caring can be broadly defined as providing assistance and support in response to a need
arising in the family or community. As such, it can be provided by workers employed in
community service organisations or by volunteers in such organisations. However, the vast
majority of care for people who need help in their daily activities is provided by family and
friends. This ranges from emotional support through financial and practical assistance to
supervision and assistance with personal care and other activities for extended periods. This
type of care, which is characteristically free of charge, is referred to as ‘informal care’, and
the providers of informal care are referred to as ‘carers’ for the purposes of this chapter (see
ATHW 2003b:65-120 for a discussion of informal care). Use of the adjective ‘informal” does
not imply that the care provided is thought to be casual or lacking in structure or process.
Rather, it is a means of distinguishing the care of a person by family or friends, from care
that is provided by formal agencies or institutions, paid for by the receiver or provided by
trained professionals.

Carers are family members or friends who provide support to children or adults who have a
disability, mental illness, chronic condition or are frail aged and unable to look after
themselves (DoHA 2002b). This chapter explores the characteristics of carers of people with
dementia and aspects of the caring role, including the impact of the caring role and the
carer’s use of services. The chapter also identifies gaps in our knowledge, at a national level,
about different groups of carers.

Because of dementia’s place as one of the leading causes of disease burden, a particular
concern associated with the ageing of the population is the increase in the number and
proportion of the older population with dementia, and the associated need for both
community and residential care (AIHW 2003b:291). Risk factors for entry into residential
aged care include: not having a carer; being 80 years or over (or 60 years or over if
Aboriginal and/or Torres Strait Islander); having dementia; having a severe or profound
core activity limitation; or living alone. Any person who has four or more of these
characteristics can be reasonably considered vulnerable to admission to a residential aged
care home (AIHW unpublished). Therefore, it is particularly important to understand the
circumstances and support needs of carers of people with dementia and the caring role, if
people with dementia are to have the option to remain living in the community.

6.1 What data are available?

The review and analysis of data about carers in this report supports the conclusion of
Schofield et al. (1996:160) that “There is limited knowledge about caregivers in Australia in
general. Comprehensive data on the prevalence of caregiving are not yet available. Most
studies of carers have tended to be small scale and unrepresentative, with study samples
often drawn from a client list of a major service provider’. Herrman (1994:12) reiterates ‘most
research work is focused on families in contact with specialist services or support
organisations, and we know that many carers do not know about or seek help’. Additionally,
the precise definition of a carer varies between data sources, making comparison of data
difficult.
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This chapter attempts to make use of the limited Australian data about carers of people with
dementia, using data from the 2003 SDAC, administrative data collections and smaller
published Australian studies of carers. For comparative purposes, information about carers
of people without dementia is also included where appropriate. The results from this
analysis provide some information about carers which is useful for policy and planning
purposes. Of perhaps more importance, however, is that there are significant gaps and
inconsistencies in the data which limit our capacity to answer questions such as:

*  Who are the primary carers of people with dementia and what are the important needs
for support in these groups? How might this change in an ageing population?

*  What kind of back-up care arrangements are currently supporting primary carers, and
how might these be affected by population ageing?

Survey of Disability, Ageing and Carers

The ABS SDAC is the source of national population data about carers. For this survey, carers
of people with dementia include those who provide informal assistance to people with
dementia living in households (see Box 6.1). The definition of a carer is restricted by the
requirements that the carer has provided or will provide care for a certain amount of time
and that they provide assistance with specified types of activities. This relatively restricted
definition of carers will result in underestimates of the number of people providing care and
assistance to people with dementia and/or to their primary carers.

Box 6.1: ABS 2003 Survey of Disability, Ageing and Carers: informal assistance and
carers

Informal assistance

Informal assistance is unpaid help or supervision that is provided to persons with one or more disabilities
or to persons aged 60 years and over living in households. It includes only assistance that is provided for
one or more of the specified tasks comprising an activity because of a person’s disability or age. Informal
assistance may be provided by family, friends or neighbours. Any assistance received from family or friends
living in the same household is considered to be informal assistance regardless of whether or not the
provider is paid.

Carer

A carer is a person of any age who provides any informal assistance, in terms of help or supervision, to
persons with disabilities or long-term conditions, or to older persons aged 60 years and over. This
assistance has to be ongoing, or likely to be ongoing, for at least six months. Assistance to a person in a
different household relates to ‘everyday types of activities’, without specific information on the activities.
Where the care recipient lives in the same household, the assistance is for one or more of the following
activities: cognition or emotion; communication; health care; housework; meal preparation; mobility;
paperwork; property maintenance; self-care; or transport.

Primary carer

A primary carer is a person who provides the most informal assistance, in terms of help or supervision, to a
person with one or more disabilities. The assistance has to be ongoing, or likely to be ongoing, for at least
six months and be provided for one or more of the core activities (communication, mobility and self-care).
Confirmed primary carers only include persons aged 15 years and over for whom a personal interview
was conducted.

Source: ABS 2004a:71, 75, 77.
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Informal care arrangements can be complex. A carer may provide help or supervision for
more than one person with dementia, and a person with dementia may receive assistance
from more than one carer. Some carers live in the same household with the care recipient,
and may be the primary carer for that person while also providing support and assistance to
someone living outside the household. The 2003 SDAC identifies 25,800 people with
dementia living in households and receiving informal assistance. But the complexities of
informal care relationships and arrangements mean that this estimate does not also provide
an indication of the number of carers providing this assistance.

This report is unable to describe and analyse this rich set of caring arrangements partly
because of the structures of the SDAC files available for analysis. The SDAC Confidentialised
Unit Record File (CUREF) is the unit record data file that is released by the ABS for use by
researchers and analysts. Due to the way the CUREF is structured, only the number of co-
resident carers and co-resident primary carers can be estimated and only their experiences
described.

Co-resident carers are those who live in the same household as the recipient of their care.
Some people with dementia received informal assistance from more than one co-resident
carer (and/or from carers who did not live in the same household). However, the 2003 CURF
only identifies one person with dementia per household as receiving informal assistance
from a carer. This also means that each co-resident carer only provided assistance for one
person with dementia in the household; this does not exclude the possibility that they also
provided assistance to a co-resident recipient without dementia, or to recipients who lived in
another household, regardless of whether or not they had dementia (Figure 6.1). Therefore
the SDAC CUREF does not permit us to estimate the total number of carers providing
assistance to people with dementia. Analysis of SDAC data in this report is therefore
restricted to co-resident carers. This is an important limitation —as people get older they are
more likely to be living alone than with others, and information about non-resident carers is
therefore very useful.
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Note: Solid lines indicate the carer—care recipient relationships that are reported on in this chapter.

Figure 6.1: Carer-care recipient interactions in the 2003 SDAC CURF

The SDAC collects demographic information about all co-resident carers, but more detailed
information about the caring role is collected by personal interview only about confirmed
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co-resident primary carers (see Box 6.1). The SDAC sample includes only a small number of
co-resident and co-resident primary carers of people with dementia. This reduces the
reliability of any extrapolation of these numbers to an estimate of the total population of co-
resident carers of people with dementia. Therefore, for the purposes of this chapter, most of
the analysis will treat the data from the SDAC as a sample, and will not try to extrapolate
this to the Australian population.

Furthermore, as already discussed, the SDAC will under-report on numbers of carers
because of the limitations of the survey in identifying people with dementia. These
limitations will also affect estimates of carer numbers, although the extent of the
underestimate is difficult to determine. It is also important to note that as most carers of
people with dementia identified in the SDAC are caring for those in the more severe stages
of dementia, the characteristics of their caring role will be different to the characteristics of
the broader group caring for people across all stages of dementia.

In summary, the SDAC data only permit this report to describe the experience of co-resident
primary carers, with limited reporting possible about other co-resident carers. There are no
national comprehensive data that report the number, characteristics and needs of people
providing care to those with dementia living in the community.

Administrative data collections

A number of administrative data collections include data about carers of people with
dementia, including the 2002 CACP and EACH censuses, the ACAP MDS, Alzheimer’s
Australia DESP, and the NRCP data set. Data from these programs have been included
where possible in this chapter.

Administrative data collections are restricted in coverage to program clients. Consequently
they cannot be used to provide an estimate of the total number of carers of people with
dementia or to describe the experiences and needs of all carers. However, this information
can assist in constructing a profile of carers of people with dementia in contact with these
services.

The CACP, EACH and ACAP data collections include information about the primary or
principal carer as part of the process of collecting information about the care recipient. These
collections therefore do not provide information about all carers of the care recipient, and
generally only collect information about the carer that is directly relevant to the care
recipient —that is, additional information about the caring role (such as the impact of caring
for more than one care recipient) is not collected.

In contrast, Alzheimer’s Australia DESP and the NRCP collect information about all carers in
contact with these services, and can explore aspects of the caring role in further detail.
Additionally, the NRCP collects information about the carer-care recipient interaction in
respect of all of the carer’s care recipients. These data collections have the potential to be a
useful source of information about carers of people with dementia in Australia in contact
with these services, but only limited information was available (or relevant) for inclusion in
this chapter in the timeframe available for this project. However, compared to sample sizes
of most other data sources used in this chapter, the administrative data collections include
information about a large number of clients.

The CACP and EACH census collections included questions on dementia status, carer
availability, carer co-residency status and relationship of the carer to the care recipient, as
well as assistance needed and service use by the care recipient. However, the censuses were
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conducted in 2002 and more recent data of this type are not available from the ongoing
program data. A particular limitation in respect of the EACH program is that it was a
relatively new and very small program at the time of the census and it is possible that
characteristics of caring arrangements for this population have changed as the program has
grown in recent years. Current program data do not include information about carers.

The ACAP MDS includes information that predominantly relates to the client’s
characteristics and circumstances, but also includes items on carer availability, carer co-
residency status and relationship of the carer to the care recipient.

CACP, EACH and ACAP define a carer similarly as someone such as a family member, friend or
neighbour, excluding paid or volunteer carers organised by formal services (including paid staff in
funded group houses), who has been identified as providing reqular and sustained care and assistance
to the client without payment other than possibly a pension or benefit. As information is only
collected about one carer, the data items relate to the carer who is identified by the client
and/or their carer as providing the most significant amount and type of care and assistance
related to the client’s capacity to remain living at home.

Alzheimer’s Australia collects information from contacts with DESP, many of whom are
carers of people with dementia. Data items included in the data dictionary about carer status
include type of carer, age and sex, main language spoken at home, requirement for an
interpreter, locality /remoteness, dementia diagnosis status of the person of concern and
relationship to the person of concern. The person of concern is usually a person with
symptoms of dementia or memory loss cared for by the carer in contact with Alzheimer’s
Australia DESP. Information about age, country of birth, proficiency in English and
Indigenous status is not collected (or recorded) on a routine basis, and there is too much
missing data for it to be useful for analysis. Additional information about carer assistance
and carer overall need is collected, but these data items do not appear in the data dictionary.
Carers are defined broadly as those people who provide any level of support or assistance (social,
emotional, psychological, physical, personal care, supervisory) to another person who has any level of
memory loss, confusion, disorientation, behavioural change or any sequelae of dementia or cognitive
impairment. Professional/service providers (including volunteers) are defined separately.

The NRCP collects information about carers assisted by the program, which include carers of
people with dementia. The NRCP defines a carer as a person such as a family member, friend or
neighbour, who provides regular and sustained care and assistance to another person without
payment other than a pension or benefit. The definition excludes all care services such as care or
assistance provided by paid workers or volunteers arranged by formal services. Significant
efforts over the last year have been made to improve the quality and comprehensiveness of
information collected through the NRCP data set. This improved data was unavailable in
time for inclusion in this report but represents a potentially rich source of information about
carers for future analysis.

Australian studies

Schofield et al. (1996) noted that most studies of carers have tended to be small scale and
unrepresentative, with study samples often drawn from a client list of a major service
provider. Furthermore, many studies only include co-resident carers or primary or principal
carers —so that other people who are part of the network of back-up care, and are important
in supporting the complex care needs of people with dementia and in providing support for
the carer, are often not included in these studies. In addition, response rates may be low or
carers may be unwilling or unable to provide information about particular variables.
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Many smaller Australian studies focus on a specific issue with regard to carers — for
example, the behavioural and psychological symptoms of dementia or the effects of
interventions on carers’ psychosocial health. These studies are not designed to provide a
detailed profile of carers of people with dementia in Australia, and often use international
typologies of carers to guide their research.

The largest of these studies is the Victorian Carers’ Program, which involved contacting over
26,000 households and screening for anyone in the household that was a carer —976
identified carers were interviewed. The program comprised a longitudinal survey and a
range of promotion interventions —a number of papers have used data collected by this
program, including Schofield et al. (1998b) and Brodaty et al. (2005). However, Victorian
Carers’ Program is not national and was conducted over 10 years ago (in 1993). The program
identified carers by asking if anyone in the household took the main responsibility in caring
for someone who was aged or had a long-term illness, disability or other problem. Some
respondents identified themselves as carers of people in residential aged care facilities —
these people are not included in the definition of a carer used by the administrative data
collections or the SDAC.

These studies are a valuable contribution to knowledge about carers, and data from these
studies have also been included in this chapter. Table A6.1 summarises the published studies
whose findings have been reported throughout the chapter. In many cases differences in
results may be explained by differences in methodology —for example, carers referred to
specialist services might be expected to be experiencing higher levels of burden than those in
community samples. Although this report is not intended to reconcile these differences,
comment will be made where appropriate.

The following sections in this chapter draw on available data from all these sources to
provide a profile of carers of people with dementia in Australia. Improved data to support a
more comprehensive profile are important to planning for carer support or for care provision
for people with dementia.

6.2 Carer availability

According to the 2003 SDAC, there were 25,800 people with dementia living in households
and receiving informal assistance. The SDAC also indicates there were 23,200 (+ 7,800) carers
who provided assistance to a co-resident person with dementia (see Figure 6.1).

Around 12,200 of these carers were also primary carers (Figure 6.2), and considered the
person with dementia their main recipient of care (this number does not include primary
carers whose main recipient of care was not the co-resident recipient with dementia). The
majority of co-resident primary carers (10,900 carers) were a primary carer only (i.e. they
were not also a non-primary carer to another person in need of assistance).
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HOUSEHOLD

Main recipient Person(s) with or Person(s) with or
with dementia without dementia without dementia

A
12,200 carers ,
1

Co-resident primary carer

Note: Solid lines indicate the primary carer—care recipient relationships that are reported on in this chapter.

Figure 6.2: Primary carer-care recipient interactions in the 2003 SDAC CURF

However, a considerable proportion of care is also provided by non-resident carers (Sammut
1996). The 2003 SDAC CURF does not permit an analysis of the numbers of people providing
care for someone with dementia who does not live in the same household. However, the
SDAC also indicates that approximately 65% of carers of people with dementia are
co-resident (see Living arrangements and co-residency status section below). Assuming the
estimate of 23,200 co-resident carers of people with dementia represents 65% of carers, this
suggests that there may be approximately 35,900 carers of people with dementia in Australia
identified according to ABS definitions. This equates to about four carers for every three
people with dementia living in households who receive informal assistance (who are mostly
severely or profoundly disabled). This estimate of carer numbers is still an underestimate for
the reasons discussed above.

Table 6.1: Alzheimer’s Australia DESP carer contacts and distinct people, by dementia diagnosis
status of person of concern, 2003-04

Contacts Distinct people
Dementia diagnosis status Number Per cent Number Per cent
Diagnosed 9,590 55.9 4,237 50.4
Being assessed 513 3.0 210 2.5
Symptoms present 2,340 13.6 1,530 18.2
Assessed not diagnosed 118 0.7 71 0.8
Unknown 131 0.8 117 14
Not recorded 4,451 26.0 2,236 26.6
Total 17,143 100.0 8,401 100.0

Source: Applied Aged Care Solutions analysis of the Alzheimer’s Australia DESP database.

In 2003-04, 12,133 people made 22,085 carer contacts with Alzheimer’s Australia DESP;
13,462 of these contacts were by principal carers, 5,888 were by secondary carers and 4,477
were by general carers. Considering only carer contacts where a person of concern was also
listed in the group (usually a family group), there were 17,143 carer contacts by 8,401 people
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(Table 6.1). Of those reporting a dementia diagnosis status for the person of concern, 76%
carer contacts and 69% distinct people were a carer of a person of concern who had been
diagnosed with dementia.

The NRCP CCRCs assisted 59,342 carers in 2004-05, of whom 10,195 (17%) were carers of
people with dementia (Table 5.14). Of the 59,849 care recipients registered with a NRCP
CCRC, 9,940 (17 %) were recipients with dementia (Table 5.2).

6.3 Profile of carers

Age, sex and Indigenous status

Across all of the studies considered, it seems to be consistently the case that carers of people

with dementia are mostly older women —however, a significant proportion of care is also
provided by men. According to the 2003 SDAC, 45% of co-resident carers of people with
dementia were men and 55% were women. The majority (71%) of male carers were aged
under 65 years of age; the number of female carers aged under 65 years (48%) was

approximately equal to the number aged over 65 years. Of co-resident primary carers, 29%
were men and 71% were women. Two-thirds (67%) of male carers were aged over 65 years of
age; the number of female carers aged under 65 years (45%) was approximately equal to the

number aged over 65 years.

Data from the NRCP show that 72% of carers of people with dementia assisted by a CCRC
were female (Table 5.14). The percentage of all carers assisted by a CCRC that were female

was 77%.

Table 6.2: Carers assisted by a CCRC, by sex, Indigenous status and dementia status, 2004-05

Carers of people with

Per cent who care

Carers assisted by a CCRC dementia for a person with
Number Per cent Number Per cent dementia
Sex
Males 13,737 23.3 2,826 27.8 20.6
Females 45,227 76.7 7,343 722 16.2
Total 58,964 100.0 10,169 100.0 17.2
Not stated/inadequately described 378 - 26 6.9
Indigenous status
Indigenous 1,648 3.3 162 1.8 9.8
Non-Indigenous 48,359 96.7 9,066 98.2 18.7
Total 50,007 100.0 9,228 100.0 18.5
Not stated/inadequately described 9,339 .. 967 10.4

Source: DoHA analysis of the NRCP MDS.

Just over half (53%) of carer contacts with Alzheimer’s Australia DESP where a person of

concern diagnosed with dementia was identified were female (Figure 6.3). The vast majority
of carers were aged over 60 years (95%). Similarly, 55% of distinct people were female and

96% were aged 60 years or over. Carers in contact with Alzheimer’s Australia DESP were
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less often female and had an older age profile than NRCP CCRC clients, but this may reflect
a larger proportion of non-primary carers in contact with this program.

Contacts Distinct people
1,200 - 600 -
1,000 1 . Males 500 - . Males

800 - Females 400 Females

600 - 300 -

400 - 200

200 - 100

0 0
<60 60-64 65-69 70-74 75-79 80-84 85-89 90+ <60 60-64 65-69 70-74 75-79 80-84 85-89 90+
Age (years) Age (years)

Source: Applied Aged Care Solutions analysis of the Alzheimer’s Australia DESP database.

Figure 6.3: Age distribution of carers of people with dementia contacting Alzheimer’s Australia DESP,
by sex, 2003-04

Table A6.2 shows the age and sex distribution of carers of people with dementia in the
published Australian studies. These studies found that the majority of carers of people with
dementia were female, although the precise proportion varied between just over 50% to
fewer than 80%, depending on methodological differences and eligibility criteria. The age of
carers of people with dementia ranged from less than 30 years to over 90 years. However, the
average age for each study was between 50 and 70 years. Overall, just under 70% of carers of
people with dementia appear to be female and were on average just over 60 years of age.
This is fairly consistent with results from the 2003 SDAC and NRCP.

There are no conclusive data about whether carers of people with dementia are older than
other carer groups. Bindoff et al. (1997) noted that although attempts were made to seek
older caregivers of physically and intellectually disabled adults for the study, it was not
possible to match the ages of those caregivers or dependants with those of the dementia
group. Thus, caregivers and dependants in the dementia group in that study were
significantly older. However, Schofield et al. (1998b) found that there were no differences
between carers of relatives with physical impairment, undiagnosed memory loss or
dementia in regards to age or sex.

There are some data from the NRCP about the Indigenous status of carers: 1.8% of carers of
people with dementia assisted by a CCRC were Aboriginal or Torres Strait Islander (Table
6.2). The percentage of all carers assisted by a CCRC who were Indigenous was 3.3%. Only a
small proportion of people who did not state their Indigenous status are expected to be
Aboriginal or Torres Strait Islander.

The ability to provide more accurate estimates of such basic characteristics of the carer
population is important for ensuring that carer support needs may be met in appropriate
ways. The age distribution of carers from the SDAC may reflect some bias as a result of the
exclusion of non-resident carers. Data from the 1998 SDAC (which did not have the same
restrictions on reporting about carers) indicated that carers of the very old were more likely
to be non-resident carers (AIHW 2004a). However, we lack the more recent data to confirm
whether this is the case with very old people with dementia. In a recent evaluation of
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dementia care pilot projects, 45% of carers were a son or daughter (or their partners) of the
person with dementia, and almost half of this group did not live with the parent they were
caring for. The support needs of older spouse carers and adult children caring for a parent in
another household are likely to be different in terms of preferred models of respite care and
social support, for example, and the main issues of concern to them may be different.

Marital status

Around three-quarters of carers of people with dementia participating in the studies listed in
Table 6.3 were married or in de facto relationships. Bindoff et al. (1997) found that similar
proportions of carers of people with dementia and carers of people with an intellectual
disability were married (a higher rate of 84% among carers of people with an intellectual
disability may reflect the younger age distribution of carers in this group). Similarly,
Schofield et al. (1998b) found that there was no difference between carers of relatives with
physical impairment, undiagnosed memory loss or dementia in regards to marital status.

Table 6.3: Carers’ marital status: comparison across studies

Data source Married/de facto Widowed Divorced/separated Single
SDAC
Co-resident carers® 67% } 16% | 18%"
Co-resident primary carers 83% | (9%) | (9%)

Bindoff et al. (1997)

Dementia-related disorder } 76% | 9% 15%

Intellectual disability | 84% | 1% 5%

Physical disability } 75% | 5% 20%
Schofield et al. (1998b)" 76% | 24% |
Brodaty et al. (2005) 74% — — 26%
Helmes et al. (2005) 77% 6% 16% 2%

— Nil or rounded to zero.
(@) Excludes carers under 15 years of age.
(b) Includes carers that have never married—may include carers in de facto relationships.

(c) Includes carers of people with physical impairment, undiagnosed memory loss or dementia. No differences in regards to marital status were
found between the three groups.

Country of birth and language

Many people in the community are carers in one way or another. For example, parents care
for children, children for their ageing parents, and spouses and other family members for
each other. Some cultural groups see ‘normal’ caring of this kind as extending further than
others. It is likely that carers’ responses are shaped by country and culture — therefore,
carers’ responses to behavioural and psychological symptoms of dementia might vary
greatly from one social and cultural setting to another (Ward et al. 2003). However, the
response will also be affected by factors personal to the carer and the recipient, by the social
and physical setting, by the nature of the disability and by social policies and available
services (Herrman 1994).
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As noted by AIHW: Rowland & Karmel (2004), the older population born in non-English-
speaking countries is projected to increase more quickly and age more rapidly than the older
Australian-born population. This, in turn, will have an impact on the demand and type of
services required by carers of people with dementia.

The majority of carers of people with dementia are born in Australia and mainly speak
English at home (or speak English as a first language). Data from the 2003 SDAC show that
63% of co-resident carers and 57% of co-resident primary carers were born in Australia. Of
people born overseas, around 70% were born in countries other than the main English-
speaking countries. Almost three-quarters (74%) of co-resident primary carers usually
communicated with the care recipient in English.

Ninety-eight per cent of carer contacts with Alzheimer’s Australia DESP mainly spoke
English at home. Similarly, 98% of distinct people mainly spoke English at home, consistent
with the proportion of people that did not require an interpreter (99%). This higher
percentage perhaps reflects the lower likelihood of people from non-English-speaking
backgrounds contacting mainstream programs for assistance or advice.

These findings are consistent with the results from smaller studies. Bruce & Paterson (2000)
found that English was a second language for 8% of those interviewed (however, over 20%
of those who declined to be interviewed spoke English as a second language). Brodaty et al.
(2005) reported that 81% of carers of people with dementia or memory loss were from
English-speaking backgrounds and 19% were from non-English-speaking backgrounds. A
smaller proportion of carers from non-English-speaking backgrounds were service users
than carers from English-speaking backgrounds, although the difference between the two
groups was not found to be significant.

Locality/remoteness

There is considerable variation in results from the various studies and data sources about the
regional localities where carers are living. These variations reflect differences in coverage of
the population between the surveys and studies.

The 2003 SDAC and Alzheimer’s Australia DESP data suggest that most carers of people
with dementia live in metropolitan areas of Australia, a pattern reflecting the regional
distribution of the Australian population. However, it is also possible that carers’ residential
patterns partially reflect altered arrangements in order to better access support services. Data
from the 2003 SDAC show that 63% of co-resident carers and 74% of co-resident primary
carers lived in major cities in Australia. However, the 2003 SDAC only collected information
from those living in rural and urban areas — those living in remote or sparsely settled areas in
Australia were not covered by the survey.

Sixty-nine per cent of carer contacts with Alzheimer’s Australia DESP lived in major cities in
Australia, with a further 25% living in inner regional Australia and 5.4% living in outer
regional Australia. Similarly, 73% of distinct people lived in major cities in Australia, with a
further 20% living in inner regional Australia and 6% living in outer regional Australia. Less
than 1% of contacts or distinct people lived in remote regions of Australia.

On the other hand, only 44% of carers recruited for the study by Luscombe et al. (1998) lived
in metropolitan areas. Carers living in non-metropolitan areas were more likely (44%) to
report that long travel was a problem when seeking a diagnosis of dementia, compared with
carers living in metropolitan areas (13%). However, area of residence was not found to
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significantly affect carer service use, number of respite services used or overall level of use of
carer support services.

Similarly, Brodaty et al. (2005) reported in their study that 55% of carers of people with
dementia or memory loss lived in metropolitan areas.

Socioeconomic status

Education

Half of the carers of people with dementia have not completed secondary education, though
this does not appear to be specific to carers of people with dementia. Data from the 2003
SDAC show that over half (51%) of co-resident carers of people with dementia had not
completed Year 12 or a higher level of educational attainment (excluding those aged less
than 15 years).

Studies by Brodaty et al. (2005) and Helmes et al. (2005) both reported that the majority of
carers of people with dementia or memory loss had no tertiary qualifications (76% and 73%
respectively).

Similarly, the mean education level of carers of people with a physical, intellectual or
dementia-related disability in the study conducted by Bindoff et al. (1997) was completion of
Year 10 or 11 —there was no significant difference in mean education level between the three
groups. Overall, 24% had completed Year 9, 18% had completed Year 10, 10% had
matriculated and 15% had completed university studies. Schofield et al. (1998b) also found
that there was no difference between carers of relatives with physical impairment,
undiagnosed memory loss or dementia in regards to education —a third had completed
secondary education.

Bruce et al. (2005) noted that carers who had completed less than 10 years of education had
significantly lower physical component summary scores. However, education was not
associated with any difference in mental component summary scores or self-reported stress.

Labour force status

The labour force status of carers is frequently affected by the caring role (Luscombe et al.
1998) — this is not surprising given the physical, psychological and time demands associated
with caring for someone who is severely restricted in daily activities (particularly those with
dementia). In addition to the more apparent financial implications of caring and its impact
on workforce participation, there are other impacts — paid employment is also a way for
carers to get respite from caring and helps to maintain social networks. For those caregivers
in the workforce, the demands of caring may have implications for their job—they may have
to take jobs with less responsibility or miss training opportunities for promotion, or they
may have to reduce working hours or use leave entitlements in order to meet their caring
responsibilities.

Most of the available data indicate that carers of people with dementia were either not
working or had reduced their hours of work. This partly reflects the age of carers
(particularly co-resident carers), and partly the demands associated with caring for someone
with dementia.
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No co-resident primary carers of people with dementia identified through the 2003
SDAC were in the labour force. Therefore, analysis of the effect of the caring role on their
weekly working hours or time off from work is not possible using this data source.

In a study of carers of younger people with dementia, Luscombe et al. (1998) found that
of the carers working at the time of diagnosis, only 41% retained the same employment
status at survey, 54% had retired and 5% had reduced their hours from full-time to part-
time; 45% were employed full-time at diagnosis, compared with only 18% at survey.

Fewer than 11% of carers in the study conducted by Leong et al. (2001) held paid jobs.
Among a subsample of 10 carers, three were retired, one was semi-retired, one was
receiving a disability pension, three were housewives, and two were unemployed.

In a study of carers of people with dementia or memory loss, Brodaty et al. (2005)
reported that 69% were not working, 11% were working less than 30 hours per week and
only 20% were working 30 or more hours per week.

Schofield et al. (1998b) found that there was no difference between carers of relatives
with physical impairment, undiagnosed memory loss or dementia with regard to paid
employment —although most carers (61%) were not in paid employment, a significant
proportion were (39%).

Financial status

Data from the 2003 SDAC show that government pensions or allowances were the main
source of cash income for the majority (53%) of co-resident carers (excluding those aged less
than 15 years), rather than other sources such as wages or salaries or unknown sources. As
no co-resident primary carers were in the labour force, none received their main source of
cash income from wages or salaries —in fact, 71% received their main source of cash income
from government pensions or allowances: 48% of co-resident primary carers reported
receiving the Carer Payment.

Box 6.2: Income support for carers

In addition to general income support, depending on their circumstances, carers may be able to access two
government payments: the Carer Payment and the Carer Allowance. People receiving these payments may
be caring for more than one person.

Carer Payment (adult) is an income support payment for people who are unable to support themselves
through participation in the workforce while caring for someone with a disability, severe medical condition
or who is frail aged. Because it is for people forgoing paid work due to caring responsibilities, relatively few
older people receive it. It is set at the same rate as the Age Pension (at the end of 2006, a single person on
the maximum rate received $499.70 a fortnight, and a couple $834.40 per fortnight) and is subject to the
same income and assets tests (Centrelink 2006b). Carer Payment cannot be received as well as another
income support payment, and the person being cared for must be receiving a social security pension or
payment or satisfy specific income and assets tests. A health professional’s report is needed to help establish
eligibility.

Carer Allowance (adult) is an income supplement payment available to people who provide daily care and
attention in a private home to a person who has a disability or severe medical condition or who is frail aged.
The Adult Disability Assessment Tool measures the level of care needed by an adult as a result of his or her
disability or medical condition and is used to assess medical eligibility for Carer Allowance. Since 1 April
2005, some non-resident carers have also been eligible for this allowance. It is adjusted on 1 January each
year, and in 2006 was set at $94.70 per fortnight (Centrelink 2006a). Carer Allowance is free of income
and assets tests and may be paid in addition to Carer Payment or other payments.
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Fewer carers of people with dementia or memory loss in Brodaty et al. (2005) received a
pension or benefit (42%). This was comparable to the findings by Helmes et al. (2005) that
41% of carers most commonly reported a pension as their main source of income, followed
by income from business (12%), superannuation (16%), salary (27%) and other sources
(3.9%).

Bindoff et al. (1997) found that 48% of caregivers received a gross household annual income
of less than $20,000, and 58% lived on less than $25,000 per annum. Caregivers of
intellectually disabled recipients had significantly more income ($25,000-30,000) than
caregivers of people with a physical or dementia-related disability ($15,000-20,000).

In a study of carers of younger people with dementia, Luscombe et al. (1998) found that only
11% reported no financial problems due to the diagnosis of dementia. The most frequently
reported financial problems —reduction in income and loss of carer employment—were
more common among carers of people with other dementias than among carers of people
with Alzheimer’s disease or Huntington’s disease (Table 6.4). Spouses were more likely to
find reduction in income a problem associated with the diagnosis of dementia and parents
were the most likely to claim to be financially affected by the person with dementia losing
employment, although this difference was not significant. There was no relationship
between the number of types of financial problems, or carer or patient age.

Table 6.4: Proportion of carers reporting causes of financial problems

Reduction in income Loss of carer employment
Type of dementia
Huntington’s disease 45 5
Alzheimer’s disease 69 31
Other dementias 92 52
Relationship to care recipient
Spouse 80 52
Parents 45 73
Children 44 11
Other carers 25 50
Total 70 50

Source: Reproduced from Luscombe et al. 1998.

For some carers, financial pressures, such as concern about fees, can be a source of stress
(Bruce & Paterson 2000).

Living arrangements and co-residency status

Carers of people with dementia are more likely to be co-resident with the recipient with
dementia, although the proportion of co-resident carers differs between studies due to
methodological differences such as recruitment of participants and eligibility criteria (Table
6.5). For example, Leong et al. (2001) only included carers that were co-resident or lived near
the person with dementia and visited regularly. However, most studies found that around
65% of carers were co-resident with the recipient with dementia, although the range was
large from 35% to 89%. The rate of carer co-residency is also high for EACH care recipients
who are assessed as needing the equivalent of high level residential care.
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Table 6.5: Carer co-residency status: comparison across studies (per cent)

Non-resident carer

Data source Co-resident carer Lives alone Lives with others
ACAP®
With dementia 67 33
Without dementia 57 43
CACP®
With dementia 52 48
Without dementia 51 49
EACH®
With dementia 86 14
Without dementia 82 18

Schofield et al. (1998b)®

Dementia 61 39
Undiagnosed memory loss 63 37
Physical impairment 53 47
LoGiudice et al. (1999) 68 32
Leong et al. (2001) 89 11
Low et al. (2002) 35 65
Ward et al. (2003) 86 14
Brodaty et al. (2005) 67 23 11
Bruce et al. (2005) 63 37
Helmes et al. (2005) 65 35

(a) Excludes cases where carer availability or residency status was not reported.

(b)  Excludes carers of people with dementia living in residential care.

For comparative purposes, Table 6.5 also includes the co-residency status of those without
dementia, where available. Although carers tended to be co-resident with the recipient,
regardless of dementia status, this was particularly the case for carers of people with
dementia. This may reflect the need for continuous rather than episodic care and supervision
by people with dementia. For example, where residency status was reported, the principal or
primary carer of ACAP clients diagnosed with dementia was more likely to be a co-resident
carer (67%) than a non-resident carer (33%). This was also true for ACAP clients without a
dementia diagnosis, although the difference was not as great (57% versus 43%).

Consistent with this, among ACAP clients with a carer, those with dementia were less likely
to be living alone (29%) and more likely to be living with family or others than those without
dementia (38%). In contrast, among ACAP clients without a carer, those with dementia were
more likely to be living alone (82%) than those without dementia (77%). In a study of 26,500
ACAP clients in Victoria, Howe & Kung (2003) note that dementia clients are much less
likely to be living in the community alone but equally likely to be living with others,
indicating the relatively greater importance of the presence of family caregivers in
maintaining individuals with dementia in the community.

Schofield et al. (1998b) noted that significantly more care recipients with dementia were
living in residential care, compared with care recipients with undiagnosed memory loss or a
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physical impairment. Conversely those recipients with undiagnosed memory loss or
physical impairment tended to be living with carers. However, after excluding those living
in residential care, a larger proportion of recipients with dementia or undiagnosed memory
loss resided with their carer rather than living alone or with others.

However, it should be noted that a considerable proportion of care is also provided by non-
resident carers (Sammut 1996). Non-resident carers can have quite different experiences of
the caring role to co-resident carers (Schofield et al. 1997, cited in Bruce & Paterson 2000).
The needs of carers who do not live with the recipient with dementia are different to those of
co-resident carers —as Sammut (1996) suggests, these carers face different pressures and
need flexible support.

In an evaluation of dementia care pilot projects (AIHW: Hales et al. 2006), living
arrangement was the only variable to show a significant association with client
accommodation status at time of discharge from a short-term care pilot. The sample
comprised data on 10 clients who were living alone while receiving services and 55 clients
who were living with family. Half of those living alone were discharged directly to
residential care, compared with 14.5% of clients living with family. Living arrangement is
bound up with carer availability since 53 of the 55 clients who were living with family had a
co-resident primary carer. Based on the analysis results, the odds of a person who lives alone
entering residential aged care on discharge from a Dementia Pilot short-term care project are
estimated to be 5.8 times higher than for a person who lives with others.

Relationship with the care recipient

The relationship between a carer and care recipient with dementia is closely associated with
the age and sex of the carer, and the age and sex of the recipient. As might be expected, the
majority of people with dementia are cared for at home by a spouse or relative (Department
of Health 1992, cited in Bruce & Paterson 2000) —usually children or children-in-law. A
smaller number of people with dementia are cared for by other relatives such as parents or
siblings, or friends or neighbours. However, the experience of a daughter who has young
children of her own caring for a mother with dementia is likely to be very different from that
of a husband or wife caring for his or her spouse (Herrman 1994). Luscombe et al. (1998)
noted that, even in support groups, carers who are young spouses feel different from older
spouses or similarly aged children of older people with dementia.

Data from the 2003 SDAC show that 39% of co-resident carers and 65% of co-resident
primary carers were a spouse or partner, and 46% of co-resident carers and 30% of co-
resident primary carers were children or children-in-law (Table 6.6). That is, co-resident
primary carers tended to be spouses or partners while other co-resident carers tended to be
children or children-in-law or other relatives.

Around 43% of carers of ACAP clients with dementia were a spouse or partner and 47%
were children or children-in-law, compared with 34% spouses or partners and 53% children
or children-in-law for carers of ACAP clients without dementia.

Schofield et al. (1998b) found that there was no difference between carers of relatives with
physical impairment, undiagnosed memory loss or dementia in regards to relationship with
the care recipient—a little over half (54%) were adult offspring (mostly daughters), a quarter
were spouses (mostly wives), and 21% were other relatives or friends.

The proportion of carers who are a spouse or partner, or children or children-in-law, appears
to be associated with the co-residency status of the carer. For example, Table 6.7 shows that
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co-resident carers of ACAP recipients with dementia tended to be a spouse or partner (64 %),
while non-resident carers were almost always children or children-in-law (81%). This general
trend was also noted for carers of ACAP recipients without dementia. Methodological
differences between published Australian studies (and in some cases exclusion of non-
resident carers) make it difficult to compare the proportions of carers that are spouses or
partners, or children or children-in-law, in Table 6.6.

Table 6.6: Relationship of carer to care recipient status: comparison across studies (per cent)

Data source Spouse/partner Children/children-in-law Other
SDAC Per cent

Co-resident carers 39 46 15

Co-resident primary carers 65 30 5
ACAP®

With dementia 43 4