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

13



(penunuoa)

142

peSSaSSE J0U 818 BUSWSP Y}IM PBJBIO0SSE SUOIOUN) SWOS

a|qe|leAe juewlojul
9|qe)IiNS ou aAey sjuaed swos—enuawap pajoadsns
ypm uosiad 8y} 0} 8SO[0 BUOSBWOS WO} sasuodsal salinbay

S9)EJS [BUOIJOWS S JUBLIO)UI JO S jualed
ayy Aq paosuanyjul 8q Aew g aAioalgns aie spodal Juewuou|

juaijed ay} jo Jopuab @ abe Aq paouanjul aq Aey

100} 8y} asn jey sjoefoud yoseasal
jnoge uonewJoul sysanbai soyine ‘Janamoy JybuAdoos sapun JoN

Ajjigeyod |eunyno-ssoio

® 9Alj0adsiad [euipnyibuo) ‘esea aAljel)siulWpE ‘syusaljed ajen|ens-o}
-}InoIIp ssasse o} Ajjiqixa)4 ‘syoalgns Ag Ajjigeldasoe ‘a4 AepAiana
0} 80UBAS|3J SPN|OU| SJUBLUSSISSE pPased-juewliojul Jo sabejuenpy

s|aAs| uoneonpa sjualjed Aq pajosyeun aq o} sieaddy

(3aoo01)
Auepig ayy ut

210§9q sJeak Q| yim pasedwod se Bujusaios (6861) aulpaq aAubo)
S|00} JUBWSSASSEe paseq juswnJsul A8AINs aAlleuenb 10 awn ay} e Bupjuiyy g Alowsw s,uosiad quooer 10 asleuUOnSAND
-JUeWJojul JO SSBUINJBSN BY} JNOQe SOUBPIAS PaxIW S| dIay | © JO JX8JU02 8y} Ul UOIBWIOUI PaSE]-JUBWIOJU] PaINJONJIS S}08]|0D AiJap|e 8y} Jnoge uonewJoyul Jo1je o} paubisaq Q wJor juewJoju|
¢z
x0g 98s) S9d 9y} ybnouy} saselsjsauljoyonue
00v$ 0} ssao0e Joj A)jiqibie ysijgelsa
JO SSB0Xa Ul S)S09 ey} 1y [e1oads e jo aseyoind sasinbay 0} 9ouapira Aiejuswsa|ddns se pasn aq Aepy
uofje}nsuoo enUBWSp UM slels) Bnup ejjuswapnue
dO pJepuels e ulym joo} Bulusaios e se asn Joy [eonoeldul POJEIDOSSE S81Nea) aARIUBO9-UOU @ UoIoUNy m>_«_cm.oo mmwwmmm.< Auew u ainseaw awoo)no Arewd 8y} se pasn (600 £9)
alojalay} i g Jaisiuiwpe 0} sajnuiw o¢ Ajglewixoidde saye] O-Svav
Slibis Alowsw 13 aBenBue o ApNIS 10} UOREUILIEXS J1iq ‘ANIBLT 9109s AlewwNS [|BJOAO UB Se 9say)} ssaidxa 9]B0S JUBWISSOSSY
S|ENPIAIPUI JO} SB102S d|qeleA Ale|iwis 0] @ aseas|p sJawiayz|y ul pasiedw AjjeoidA) (¥861) aseasi
UpM ‘ISININ 843 Joy papodas suonewl| 8y} jo Auew saleys JSIIN @43 ueyy ybnoloyy alop suonouny aAluboo ayy ajdwes o) padojoas | [ }0 Uasoy s Jawiayz|y
UOI}B}NSUOD 49 pJepue)s e Uly}Im asn 1o}
Jeoioeidwl |00} Y} S9)ewW awi} UolelisiulWpe SajnuIw GL—0| sasodind yoieasal Jo} 914
pauissejosiw aq Aew (Buuiesy swos yym)
BlJUSWAP JNOY}IM S|ENPIAIPUL '@ S[BNPIAIPUI BWOS Ul passiw i sBuljas snolea ul [puuosiad jo A)aliea apim e Aq pasn aq a1ojalay)
aq Aew ejuawap—uoneanpa g Japuab ‘abe ‘Ajjigesip ueo xR Jajsiuiwpe 0} suolealyiienb oyoads alinbal jou seoq
|eaisAyd ‘ssejo |e1oos ‘@ouabiiajul pigiowald Aq pasuanjul
awn Jano abueyd Buimoloy ul jnydjay si wiaisAs Bulioog
10119 JuswaInseaw ybiYy AjoAle[al 8y} 0} anp ‘e JOAO selpnis
SlenpIAIpUI U 8BUBYD JONUOW 0} AJIIGE BU} INOGE }GNOp BWOS awliedw) aAubod jo Ajienas Bulkysse|d yoJeasal ejjuswap ojul A1jus 1o} usalds 0} pasn
10} SIseq B Se pasn UaYo S| YoIym a109s AJejiun e sapinold
Ayis1anip onsINBuI| g [BInyNo % Alge Sdd 2y} ybnouy) saselsysauljoyoijue
pIgJowaId ‘UOIEINPS JO S[aAS] JUNOIOE OJU| SYE} 10U $30(] uoneJisiujwpe Joy Jaded % uad e Ajuo saiinbai—a|gepod pasipisgns 0} ssao9e Joj Ajjiqibie
ysijgejsa o} palinbal Ajjensn si 8100s ISNIN V
S)S9) UleWOop 8qo| [BjuOl) SHOET] sixeud
9 uoisuayaldwod ‘Bujweu ‘uofusyie ‘Alowaw ‘UOHEIUSIO SUSBIOS juawnujsul Bujuaalos [EDIUID B Sk pasn aq ued
Ayoyioads onsoubelp syoe (ESAT)
Jajsiulwpe 0} sanuiw sbumyjes a1eo Atewnd ul |00} Juswissasse (5261) ‘1 uoljeujwexy
awliedw) aAubod pliw ypm sjuaized o) aAljisuasu| GL—0} Buuinbai ‘uoljeuiwexa snjejs |ejuaw painjonsis ‘Joug aAubBoD payoleasal Ajapim g pasn Ajapim }Sol o uIgys|o4 9)e)S [BJUSIN-IUIN
suonejwi] sjyouag asn g asoding sioyny | |00} JuUdWISSasSe

Ns9) Buluaaiog

S[00} SUTUI3IDS PUE JUDUISSISSE IAPTUS0D PIJIIIS JO ATewrwing :¢°g d[qe.




(panunuoa)

Gl

abpajmousy| [eunynd B s||Ixs

paJinbai uaym Jajaidiaiul ue
Aq Ajpoauip pajejsuely aq 0y JI Buligqeus ‘ysibug sidwis ul pajuasald

s|020)o.d Juswssasse @ Buluaalos eluawap
Jay30 uey} poddns @ aoueydasoe Ajunwwod Jaybily sey—uoibal
ay) ul a|doad Jap|o % sasuad abenbue| ‘suonesiueblio aied pabe
® Yjleay snouabipu| ‘saiunwiwod yum uopounfuod ul padojgasq

a|geyns aq jou Aew s|00}
JUSWISSaSSE WeaJjsulew woym Joy ‘uoibal Aspaquuiy ayy ul sdnolb
abenbue| g saniuNWWod snouabipu| SNOLIBA UIY)IM 8SN IO} PIIEA

Aioyuia ] ussypop 8y ul pajjeny buiaq Apuaing

abenbue| oy1oads salinbai—is)siuiwpe 0} SAISUSIUI-INOgeT] o)
sdnoub sbenbuey Joyg (spodau Ajiwey ybnoayy) Buiall Ajlep jo saiiAlloe % Inoineyaq sdnolb abenbue| og Ajeyewixoidde JUBWISSOSSY
SemUNLILIOD SNousBIpU Jejnored o} oyi0ads e SUOISION 10 JusWwISSasse se [|am se ‘(suodal Ajiwe) % Judl|0 8y} JO Juswssasse Buisudwos uonendod snouabipu| peaids Ajppim annubo)n
ybnouyy) Buiag-||om [EUOIIOWS JO JUSLUSSISSE @ JUBWSSISSE 3 9SJOAIP B UlIM Bale UE ‘eljes}sny UIB)SOAN (9002) ‘18 snouaBbipu|
pajepijea Buiaq Apuaingy anuboo ‘Alojsiy joyoole g Bupjows ‘Alojsiy |edipaw e sasudwo) J0 uoibai Aspiaquury 8y} ul asn Joy paubisag | 18 821pniHoT] AKopaquiny|
juawnuisul Bujusalos e se paubisap

‘abueyo Jo ainseaw se abuel juaiolnsul aney Aepy Bunsar sanuBoo spnjosid

syuened Bujuogouny swajqoid abenbue) JI suoje pasn g UED UONOSS JUBLLIOUI BY ]

Moj A1a g MOJ JO UOHEUILOSIP J00d Jey} OS 1088 00| seipadoud oujawoyoksd ui ssoj Jybijs e Ajuo yjm auoje pasn

uoneanps aq ued Jayye—aileuuonsanb juewlojul % 1s8) SAIUBOD B sapnjou| soulopInG

% @ousbijejul pigiow-aid Jaybiy co.:w uoniuboo pasealosp (433siujwpe 0y sajnuiw 2 Ajgjewixoidde) aonjoeud [esouab uj ejuswap ym syusied (900d9)
awoosano Aeuw jeu s10joe} 1o ‘Buljse} Jo Jes} Jo pajse) UO[JE}|NSUOD 495 PJEPUB)S B UIY}IM PaJs)SIulWpe 8q ue) 40 81D yjleaH MSN 9y} Ul papuswiwoday uopuboo
Bulaq jo ssauaieme @ S10}oe} [BINYND ‘[BAS] [euoleoNnpa Jood JO JUBWISSaSSY
‘ssauyeap ‘uawdiedw ybis ‘eiseydsAp o} anp aouewsopad snjejs |euoouny eljesysny uj 8on30eud |esauab (z002) '1e Jauonoeld
pasredw :Agq paouanjul 8q Aew }s8} 8y} JO s}Nsay JO JUBWISSASSE Jaliq B SMO|[e 3 Juswliedw] aAuBoD sassassy ul 0o} Bulusaios Jauq e se asn Joj paubisaq 10 Alepoig |essusn)

sa|npow juspuadapul se pajeal} 8q UeD Sa|eds 9 ay |

passaldap sI juewloju; 8y} Ji AlienonJed ‘eyels [euoows Bujurel Jolq Jaye yejs [eaIpaw-uou Aq pasn aq ued

s Juew.lojul 8y} Aq paouanjjul 8q ued spodal Juewloyu|

aAljeWIOoU 8 UBD

(oy) ur Ja1ed $90IN0S OM} 8U} Usamjaq salouedalosip—A|ajesedas pamairiaiul

9ouabi||aiul Jo uoneanpa Aq pasuanjjul jJou S| 8|eds auljoap aJe jJuewJoyul g 109[qns ay} papiroid ‘Inoineyaq s,1oalgns ayy uo

annuboo ayy ybnoyy) aulpap aaiuboo jo onewoidwAs saAnoadsiad yuspuadapul aAI6 smaiaialul Juewaoul 9 uaned sy

aq uey} Jayjes aouabij|sjul piqiowsald @ uoeonpa )

Aq paouanpul aq Aew a|eos juswuiedw aARubos ay | ajoss g 8Bueyo Inoeyeq ‘auloap sAnUBod (svd) ssleos
’ ’ o SI9A0D MBIAIB)UI JUBLLIOJUI BY} ‘9304)S @ uoissaidap ‘Juswiiedw) uoissaldap @ eljusWwap :SISPIOSIP (S661) JUBWISSOSSY
ysi|bu3 ui juanyy ase oym ajdoad yym asn Joy a|qeyns AluQ aAIIUB09 S19A0D MalAIBUI Jualjed By} :S8[edS g JO SISISU0) opjelaboyoAsd Jofew om) ssasse 0} paubisaq ‘|e}@ wior oljenaboyohsy
suonepwi] sjjauag asn 1@ asodind sioyjny | |00} Juswssasse

Ns9) Bulusaiog

S[00} SuTuaaIds pue JUSUISSISSe IARIUS0D PajdA[3s Jo Arewrwing :(PaNURU0d) ¢ dA[qeL.




(penunuoa)

9l

sjuanjed joejul AjlpAubod wouy
enuawap yym syuaned Bueujwosip 1oy |00} Buludalds |njasn v

Buuies; oiseq jo unoy
UB Y}Im duoAue Ag sajnuiw (| UBY) SSB| Ul paJdlsiuiwpe aq ued

189 Aouan|4 [eqlaA % 1s8] ||eosy pan) psoueyug

sbupes aled

‘}s9] uonejyuauQ [esodwa] ‘1sa) Bumelq 300]0 8y} sejesodioou| Asewud ui asn Joj Juswissasse aAubod jaug uowo|os u8aI0S JNUI /
sBuiyes [euonnysul Ul syuaied |1 AjaJones
10} @sn 1o} papaau s| 9|eds bunel |eojuld e aiaym ajeridosddy (9661
uswnJsul Bulusalos eluawap Jo Ajllanas ajenualayip 0} pasn aq ue) IBMSN 8
€ Se 9|ge)INs Jou—jusWINISUI Yoleasal e se [njasn Ajjediound Buipuewap 0o} 8q pinom sise} [ealbojonau | [BMOGOIN Ul
Aiowaw [eqlaa-uou B |eqIaA pJepue)s woym Joj syuaned pasijeuonniysul i paud (€261) (S ETESS
uejolulo e Aq palajsiuiwpe aq Jshiy 3 uofjes||en}deduod ‘uoioNIISUOD ‘UolieAlasald ‘Uonuaje SIBA0D pajoaye AjoIanas YIm asn Joj papuaiy| sei Buney enusweaq
UOlje|oS| Ul BlJUSLIBP IO} USBIOS B S aiyns o} AjayIjun s|
|on8| @ouabijjaiul pigiow-aid @ uoneonps Aq pejoaye aq Aep
sjuswuiedwi Jojow aARuboo ssao0ud Buiuueld ased g sisoubelp ayj Jo (00¢
-uou Jo sjuawuredw [ensia yum ajdoad Joj sjgeynsun | Med Se Jo/g S|00) JUSWSSISSE Jay)o 0} Jounfpe ue se |njasn aq Aepy —16Z:9661
Boo-1uI B usaIOg BNUIN L BY) |loMEN
pasodoud usaq SI00} | se yons ‘s)sa) JoYI0 SWIOS UI 9]EISqNS B SE Pasn MO
aney swaysAs Buuoos Auew g xa|dwod s| Buimelp ¥20[0 Ul | Jayjo Ul swayl paseq-Ajjeqlan uey} spunolbyoeq asiaalp Ajjeansinbul| kal Ao
SuoIOo}sSIp 10} Wa)sAs Buloos [eouBWNU d|gel|a) B JO Uolieald pue Ajjean)no wouy ajdoad yym asn 1oy a|qe}ins aiow aq Aepy eixelde [BUONONJISUOD 09s)
JO JOJEDIPUI U SB paonpouul Ajjeniu| Splemuo
ysltigejse o} aAoalqns g yNoIIp a1e aouewopad 100} 0861
JewJouge jo suopepelb ing souew.opad Jewlou, JBYJ0 Ul papnjoul sway ysip|iyo, ueyy (Bunynsui sss| @) Buisaisiul eljuswap Joj }sa) ‘sloyjne SEE
woJj souewlopad |ewlouge A|ssolb, sejenuaiayip Aiseg | aiow puy Aew sjuspuodsal jey) poylew Buiusaios pidel e sepinold | Buiusalos e se pasodold ‘uonouny aAuboo sisa | snouep Buimesp 30010
a|qe|iene
ale s90IAIas Jajaldialul ajgeyns papiaoid ‘iey Ajjednyino aq )
0} sieadde ® ysibug uey) Joyjo sebenbue| ui passjsiuiwpe Ajiseq BLIOJOIA g BI[BAISNY UINOS ‘S8|BAA LINOS MON Ul
pajonpuod Bulaq Apua.ind ale saipnys dn-mojjo4
(9002 '1e )
19 pueimoy) abenbue| palsayaid Jo ‘si0joe) aouewlopad |[elualayip Pue|esz meN B m_ho\mo_> elensny (svany) sless
‘ ‘ UINoS ‘s YINOS MaN Ul A[ediuljo pasn
uoleonpa Jo sieak ‘Japuab Aq pajosye aq o) Jou sieaddy JUBWISSSSY
sueloIuIo aled yyeay Arewid Aq passisiuiwpe Ajises ¥ a|qeuod sdnos6 epuswaqg
abenbue| g [eunyno ssoloe ajdoad yym asn 1oy (#002) |esianiun
sujewop aApuboo adinw syse | 100} Juswissasse aAlUBoD pijeA e se padojeasg | ‘|e }e Asl0lg puemoy
suoneywi| sjyouag asn 1@ asodind sioyjny | |00} Juswssasse

Ns9) Bulusaiog

S[00} SuTuaaIds pue JUSUISSISSe IARIUS0D PajdA[3s Jo Arewrwing :(PaNURU0d) ¢ dA[qeL.




(panupuoa)

Ll

wswuiedwi aAubo9 Jo Ajianss
ysi|ge)sa 0} Jo ‘Juswniisul Buluaalos e se a|qe)ns JoN

sjuswissesse
aAneluUENb UBY) 8AlD8I[gNs alow aq Aew sBuljel [eqo|

ueloIulD BWes ay} A pejonpuod 8g piNoys sainsesw jeadal

(Z'z xog 9@8s) sa0oURISWNDIID
UIB}aD Japun ‘Sgd 8y} ybnoly} sesels)sauljoyolue pasipisgns o}
ssaooe Bujobuo 10y Ajiqibije ysi|gelsa 0} 9o0UapIAd Se pash aq ued

JnoiAeyaq 1o uonouny ul sabueyo a1 Aq papoddns jou sebueyo
anuboo (ajes o} Aj@yi| SS9 ) Jo |eondaos aq Aew sueolulo
se ‘sjuswanoldwi aauboo |nybuluesw, Ayjuapl o} diay Aepy

juswieal) Buunp sabueyo sjusijed sasuewwns
ey ajeos abueyo Jo uoissaidwi [eqo|b |eoiuljo juiod-; e g ‘uonubod
3 uopouNny ‘INoiAeyaq sjuaied Jnoge Sajou SUBIDIUID SapN[oU|

Buinl| Ajiep jo saniAioe
9 [eanoineyaq ‘@Anuboo ‘jesausab :uonouny juaied jo seale Jofew

s|ew) Bnup enuswapijue ul pasn AjBpIAL
sjuswleal} Jo AoBOlYye SSBSSE 0} Pasn UBLO SO
sjuewIOjUI AjiLue) JBY10 JO SieAIBaIed wouly Indul
10 uoIsnjour yum 191D auy st snid-01g1D ayL

suoleuIWEXD

SNje)s [ejusl Se Yyons SaInseal Juawssasse
aAljejuenb wouy pauiejqo aq Jouue ey} abueyo
10 @ouepodwi [eo1UID BY) JO Xapul ue apiaoid

(snid-01910)
nduj Janibaie)
ysm abueyd

10 uoissaidw|
paseg-malAIaiu|
s,ueplulD

?

(01910) 8bueyn
J0 uoissaidw|
paseg-malaIaiu|

—asiuadxa ajendoidde yym ueroiulp e Aq pawiopad aq JSN { SUILLEXS 0} PAPUS)UI JUSWINIISUI SAI3[GNS ‘PAINIONIS-IWSS 0) papuajul ajeas Bunel [eqo| e s| D|glD dyL s,uedIUID
ULIBpUBJ\ 9SBUIYD) IO
asaueder ‘ueueBuUNH ‘49819 ‘Ysiuul4 ‘Ysiueq ‘UBIBaMION ‘Ueissny
‘Uelle)] ‘youald ‘ysiueds ‘UBwISD ‘YsiiBUT Ul PaJSISILILIPE o] UBD
uoisiuadns [eolpaw uoisiaedns [esipaw
4o ®oUBsSqE BY) Ul PajjoApU0d Ajlenbape &g Jou AeW SBYL | 15nun 1nooo Bunss) JeY) PUBLLLIOOSI YESHBOD) JeASMOU—joUIsiUI
9opoeid—6uli00s Joj 3se} ey} Buimiwgns aiojeq espoeid o} aU} 0} SSE00E puE PIEd IPaId B SEY OUM SUOAUE 0} B|qe|ieAy
pabeinoous aie 1S3} Y} asn g peojumop o} Bulysim ajdoad ' '
uonouny aAuBoo
suopeywi] [eaisAyd Jo Juswiiedw [ensia ‘enbie; se UMO 18y} BuLIOjIUOW Ul 8AIjOE a10w aq o} ajdoad abeinoous Aepy
yons siojoe; aAuBoo-uou Aq paliedw aq Aew soueWIOHad eJ)SNY PUNOJE 3SN 10} S|GE|IeA. ARUaLIND
Aep awes ay) Uo paJalsIuILpE
2109s a|buls B U0 paseq uonouny sj89} ajdinw Jano (Buiuies] ‘a') souewopad paroidul Adessyjooewseyd
aAIUB09 JO SISOUBEIP/UOHEDYISSED UBY) JOUJE] ‘BUl} JOAO uo paseq Jusuedw aanuBoo puw Joj Bugsa) Jo) nJasn oq Aey 10 Aoeo1ye 159) 0) S[el) Brup swos ul pasn
aouewdopad Ul sebueyo [enpiaipul-esul Ajuapl 0y paubiseq ’ o ’ ’
sdnolb awn Jano sabueyo Aue Joyuow g souewlopad
Jeuonpoeid [eapaw e Aq pepjwians abenbue| g |einyno ssoioe uoneoldde anoidwi Aew siy—swayl SABIUB0D UMO J1aU} Jo} BUIjeSE] B USI|qe)sa
181 4ad 1S9 + GF$ B 1S9O + SZ$ Usamiaq @ s|enplalpul [equon Uo SoUBlje) Bumwl| “Inwns se spieo Buike|d Aleuipio sesy | O} BBUGWap Buidojensp Jo st Je oq Aew 1o jnoge
J0}1s0) Jad 1S9 + 024 oI PaIoos 1S8) By} SARY O) SIS0 PaLLIOM S| OUM SUOAUE IO} SUBSW E SE PajoWold
SSINUIW UIYIM [IBWS AQ PauIN}al aJe S)NSai—lie)s [BoIpaw-uou Aq
S8oInes pasinadns aq ued @ a)a|dwod o} sanuiw G| Ajgjewixoidde sexe ] Jeuonpoeld [eopaw € jo Uoisiradns sy}
BuLI09S SS999E 0} JopIO Ul Aed 0} SUBSW @ UOIOSULOD J1apun sjenpialpul Aq Ajoaulp pasn aq o) paubisag
JouIaIUI UB g ‘UoNEsIUuILIpE 1o} Jajndwoo e salinbay syse) Buiuses| g Buuoyuow
9 AJowaw BupLIom ‘Bl UOISIDap 32100 ‘Bll} UOOES] SBPN|IU| Aypigow (wesHBo0)
Juasge si uoisiniadns [esipaw Ji Ajjeioadsa ‘synsal 10 swoydwAs Juesyubis Buidojansp usijed ay) o wasAg Buropuop
1eudis)uIsiL ABW S[ENPIAIPUI JBY) %SU B SI 9181 "BUSWSP awi Jano souewlopad ul abueyd ainsesw | Joud Juswuiedw aAUBoO pjiw 10s1ep 0) paubisap goul Kiowapy
1snl j0u ‘asned Aue woij aBueyd aANUBOD 0} SAISUSS 0} Bunsa) dn-mojjo} @ suljeseq 1o} paubisap 1s8} pasuaNdwod v |00} JusWssasse padojanap A|[e10IaWW09 Y ajeIg609 uyesHBo
suoneywI] sjyouag asn g asoding sioyny | |00} JuUSISSISSE

Ns9) Bulusaiog

S[00} SuTuaaIds pue JUSUISSISSe IARIUS0D Pajd[3s Jo Arewrwing :(PaNURU0d) ¢ dA[qeL.




8l

(souno Alowsw “6°8) sBumyes jsijeroads ul siseq auinNoJ aJow

a.eo jJualjed Joj se ||om se sasodind youeasal 10} pash aq ued

ysiuedg g asanbnuod ‘ueaioy| ‘esaueder
‘uelley| ‘uewlas) ‘youal4 ‘ysiuul4 ‘yong ‘esauly) ‘ueuebing
Buipnjour ‘ysibu3 ueyy Jayjo sebenbue| ul paisisiuiwpe aq ued

JSININ 8Y} 0} 8Aeuls)e aAIsuayaidwod
aJow e se pasn aq Aew SMalAIsUl Dl}SouBeIp paInjonsis-IWes

juswuiedwi aAubood jo
S|9A9| p|iW }09}9p UBD @ suonouny aAuBod Jo abuel Jepim B S1I8A0D

||eoau % aouewlopad sixesd |BUONONIISUOD

 uoniubooal B |jedal ‘Bujuies| [equaa Jo sainseaw ‘JISIN

ay) ‘(3sa1 BujweN uojsog way-G|) Buiweu |euoiejuoluod ‘Aousanyy
|equaA Jo sainseaw sapnjoul Juawssasse [eolbojoyoAsdoinau ay |

eljuUsWap aSeasIp SJaWIBYZ|\y-UOU JO ‘SI9PIOSIP JBUI0 UIM
pajeloosse aseasIp s Jawlayz|y ‘auoje aseas|p s Jawlayz|y Jayye
10 uoissaidwy onsoubelp e ‘Ajjeul % ajeos Buney enuawaq [ediuld

eua)o |ealbojoyjedoinau

10/%8 |[elnoineyaq ‘|esibojoyoAsdoinau ‘|eoluljo uo
paseq enuawap Ayuapl o} s|enplaipul pagunisip
Ajjeanoineyaq Jo paliedw AjoAiuUBoD Uo se |jlam
se suosJad |ewlou uo ejep Jayieb 0} pasn ag ued

(avy30) esessig

® U0 pasn aq ABWi—IaisIUILPE 0} BUILINSUOS-aLU} g AUBUST ay) ‘salpnys Alojeloge| ‘uoljeujwexa [eaisAyd ‘syse} abenbue) seuawap s Jawiayz|y
¥ }00|9 ‘uone|NdIeD ‘1S9 Passalg Hoys ‘9eos Buney enuswaq J3YJ0 g aseas|p s Jawiayz|y yum sjuaned 104 Ansibay
|00} BujudaIos e se 9|ge}IiNs Jou—ejuawap passa|g ay} ‘uoissaidap ‘wsiuosupyied ‘9seas|p Je|ndSeA0IqaIad 0 sisoubBelp @ uonen|eas ayj o} sainpasoid e ysi|ge}s3
10 sisoubBelp ay} 10} sainpadoid OljeWwd)sAs SapInOId ‘SI9PJOSIp O1Wa)sAs ‘podal Juewloyul ‘AI0O)SIy |BDIUID SBpN|oU| a|geljal @ pasipJepuess Jo a)ns e se padojansaq avy3an 0} WNIHJOSU0)
(soiuo Asowaw 6-9) sbumes isijeroads ul siseq aunoJ aIow JSIAN 8Y} 0} dAleUIB}E dAISUBYaIdwOod uonouny aAlubod ssasse 0} paubisap (xaawvo)
B Uo pasn ag Aew—iajsiuiwpe 0} Bujwnsuood-awi} B AyjbusaT] aJow e se pasn aq Aew smalaidlul dsoubelp painjonlis-lwas ‘D0DNVD aY} sI suonoas bis ay) Jo suQ co_«m_,w_mem_
Hep|3
|00} BulusaIos B se 9|ge}Iins Jou—enuawap juswredwl JO S|9A9) efjuawap si yolym Jo auo salobajed (8861) ay} Jo siapliosig
10 sisoubBelp ay} Jo} sainpaoo.d dljews)sAs sapinold pliw J09)8p 0} d|ge S| @ suolouN} aAIIUB09 Jo abues JapIm B SIBA0D J0 Jaqwinu e uj sisoubelp [ewlJo} B SBpIAOId ‘le1@ yjoy | |ejus|y abpuque)d
enuawap
10 sadA} jo abuel e g uswiiedw) aAUB09 pliw Jo8)ep UB)
uoneonpa g abenbue|
‘punoubyoeq |einynd wouy seiq o} ISININ B3 Se a|qidaosns se JoN
wawliedwi aAuboo
SSSUBAIIOBYS Je|iWIS YIM JSIAIN Sy} Jo uoroidsns [eolulo e s| a1ay} aiaym Bujuonouny
juswa|dwi Bunum e Buipjoy Aynoiyip uey} Jajsiuiwpe o} (sajnuiw ¢ Ajdrewixoidde) awi sso| salinbay AANOBXa S8} 0} JO }s8) Bujuaalos e se pasn
10 Juswutedwl [ensiA yim syuaijed ul [nyasn aq jou Aepy
(112081 piom 8y} 810jaq JBJORIISIP B SB) 3SE)} sbupes aled (0002) '1e
Bujuonouny aAinoaxa sisay AluQ Buimesp }o0[0 e g ysej} [|edas g Bujules| piom way ¢ e sayesodioou| Asewud ul asn Joy paubisap |00} Buiuaalos joug o uoslog BoD-luIn
suonepwi] sjjauag asn g asodind sioyiny |00} JuswIssasse

Ns9) Bulusaiog

S[00} SuTuaaIds pue JUSUISSISSe IARIUS0D PajdA[3s Jo Arewrwing :(PaNURU0d) ¢ dA[qeL.




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

21



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).
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(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

23



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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