
1 

 

 

               

 

 

 

 

 

 

Dementia Management in Community-
Based Primary Health Care: A review of 

the international literature 1995-2008 
 
 

 

 

 

Version 2, January 2012 
 

 



1 



2 

CONTENTS 

Acknowledgements and disclaimers .......................................................................... 7 

Executive summary ....................................................................................................... 8 

CHAPTER 1: Introduction .......................................................................................... 11 

1.1 Background ......................................................................................................... 11 

1.2 Aims and objectives ........................................................................................... 13 

1.3 Key questions ...................................................................................................... 15 

1.4 Phases within the care continuum ................................................................... 16 

1.5 Importance of carers .......................................................................................... 17 

1.6 Search Methods .................................................................................................. 18 

1.7 Methodological issues ....................................................................................... 19 

1.8 Guideline Dissemination ................................................................................... 22 

1.9 Diagnostic classification .................................................................................... 23 

CHAPTER 2: Best Practice Guidelines ...................................................................... 25 

2.1 Background ......................................................................................................... 25 

2.1.1 Evidence-based guidelines ................................................................. 25 

2.1.2 Consensus-based guidelines ............................................................... 26 

2.1.3 Selection of guidelines ......................................................................... 28 



3 

2.2 Australian Guidelines ........................................................................................ 29 

2.2.1 Current best practice guidelines ............................................................... 29 

2.2.2 Patient presentation ............................................................................. 29 

2.2.3 Assessment to confirm diagnosis ....................................................... 30 

2.2.4 Management ......................................................................................... 34 

2.2.5 Summary ............................................................................................... 35 

2.3 New Zealand Guidelines .................................................................................. 35 

2.4 Canadian Guidelines ......................................................................................... 37 

2.5 United States of america Guidelines ............................................................... 39 

2.5.1 Screening ............................................................................................... 39 

2.5.2 Diagnosis ............................................................................................... 40 

2.5.3 Management ......................................................................................... 41 

2.6 North of England Guidelines ........................................................................... 42 

2.7 Scottish Guidelines ............................................................................................. 44 

2.8 Guideline Dissemination ................................................................................... 45 

2.9 Conclusions ......................................................................................................... 47 

CHAPTER 3: Current Practice .................................................................................... 48 

3.1 The literature ....................................................................................................... 48 

3.2 Overview Of Screening And Case-Finding: Best And Current Practice .... 48 



4 

3.2.1 Screening tools-overview .................................................................... 55 

3.3 Diagnosis and management – best practice and current practice ............... 63 

3.3.1 Best practice in diagnostic evaluation ...................................................... 63 

3.3.2 Current practice in diagnostic evaluation ............................................... 65 

3.3.3 Barriers to and facilitators of dementia diagnosis .................................. 69 

3.3.3 Disclosure of the diagnosis ........................................................................ 76 

3.3.5 Management of dementia – current practice .......................................... 85 

3.4 Barriers To Best Practice In Identification And Management Of Dementia

 ..................................................................................................................................... 89 

3.4.1 Education ...................................................................................................... 89 

3.4.2 Limited time and resources ....................................................................... 92 

3.4.3 Distinguishing normal ageing from dementia and the role of the 

patient or carer in initiating identification 

3.4.4 Attitudes and stigma as a barrier to best practice 

3.4.5 The influence of prognosis ....................................................................... 101 

3.4.6 Conclusions ................................................................................................ 103 

3.5 Practice nurses .................................................................................................. 103 

3.6 Approaches Within The System Of Reimbursement For General Practice 

In Australia .............................................................................................................. 109 

3.7 Memory clinics ................................................................................................. 110 



5 

3.8 Specific Issues In Management ...................................................................... 112 

3.8.1 Driving ........................................................................................................ 112 

3.8.2 Drug treatment .......................................................................................... 114 

3.8.3 Community care ........................................................................................ 114 

3.8.4 Carers .......................................................................................................... 116 

3.8.5 Pain management ...................................................................................... 121 

3.8.6 Residential Aged Care Facilities ............................................................. 122 

3.8.7 Psychosocial interventions ....................................................................... 124 

3.8.8 Decision support software ....................................................................... 125 

3.9 Dementia Identification, Assessment and Management in Selected Sub-

Groups ..................................................................................................................... 126 

3.9.1 Urban rural differences ............................................................................ 126 

3.9.2 Aboriginal and Torres Strait Islanders ................................................... 129 

3.9.3  Culturally and Linguistically Diverse Backgrounds........................... 132 

3.9.4 Developmental Disability ........................................................................ 147 

3.9.5 Younger Onset Dementia ......................................................................... 148 

Chapter 4: Summary .................................................................................................. 153 

4.1 Addressing system issues ............................................................................... 154 

4.2 Addressing attitudes ........................................................................................ 154 



6 

4.3 Addressing knowledge ................................................................................... 155 

4.4 Take home messages for general practice and primary care ..................... 157 

5 Addendum: Method and Results ......................................................................... 159 

5.1 Search Summary ............................................................................................... 159 

5.2 Method ............................................................................................................... 160 

5.2.1 Search Strategy: Databases ...................................................................... 160 

5.2.3 Search Strategy: Internet ................................................................... 162 

5.2.4 Criteria for Inclusion in the Project.................................................. 162 

5.3 Results ................................................................................................................ 163 

5.3.1 Databases .................................................................................................... 163 

5.3.2 Combined Database Results ............................................................. 164 

5.3.3 Internet Searches ................................................................................ 165 

6 Appendices ............................................................................................................... 168 

6.1 Appendix 1: Ovid Medline Search History .................................................. 169 

6.2 Appendix 2: Database CINHAL, PsycINFO ................................................ 171 

6.3 Appendix 3: EBM Reviews ............................................................................. 174 

6.4 Appendix 4: PubMed Search History ........................................................... 177 

6.5 Appendix 5: SCOPUS Search History ........................................................... 179 

6.6 Appendix 6: MDConsult Search History ...................................................... 182 



7 

6.7 Appendix 7: Sociological Abstracts Search History .................................... 183 

7 Reference List ........................................................................................................... 184 

Acknowledgements and disclaimers  
 

Dementia Identification, Assessment and Management in Community-Based Primary 

Health Care: A review of the international literature 1995-2008 was written by Prof 

Dimity Pond, Dr Nerida Paterson, Ms Jessica Swain, Dr Jenny Stewart-Williams 

and Ms Jennifer Byrne.  It was prepared as part of the Discipline of General 

Practice, University of Newcastle’s involvement in the Dementia Collaborative 

Research Centre: Assessment and Better Care.  

Acknowledgement of Funding 

This project was funded by the Dementia Collaborative Research Centre – 

Assessment and Better Care, University of New South Wales as part of an 

Australian Government Initiative. This Centre is now funded by of the 

NHMRC. 

© University of Newcastle 2011  

Important notice: this work may not be a Commonwealth publication or 

product 

The views expressed in this work are the views of its author/s and not necessarily those 

of the Commonwealth of Australia.  The reader needs to be aware that the information 

in this work is not necessarily endorsed, and its contents may not have been approved or 

reviewed, by the Australian Government. 



8 

Executive summary 

Dementia represents a major medical, social and economic challenge for the 21st 

century, as the ageing population makes the disorder more common. Numbers 

with dementia in Australia are expected to rise from 245,000 in 2009 rising to 

about a million by 2050 [8] 

Effective primary care for community-based dementia patients is facilitated by 

early detection and diagnosis, as well as ongoing assessment and management 

of the patient’s physical, psychological and social needs. This literature review 

examines the gap between recent clinical practice and best practice primary 

care, in the assessment, diagnosis and management of dementia by General 

Practitioners (GPs), or primary care clinicians, in community-based settings. 

Best practice in this review is defined by dementia guidelines written for 

primary care clinicians in Australia, New Zealand, Canada, the United States, 

the North of England and Scotland. The guidelines are largely, but not 

exclusively, evidence-based; the Australian and Canadian guidelines are 

consensus-based. There have been very few randomised controlled trials 

conducted in community settings or on patients in the early stages of dementia, 

and consequently the evidence-based approach to guideline development is 

limited in terms of prescriptive recommendations regarding the early detection 

and management of dementia. 

The published international literature (1995 to 2008) on the community-based 

assessment, diagnosis and management of elderly patients with dementia by 

GPs, is used to describe recent clinical practice. The research studies described 

in this body of literature include both qualitative and quantitative methods. 

Many are observational studies. While much remains to be learned about 

dementia in community-based primary care, it is evident from the literature 
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that dementia is under-detected, diagnosed later rather than earlier, and that 

assessment and management practices often do not adhere to the guidelines. 

Factors responsible for late detection of dementia include GP system issues, 

such as lack of time, poor remuneration and limited access to information from 

carers. Screening instruments, while good at a population level, are limited in 

their ability to reliably detect dementia on an individual level in primary care 

and beset by poor positive predictive values (i.e. numerous false positives) in 

these lower prevalence populations. The perceptions and attitudes of GPs are 

also important. There is a reluctance to diagnose dementia due to the social 

stigma associated with the disease label, and a perception by GPs that a positive 

diagnosis carries a pessimistic prognosis which is not ‚in the best interests‛ of 

the patient and family. Additionally many GPs do not see their role as 

encompassing advice to patients to seek legal advice on issues such as wills, 

guardianship and enduring power of attorney, although such matters are better 

dealt with in the early stages of the disease. Dementia patients may represent 

only a small proportion of the GPs’ caseload, and lack of exposure can limit 

skills and competence required in the diagnosis and management of dementia, 

as well as knowledge of locally available support services. 

Special groups within the community, in particular rural, indigenous and 

CALD communities have additional barriers to optimal identification and 

management of dementia in general practice. 

A case finding approach coupled with informed use of screening instruments 

can assist GPs in improving their identification and assessment of dementia. In 

particular, instruments not affected by ethnicity, and those that test activities of 

daily living, may be of benefit in conjunction with clinical judgment. Carers’ 

opinions should be sought, as the anosognosia associated with dementia makes 
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self reporting unreliable.  GPs should take a preventative approach by targeting 

cardiovascular risk factors in patients. The modification of practice systems in 

primary care may also assist. Suggestions include more use of practice nurses, 

specialist nurses and new flexible funding models which include funding for 

GPs to talk to carers. More readily available specialist resources, such as 

memory clinics and specialist help in rural areas may also assist. Continuing 

medical education is also important and relevant for both GPs and practice 

nurses, particularly in relation to communication issues, the health of caregivers 

and the availability of local services. 
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CHAPTER 1: Introduction 

1.1 BACKGROUND 

In western societies, dementia is described as the most common disability of 

later life [2]. Dementia is associated with a range of conditions characterised by 

impaired brain function, including memory, language, perception, personality 

and cognitive skills, which interfere with ‘normal’ social and occupational 

function, in an otherwise alert person [3]. 

The syndrome known as dementia includes a number of sub-types, the most 

common of these being Alzheimer’s disease and vascular dementia [4, 5]. There 

are many other sub-types including Lewy-body dementia; frontal lobe 

dementia; dementia with Parkinson’s disease; post traumatic dementia; toxic 

dementia (particular alcohol); dementia associated with multiple sclerosis; 

prion diseases e.g.  Creutzfekdt-Jakob disease; Down syndrome dementia and 

AIDS related dementia [6]. 

The prevalence of dementia increases rapidly in the seventh and eighth decades 

of life [7]. Australia’s population is ageing. Numbers with dementia are 

expected to rise from 245,000 in 2009 rising to about a million by 2050 [8]. 

The burden of the disease is not restricted to patients with dementia, but 

extends to carers and family members who typically experience high rates of 

emotional and financial stress. A growing body of research has more recently 

focused on the needs of dementia carers as providers of support throughout the 

progression of the disease [9]. 

Dementia represents a major clinical, social and economic challenge for the 21st 

century [10]. Dementia has no socio-economic or geographic boundaries [11], 

although there is evidence to suggest that the prevalence varies by geography 
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or culture. For example when Japanese men migrate to Hawaii they appear to 

be more susceptible to Alzheimer’s disease [12, 13]. 

In Australia, primary care is usually the first medical point of contact for 

dementia patients, and a cornerstone for ensuring early detection, timely 

intervention, and effective and ongoing management [14, 15]. However primary 

care physicians are challenged by the complexities surrounding the diagnosis 

and management of dementia [16]. 

There are a number of inter-related reasons why dementia is less than optimally 

diagnosed and managed by primary care clinicians. This literature review will 

summarise arguments that contributing factors include: Limited research on 

primary care approaches to dementia identification and management; the 

relative neglect of research interest in older people; the complexity of dementia 

as a physical and psychological disorder; the limitations of screening tests for 

dementia in low prevalence populations and the length of diagnostic tests in 

these settings; insufficient needs-based continuing medical education; under-

developed community-based programs and services, particularly in rural areas; 

limited research focus on families and caregivers; limited cross cultural 

research; lack of  policy and guideline recommendations regarding all aspects 

of dementia care, and limited research into the dissemination and 

implementation of clinical practice guidelines for dementia [17, 18].  These 

factors can also be seen as drivers for research and policy.  

The economic costs of dementia are enormous and research is gradually being 

undertaken to define these. However costing studies face huge challenges in 

separating the costs associated with the disease, from those associated with 

‘normal ageing’ processes [19]. 
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For both humanitarian and economic reasons, the social policy common across 

the UK, Europe, North America and Australasia, has been to keep elderly 

people with dementia in their own homes for as long as possible [20, 21]. 

However, this policy is not without cost both in terms of community based 

services, and loss of income due to carers’ reduced working hours.  

However Australia is a world leader in the provision of community-based 

services [22] and the Australian policy response will require the continued 

development of community-based patient care programs. The involvement of 

GPs in relation to these programs is essential, as it is important that all parts of 

the primary health care system communicate with each other [23, 24]. 

1.2 AIMS AND OBJECTIVES 

This report includes a review of the published international literature (1995-

2008) on the community-based assessment, diagnosis and management of 

elderly patients1 with dementia, by primary care clinicians, or General 

Practitioners (GPs). Papers which refer to studies of patients living in residential 

aged care facilities, such as hostels and nursing homes, are not included here. 

The purpose is to compare reported ‘recent current practice’2 with ‘best 

practice’3, and suggest ways of overcoming barriers to the delivery of ‘best 

practice’ care for community-based dementia patients. 

                                                 

1 The elderly age group generally referred to patients aged 65 years and over.  

2 ‘Recent current practice’ refers to studies on dementia and general practice published between 1995 and 2008. These 

studies are reported in Chapter 3. 

3 Best practice is defined internationally through clinical practice guidelines summarised in Chapter 2. Clinical practice 

guidelines are referred to here as ‘practice guidelines’ or ‘guidelines’. 
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The aims of the literature review are to use the international literature on 

dementia and primary health care to: 

 compare ‘recent current practice’ regarding the assessment, diagnosis and 

management of dementia patients in the community by GPs, with accepted 

‘best practice’ clinical practice guidelines; 

 describe potential behavioural, attitudinal and systemic barriers to, and 

facilitators for, achieving ‘best practice’ and 

 in the light of these barriers and facilitators, when appropriate, critiquing 

the guideline indicated ‚best practice‛ 

The objectives of the literature review are to address the following key 

questions: 

 How do GPs currently assess patients for dementia? 

 How do GPs currently diagnose dementia? 

 How do GPs currently manage dementia? 

 What options are there for ‘best practice’ in assessment? 

 How should GPs best diagnose dementia? 

 What is ‘best practice’ in the management of dementia in general practice? 

The gaps between current practice and best practice as described by the 

guidelines identified in this review will suggest that change is necessary – 

certainly in terms of current practice by primary care physicians/GPs, but 

possibly also in terms of what the guidelines suggest. The review does not 
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purport to determine the ‘best way’ to change either of these: the suggestions 

provide a basis for further research and inquiry. 

1.3 KEY QUESTIONS 

In response to input from key informants, the review was structured around the 

following questions. 

In relation to assessment prior to establishing a diagnosis of dementia: 

 What barriers (including systemic barriers) are there to assessment in 

primary care? 

 What instruments are best used? 

 Is screening or case finding a better approach? 

 What tools are available for screening? 

 What is the role of the practice nurse in assessment? 

 What other practice systems would facilitate the process? 

 Are there particular problems with differential diagnosis? What are they? 

In relation to establishing a diagnosis of dementia: 

 What are the barriers to diagnosing dementia in primary care? 

 What are the barriers to disclosing the diagnosis (to patient/carer/other 

providers)? 

 What is the role of memory clinics/specialist practice in diagnosis? 

In relation to the management of dementia and models of care: 
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 What areas of management are particularly difficult for GPs and why? 

 What is the role of the practice nurse? 

 What is the role of memory clinics? 

 What is the role of community care? 

 How do GPs best work with carers? 

 What is the role of decision support software? 

 What is the role of the GP in the management of co-morbidities, especially 

pain? 

 What is the role of GPs in the following areas: rural areas; ATSI groups; 

developmental disabilities; younger onset dementia 

Overall 

Are there any other policy or service initiatives that might improve dementia 

management in general practice? 

What does the literature say about ways in which guidelines might be 

disseminated into general practice in such a way that they are adopted?  

 

1.4 PHASES WITHIN THE CARE CONTINUUM 

Effective primary care for community-based dementia patients is underpinned 

by early detection and diagnosis, as well as ongoing management of the 

patient’s physical, psychological and social needs. The continuum of care for 

community-based dementia patients is described here by three sequential, yet 
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inter-related phases, these being assessment, diagnosis and management. The 

terminology can vary, for example, the NSW Health Guidelines [6] describe the 

phases as ‘patient presentation’, ‘assessment’ and ‘management’. However it is 

important not to become distracted by the terminology; the phases are intended 

to direct attention to key phases which underpin effective dementia care by GPs 

in community-based settings. 

Under a best practice framework, the assessment (or early detection) phase 

includes: case finding when patients present with signs and symptoms, or when 

carers report symptoms and assessment to exclude other conditions. The 

diagnosis phase involves gathering evidence to confirm the diagnosis, its 

severity and the subtype of dementia; and the management phase includes 

planning, implementing and managing behavioural, therapeutic, and psycho-

social changes in the patient, consistent with new evidence on best practice. 

All three phases require monitoring of patients’ progress, as dementia is a 

progressive disease which unfolds new challenges along its course. Diagnostic 

uncertainties and judgments can impact upon clinical decision-making in the 

assessment and diagnostic phases; priorities can be re-ordered and modified 

during the management phase. The provision of best practice primary care for 

patients with dementia by GPs, involves iterative attention to factors involved 

in assessment, diagnosis and management, as well as ongoing communication 

between patients, carers, and service providers. 

1.5 IMPORTANCE OF CARERS 

Unpaid carers in the community are sometimes family members and sometimes 

others, so it is important for GPs to identify the respective roles of individuals 

close to the patient before consulting them about the patient’s needs. There are 
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also various paid carers in the community, working through various 

community services, who might be consulted by the GP. Carers are important 

providers of information about the person they are caring for – both for the 

initial assessment and diagnosis, and later, during the management phase. 

Addressing the psycho-social needs of families and carers is integral to the 

continuum of dementia care The three phases described above all require 

attentive monitoring of families’ and carers’ circumstances during the course of 

the dementia. In particular, carers with a primary role looking after persons 

with dementia can suffer stresses which distract them from attending to their 

own physical, psychological and emotional health needs. Furthermore, in many 

cases carers have retired from the workforce, and they too may be experiencing 

co-morbidities associated with ageing. 

1.6 SEARCH METHODS 

A structured search methodology was used to locate the relevant body of 

publications to meet the aims and objectives of the literature review, as 

specified in section 1.2.  Further details are given in the Addendum (attached). 

The search strategy allowed for the fact that a number of terms are used inter-

changeably in the literature. General practice is often referred to as ‘primary 

care’; General Practitioners, or GPs, are common terms in Australasia, the UK, 

and some parts of Europe. The terms ‘general practice’, ‘family practice’ and 

‘primary care’ are used interchangeably here, to variously describe primary 

care clinicians, physicians and practitioners. The terms ‘carers’ and ‘caregivers’ 

used here refer to unpaid care provided to the dementia patient. This is usually 

provided by relatives but can also include close friends and neighbours. 
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1.7 METHODOLOGICAL ISSUES 

In comparing ‘recent current practice’ with ‘best practice’, there are a number of 

methodological issues for consideration. The ‘recent current practice’ narrative 

in this review is informed by over three hundred publications. They report the 

findings of studies that investigated various aspects of primary care for 

community-based dementia patients. The research is conducted mainly in the 

UK, Europe (including Israel, Belgium, France, Italy, Germany, Sweden, 

Norway, Denmark, Finland, and the Netherlands), the United States (US), 

Canada, Australia and New Zealand. Asian populations are represented to a 

limited extent; one study reports research undertaken in Hong Kong [25] and 

two studies investigate dementia in Japanese-American populations [13, 26]. 

The peer reviewed papers (1995 to 2008) variously describe applied research 

activities typically undertaken two to three years prior to the publication date. 

The study designs are both qualitative and quantitative. Most are observational, 

being aimed at identifying barriers and facilitators to improving the diagnosis 

and management of dementia in community settings. Although many studies 

do not therefore have ‘scientific rigour’4, and lack generalisability5, they yield 

insights for which there are no matching scientifically controlled intervention 

studies with control groups. Controlled studies are typically conducted away 

from primary care settings, a factor which can make them less relevant to 

community-based practice [18]. 

                                                 

4 The rigorous nature of research studies is reflected in the degree to which bias is minimised. 

5 Some authors acknowledged the possibility of bias due to lack of generalisability to other settings. 
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Publication bias is likely here, given that only papers reported (or translated) in 

English are discussed, and also because some researchers publish multiple 

papers referring to the same study. Publication bias also occurs when well-

resourced researchers, with track records, are more likely to have their work 

accepted for publication, compared with less experienced researchers. We have 

no way of assessing how much this affects our literature review.  

‘Best practice’ is defined here by the latest available clinical practice guidelines 

for the care of patients with dementia in primary care settings6. The majority of 

the guidelines cited in this review are evidence-based7, focusing on the middle 

to late stages of dementia, and drawing upon evidence of effective 

pharmacotherapy and other treatment interventions [27]. Evidence-based 

guidelines typically grade recommendations according to levels of evidence, 

whereby the highest level (level I) involves a systematic review of randomised 

controlled trials (RCTs), and lower levels of evidence are obtained from non-

randomised trials, cohort and case control studies, and comparative studies 

without control groups [28-30]. The lowest level of evidence consists of expert 

opinion. As mentioned above, with the exception of some practice interventions 

[15, 31, 32], there have been very few randomised controlled trials conducted in 

community settings or on patients in the early stages of dementia. Indeed even 

the lower level non randomised trials, cohort and case controlled studies are 

limited in the area of dementia in the community. As a result, the evidence-

based approach to guideline development has limited the availability of 

prescriptive recommendations regarding the early detection and management 

                                                 

6 The guidelines discussed in this review were dated from 1997 to 2006. See Chapter 2. 

7 See 2.1.1 for further discussion. 
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of dementia. Additionally, despite their importance in general practice, 

communication issues are not generally given evidence weightings and 

therefore little attention is paid to this area in most guidelines [12, 27]. 

In response to the recognised need to seek ‘other forms of evidence’ to develop 

guidelines relevant to the primary care management of non-institutionalised 

dementia patients, in 2003, the New South Wales Health Department (NSW 

Health) released a set of dementia guidelines developed through a consensus 

process, and augmented by field testing (with GPs and patients), to assess the 

relevance and usefulness of the guidelines in Australian general practice 

settings [6, 33]. Canada also pioneered the consensus method, albeit from an 

evidence-based perspective [12, 34]. However in this review, consensus-based 

guidelines are the exception rather than the rule. 

Temporal issues influenced the comparison of ‘recent current practice’ with 

‘best practice’; some studies pre-date evidence used to inform the latest practice 

guidelines, and others were conducted prior to 19958. For example, several 

Australian papers included in this review referred to a major national survey of 

Australian GPs conducted in the early 1990s [35] 9. Although outside the review 

period, this study has been referred to frequently in study papers, and it was 

thought important to include it here. It is important to acknowledge that some 

of the findings reported here as ‘recent current practice’ may have become less 

relevant in the light of new health care developments. As a case in point, 

references to reimbursement issues for Australian GPs in the mid 1990s have, to 

                                                 

8 The date range for the publications reviewed here was 1995 to 2008. 

9 Lags between research and publication dates are typically more than a year. 
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some extent, been addressed through Medicare initiatives subsequently 

introduced in the late 1990s [36]. 

It cannot be assumed that primary care physicians internationally have equal 

opportunities to access practice guidelines10. For example, Greece is a country 

with only recent developments in community-oriented primary care and a lack 

of protocols for dementia management, and current practice must be seen from 

this perspective [37, 38]. 

1.8 GUIDELINE DISSEMINATION 

While dementia guidelines are well developed in many parts of Europe [39, 40] 

updated guideline recommendations take time and resources to disseminate 

and implement [41]. Further, we do not know whether these strategies are 

effective in actually changing practice behaviours. Demonstrating the 

effectiveness of guidelines in educational settings does not ensure their uptake 

[18].  

Putting dementia guidelines into practice requires the engagement of GPs, 

patients and carers, and research to determine the best way to do this must be 

conducted in collaboration with all stakeholders. There is a literature on 

guideline implementation and dissemination issues which is largely beyond the 

scope of this review [17, 20, 21, 42]. It will be briefly mentioned in section 2.8. 

Additionally references were made in some papers to relevant international 

policy/service frameworks [17, 21, 43-50]. However a full discussion of the 

                                                 

10 The intentions and practice behaviours of primary care physicians varies. 



23 

impact of policy and service initiatives on practice is beyond the scope of the 

review. 

The juxtaposition of ‘recent current practice’ and ‘best practice’ (as defined 

here) is methodologically inadequate to explain the gaps in practice. We will 

review the literature on barriers to best practice in dementia identification and 

management in primary care. However the intention of this review is not to 

evaluate reported practice activities against best practice standards. Importantly 

these comparisons are indicative rather than definitive, and the guidelines 

provide a ‘best practice’ platform for the ‘recent current practice’ narrative. An 

alternative narrative, for example, could focus on limitations in the guidelines 

themselves, rather than limitations in GP practice. 

1.9 DIAGNOSTIC CLASSIFICATION 

The publications and guidelines discussed in this review include references to 

two universal diagnostic classification systems: the American Psychiatric 

Association’s Diagnostic and Statistical Manual of Mental Disorders 3rd and 4th 

editions (DSM-III and DSM-IV – including DSM-IV -TR) [51, 52], and the World 

Health Organisation’s International Statistical Classification of Diseases and Health 

Related Problems, versions 9 and 10 (ICD-9 and ICD-10) [53, 54]. These two 

taxonomies provide uniform criteria for diagnostic definitional purposes. 

The presence of physical and psychiatric co-morbidities, as commonly found in 

dementia patients, significantly enhances the complexities of assigning accurate 

diagnoses. Accordingly it has been argued that the now current DSM-IV-TR 

and ICD-10 fail to provide a satisfactory method for deriving diagnoses for such 

patients, and therefore the taxonomies require major revisions to make them 

more relevant and useful for communication and research about 
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physical/psychiatric co-morbidity [55]. DSM V is due to be released in 2013; an 

exposure draft is available (www.dsm5.org). 

In spite of their limitations, the DSM, (editions III and IV, including IV-TR), and 

ICD, (versions 9 and 10), provided the ‘gold standards’ for diagnostic 

classification applied within some of the papers and guidelines reviewed here. 

Issues of further development in the taxonomies are beyond the scope of this 

review. 

http://www.dsm5.org/
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CHAPTER 2: Best Practice Guidelines 

2.1 BACKGROUND 

2.1.1 Evidence-based guidelines 

In Australia, the National Health and Medical Research Council (NHMRC)  

recommends that the guidelines should be graded according to the level, 

quality, relevance and strength of the evidence upon which they are based [30]. 

The ‘level’ of evidence refers to the study design used to minimise bias; ‘quality’ 

refers to methods used to minimise bias in the design and conduct of the study; 

’relevance’ refers to the extent to which research findings can be applied in 

other settings, and ‘strength’ of evidence relates to the magnitude and treatment 

effect seen in clinical studies [28]. Authorities responsible for guideline 

development in other countries use similar rules for grading evidence [12, 56-

59]).  

However there is some debate about the limitations of evidence-based 

guidelines. Some of the issues identified in the literature include: the resource 

costs involved in undertaking systematic reviews; publication bias; how to 

incorporate qualitative evidence into the evidence hierarchy; limited 

generalisability of research to primary care settings and the issue of what to do 

when there is no evidence [60]. Furthermore the results of RCTs may not always 

be applicable to the needs of all sub-groups in the population, particularly some 

ethnic groups and those who are relatively socio-economically disadvantaged 

[29, 61]. There is in particular a dearth of RCTs conducted about dementia 

issues in primary care, to provide high quality evidence-based 

recommendations for primary care identification and management of dementia. 
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2.1.2 Consensus-based guidelines 

For guidelines to be effective in primary care, they need to be relevant to the 

practice population and setting to which they refer. Specifically dementia 

guidelines have been criticised for being out-dated, for excluding the most 

recent drug information, for excluding qualitative research and for not 

clarifying the difference between ‘no evidence’ and ‘lack of effectiveness’ [17]. 

Early dementia guidelines were also disparaged for their focus on effective 

treatments for which evaluative evidence was available, rather than on practical 

patient management [27]. 

In the 1970s the consensus conference technique was pioneered in the US, by 

the National Institutes of Health, as a way of bringing experts and practitioners 

together to seek consensus on the efficacy, safety and appropriate conditions for 

the use of various medical, surgical procedures and drugs [62]. The use of 

consensus conferences to develop dementia guidelines was first demonstrated 

in Canada in the late 1980s and in more recent years, consensus conferences 

have been used as a way of facilitating discussion and presentation by experts 

on topics such as dementia [63, 64]. 

The 1989 and subsequent 1998 Canadian Dementia Guidelines were intended as 

consensus statements for use by primary care physicians [34, 64-66]. The 

statements were developed in consultation with a multi-disciplinary group of 

experts in the field who voted for the recommendations. While the evidence 

hierarchy was used as a basis for grading the Canadian recommendations, there 

were very few studies that fulfilled the criteria for Level I evidence. 

Accordingly the guidelines were developed with supplementary evidence 

derived from expert opinion and descriptive studies. In these cases the 
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recommendations were often couched as ‚There is insufficient evidence to 

recommend...‛ [12]. 

In the US, the 2004 US guidelines on screening for dementia were similarly 

unable to provide evidence on all important issues. For example, one of the 

recommendations was that ‚evidence is insufficient to recommend for or 

against routine screening for dementia in older adults‛ [67]. 

As explained in section 1.7, NSW Health developed dementia guidelines (2003) 

using a consensus approach, which relied upon ‘expert’ opinion and did not 

rely solely on the high end of the evidence-based hierarchy. The NSW Health 

Guidelines were formed in association with practising GPs and university 

departments of general practice, using evidence from the literature and 

previous guidelines to inform the process. Focus groups of GPs provided input 

to draft guidelines, which were field tested by 17 GPs who used them to audit 

their current management of 119 patients, and report feedback. 

However it is important to acknowledge that adherence to a practice guideline, 

evidence-based or not, is not appropriate in every patient’s case. Ultimately 

judgements must be made by appropriate health professionals taking into 

account individual circumstances, as well as the views of patients, families and 

carers [59]. Clinical practice guidelines are not intended to serve as a ‘gold 

standard’ of medical care to be followed under any circumstances. Ideally 

guidelines are based on evidence, knowledge, practical information and expert 

opinion at the time of their development, and importantly they are subject to 

reviews and updates as new studies are reported. The key issue is the 

development of relevant, accessible and meaningful guidelines to inform 

practitioners’ judgements on a case by case basis. 
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2.1.3 Selection of guidelines 

This review discusses a sample of clinical practice guidelines which were 

developed in Australia, New Zealand, Canada, the US, the North of England 

and Scotland, as a basis for the discussion of ‘best practice’. The guidelines were 

purposively selected due to their accessibility for this review, and were not 

intended to be representative of the plethora of dementia guidelines published 

internationally11. An inclusive discussion of current dementia guidelines would 

require extensive information retrieval and documentation beyond the capacity 

of this literature review. 

Although the ‘best practice’ guidelines reported here were limited to 

Australasia, North America and the UK, the papers reviewed in Chapter 3 also 

described ‘recent current practice’ in several other countries whose guidelines 

were not represented here. They included France [68], Italy [69], Germany [70], 

Sweden [71], Norway [40, 72], Denmark [73], Finland [74], the UK [75], Belgium 

[19] and the Netherlands [76]. Although some papers cited other dementia 

guidelines, or their absence, resource constraints prevented a follow up of 

additional guidelines.  

It should be noted that this review omits a discussion of drug therapy, which is 

incorporated in many of the guidelines. Recommendations about drug therapy 

are constantly changing, and the topic is deemed to be outside the scope of this 

review. 

                                                 

11 The guidelines reviewed here were all published in English and accessed electronically. 
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2.2 AUSTRALIAN GUIDELINES 

2.2.1 Current best practice guidelines 

The NSW Health Guidelines for the ‘Care of Patients with Dementia in General 

Practice’ (2003) were intended to provide GPs ‚with a resource for the care of 

people with dementia that encourages early intervention, ongoing management 

throughout the course of the disease and partnership with carers and other 

service providers‛ [6]. The RACGP provided national endorsement and 

published them on its website. These Guidelines remain relevant to Australian 

General Practice at the time of writing, and on this basis, their 

recommendations provide a platform for current ‘best practice’ as defined here.  

The NSW Health Guidelines are divided into three sections: ‘patient 

presentation’, ‘assessment’ and ‘management’. While the first stage (patient 

presentation) is essentially preliminary and investigatory, the next two stages 

encompass an iterative process of diagnosis and management, guided by 

priorities determined through an action plan. These stages are discussed in 

sections 2.2.2 to 2.2.4. 

2.2.2 Patient presentation 

In the ‘patient presentation’ phase, the GP may become aware of the possibility 

of dementia in one of three ways, i.e. through presenting problems, early 

pointers and screening. The question of whether older people without 

symptoms should be screened for dementia is controversial (see section 3.2). 

The NSW Health Guidelines recommend the case finding approach, i.e. that 

GPs ‚should have a high level of suspicion and assess the patient if there are 

any possible indications‛. 
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2.2.3 Assessment to confirm diagnosis 

When the issue of possible dementia has been raised, ‚assessment is needed to 

confirm dementia, consider differential diagnosis, determine severity and 

extent of disability, evaluate any co-morbidity and assess family and social 

support and environment‛. Under the NSW Health Guidelines, the assessment 

phase includes early investigations as well as confirmation of the diagnosis. 

Therefore these recommendations refer to both the ‘assessment’ and ‘diagnosis’ 

phases discussed in this review. 

2.2.3.1 Activities for assessment and diagnosis 

The NSW Health Guidelines recommend that dementia assessment in general 

practice should encompass the following activities by or under the direction of 

GPs. 

 Cognitive assessment, including cognitive function tests as discussed 

later (see 3.2.1). If a patient demonstrates any signs of impaired 

functional ability despite normal cognitive function tests, unless 

secondary to physical causes, further cognitive testing should be 

conducted at a later date. It is also important to be aware that gender and 

cultural factors may influence the utility of these tests 

 History and functional assessment which includes a full clinical history 

and covers interviews with the patient and their family or carer, 

conducted both together and separately; it is important here to assess the 

extent to which the patient’s problems with memory, cognition and 

communication are interfering with his or her ability to undertake daily 

activities. Assessment of the patient’s ability to manage personal care, 

such as bathing, dressing, feeding, and other activities of daily living, 
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such as using the telephone, shopping and banking, are essential parts of 

the evaluation of dementia. The NSW Health Guidelines recommend the 

use of the instruments such as the Activities of Daily Living (ADL) and 

the Instrumental Activities of Daily Living (IADL) in assessing function. 

Assessment of function is also included in 75 Plus Health Assessments12. 

Additional issues recommended for consideration by GPs include: safety 

issues associated with driving; monitoring of medications, and issues 

related to future legal capacity including advance care directives, 

enduring guardianship and enduring power of attorney13  [77]. 

 Physical examination directed towards finding evidence for specific 

conditions which may cause dementia (e.g. stroke, Parkinson’s disease or 

cerebrovascular disease); important differential diagnoses such as 

conditions that may cause delirium (e.g. respiratory or renal infection); 

and underlying chronic conditions which may aggravate dementia (e.g. 

hypertension, cardiac failure, renal failure, diabetes and anaemia). 

 Investigations that can detect potentially reversible or treatable causes of 

cognitive impairment are important. These conditions include thyroid 

disorders, subdural haematoma, neoplasms, alcohol, intracerebral 

lesions, vitamin B12 deficiency, folate deficiency, metabolic disturbances, 

fluid and electrolyte disturbances, infections, renal failure, hypoxia and 

malnutrition. Tests that should be undertaken to ensure that such 

                                                 

12 In Australia, many organisations such as Division of General Practice, the Royal Australian College of General 

Practitioners (RACGP) and the Australian Government Department of Veterans’ Affairs (DVA) have developed patient 

assessment proformas for use in patients aged 75 and over. 

13 There are different names for these terms in different states. They refer to situations when the patient is not longer 

mentally capable of making informed decisions and provide another person with legal authority to make vital health 

decisions such as those involving palliative care. 
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reversible causes are not overlooked include: blood count (Hb, WBC, 

ESR); renal function/electrolytes; liver function; thyroid function; blood 

sugar; serum calcium and phosphate; urine (WBC, protein, sugar 

(culture if delirium); serum B12, folate levels; CT brain scan without 

contrast; CXR (if delirium); syphilis serology (if specific indications) and 

HIV testing (if specific indications). 

 One or more home visits by the GP and/or members of his/her team, before 

assessment is complete14. In assessing the safety of the home environment, 

consideration should be given to: floor coverings; cooking facilities; 

bathroom safety e.g. safety rails in the shower; toxic substance storage and 

home heating. 

The NSW Health Guidelines recommend that stress levels in the carer and the 

family should be reviewed and assessed at least six-monthly, but ideally every 

three months, and the Caregiver Burden Scale is suggested as a useful tool[78].  

In general it is recommended that the patient, carer and family are informed of 

the diagnosis so that they know what to expect and can begin making necessary 

arrangements. However before imparting information about dementia, the 

NSW Health Guidelines recommend that it is important for the GP to find out 

what the patient and family already know about dementia, in order to reinforce 

what is correct. The Guidelines include suggestions for GPs to consider in 

relation to what the patient and family need, and want to know, and ways to 

minimise the stress of breaking the news of dementia. 

                                                 

14 Home visits can result in additional history prompted by the situation, better assessment of functioning, better 

environment for cognitive testing, and appreciation of the safety and quality of the home environment. 
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It is noted that it is ‚perfectly acceptable‛ for GPs to refer the patient to a 

specialist to disclose the diagnosis. This may be appropriate if the GP believes 

that delivery of the diagnosis will damage the GP’s relationship with the patient 

and/or their family. The NSW Health Guidelines include various other reasons 

why patients may be referred to neurologists, geriatricians, psychogeriatricians, 

memory clinics or Aged Care Assessment Teams for on-going assessment 

and/or continuing management. They include confirmation of the diagnosis, 

rapid deterioration, significant psychiatric co-morbidity, access to multi-

disciplinary teams, difficult behavioural problems, and access to drug treatment 

or other care. 

One of the key aspects of the NSW Health Guidelines concerns the 

development of a care plan, in consultation with the patient, their family and/or 

carers, together and separately. The care plan strategy provides a way of setting 

goals, dealing with problems, and structuring follow up over weeks, months 

and years, as the disease progresses. It is important that the ‚patient, family and 

carers are kept informed as the plan is developed and modified in the light of 

further assessments and progress in meeting objectives‛. The care plan has 

particular relevance for general practice in Australia because the Enhanced 

Primary Care (EPC) items, including the 75 Plus Health Assessment15  GP 

Management Plan and Team Care Arrangements items under the Medicare 

Benefits Schedule (MBS) can be used to reimburse GPs, through Medicare, for 

time spent on developing action plans for dementia patients. 

                                                 

15 Health assessments are particularly relevant to the ‘patient presentation’ or ‘assessment’ phase when the possibility 

of a diagnosis is being explored. 
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2.2.4 Management 

2.2.4.1 Health promotion and management of comorbidities  

Dementia patients’ general medical problems should be managed optimally 

and reviewed regularly to minimise adverse effects on mental functioning. 

Medications which may produce central nervous system side-effects should be 

avoided when possible. Aids for medication such as Webster packs, and in the 

later stages, supervision of medication-taking are vital. In particular 

cardiovascular risk factors should be attended to, as these are also risk factors 

for ongoing cognitive impairment. GPs should encourage adequate diet and 

exercise, and direct attention towards preventing falls. Routine immunisations 

should be checked. 

2.2.4.2 The role of the GP in relation to patient and family social support 

The NSW Health Guidelines acknowledge that it is important to:  

 determine the patient’s capacity to make decisions about matters such as 

consent to treatment, living circumstances and financial arrangements and 

advise the family accordingly; 

 assess whether patients are fit enough to drive; 

 assess the eligibility of patients and carers for financial and other resources 

(e.g. pensions, sickness benefits); 

 undertake ‘forward planning’ with regard to legal and business 

administration issues that are best dealt with when the patient may still be 

capable of expressing their wishes; 

 assist the family to investigate institutional options; 
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 address the health needs of carers; 

 give consideration to options for respite care, and 

 recognise that abuse, (whether physical, psychological, financial or sexual), 

may be occurring either towards the patient, or from the patient to others. 

Support groups, such as those run by Alzheimer’s Australia, may assist patients 

and carers in coming to terms with their situation.  

2.2.5 Summary 

Importantly the NSW Health Guidelines recognise that care for dementia 

patients should be part of an iterative ongoing process which can extend over 

many years. The Guidelines also emphasise the importance of addressing issues 

to do with patient and family social support, because this area can impact 

significantly on the quality of life for the patient and their ‘significant others’. 

Sections 2.3 to 2.7 overview dementia guidelines from New Zealand (NZ), 

Canada, the US, the North of England and Scotland. These international 

recommendations broadly support the current Australian guidelines described 

in section 2.2. 

2.3 NEW ZEALAND GUIDELINES 

In New Zealand the Ministry of Health jointly developed guidelines with the 

NZ Guidelines Group to improve the management of people with dementia in 

primary care. These evidence-based guidelines, which were originally released 

in 1997, were published online in 2003 [79]. 

The NZ Guidelines focus on the ongoing treatment and community support 

required for dementia patients, and recognise the crucial role of the GP in early 
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diagnosis and specialist referral, as well as being an important support for 

patients and families. 

Topics covered in the recommendations included: 

 diagnosis of dementia with special reference to early diagnosis and 

difficulties encountered in general practice (including treatment issues, 

medico-legal issues and the education and support of carers); 

 comprehensive assessment and review including co-morbidity, psychosocial 

problems and carer strain; 

 management of inter-current events; 

 initiation of changes of therapy, including potential drug treatments and 

rehabilitation, help and support for carers (including home help, respite 

care, information on services); 

 change to a different care setting; and  

 need for better education at both undergraduate and postgraduate level, for 

those in all health disciplines. 

Recommendations following diagnosis include risk management assessment, 

drug and other treatment strategies, and information on when to refer to 

specialist services. The NZ Guidelines include a section on the management of 

psychiatric symptoms and syndromes in dementia, non drug therapies, the 

prescribing of psychotropic drugs, and the management of stress and co-

morbidity among carers. 

The NZ Guidelines recognise the need for family and carer support and 

information, and the role of the GP in referring patients, carers and families to 
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appropriate services, including respite care. Importantly the NZ Guidelines also 

acknowledge barriers in accessing these services, including guilt or 

embarrassment, denial, stigma and cost. The importance of cultural sensitivity 

is specifically acknowledged in relation to the Maori people. 

2.4 CANADIAN GUIDELINES 

In October 1989 the Canadian Consensus Conference on the Assessment of 

Dementia developed consensus statements for the evaluation of individuals 

with suspected dementia. The conference included thirty four experts 

(representing relevant disciplines, the media and a lay organisation). The 

participants addressed the definition and diagnosis of dementia, reversibility, 

appropriate laboratory tests and specialist referral. While this initial conference 

did not address the treatment or management of dementia, it was nevertheless 

an example of consensus-based guideline development [34]. 

Given the wealth of new information about dementia and the need to update 

guidelines, a subsequent Canadian Consensus Conference on Dementia was 

held in February 1998. Thirty four experts also attended this conference and 

lead authors presented recommendations. After a period of discussion, the 

recommendations were voted upon and either accepted, rejected or re-

formulated. The objective was to develop evidence-based consensus statements 

on which to build clinical practice guidelines for primary care physicians 

regarding the recognition, assessment and management of dementia in their 

patients [12]. While the recommendations were based on the evidence 

hierarchy, expert opinion was also considered. A third Canadian Consensus 

Conference was held in 2006 [80]. 
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Where possible, the Canadian statements were based on the ‘best evidence 

available’, supplemented with expert opinion and incorporated into 

background discussion papers. Where evidence was lacking, a recommendation 

was made, stating that there was insufficient evidence to make a decision based 

on evidence alone [12]. 

Some of the recommendations from the third Consensus conference include: 

 A list of recommendations about management of risk factors and 

primary prevention. 

 Concept, utility and management of MCI and CIND. 

 A section on diagnosis and differential diagnosis for the primary care 

practitioner and consultant. The first recommendation in this section 

states that the diagnosis of dementia remains clinical. 

 A range of brief cognitive tests other than the MMSE is recommended. 

 It is stated that most patients with dementia can be assessed and 

managed adequately by their primary care physicians. However, it is 

recommended that patients be referred to the local chapter of the 

Alzheimer Society and that primary care physicians be aware of 

resources available in the community. 

 Indications for specialist referral are given. 

 It is recommended that the diagnosis be disclosed to the patient and 

family, although each case should be considered individually. 
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 It is recommended that the input of carers when available should be 

sought. There are a number of recommendations regarding caregiver 

support. 

 It is recommended that primary care physicians administer measures of 

functional activity and cognitive function or refer for these measures to 

be administered. 

2.5 UNITED STATES OF AMERICA GUIDELINES 

A number of US Guidelines are reviewed below.  

2.5.1 Screening 

There have been limited numbers of RCTs conducted on screening for 

dementia. Therefore, in US guidelines evidence for and against screening comes 

from studies of the prevalence of undiagnosed dementia, the accuracy of 

screening instruments, the efficacy of treatments for persons with dementia 

detected by screening, and the harms of screening and treatment.  

The Quality Standards Subcommittee of the American Academy of Neurology 

released an evidence-based review of the ‘Early detection of dementia: mild 

cognitive impairment’ in 2001 [81]. The Guidelines recommend in favour of 

instruments such as the MMSE as being useful to the clinician for assessing the 

degree of cognitive impairment in the patient, and suggested brief focused 

cognitive instruments and certain structured informant instruments as options. 

In 2003, Boustani et al published a summary of the evidence for dementia 

screening in primary care for the US Preventive Services Task Force (USPSTF) 

[7]. This review included guidelines which state that while screening tests can 

detect undiagnosed dementia, further research is needed before screening can 
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be widely recommended. In 2004, the USPSTF issued a statement summarising 

recommendations on screening for dementia and supporting evidence which 

updated the 1996 recommendations [67]. The USPSTF found good evidence that 

some screening tests have good sensitivity but only fair specificity in detecting 

cognitive impairment in dementia. They stated that while there is fair to good 

evidence that several drug therapies have a beneficial effect on cognitive 

function, the evidence of their beneficial effects on instrumental activities of 

daily living was mixed, with the benefits being small at best. However the 

USPSTF did not establish at the time whether the benefits of screening for 

dementia outweighed the harms [82]. 

In 2005, Boustani et al again published on the issue of screening [83]. They 

concluded that screening instrument have insufficient specificity to establish the 

diagnosis of dementia in primary care, and that multiple barriers make the 

diagnosis of dementia in primary care impractical. 

In 2005, the American Academy of Family Physicians published evidence-based 

guidelines for the ‘initial evaluation of the patient with suspected dementia’ 

[84]. They suggest that after taking a thorough history and medical 

examination, including discussion with family members, a baseline 

measurement of cognitive function should be obtained. The MMSE was 

suggested as well as tests for thyroid function and B12. Many of these 

recommendations are similar to those in the NSW Health consensus guidelines 

discussed earlier [6]. 

2.5.2 Diagnosis 

Guidelines titled ‘Practice parameter: diagnosis of dementia (an evidence-based 

review)’ were released in 2001 by the Quality Standards Subcommittee of the 
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American Academy of Neurology under the auspices of the National Guideline 

Clearing House in the US [85]. 

The purpose of these guidelines was to highlight and update major areas of 

current interest and investigation in the diagnosis of dementia in the elderly. 

Issues included were: the use of diagnostic criteria for dementia; structural 

neuroimaging for differential diagnosis of dementing illness; functional 

neuroimaging; other laboratory tests, and screening for co-morbid conditions. 

Major outcomes considered were: reliability of current criteria for diagnosis of 

dementia; accuracy of current criteria to establish diagnosis for prevalent 

dementias; accuracy of laboratory tests in the clinical diagnosis of dementia, 

and incidence of co-morbidities in initial assessment. The recommendations 

were for the use of diagnostic criteria included in the then DSM-III (revised)16 as 

well as for laboratory tests. In relation to co-morbidities, the recommendations 

were that screening should occur for depression, B12 deficiency and 

hypothyroidism.  

2.5.3 Management 

In 2002, the American Academy of Family Physicians published ‘Guidelines for 

Managing Alzheimer’s Disease’. The emphasis in these guidelines was on 

linking the families of these patients to supportive services within the 

community because the emotional health of the primary caregiver is seen as 

critical to optimal care of the patient [86]. 

In 2001, the American Academy of Neurology released an evidence-based 

review of the ‘management of dementia’. The objective was to define and 

                                                 

16 A later edition of this Manual is now available. 
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investigate key issues in the management of dementia and to make literature-

based treatment recommendations. The review investigated pharmacotherapy, 

educational and also non-pharmacologic interventions in the management of 

dementia [87]. 

In 2005, the American Medical Directors Association released the Guideline 

‘Dementia’ under the auspices of the National Guideline Clearing House [88]. 

This guideline updated an earlier 1998 version, also by the American Medical 

Directors Association. The objectives were to: offer care providers and 

practitioners a systematic approach to recognising, assessing, treating, and 

monitoring patients with dementia, including impaired cognition and 

problematic behaviour, and to help practitioners to provide dementia patients 

with a systematic assessment and care plan, leading to appropriate 

management that maximises functioning and quality of life, and minimises the 

likelihood of complications and functional decline. 

2.6 NORTH OF ENGLAND GUIDELINES 

North of England Guidelines for the ‘Primary Care Management of Dementia’ 

were released in 1998. The Guidelines were developed as part of the North of 

England evidence-based guidelines development project. They aimed to 

provide recommendations to assist GPs manage people with all forms of 

dementia, as well as to assist their carers. The recommendations were based on 

categories of evidence, whereby well-designed RCTs, meta-analyses or 

systematic reviews were the highest level, and uncontrolled studies or external 

consensus provided the ‘lowest’ level of evidence [89]. 

Some of the recommendations are outlined here. 
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 Complaints of subjective memory impairment are not a good indicator of 

dementia. A history of loss of function is more indicative. 

 Population screening in the 65 and over age group is not recommended; a 

case finding approach is recommended. 

 Insight diminishes as dementia progresses, making the patient’s history less 

reliable. 

 A history of memory problems should be sought from the carer, as well as 

the patient. 

  GPs should consider using formal cognitive testing to enhance their clinical 

judgement. 

 Health care professionals should consider using instruments to identify 

cognitive impairment including the MMSE and the clock-drawing test. 

 Health care professionals should be aware of the reversible causes of 

dementia. 

 People with dementia experience physical co-morbidity to the same degree 

as the general population, but dementia patients are likely to under-report 

their symptoms. 

 GPs should ensure that tests are performed including haematology, 

biochemistry, and thyroid function. 

 Differential diagnosis is important. 

 Doctors should be aware of the importance of avoiding neuroleptic drugs in 

people known to have dementia of the Lewy-body type. 
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 Depression can be suspected at any stage of the dementing process. 

Relevant risk factors for depression should be considered. 

 GPs should be aware that medication, wandering and reversible confusion 

contribute to the risk of falls. 

The North of England Guidelines recommended that GPs should use both 

formal cognitive testing and clinical judgement in diagnosing dementia. 

2.7 SCOTTISH GUIDELINES 

In Scotland the Scottish Intercolleagiate Guidelines Network (SIGN) is the 

major body responsible for guideline development.  

The 2006 SIGN guideline [59] is evidence–based although SIGN acknowledges 

that some of the research into the management of people with dementia is 

qualitative and cannot be evaluated easily within the evidence hierarchy. 

These Scottish Guidelines cover: diagnosis (history taking and differential 

diagnosis, initial cognitive testing, screening for co-morbid conditions, the use 

of imaging, the role of cerebrospinal fluid testing and electroencephalography); 

non-pharmacological interventions (including behaviour management, 

caregiver intervention programmes, cognitive stimulation, and environmental 

design), and pharmacological interventions. 

The Scottish Guidelines emphasise that the accurate differential diagnosis of 

dementia has become increasingly important with the advent of new drug 

therapies and recognition of the potentially serious side effects of 

antipsychotics. They recommend the MMSE as a suitable screening test for the 

detection of dementia in individuals with cognitive impairment and the 

IQCODE (filled in by key informants) as an adjunct to cognitive testing. The 
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Guidelines also recommend that the presence of co-morbid depression should 

also be considered during the assessment stage, and that neuropsychological 

testing should be used in the diagnosis of dementia. 

 

2.8 GUIDELINE DISSEMINATION  

  

The Cochrane Effective Practice and Organisation of Care Group (EPOC) has 

a number of recommendations regarding the need to ensure accessibility of 

systematic reviews about health care interventions. There is a satellite based 

in Australia, in the National Institute of Clinical Studies. Strategies reviewed 

include: 

 

 Audit and feedback can be effective with small to moderate effects. It 

is more effective when baseline adherence to the recommended 

practice is low and feedback is administered intensively. [90]. 

 

 Educational meetings alone or combined with other interventions can 

improve professional practice and healthcare outcomes for the patient. 

The effect is likely to be small and similar to other types of continuing 

medical education such as audit and feedback and educational 

outreach visits. Strategies to increase attendance at educational 

meetings, using mixed interactive and didactic formats, and focusing 

on outcomes that are likely to be perceived as serious may increase the 

effectiveness of educational meetings. Educational meetings alone are 

not likely to be effective for changing complex behaviours [91]. 
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 Educational outreach visits alone or when combined with other 

interventions have effects on prescribing that are relatively consistent 

and small, but potentially important. Their effects on other types of 

professional performance vary from small to modest improvements, 

and it is not possible from this review to explain that variation. [92]. 

 

 The use of local opinion leaders can successfully promote evidence-

based practice [93]. 

 

Access in terms of availability of guidelines has been addressed by the Primary 

Dementia Collaborative Research Centre in Australia, which has made 

guidelines available in their original language through its GPCOG website: 

http://www.gpcog.com.au/guidelines.php 

 

Farmer et al (2008) reviewed the use of Printed Educational Materials (PEMS). 

They found that when used alone, these may have a beneficial effect on process 

outcomes but not on patient outcomes. Despite this wide range of effects 

reported for PEMs, they reported that the clinical significance of the observed 

effect sizes is not known, that there is insufficient information about how to 

optimise educational materials and that the effectiveness of educational 

materials compared to other interventions is uncertain [94]. 

More recently Martin Eccles, Jeremy Grimshaw and others have moved 

towards the use of theories such as the theory of planned behaviour  in the 

design of interventions to overcome barriers to the uptake of research findings 

by clinicians [95]. This has started a movement to analyse barriers and promote 

evidence-based practice in a way that fits with behavioural change theory.  

http://www.gpcog.com.au/guidelines.php
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2.9 CONCLUSIONS 

There is broad consistency across the guidelines reviewed as to the importance 

of early identification and management of dementia. The issue of screening for 

dementia in general practice remains controversial and unresolved. A number 

of guidelines point out that there is insufficient evidence to recommend it. 

Further high quality studies are needed to examine the value of screening on 

long term outcomes, and also to weight up the risks and benefits, including the 

risks of false positive and false negative results.  

Recommendations for diagnostic evaluation and ongoing management are 

broadly consistent across guidelines. However, there is a need for further 

formal testing of non drug management strategies in the community, to provide 

high quality evidence for guideline recommendations concerning these.  

Evidence-based strategies for guideline dissemination should be adopted 

whenever possible. It should be noted that educational meetings, which are 

very commonly used, have only a small effect and are not likely to be effective 

for changing complex behaviours such as are involved in disclosure of the 

diagnosis and management of dementia.  
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CHAPTER 3: Current Practice 

3.1 THE LITERATURE 

The research covered in this review employed a range of qualitative and 

quantitative methodologies. Many of the studies are observational, using focus 

groups, interviews, nominal group workshops, participant observation, and 

questionnaires to gather data. There are surprisingly few published studies 

describing the current management of dementia in primary care. The majority 

of studies address gaps, barriers and constraints to achieving best practice.  

While most studies focus on the delivery of primary care from the perspective 

of the health care providers, others specifically target patients, carers (or 

caregivers) and families [9, 96-107]. However there is widespread agreement 

that more work needs to be done to incorporate the patient perspective in 

dementia care [108]. 

3.2 OVERVIEW OF SCREENING AND CASE-FINDING: BEST 

AND CURRENT PRACTICE 

As described in Chapter Two, most guidelines recommend case finding rather 

than screening for dementia in general practice. The following sections will 

discuss what this means and what current practice is in relation to these 

activities. 
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There can be misunderstanding between what is meant by ‘case finding’ and 

‘screening’17. When a population is broadly targeted for review using a 

dementia screening instrument such as the MMSE, this is called screening, and 

when a sub-group is targeted for screening (e.g. patients aged 75 years and 

over), this is also called screening or targeted screening. If the sub-group has 

disease indications (such as complaints of memory loss), then this is called case 

finding, rather than screening [109]. 

Screening – best practice 

The question of whether elderly populations should be routinely screened for 

cognitive impairment is controversial [110]. It has been argued that systematic 

screening should be introduced to enable early detection of dementia, allowing 

patients and families to make decisions regarding transportation, living 

arrangements, and other aspects of care when the patient is functioning at the 

highest possible level and can thus participate in decision making about their 

future [111].  Before screening can be advocated, however, there must be 

evidence that the benefits outweigh any potential harm. No clinical trial has 

evaluated the efficacy, utility, and harms of dementia screening in primary care 

[7]. 

Indeed, generally population-based screening is not recommended in the 

guidelines. Screening instruments alone have insufficient sensitivity and 

specificity to establish a valid diagnosis of dementia when used in 

comprehensive programs [6, 102, 112, 113]. A further stage of testing is required 

                                                 

17 Confusion over the terms ‘screening’ and ‘screening tools’, can arise because ‘screening’ refers to both methods and 

tools which are outlined in section 3.2.1. 
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to confirm the diagnosis, adding expense and worry to the process. Most 

guidelines currently recommend case finding, in which the clinician only tests 

or refers patients for whom there is a clinical suspicion of dementia, based on 

symptoms or caregivers’ concerns.  

Ideally, any screening method for dementia, such as biomarkers, imaging, or 

cognitive and functional assessment tools, must identify affected individuals 

with high sensitivity, specificity and positive predictive value against a gold 

standard for the condition. Although some cognitive tests have reasonably high 

sensitivity and specificity when tested in clinical populations, in the context of 

low population dementia prevalence, all cognitive screening tools lack high 

positive predictive values.  

Despite the suggestion that biomarkers may be the promise for the future, no 

satisfactory biomarker is yet available for diagnosis, severity, progression, or 

prediction of response in dementia [114, 115]. Similarly, imaging has been 

suggested as a possible technique to localise and identify either global or specific 

neuropathology. Neuroimaging improves the diagnostic accuracy of predicting 

cognitive decline [116]. However, these tests are not appropriate for generalised 

screening as they are costly and time consuming, limiting their applicability to 

primary care settings.  

Attitudes to cognitive testing, with or without collection of information on 

functional status from informants, have been investigated in population 

samples [7]. However, although the public acceptance for these screening tests 

exceeds 50%[7, 112], there are also numerous concerns regarding the effects of a 

positive result from screening, such as its potential effects on individuals’ 

ability to maintain a driver’s licence, live independently and obtain residential 

and health insurance policies [117, 118]. This is particularly important when 
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positive predictive values are low, as many people screened as positive are in 

fact false positives and have reasons other than dementia for their low scores. 

A model of screening followed by a diagnostic process has been proposed in 

several studies [119]. Boustani et al screened approximately 3500 asymptomatic 

older adults attending primary care clinics and identified 450 individuals with 

positive screening results [31, 83]. Only half of these individuals agreed to 

further assessment for diagnostic confirmation.  

Similarly, in the US, Austrom et al [120] examined an integrated model of 

comprehensive care for people with Alzheimer’s disease, which included a 

comprehensive screening and diagnosis process.  Half of the patients who 

screened positively refused a formal diagnostic evaluation further highlighting 

the challenge of arriving at a diagnosis of dementia in primary care. The 

authors suggested that some people may experience ambivalence towards the 

diagnosis and may even perceive screening as harmful. They acknowledged 

also that while the results are of interest, we do not know whether they would 

apply in other countries with alternate models of care. 

The added burden placed on primary care physicians that arises as a result of 

the need to appropriately screen, communicate results, as well as develop a 

further diagnostic plan (possibly including specialist referral) with the patient 

and their caregivers also needs to be considered. Primary care physicians are 

already estimated to require 10.6 hours per working day to deliver all 

recommended care for patients with chronic conditions and 7.4 additional 

hours per day to provide preventive services [121]. Geriatric services are also 

stretched. There are large resource implications for adding another screening 

test and its downstream consequences to the overtaxed system. 

Screening – Current practice 
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There is evidence internationally that even if some conditions are detected on 

health risk appraisals (i.e. screening), they may not be managed appropriately 

outside of a specific project such as the one detailed above. In a prospective 

observational study of persons > 70 years living at home in rural Austria in 

2007, Eichler et at [122] evaluated (i) if risk factors in one or more of five 

predefined domains were detected in primary care-based health risk appraisals 

(HRAs) and (ii) how often these findings had an impact on the further 

management of patients. Participants received the standardised assessment for 

elderly people in primary care (STEP) instrument. STEP was developed with 

the cooperation of seven European countries and relies on the best available 

evidence for selection of validated assessment instruments and effective 

interventions. It is available through the WHO website at  

http://www.who.int/chp/steps/manual/en/index.html. 

STEP also includes explicit, non-compulsory recommendations for further 

patient management. Although STEP allows for an assessment of 33 possible 

health problems, participants in this study were evaluated for risk factors for 

decline in only five domains (cognitive function, depression, urinary 

incontinence, hearing impairment and mobility/falls). There were 264 

participants and the HRA revealed a wide range of risk factors for health status 

decline [from 4.5% (12/264) in the depression domain up to 31% (81/264) for 

mobility/falls and 41% (107/264) in the cognitive domain]. The findings had an 

impact on the further management in four domains: hearing impairment (100% 

of findings with impact), mobility/falls (93%), depression (83%) and urinary 

incontinence (65%). In contrast, abnormal cognitive findings led to management 

action in only 18% of participants (19/107). Sixteen of these participants had 

laboratory tests performed, 11 participants were referred to a psychiatrist and 

four were referred for MRI. The most often stated reasons why no action was 
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taken despite abnormal cognitive tests were ‘further action denied by patient’ 

(25%; 20/81) and ‘dementia excluded at prior examination’ (6%; 5/81). 

Physicians gave no information why they did not act for 59% (48/81) of these 

patients despite abnormal findings in the cognitive domain. The authors 

concluded that in contrast to other domains, family physicians were hesitant to 

act upon abnormal findings of cognitive testing. They questioned the value of 

detecting abnormal cognitive findings if it did not lead to improved 

management of patients and support of their carers. 

A UK study by Iliffe et al [102] aimed to explore the perspectives of primary 

care practitioners on early diagnosis of dementia. It found reservations in 

opinion about screening for dementia and in the value of screening and 

diagnostic tools. The study comprised 24 one-day workshops in 21 cities and 

towns in the UK. Many GPs expressed the view that existing assessment tools 

(such as the MMSE) were too long for routine use in general practice, and 

furthermore that they were not sufficiently diagnostic. In a Scottish study, 

Downs et al [123] found that most GPs believed that their response to dementia 

would be improved by having a screening tool readily available for their use. 

These findings also suggested that some GPs were unaware of the differences 

between screening, case finding and diagnosis [102]. 

Under The Enhanced Primary Care Program (EPC), health assessments 

conducted on all Australians over 75 years (‚75 Plus Health Assessments‛) and 

on Aboriginal and Torres Strait Islander (ATSI) Australians over 55 years, are 

examples of screening. If dementia testing in such health assessments is 

confined to specific indications in these populations, this is case finding. 

Unfortunately, there are few published data on the take up rate of EPC health 

assessments and even fewer on whether these routinely or selectively include 

cognitive testing. Byles et al in 2007 [124] showed that the cumulative rates of 
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health assessments in women aged 75-78 years rose from 12% in 1999 to 49% in 

2003. However, few women had repeat assessments and assessments were 

more common in urban areas and in women with chronic conditions. 

Assessments were initiated by GPs in the majority of cases. There are no data 

about how many of these included cognitive function tests. These data did not 

include men, but it has been observed elsewhere that more health assessments 

are provided for women than for men [124]. 

Unpublished data (from private correspondence) showed that of the 4020 

women in the older cohort of the Australian Longitudinal Study on Women’s 

Health - who consented to linkage to Medicare data and were eligible for a 

health assessment - 58% had at least one health assessment between November 

1999 and the end of 2005 and 40% had two or more assessments. There is no 

information on whether or not cognitive screening was undertaken as part of 

these tests. 

Screening – conclusions 

In conclusion, while screening is advocated by many as a method of identifying 

dementia early so that appropriate management can be instituted, there is no 

guideline support for screening. Moreover, the scant literature on outcomes of 

screening that exists does not support that screening per se will improve 

diagnostic workup or management. More research is needed on this issue. 

While screening is not recommended, case finding is widely recommended in 

the guidelines. However, there is little evidence to suggest that case finding is 

widely understood or adopted [6] [75] [119] [123] . 
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3.2.1 Screening tools-overview 

Clinical definitions of a dementia diagnosis can be established using ‘gold 

standards’ such the ICD-10 and DSM-IV. Longer questionnaires have been 

constructed which assess respondents against these diagnostic criteria. On the 

other hand, screening tools are brief questionnaires which provide a way of 

assisting the clinical evaluation and diagnostic process, but cannot provide a 

definitive diagnosis. It is important that they are valid and reliable, and also 

‚clinician-friendly‛, in terms of ease of use[125, 126]. 

Evidence of the uptake of screening tools for cognitive and functional 

assessment in dementia patients, is limited[75, 119, 123]. Some guidelines make 

recommendations about possible tools to support this assessment. The rest of 

the literature on screening tools is mainly aimed at establishing the reliability, 

validity and other psychometric properties of the instruments [14]. There are 

arguments for greater standardisation in use of screening tools [44].  

Whether used at a population level for screening, or at an individual level in 

people with symptoms, screening tools may be used to identify those cases with 

high likelihood of dementia, and for whom a full diagnostic work-up would be 

appropriate18 [5]. The following sections outline screening tools reported in the 

literature, although the extent of their usage is not known. 

3.2.1.1  Specific tools for cognitive assessment  

Many neurocognitive instruments are routinely compared with the MMSE 

which ‚has reigned as the screening test for cognitive impairment during the 

                                                 

18 A positive screening result for cognitive impairment does not mean a patient has dementia. 
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last three decades‛ [125]. The MMSE is a useful tool for documenting 

intellectual changes over time, and is often used to assess the effects of 

cognition-enhancing therapies [5]. It has been recommended in a number of 

guidelines and widely used as a research tool. However the MMSE is not 

without criticism in the literature. It is not always recommended for use as a 

screening tool because a negative test result does not rule out emergent 

dementia[127, 128] and as with many other screening tools, the MMSE’s 

sensitivity and specificity are affected by the individual’s ethnic or cultural 

background and levels of educational attainment[18, 129]. 

The utility of the MMSE depends upon the age, educational level and ethnicity 

of the patient [6, 82]. A study in the US reported that performance on the MMSE 

was influenced by age and education, but not by gender. The researchers 

recommended the clinical utility of the MMSE and its acceptance by clinicians 

may be improved through awareness of these influences [130].  

Similarly, factors affecting MMSE scores in Australia have recently been 

analysed by Anderson et al [131]. The authors found that many socio-

demographic variables and the presence of a mood disorder significantly 

influenced MMSE performance. The socio-demographic profiles and MMSE 

scores of adults aged 65-years and over who participated in the Australian 

National Mental Health and Well-being Survey were assessed (n=1,792). 

Regression analyses showed that several variables significantly lowered 

performance on the MMSE. These were language spoken at home and in 

country of birth, older age, lower education levels, lower socioeconomic status 

(SES), occupations associated with lower levels of intellectual skill, sex, and 

presence of a mood disorder. Of the variables that were linked with poorer 

performance in the MMSE, non-English speaking background (NESB) was the 

most significant. Similarly, males had significantly lower scores than females 
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and older age increased the likelihood of obtaining lower MMSE scores. This 

effect could not be accounted for by the increasing rate of dementia in the older 

age bands. In those participants who scored less than 23 points, socio-

demographic and biological variables accounted for 24.6% of the variance.  The 

authors in concluding that using conventional cut-off scores for screening leads 

to a high rate of false positives in older adults, those with NESB, and those with 

low SES, and is less sensitive for those with higher education, made 

recommendations for adjustment to scores to reflect these influences. Similarly, 

following their analysis of the Australian National Mental Health Survey data, 

Anderson and colleagues recommended that MMSE scores should be adjusted 

for age over 80 by +1, for education eight years or less by +1 and for non-English 

Speaking background by +2[131]. 

 

Wind et al [109] investigated the use of the MMSE in a group of elderly early 

dementia patients, and found it to be of limited value in general practice. 

Likewise, Canadian researchers found that the MMSE was too long for routine 

application [132]. A study in Israel found that despite the MMSE being the most 

widely used brief cognitive screening test, only a minority of GPs made use of it 

[70]. Furthermore, an Australian study found that many GPs were unaware of 

the implications of the results of MMSE tests [97]. 

 

A shorter alternative to the MMSE, the General Practitioner Assessment of 

Cognition (GPCOG), was developed and tested in Australia [133]. One of the 

strengths of the GPCOG lies in its inclusion of informant data for borderline 
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cases.19. The GPCOG is brief, has high acceptability by patients and GPs, and is 

free of many of the biases common in other scales. Canadian researchers have 

also supported the use of the GPCOG [132], and it has been translated into over 

ten other languages. Further information about it and translated versions are 

available on the web (www.gpcog.com.au). There is currently no information 

on how widely it is used. 

Brodaty et al (2006) reviewed existing screening tools with a view to 

recommending suitable instruments to GPs, and concluded that the GPCOG, 

Mini-Cog and Memory Impairment Screen (MIS) were all suitable for routine 

dementia screening in general practice [134]. 

The Mini-Cog is composed of three item recall and clock drawing, and was 

developed as a brief test for discriminating demented from non-demented 

individuals in a community of culturally, linguistically and educationally 

heterogeneous older adults. Other researchers have also established the Mini-

Cog as an effective routine screening test for use in primary care practice [132]. 

In the US, Borson et al compared the relative level and predictors of accuracy of 

the Mini-Cog with spontaneous detection of cognitive impairment by patients’ 

primary care physicians. They found that the use of the Mini-Cog improves 

recognition of cognitive impairment in primary care, particularly in early 

stages[135, 136]. 

Similarly, in 2008, Milne et al[137] completed an evaluation of screening tools 

used in primary care. They aimed to offer a clinically informed synthesis of 

research and practice-based evidence on the utility, efficacy and quality of 

                                                 

19 GPCOG is recommended by the NSW Health Guidelines. 

http://www.gpcog.com.au/
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dementia screening measures. They utilised three distinct methods: a review of 

research literature, a small scale postal survey of measures employed in three 

primary care trusts, and a systematic clinical evaluation of the most commonly 

used screening instruments. Their study integrated data from research and 

clinical sources. The authors found that the General Practitioner Assessment of 

Cognition (GPCOG), the Memory Impairment Screen (MIS), and the Mini-

Cognitive Assessment Instrument (Mini-Cog) were brief, easy to administer, 

clinically acceptable, effective, and minimally affected by education, gender, 

and ethnicity. All three had psychometric properties similar to the Mini-Mental 

State Examination (MMSE). Although the MIS, GPCOG and Mini-Cog were 

rated as best overall, specific individual strengths made one or other more 

suitable for use in particular contexts. The MIS, for example, was especially 

appropriate for use with black or minority ethnic populations but was limited 

in its range of applicability by virtue of its reliance exclusively on a verbal 

memory test. The GPCOG, by virtue of the informant section, was particularly 

useful in providing a starting point, when relatives report concerns. The 

authors concluded that although the MMSE was widely used, the GPCOG, MIS 

and Mini-Cog were as clinically and psychometrically robust and more 

appropriate for routine use in primary care.  

The clock-drawing test is another well-known, easily administered tool that 

provides a useful measure of cognitive function [138]. However despite its 

brevity and ease of administration, there are claims that the clock drawing test 

has not been adequately validated in primary care settings[5, 68, 82, 136]. 

Another screening instrument, the Australian-designed Rowland Universal 

Dementia Assessment Scale (RUDAS) has been specifically designed for use 

with culturally and linguistically diverse (CALD) populations [139]. Comprised 

of six domains, the RUDAS is brief - requiring approximately ten minutes to 
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complete – and is administratively efficacious [140]. Storey et al developed and 

validated the six-item RUDAS and found it to be a ‚culturally fair‛ tool for 

testing multiple cognitive domains  

(see http://www.health.qld.gov.au/northside/documents/rudas2.pdf). The 

authors recommending further testing and validation in other settings with 

emphasis on assessment through longitudinal studies [141]. In 2006 Rowland et 

al compared the RUDAS with the MMSE and found it to be at least as accurate 

as the MMSE but with the added advantage that it was not influenced by 

language, education or gender [139]. 

More recently, the ADS-PC (Alzheimer’s Disease Screen for Primary Care) has 

been developed and tested in the USA [142]. This has the advantage of being a 

two stage instrument. A brief high sensitivity dementia screen is applied to all 

patients and only the patients who fail undergo the more time-consuming 

second stage to diagnose memory impairment. In a study of 316 Caucasian and 

African American patients in a Geriatric Ambulatory Practice the ADS-PC was 

found to be five times more sensitive and specific than the MMSE where the 

overall dementia prevalence in the sample was 17%.  

The Montreal Cognitive Assessment (MOCA) has also been recently developed. 

This 30 point test takes about 10 minutes to administer[143]. Several studies 

have found that it is more sensitive to mild cognitive impairment than the 

MMSE[143]. 

In conclusion, a plethora of screening tools for cognitive assessment are 

available for use in primary care. (Summary of tests for cognitive and other 

aspects of dementia is available on www.dementia-assessment.com.au). Some 

have been specifically designed for the primary care setting, which renders 

them arguably more suitable than others. Others have been designed for special 

http://www.dementia-assessment.com.au/
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groups such as those for whom English and literacy are more problematic. 

Despite the multitude of tools available there is currently no solid consensus as 

to which tool should be universally adopted for use in general practice.   

3.2.1.2 Informant instruments  

The Informant Questionnaire on Cognitive Decline in the Elderly (IQCODE) is 

an Australian developed screening test for dementia (see 

http://ageing.anu.edu.au/Iqcode/). The tool is reported to be particularly useful 

when the patient is unable to undergo direct cognitive testing. The IQCODE has 

high reliability and validity, it reflects past cognitive decline, performs as well 

as conventional cognitive screening test for dementia and correlates with a wide 

range of other tests, particularly those measuring the impaired range of 

abilities. One disadvantage of the IQCODE is that it is affected by informant 

characteristics such as depression and anxiety and the quality of the 

relationship between the informant and the subject [144]. A study in Hawaii 

aimed to determine the specificity and sensitivity of the IQCODE for the 

detection of dementia in a Japanese-American population and found that the 

IQCODE was a valuable tool for primary care physicians to detect impairment 

in this population [26]. 

While use of an informant, (e.g. a carer or family member) permits the use of 

patients as their own control, a drawback is that knowledgeable informants are 

not always readily available. In general, informants who live with patients are 

able to give more accurate reports than informants who do not [140]. One of the 

disadvantages of informant instruments is that not all patients have suitable 

informants and reporting may be inaccurate [138]. Informant Interviews have 

the advantage of being race and education neutral, unlike most performance-

based screening tests [142]. As with the screening instruments reviewed above, 

http://ageing.anu.edu.au/Iqcode/
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dementia guidelines in general practice do not provide solid guidance on the 

use of informant instruments. 

3.2.1.3 Tests for activities of daily living 

The clinical diagnosis of dementia requires the presence of cognitive decline 

and also a decrease in the functional capacity of the patient. Instruments 

commonly used to assess daily living are the Bristol Activities of Daily Living 

Scale (ADL) that evaluates the degree of assistance the patient received during a 

set period (e.g. the previous week) for each of six basic activities [145] and the 

Instrumental Activities of Daily Living Scale (IADL) that assesses the patient’s 

ability to perform the more complex activities that are necessary for optimal 

independent functioning [146]. 

In a study in Belgium, 21 Flemish GPs evaluated the IADL capacities for all 

patients older than 65 years for whom they had contact. While the diagnostic 

value of the IADL could not be evaluated due to the small sample size, the 

researchers concluded that the use of the IADL may improve GPs’ diagnostic 

judgment[147, 148]. However, much like choice of screening instruments and 

informant interviews, there is a lack of solid agreement as to whether such tools 

should be used in general practice, and if so, which ones should be generally 

recommended. 

3.2.1.4 Tests for caregiver coping 

Caregivers have been described as ‚hidden patients‛ and many dementia 

guidelines suggest that caregivers should be assessed for the presence of 

affective disorders such as depression and anxiety. Some questionnaires are 

available to quantify caregiver burden but they are generally not intended for 

routine use [104]. 
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A commonly used questionnaire is the Zarit Burden Interview [149]. This 22 

item scale has been factor analysed [150] and shown to measure three 

dimensions of burden: the effect on social and personal life of caregivers; 

psychological burden and feelings of guilt. A brief version – the Zarit Burden 

Index, is commonly in use [151]. Another helpful instrument is the brief Coping 

Orientation to Problems Experienced Scale (brief COPE) [152]. This scale 

measures carers’ emotion and problem focus, and dysfunctional coping. It has 

been validated in carers of people with dementia. 

As GPs commonly do not assess caregiver function, despite guideline 

recommendation to do so, the incorporation of a test of caregiver coping in 

regular practice could enhance concordance between guidelines and practice. 

3.3 DIAGNOSIS AND MANAGEMENT – BEST PRACTICE AND 

CURRENT PRACTICE 

3.3.1 Best practice in diagnostic evaluation 

The diagnosis of dementia is a complex task that provokes stresses amongst 

health professionals as well as patients and families [153, 154]. As pointed out 

above, there is widespread evidence that dementia is under-diagnosed in 

primary care settings [155]. While it is difficult to determine the extent to which 

this occurs, there are estimates that about half of mild dementia cases in the 

community remain undiagnosed [156]. In a significant percentage of cases, GPs 

fail to recognise dementia.  The need for an improved response to dementia 

within the primary care setting has been recognised [102, 117, 123, 157]. 

Having identified cognitive impairment, the dementia guidelines reviewed 

above all concur that it is important to identify contributing factors, especially 

those that are reversible. Age-related memory and cognitive decline common in 
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older people may constitute mild cognitive impairment and may not always 

progress to dementia[10, 129]. Conditions such as depression, delirium and 

drug side effects may mimic dementia[22]. In addition there are a number of 

subtypes of dementia (Alzheimer’s disease, vascular dementia, Lewy body 

disease and others). Knowledge of the subtypes of dementia supports improved 

diagnosis and facilitates improved communication between the practitioner, the 

patient and their families about the expected course of the disease, as well as 

ensuring that appropriate medications are prescribed [45] and services put into 

place.  

The list of possible diagnoses generated by considering patient symptoms is 

referred to as the ‚differential diagnosis‛. Such differential diagnosis can occur 

within the context of dementia - which requires the identification of the relevant 

subtypes a patient best fits within - but may also occur outside of dementia in 

the case of determining whether the indicative signs of a dementia syndrome, 

might be better explained by the presence of another disorder of similar clinical 

manifestation. The ambiguity of early signs and symptoms of dementia and the 

wide range of diagnostic possibilities require a well structured approach to 

making appropriate differential diagnoses [119], as outlined in many of the 

guidelines.  

Furthermore, differential diagnosis may not be a simple case of ‚either/or‛. 

Depression, for example, may be an underlying cause of impairment or it can 

accompany dementia as a direct result of neurological change, or as a part of a 

long term depressive illness. A study in the US reported that approximately 

50% of older adults who develop dementia have minor depressive disorder or 

depressive symptoms that interfere with functioning and 15% to 20% have 

major depressive disorder [158]. Another common differential diagnosis for 

dementia is delirium. Delirium is characterised by sudden onset of altered 
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consciousness, attention and concentration deficits and it can be caused by 

medications, infection or other conditions. Further complicating the diagnostic 

process for GPs, delirium and depression can also coexist with dementia [5, 

159]. 

An Australian study by Brodaty and colleagues reported that GPs had 

difficulties diagnosing depression particularly when patients did not discuss 

feeling depressed, sad or irritable [36]. Somatic presentations of depression in 

primary care were recognised as being a diagnostic challenge, and given the co-

existence of depression and dementia in many older people, this makes it 

difficult to establish a differential diagnosis [36]. 

The literature and guidelines advise on the importance of establishing a 

differential diagnosis, but the literature reports widely varying rates of 

adherence to guidelines. Furthermore the process of making a differential 

diagnosis is widely acknowledged to be a particularly challenging task for 

clinicians. This challenge is perhaps greatest in the general practice context, 

where GPs have a particularly short window of consultation time in which to 

rule in or rule out a multitude of conditions that may initially appear 

appropriate for a patient’s clinical presentation. 

3.3.2 Current practice in diagnostic evaluation  

The most optimistic description of current practice identified in the literature in 

terms of adherence to guidelines was by Cody et al [160],who administered a 

brief, anonymous questionnaire to a convenience sample of 142 GPs in 

Arkansas, USA to determine GPs’ diagnostic, referral and management 

practices. The sample consisted predominantly of males (79%) with a mean age 

of 46.  GPs stated that they would conduct medical tests to exclude underlying 

causes (99%), perform a mental status test (96%), assess for depression (90%), 
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and assess daily functioning (89%). Very few reported that they would not 

intervene (4%).  

However, other authors have reported lesser degrees of adherence to 

guidelines. Cahill reported that GPs diagnosed on average four new cases of 

dementia annually. A multivariate analysis revealed that female GPs diagnosed 

significantly fewer cases annually and those GPs who had been in practice for 

over ten years diagnosed significantly more [161]. A random sample of 600 GPs 

from a national database of 2400 GPs was surveyed, with a response rate of 

50%. A large majority of GPs reported performing thyroid function tests (77%), 

B12 (75%) and Folic acid tests (75%) to rule out reversible causes of cognitive 

impairment. The most reliable signs and symptoms of dementia identified were 

reported to be memory problems (58%). 

Some of the variation in rates on diagnostic evaluation reported in the literature 

may be explained by disparities in study design. Studies conducted 

retrospectively or which have a reliance on self-report data may be influenced 

by social desirability and recall bias and thus may explain higher reported rates 

of diagnostic testing. In line with this, consistently lower rates have been 

identified in prospective studies that document the actual number and type of 

investigations ordered by GPs [74, 162]. Qualitative studies that have 

investigated the experiences of patients or carers report even less adherence to 

clinical guidelines [163, 164], although these studies are also subject to recall 

bias.  

An example of recall bias may be seen in a series of studies by Waldorff et al 

[73, 165], in Denmark. A national postal survey was conducted in 1998 to 

examine GPs’ self-reported basic diagnostic evaluations of dementia according 

to the recommendations made in a multi-disciplinary Danish consensus 
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guideline [73]. Questionnaires were sent to all 3379 GPs in Denmark, producing 

a response rate of 75.1%.  According to the authors’ Diagnostic Evaluation 

Index (a pragmatic index based on the main recommendations of the consensus 

guidelines), 47.2% of the GPs who participated were classified as conducting a 

good basic diagnostic evaluation of dementia. These GPs tended to conduct 

regular follow-up consultations with their dementia patients, believed that all 

patients with possible dementia should undergo diagnostic evaluation, 

considered that the GP should play the major role in diagnostic evaluation and 

had confidence in their ability to detect and diagnose dementia. Interestingly, 

gender, attitude to the development of clinical guidelines and being able to 

refer patients to specialist services were not influential. 

In 2002-2003, the researchers followed up with a prospective study to 

investigate the rate of diagnostic evaluation of dementia for patients for whom 

a suspicion of dementia had been raised, and to investigate why a diagnostic 

evaluation was not always being performed [165]. All seventeen practices in the 

central district of Copenhagen were recruited into the study (24 GPs and 1180 

patients over 65 years). Patients aged over 65 years consulting their GP, 

regardless of reason for the encounter, were asked to participate in the study. A 

total of 793 patients were recruited. In conjunction with the planned patient 

consultation, the GP completed a baseline questionnaire and a Mini-mental 

State Examination (MMSE). At the initiation of the study all GPs and their staff 

participated in a 3 hour dementia education session. Although completion of 

the MMSE was part of the research protocol (and GPs were reimbursed for 

completing each MMSE), laboratory screening tests and referral to a memory 

clinic were at the discretion of the GPs. A total of 138 patients (17.4%) were 

identified with possible dementia.  Of these patients, only 23% were evaluated 

by their GP or referred to a memory clinic within a subsequent six month 
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period. Laboratory screening for dementia was defined as a combination of 

haematology, biochemistry and Thyroid Stimulating Hormone and Vitamin B12 

levels.  Data on laboratory testing were collected from routine data from the 

municipality of Copenhagen. None of the fifteen patients with possible 

dementia living in nursing homes was evaluated or referred. In the remaining 

102 undiagnosed patients, the main reasons reported by GPs for not performing 

a diagnostic evaluation were that the patient and/or their relatives did not want 

further evaluation (34%) or that the GP thought that it would not affect the 

patent’s management  or that the patient was too fragile (21%). The lower rates 

of diagnostic evaluation reported in this prospective study compared with the 

1998 retrospective study quoted above [73] confirm the probability that recall 

bias affects retrospective studies.  

In terms of the current practice regarding GP documentation of dementia 

diagnoses, a Finnish study aimed to determine the documentation rate of 

dementia in primary care, the clinical characteristics of patients with 

documented and un-documented dementia and the diagnostic evaluations 

made in cognitive impairment characteristics [74]. The researchers found that 

fewer than half of the patients with dementia had their diagnoses documented 

in primary care medical records although documentation increased in more 

advanced cases of dementia. The diagnostic evaluations for reversible causes of 

dementia were insufficient in primary care and were done at a late stage of 

cognitive impairment [74, 162]. 

One of the few qualitative studies reported in the literature that describes 

current practice was conducted by Cheok et al[166] in Canada. The authors 

examined the practice patterns of family physicians in diagnosing and 

managing patients with dementia by conducting in-depth structured interviews 

with 20 family physicians that had referred patients to a specialised community 
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psychiatry service for the elderly in the previous year. Results showed GPs 

were more comfortable with diagnosing dementia than with ongoing 

management issues, and most physicians were not using standardized 

cognitive screening protocols. GPs were more oriented to immediate medical 

and psychiatric problems than to long-term psychosocial issues.  

3.3.3 Barriers to and facilitators of dementia diagnosis 

Much of the literature detailing barriers to dementia diagnosis focuses on 

describing attitudinal and behavioural barriers with less emphasis on how the 

diagnostic process unfolds [106]. In many primary care settings the diagnosis of 

dementia is not well documented until patients are well into the course of the 

disease[167]. Several studies have documented that diagnosing dementia is 

particularly problematic for GPs[18, 20]. The variability in the extent to which 

GPs formally provide an appropriate dementia diagnosis appears to be 

influenced by strong opinions about the advantages and disadvantages of 

disclosure [106]. The perceived advantages are that early diagnosis facilitates 

preventative intervention, offers treatment at an effective stage, addresses 

future needs in consultation with caregivers and allows for future planning.  

The perceived disadvantages include the risk of causing psychological harm to 

the patient, fear of the patient’s reaction and the risk of misdiagnosis causing 

unnecessary distress. 

It is argued in the literature, that GPs form only a part of the primary health 

care team, and that diagnosis of dementia might be shared by other members of 

that team. Roelands et al [168] found that home nurses and home care workers 

can also participate in the diagnostic process. In a prevalence study in Belgium 

in 2002, they analysed the postal questionnaires of 169 home nurses and 665 

home care workers. They found that most home nurses and home care workers 
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rated knowing the diagnosis of dementia as very important. The nurses and 

caregivers were also surveyed on their ability to diagnose cognitive decline. 

They were able to describe behavioural characteristics which were indicative of 

dementia, but only in a limited way, and their strategies to uncover the 

diagnosis were also limited. Although the nurses communicated with GPs to 

clarify a diagnosis, the home care workers were more likely to ask the relatives 

of the older person about the diagnosis. Formal caregivers reported that they 

supported family members emotionally, advised about communication with the 

person with dementia and informed family caregivers about services. However, 

providing family caregivers with information about dementia lagged behind 

these forms of support.  

The perceived positive and negative consequences of knowing the diagnosis 

were also investigated in this study [168]. The most important perceived 

positive consequence (nearly two in three caregivers) was that knowing the 

diagnosis facilitates the interaction with the patient and allows anticipation. 

Caregivers had more patience with the patient, knew how to react 

appropriately, how to proceed with care, and could anticipate and intervene in 

a timely way. For nurses knowing the diagnosis increased insight into the 

patient’s behaviour, it increased the quality of care, it ameliorated 

communication with family caregivers (to discuss and to inform) and it allowed 

an increase in care supply and cooperation between professional caregivers. 

Negative consequences of knowing the diagnosis were put forward by fewer 

than half of the caregivers in both professional groups. The others mentioned 

changes in attitude towards the patient. Approximately one in five caregivers 

felt more responsible, worried about the patient, could have prejudices based 

on previous experiences, tended to attribute all behaviour to dementia and 

tended to view caregiving as a burden.  
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Another group of researchers conducted a prospective observational study to 

assess the diagnostic process. In 2004 64 GPs and 107 patients in the 

Netherlands took part in this study in which GPs were required to use the 

Dutch dementia guidelines to assess, diagnose and inform consecutive newly 

suspected patients who showed signs of cognitive impairment [169].  For every 

diagnosed patient the GP completed a self-registration form on which they 

indicated their actions, assessment findings and final diagnosis, as well as their 

diagnostic confidence and predictors for diagnostic confidence. The GPs 

consulted with patients 3.6 times on average to reach a diagnosis but the MMSE 

was only used in 18% of patients. Dementia was diagnosed in 67% of suspected 

patients and the authors concluded that the GPs in this study seemed to base 

the diagnosis of dementia on rational grounds. Patient factors that predicted a 

diagnosis of dementia were impairment of higher cognitive functions, absence 

of depression and female gender. The GPs indicated diagnostic confidence in 

58% of cases. Predictors for diagnostic confidence were dependency on a 

caregiver for the activities of daily living, informant availability, the number of 

recommendations from the Dutch National Dementia Guidelines applied, the 

duration of the symptoms, absence of medication or alcohol intoxication and 

restless behaviour. The use of MMSE was not associated with increased 

diagnostic confidence. 

Bair (1998) reported that GPs with a higher level of self-perceived competence 

and a positive general attitude towards dementia care are more likely to use 

active case finding, more frequently use cognitive tests and detect dementia 

earlier in the course of the disease. A positive attitude was also associated with 

early detection, the expression of more supportive behaviour towards relatives 

and the feeling that patients are grateful when their cognitive decline is 

addressed [2]. 
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The symptoms of dementia most readily identified by GPs reported in the 

literature are memory problems, followed by impaired activities of daily living 

and disturbances in higher cortical functioning [161]. GPs are more likely to 

diagnose dementia early in the course of the disease if they feel supported by 

available health services and their specialist colleagues [49]. The barriers to 

early diagnosis most commonly identified are the failure to recognise and 

respond to symptoms of dementia (by patients, caregivers and GPs), a 

perceived lack of need to determine a specific diagnosis; limited time, negative 

attitudes to the importance of the diagnosis, the lack of effective treatment and 

the risk of misdiagnosis [35, 170]. 

A number of authors have identified other barriers to diagnosis: the perceived 

risk and associated consequences of misdiagnosis in the absence of a definitive 

diagnostic test, particularly as there may be medico-legal consequences[171] 

[96]. Specialists are seen as a means of establishment of a definite diagnosis 

[172]. 

GPs also identify the patient’s impaired ability to provide an accurate history 

and to participate in self-care as barriers to diagnosis. In a study published in 

2005, Adams et al [173] conducted in depth interviews with twenty GPs in 

Nebraska, USA. They found that GPs experienced greater medical uncertainty 

and feelings of inadequacy and frustration, when the patient’s cognitive 

impairment interfered with the normal process of history taking and diagnosis. 

They also reported problems with shifting the goal of care from curing the 

patient’s illness to preserving the patient’s quality of life. GPs also reported 

ethical dilemmas related to patient autonomy and the locus of decision making 

when others, necessarily, became involved in patient care and distorted the 

doctor-patient relationship. Many GPs described a deep sense of loss and grief 

as the personhood of their patients faded.  
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In conclusion there are multiple barriers to dementia diagnosis. Addressing 

these will require a multi-pronged approach, including education for GPs and 

consumers, debate around ethical issues and provision of an easily accessible 

means of making a definitive diagnosis in primary care. Further work is needed 

to establish how these issues can be addressed. 

These barriers are summarised under themes in the lists below: 

Attitudes: 

GP’ attitudes that form a barrier to identification: 

 Therapeutic nihilism- a belief that no therapy works, so there is no 

pointing making the diagnosis [49, 50, 108, 169, 170, 172, 174-178]. 

 Stigma[50, 161]. 

 A perceived lack of need to determine a specific diagnosis[169, 

170]/diagnosis not seen as important [35, 170]. 

 Assessment a low priority compared with clinical physical care [170]. 

 

Attitudes of people living with dementia and carers that may form a barrier to 

identification: 

 Public resistance to diagnostic confirmation – [31, 120]. 

 Family may not want the diagnosis communicated to the patient [177, 

179]. 

 Patient stoicism and belief that healthcare needs rationing [180]. 

 Patients reluctant to bother the GP with less urgent matters [181]. 
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GPs’ concern that patients won’t cope with this difficult diagnosis: 

 Risk of damaging the doctor-patient relationship[172, 178]. 

 Desire to protect patient (patient too fragile) [165]. 

 Risk of causing harm or unnecessary distress [106]. 

 Perception that the patient cannot comprehend/cope with the diagnosis 

[45, 148, 161, 164, 172, 178, 182, 183]. 

 GP concern that the patient will become dependent, ashamed, see selves 

as crazy [178]. 

 

GPs’ emotional reaction to the diagnosis: 

 Deep sense of grief and loss in GP [173]. 

 GP emotions – disbelief, denial, apprehension and fear [33]. 

 Diagnosis will open a Pandora’s box [167]. 

 

GP’s sense of inadequacy/lack of knowledge for making diagnosis: 

 Medical education has not equipped clinicians with appropriate skills 

nor counteracted ingrained attitudes [184]. 

 Postgraduate psychogeriatric training neglected [161, 185]. 

 Limitations in guideline dissemination [186]. 

 GPs lack of confidence in diagnostic ability, clinical expertise [75, 106, 

161, 169, 187]. 

 GPs do not believe they are equipped to discuss legal issues.[97].  

 Risk of misdiagnosis[47, 96, 169-171, 176] – including medico legal. 

 Difficulties in differentiating normal ageing from dementia[161, 169, 

170]. 
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 Failure to recognise and respond to symptoms of dementia [35, 170]. 

 GPs see diagnosis as a specialist domain [172]. 

 

Structural impediments to GPs’ making diagnosis: 

 Medicare does not fund consults with carers. 

 Professional boundaries and medical dominance limiting 

communication [188]. 

 Limited interdisciplinary communication [189]. 

 Limited time [75, 169, 170, 176]. 

 Structural and system difficulties in accessing carer input. 

 Lack of availability of informants for screening tests that require this 

[138]. 

 Informant reports inaccurate [138]. 

 Poor communication with other members of the team. 

 The paucity of specialist diagnostic services, especially in rural areas [49, 

75, 108, 174, 175]. 

 Time and effort involved in disclosure [177, 190]. 

 

Includes problems with dementia requiring an approach which is different from that 

usual in GP culture: 

 Difficulty when goal of care is quality of life rather than cure [173]- 

including problems with medications slowing decline rather than 

providing improvement. 

 Ethical dilemmas associated with locus of control becoming someone 

other than patient [173]. 

 In other areas GPs interpret the gatekeeper role as only referring those 

with acute and serious disease [105, 180, 191]. 
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 Especially in CALD/ATSI/YOD communities: Particular difficulties with 

cultural differences [25, 156, 192]. 

 Cultural differences in explanatory models of health; values/ preferences 

for driving-patient relationship; racism/perceptual biases; linguistic 

barriers [193]. 

Unresolved issues about how diagnosis should be made in primary care: 

 Lack of a recognised, time-efficient screening tool [7, 125, 126, 137]. 

 Screening tool not diagnostic [102]. 

 The patient’s impaired ability to provide an accurate history and to 

participate in self-care[169, 170, 173, 176, 182]. 

 Guidelines recommend case finding rather than screening and this limits 

the number of people found [6, 7, 110]. 

 Concerns about screening [117, 118]. 

 GPs do not follow up on screening. 

 Guideline evidence from well resourced urban settings and not 

applicable [17]. 

3.3.3 Disclosure of the diagnosis 

3.3.4.1 Best practice in the disclosure of the diagnosis 

Most studies with carers of people with dementia recommend disclosure of the 

diagnosis, particularly to the carers themselves. A systematic review of the 

literature conducted by Bamford et al [194] found that timely disclosure was 

favoured by 33 (96%) of people with dementia, 17 (100%) of carers and around 

50% of clinicians. Similarly, although only a few studies have evaluated the 

ability of people with dementia to understand their diagnosis, between 30% and 

61% of individuals with dementia have been reported to have insight, be 

willing to discuss the diagnosis or be able to appropriately recall the visit at 

which the diagnosis was disclosed [195-197]. Disclosure of a dementia diagnosis 
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has been linked to positive patient reactions such as relief and resolution [183]. 

Indeed, some studies on the views of elderly peer groups (without dementia) 

show that the majority would prefer to be informed of a dementia diagnosis 

[179].   

The ethical and practical issues related to the disclosure of a dementia diagnosis 

remain the subject of debate [198]. Disclosure of a dementia diagnosis involves 

a complex clinical and practical pathway, and some argue that best practice 

regarding dementia diagnosis disclosure has yet to be established [199]. 

A study conducted by Carpenter et al [200] in the US between 2004 and 2006, 

found that disclosure of a dementia diagnosis does not typically prompt a 

catastrophic emotional reaction in the ‘disclosee’. Participants were recruited 

from an Alzheimer’s Disease Research Centre and completed the Geriatric 

Depression Scale and the State-Trait Anxiety Index before and after the 

diagnosis of cognitive decline to examine the short term changes in depression 

and anxiety after receiving a dementia diagnosis. No significant changes in 

depression were noted, regardless of the dementia severity, age, sex or level of 

education of the individual. More interestingly, anxiety decreased substantially 

after diagnostic feedback in most individuals. The authors concluded that 

individuals seem to take comfort in having an official diagnosis and an 

explanation of their symptoms. 

3.3.4.2 Current practice and attitudes to disclosure 

There is considerable debate in the literature about the relative value and 

benefits of disclosure, a main argument against disclosure being the risk of 

causing psychological harm to the patient. [164] [45]. In contrast to the 

aforementioned studies examining the impact of a dementia diagnosis on 
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patients, it has been reported that 20% of GPs regard disclosure as more 

harmful than helpful [39].  

A number of studies have found that GPs report that communication of the 

diagnosis is the most difficult problem with the management of dementia[46, 

50, 75, 190, 194, 201]. In a postal survey by Glosser et al [190], explaining a 

diagnosis of dementia was rated as involving more time and effort than the 

disclosure of other diagnoses by one third of physicians. GPs were more likely 

to report difficulty in communication of the diagnosis to patients themselves, 

rather than difficulty in communicating this to caregivers [123, 182]. Other 

factors that impact on the low disclosure rates to patients are the confidence, 

clinical expertise and level of dementia training of GPs[75, 187], the idea that 

probable dementia patients are not able to grasp the meaning of the message 

[182] and the perception by GPs that patients may not cope with the diagnosis. 

Furthermore, many GPs believe they have little to offer dementia patients and 

find the experience of explaining the diagnosis particularly difficult [177]. 

Despite this, some studies have found high levels of diagnosis disclosure. A 

Norwegian national survey [72] showed that two-thirds of Norwegian GPs 

surveyed often or always disclosed the diagnosis of dementia to a patient and 

only 6% never or rarely did so. Similarly, a British survey [202] showed that 

40% of GPs often or always disclosed a diagnosis to a patient. These studies 

may be subject to recall bias. 

A national postal survey of 600 Irish GPs was conducted by Cahill et al (2003) to 

examine their current practice on dementia diagnosis disclosure. This study 

achieved a 50% response rate and found that only 6% of GPs claimed they 

always disclosed the news of a dementia diagnosis to patients, 13% said they 

often did so and 41% claimed that they never or rarely told [161]. Over one-
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third of GPs (38%) in this study reported that the key factor influencing their 

disclosure patterns was their perception of the patient’s level of comprehension. 

Possible explanations behind the low disclosure rates in Ireland postulated by 

the authors include the fact that there is considerable stigma attached to a 

dementia diagnosis in Ireland, and also that specialist dementia training is 

limited or not easily accessed by Irish GPs. 

Even where a disclosure has been made it is reported that GPs consistently 

show reluctance to use the term ‚dementia‛ and are likely to use vague and 

circumscribed terminology, such as ‚memory problem‛ or ‚confusion‛. [160, 

170, 194, 199]. In a prospective observational study in the Netherlands in 2004 

by van Hout et al [182] (as described above), consecutive patients with cognitive 

impairment were assessed and diagnosed by GPs before being referred to a 

memory clinic and fully evaluated. Of 69 patients correctly diagnosed, the GPs 

disclosed the diagnosis to 29 (42%) patients and 51 caregivers (74%). Dementia 

was incorrectly disclosed in two out of ten false-positive diagnostic cases. 

Absence of dementia was incorrectly disclosed to two out of four patients with 

false-negative results. The severity of the cognitive impairment was positively 

associated with disclosure to both patients and caregivers. In addition, 

disclosure to caregivers was associated with increased number of cognitive 

symptoms, severity, ADL dependency and diagnostic certainty. Interestingly, 

clinical performance of the GPs (such as using the MMSE), frequency of GP-

patient contacts and duration of the symptoms were not associated with 

increased disclosure rates. Specific advice for caregivers was provided in less 

than half the cases.  

Kaduszkiewicz et al (2008) also investigated the reluctance of GPs to disclose a 

diagnosis of dementia[178]. They interviewed thirty randomly selected GPs 

from Dusseldorf and Hamburg in Germany. The interview findings were used 
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to develop a questionnaire on diagnosis disclosure attitudes and practices 

which was then sent to 389 GPs and 239 neurologists and psychiatrists. The GPs 

reported that the reasons why they were reluctant to disclose the diagnosis 

included the fear of inflicting damage on the patient, the opinion that disclosure 

carries no benefit for the patient, the fear of ruining the doctor-patient 

relationship, the feeling that the patient would not understand the diagnosis 

anyway and uncertainty about the course of the disease. To compensate, 

instead of making a clear diagnosis, GPs tended to use attenuating 

circumscriptions like ‚normal aging process‛ or ‚circulatory disturbances of the 

brain‛ to describe the presenting issues. This study also found that very few 

GPs favoured full disclosure. Even the GPs who advocated full disclosure, 

informed the relatives in more detail than the patient, did not use the term 

‚dementia‛, and felt that, at least to some extent, ‚most patients feel ashamed 

when confronted with signs of cognitive impairment‛. The authors postulated 

that a ‚double taboo‛ was operating where both patients and GPs show a 

mutual behaviour aiming at not perceiving the disease and its consequences 

fully. ‚This taboo may be difficult to handle even for competent GPs who have 

a positive attitude towards dementia care and are basically in favour of 

disclosure‛[172]. Thus there is a tendency to inform the relatives rather than the 

patient, irrespective of the self-estimated competence or general attitude of GPs. 

Both self-estimated competence and attitude are reported to have more impact 

on professional approach than professional experience and gender [2]. 

Patient reaction patterns reported by GPs ranged from total refusal to accept a 

diagnosis of any cognitive impairment to aggression. GPs’ reasons for not 

disclosing the diagnosis of dementia included the perception that the patients 

would fear becoming dependent, would fear being stigmatised as ‚crazy‛ and 

would experience feelings of shame [178].  
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GPs have a less reluctant attitude towards discussing a diagnosis with 

caregivers [183]. It has been reported that one third of practitioners prefer to 

separate caregivers and people with dementia when disclosing the diagnosis 

[203, 204]. Caregivers were generally more likely to be told the diagnosis than 

the person with dementia [194, 199, 203]. Indeed, between 21% and 39% of 

caregivers reported that they disclosed the diagnosis to the person with 

dementia[194, 205, 206]. Caregivers appear to be complicit in this, generally 

valuing the provision of a diagnosis for themselves and, to a lesser extent, for 

the person with dementia [194, 207, 208].  

There is evidence that caregivers prefer to have the diagnosis withheld from the 

patient [179]. Holroyd et al found that only 39% of carers felt that the person 

with dementia was able to understand their diagnosis [207]. Similarly, in 

common with clinicians, many caregivers reported finding it difficult to discuss 

the illness with the person with dementia [205]. 

Despite the reported higher disclosure rates to caregivers, it is still apparent that 

GPs tend to avoid disclosing a diagnosis. Studies of the relatives of dementia 

patients found that they reported that primary care physicians are reluctant to 

make the diagnosis, and tend to minimise the impact of the diagnosis and 

related perceived problems [20] and are even less informative about the 

prognosis of the disease. The reported criticisms by caregivers of the process of 

disclosure focused on the lack of information, particularly about prognosis; the 

limited opportunities to deal with the emotional aspects of receiving the 

diagnosis; the insensitive manner of disclosure and the reticence to make a 

precise diagnosis or to explain terms such as dementia or Alzheimer’s 

disease[190, 194, 197, 206, 207]. Kaduszkiewicz at al summed up these concerns 

by concluding: ‚Bearing this in mind, it is understandable, yet nonetheless 

disturbing, that caregivers report that the information provided by health 
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professionals on the course and prognosis of the disease is even scarcer than 

information concerning the diagnosis‛ [178]. 

Similarly, it is reported that GPs do not tend to discuss the consequences and 

prognosis of a dementia diagnosis with their patients. In a prevalence study in 

France, Cantegreil-Kallen et al [183] found reluctance by GPs to discuss the 

symptoms and consequences of dementia with their patients was mainly due to 

a perception that they would cause psychological distress. The GPs in this study 

also had a less reluctant attitude to discuss the diagnosis with caregivers. A 

questionnaire was sent to 1,629 general practitioners. A total of 631 

questionnaires were returned (response rate of 39%). Despite the fact that 88% 

of GPs considered it their role to disclose the diagnosis to the patient, only 28% 

of GPs reported having actually done so. Information provided to the patient 

was limited.  Only 25% of GPs discussed the nature of the illness, 23% 

behavioural problems, and 47% depression. Stress was discussed with 79% of 

the caregivers [183]. In attempting to determine whether or not to communicate 

a diagnosis of dementia, primary care physicians are often faced with the 

dilemma of being honest with the patients versus concurring with the family’s 

wishes not to disclose the diagnosis [177]. 

There also seems to be a difference in perceptions between GPs and caregivers 

in regard to disclosure.  In a qualitative study of attitudes towards the diagnosis 

and disclosure of dementia among family caregivers and primary care 

physicians, Connell et al in the US, found that caregivers and GPs had vastly 

disparate views on caregivers’ responses to disclosure [101]. Seventeen focus 

group interviews were conducted with caregivers or GPs from three sites (52 

caregivers and 39 GPs participated). Structured interview protocols were used 

to assess diagnostic disclosure, first reactions, and suggestions for improving 

the diagnostic process. Caregivers recounted a highly negative emotional 
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response to the disclosure, whereas many physicians reported that families 

handled the information well. Caregivers expressed a range of preferences for 

how the diagnosis should have been disclosed, from a direct approach to 

having the physician ease them into the results. The authors concluded that 

whenever possible, physicians should consult with the patient and family at the 

outset of the diagnostic process to better understand their preferences for 

diagnostic disclosure. They also recommended addressing diagnostic disclosure 

as part of physician education programs on dementia. 

Research in the US also indicates that family members may themselves be a 

barrier to GP diagnosis and disclosure. Boise et al, (1999) investigated how 

primary care physicians assessed patients for dementia and identified barriers 

to dementia diagnosis in the primary care setting. Seventy-eight physicians in 

three geographic areas participated in 18 focus groups. Barriers identified 

included: (a) the failure to recognise and respond to symptoms of dementia; (b) 

a perceived lack of need to determine a specific diagnosis; (c) limited time; and 

(d) negative attitudes toward the importance of assessment and diagnosis.  

They also found that family members exercised a ‚remarkable influence‛ over 

which tests were ordered, whether a specialist was consulted, and the actual 

terms that were used to identify the diagnosis Therefore communication with 

families can be a crucial influence in the diagnostic process [170]. 

To facilitate improvement in dementia diagnosis disclosure, some authors have 

suggested focusing research on disclosure. In their review article in 2003, Milne 

and Wilkinson[164] suggested ways that diagnostic practice can be improved 

by taking account of the patient perspective. They argue that there is a need for 

more research in dementia care examining the ‚user perspective‛, and to 

develop ways in which the findings from such research can be absorbed by 

GPs. The authors identify a number of improvements to the process of 
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dementia disclosure in primary care, such as revealing the diagnosis over a 

number of sessions, at the patient’s ‘pace’. In this work patients appreciated 

being offered follow up sessions after the initial disclosure to explore the 

implications of the diagnosis for them and their families, the likely prognosis, 

and their treatment and care options. Consumers also reported the importance 

of offering patients information about dementia and support services but 

stressed the importance of titrated information according to the circumstances 

and receptivity of the user. The GP’s role was perceived by consumers to 

include both the provision of information about the nature and prognosis of a 

dementing illness, and as a starting reference point for referral to other sources 

of information. Whilst research with GPs examining the sharing of a diagnosis 

has primarily identified the provision of a diagnosis as damaging, it is clear 

from patient-orientated research that the opposite is true - not sharing a 

diagnosis may be even more damaging to patients and their families. The 

authors concluded that the adoption of a person centred approach underpinned 

good practice and supported the development of an approach that aims to 

counter the impact of neuronal losses in a realistic, accepting way. They 

conceded that this approach required time, a commitment to early diagnosis 

and treatment, and a preparedness to be honest, however challenging or 

painful, which may be difficult for some GPs. 

In conclusion, there are major barriers to GPs breaking the news of the 

dementia diagnosis, some related to and some separate from the barriers to 

making the diagnosis at all. It is not clear that when a diagnosis is provided 

why most patients are left ignorant while most caregivers are not. To 

understand the dynamics of consultations in greater detail would require a 

qualitative approach and future research would benefit from a focus on such 

approaches. 
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3.3.5 Management of dementia – current practice 

Management of dementia in primary care is also reported as not conforming to 

that recommended in clinical guidelines. Most of the published research 

regarding management is qualitative and describes the attitudes of GPs to 

management and their frustrations with the lack of dementia services. GPs in 

many countries describe conflicting imperatives of providing care for patients 

and being the gatekeeper for limited health resources. The result is that they 

often protect resources by investigating or referring for specialist care only 

those patients with more acute or serious disease [180, 191, 209]. As a result, 

initiation of referral and other management strategies often only result when a 

crisis (either medical or psychological) in the patient or carer makes urgent 

management unavoidable[192, 210, 211]. It would appear from this work that 

the provision of additional diagnostic and support services is a necessary 

precursor to improving the care of patients with dementia and their carers. 

Moreover, other research has shown that the confidence and attitude to the 

diagnosis and management of dementia by GPs improves when more dementia 

services are provided [49, 75, 108, 174, 175]. 

The quantitative data on actual rates and patterns of referral are limited and so 

can only be generalised with caution. The study by Cody et al [160] in GPs in 

the US reported that the GPs were most likely to refer patients to neurologists 
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(55%), geriatric psychiatrists (19%), neuropsychologists (13%), or geriatricians 

(12%). The most commonly recommended community-based service was home 

nursing care (65%).  Only 33% of GPs reported that they often or always 

referred patients to social workers. Even fewer reported making referrals to 

support groups (27%), household management services (23%), adult day care 

(19%), case management (14%), rehabilitation (14%), counselling (8%), 

recreational therapy (6%), respite care (6%), legal services (5%), or a dentist 

(5%). This study is important as it is one of the few studies in the literature that 

attempts to describe the current practice of GPs. However, its generalisability is 

limited by the fact that it employed a convenience sample from a single US state 

and that it reported on respondent’s behavioural intentions rather than their 

actual behaviour, which may have resulted in response bias. 

There were similar limitations in another study by Bridges-Webb et al [27] 

published in 2003 which aimed to determine the usefulness of clinical 

guidelines for the management of dementia in non-institutionalised patients 

living in the community in Australia. From a convenience sample of 68 GPs 

approached to participate in the study only 39 agreed to take part (response rate 

57.3%) in the study and only 17 returned data on their de-identified patients. 

Each GP was sent a copy of draft Dementia Guidelines. Data were collected not 

on diagnosis but only on management. The data from this highly self-selected 
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sample revealed that GPs reported reviewing 84% of their dementia patients 

within the previous three months.  GPs also reported having referred nearly 

half of their dementia patients to Alzheimer’s Australia and that home safety 

had been assessed for 72% of patients, and that consideration had been given to 

respite care in 62% and to driving ability for 62%.  However, guardianship or 

power of attorney had been discussed with only 49% of patients. The GPs 

reported that the families or carers were coping well in 71% of cases, despite a 

reported rate of depression of 41% in carers. 

In conclusion, despite their limitations, these studies were the only research 

identified in the literature that described the current approach to diagnosis and 

management of dementia in primary care. They portray GPs as failing to adhere 

to best practice guidelines in screening, diagnostic evaluation and management 

areas. It is clear that more work needs to be done in establishing how GPs 

currently identify and manage patients with dementia using sound prospective 

methodology. However, it is also clear even from the limited studies available, 

that there is a considerable disjunction between guideline recommendations 

and current practice.  Further work is needed to overcome this gap. 

3.3.5.1 Dementia and co-morbidities 

Best practice 
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Because dementia commonly occurs in older age groups, physical and mental 

morbidities typically co-exist [212]. Although dementia patients do not 

necessarily have more illnesses than the rest of the population, co-morbidities 

can complicate the clinical picture[47, 213]. Guidelines recommend that each 

patient be assessed for dementia co-morbidities. 

Dementia and co-morbidities - Current practice 

A UK study which sought to determine the nature and extent of mental health 

problems in community-dwelling older people presenting for primary care, 

demonstrated high levels of often undetected psychological morbidity. This 

study found that mild depression and/or anxiety were the most commonly 

identified mental health problems, but diagnosis rarely resulted in a decision to 

treat or refer these patients. It is common to see depression as a clinically 

significant feature of dementia and many practitioners have difficulty in 

distinguishing between other mental health problems and dementia [214]. 

A study by Brodaty et al in Australia, which reported the findings of a survey of 

GPs in Sydney, found that dementia and depression were two of the conditions 

of ‚old age‛ in which they had the least confidence in diagnosis and 

management [36]. Likewise, a UK study found that, although depression is 

common in older people, it is often un-detected and un-treated in primary care 

[215]. One plausible explanation for this was found in a US study, which 

reported that older adults do not often report symptoms of depression, and that 

depression is a highly heterogeneous condition which produces wide ranging 

individual presentations [158] further complicating the diagnostic process for 

GPs. 
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Sleep disturbance is also relatively common in older people, particularly those 

with dementia [216]. There is however a lack of consensus about the best 

approach to the management of sleep disorders in people with dementia [217].  

Co-morbidities may also obscure the diagnosis of dementia. Primary care 

physicians in the US reported that assessing older patients for dementia was a 

low priority, because the management of physical illnesses took precedence 

over dementia [170]. However the onus is not always on the GP; a contributing 

factor is that many patients are reluctant to ‚bother‛ the GP with what they 

perceive to be ‚less urgent‛ matters [181]. 

3.4 BARRIERS TO BEST PRACTICE IN IDENTIFICATION AND 

MANAGEMENT OF DEMENTIA 

3.4.1 Education 

Undergraduate medical education has not generally equipped clinicians with 

the full range of clinical and psycho-social skills required for dementia care. 

Counteracting ingrained attitudes about ageing and dementia is a significant 

and challenging task for medical educators world-wide [184]. 

Once graduated, GPs face ‘steep learning curves’ in relation to maintaining up 

to date knowledge of available services, networks, practice guidelines, 

evidence-based therapies, and medico-legal protocols [218]. It is argued that 

there is a need for ongoing professional training to provide GPs with 

background knowledge on dementia, improve their confidence with regard to 

early diagnosis and management, and increase their knowledge of support 

services[20, 45, 219, 220]. Norwegian GPs reported that dementia assessments 

could be improved by increasing doctors’ theoretical knowledge and practical 

competence, and also by ensuring that educational programs focus on fields in 
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which GPs are not normally trained, such as cognitive testing and interviewing 

caregivers [72]. Psychogeriatric training was also cited as a neglected issue in a 

study conducted in Germany [185]. An Irish study found that of 300 GPs who 

answered a postal survey, most (90%) had never undergone any dementia 

specific training and the majority (83%) expressed a desire for this [161]. The 

authors concluded that whilst tackling GP’s educational needs may be 

relatively easy and is likely to improve detection rates, the problem of 

transferring knowledge to ultimately change ideology and practice, eradicate 

professional nihilism and improve management skills (including medication 

review, behavioural modifications, and referral to outside services) is more 

complex and time intensive. They advocated that future educational supports 

for GPs need to be developed which concentrate on these critical areas. 

A number of researchers point to GPs’ limited conceptual framework of the 

disease and its psychosocial impact being a major influence in preventing 

identification and management [17, 18, 20, 46]. Some dementia researchers have 

argued that the disease concept itself is a cause for confusion by clinicians, and 

that a new approach focusing discussion on early diagnosis, as well as greater 

emphasis on continuing medical education for family physicians is needed[160, 

166, 221]. 

In a study designed to measure GPs knowledge of, confidence with and 

attitudes to the diagnosis and management of dementia in primary care, 127 

GPs from 20 general practices of varying size in Central Scotland, and 16 

similarly varied practices in North London completed a survey [75]. The 

authors found that while GPs’ knowledge of dementia diagnosis and 

management was good, one third expressed limited confidence in their 

diagnostic skills and two-thirds lacked confidence in management of behaviour 

and other problems in dementia. The main difficulties identified by GPs were 
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talking with patients about the diagnosis, responding to behaviour problems 

and coordinating support services. Lack of time and lack of social services 

support were identified as the major obstacles to good quality care even more 

so than GPs own unfamiliarity with current management or with local 

resources. Attitudes of GPs varied on disclosure of the diagnosis and the 

potential for improving the quality of life of patients and caregivers, but a third 

of general practitioners believed that dementia care is within a specialist’s 

domain, not that of general practice. More experienced and male general 

practitioners were more pessimistic about dementia care, as were general 

practitioners with lower knowledge about dementia. GPs were less likely to 

express attitudes of open communication with patients and caregivers when 

they perceived that they had greater difficulty with dementia diagnosis and 

management and were less knowledgeable about dementia. The authors 

concluded that educational support for GPs should concentrate on disclosure of 

the diagnosis and management of behaviour problems in dementia. They also 

advocated the promotion of support services, particularly social care, if earlier 

diagnosis was to be pursued as a policy objective in primary care [75, 187]. 

However, the few studies that have incorporated education into their study 

protocol have not shown great improvement in outcomes in terms of adherence 

to guidelines. In the Bridges-Webb study detailed above [27] GPs reported a far-

from-complete adherence to guidelines and this was despite having the 

guidelines with them, and being requested to audit their patients against the 

guidelines. In the Danish study detailed above [165], all GPs and staff 

participated in a 3 hour education session on dementia prior to the study. 

Results similarly demonstrated an unexplained gap between practice and 

guideline recommendations. Therefore it can be concluded that the simple 

provision of dementia guidelines is not sufficient to ensure their uptake. More 
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research is needed to determine what factors are associated with greater 

adherence to the guidelines, to support improved GP clinical practice in 

dementia care.  

3.4.2 Limited time and resources 

Limited time has been frequently reported as a major barrier to performing 

effective dementia assessments [17, 35, 47, 75, 89, 102, 123, 169, 170, 174, 176]. 

Most primary care consultations last for less than 15 minutes, and may cover a 

number of issues [222]. This is particularly the case for elderly patients. Unless 

the patient specifically presents to discuss memory problems, there is little time 

for the GP to case find or start the diagnostic process. The lack of a recognised, 

time-efficient screening tool was also cited by many studies as a barrier to 

identification [7, 125, 126, 137]. 

The papers reviewed above identified the provision of additional diagnostic 

and support services as a necessary precursor to improving the care of patients 

with dementia and their carers. Difficulties in accessing specialist diagnostic 

services, especially in rural areas[49, 75, 108, 174, 175, 223] have been commonly 

cited as a barrier to diagnostic workup. As stated above, the presence of 

dementia management services improve not only referral but also confidence 

and attitude to the diagnosis and management of dementia by GPs[49, 75, 108, 

174, 223].  

3.4.3 Distinguishing normal ageing from dementia and the role 

of the patient or carer in initiating identification 

There is acknowledgement in the literature that many of the signs and 

symptoms of dementia are similar to physical and psychological processes 

commonly associated with ‘normal ageing’ [22]. It has been estimated that 
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approximately 50% of the population aged over 65 years experiences cognitive 

deficits, and cognitive and functional decline, including memory loss, are often 

seen as usual phenomena as a person ages [14]. However attributing the early 

signs and symptoms of dementia to ‘normal ageing’ is one way of explaining 

inaction, or delaying further diagnostic assessment, and therefore attitudes to 

ageing can create barriers to the detection of dementia [45, 224]. The challenge 

for GPs is to recognise cognitive impairment early so that appropriate supports 

can be put in place [5]. In the early stages, symptoms are often vague and 

patients do not always present with obvious memory problems [225].  

In one study most GPs (54%) reported difficulty establishing a definitive 

diagnosis of dementia [160]. This was also a recurrent theme in the literature 

with GPs citing difficulties in differentiating normal ageing from dementia [161, 

169, 170] as one of the most significant barriers to establishing a definitive 

diagnosis. In the study of Irish GPs detailed above, the main barriers to 

diagnosis identified by participants were difficulty differentiating normal 

ageing from symptoms of dementia (31%), lack of confidence (30%) and the 

impact of the diagnosis on the patient (28%) [161]. 

The early signs of dementia can be overlooked by patients, families and health 

professionals because they are assimilated into the routine practices of everyday 

life [156]. Patients and families therefore do not often seek professional advice. 

In other cases, messages sent by family members can provide diagnostic 

triggers for perceptive GPs [225]. 

Little is known about older patients’ desire for discussion, with their primary 

care physicians, about cognitive problems and ageing. One study explored this 

consideration and found that a large proportion of patients and family 

members desired a discussion about memory issues, during primary care visits  
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[226]. The authors claimed that their findings strongly supported the need for 

primary care physicians to raise questions about cognition in older patients 

generally [226]. 

In many instances, family members are key informants for GPs, however little is 

known about the circumstances under which informants’ reports are accurate 

or inaccurate [227]. An Australian study compared informants’ reports of 

cognitive status against psychometric tests to identify the degree of, and factors 

associated with, discrepant reporting [228]. The study found that in 40% of 

cases, reports by informants may be inaccurate particularly when the patient 

has low education and poor remote memory or when overall cognitive 

difficulties are mild. Informants who reported a lot of difficulties were more 

likely to report on those diagnosed with dementia. However, in the US, a study 

which investigated whether informants’ questionnaires differentiated between 

those with dementia, and those with other neurological disorders, found that 

carers were able to reliably differentiate patients with dementia [229]. 

Circumstances can also dictate how the signs and symptoms are presented. 

There is evidence that more highly educated people seek medical attention 

earlier[230]. Additionally, insurance for potential loss of income, or workforce 

retirement circumstances, can influence the way in which symptoms are 

attributed to ‘normal ageing’ or an ‘illness’ such as dementia [17, 47]. 

Cultural, ethnic and social backgrounds also impact upon attitudes to ageing20. 

A Hong Kong study found high levels of misconception about dementia. 

                                                 

20 Negative attitudes towards ageing are referred to as ‘ageism’. 
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Participants who displayed higher levels of misconception about dementia 

were less willing to seek treatment in the face of dementia and displayed less 

interest in dementia related information [25]. Hinton et al found cross-ethnic 

differences in the pathways to dementia diagnosis [192]. It is notable however, 

that research into ethnicity and dementia was not widely reported in the 

literature [17]. One exception was a study by Valcour et al, which reported the 

under-detection of dementia in an Asian American minority population [156]. 

3.4.4 Attitudes and stigma as a barrier to best practice 

There is considerable stigma associated with the diagnosis of dementia in 

Australia, and this can delay patient presentation to their GP, subsequently 

delaying GP confirmation and disclosure of a dementia diagnosis to patients 

and their caregivers [46, 50, 175]. As with other mental diseases, fear and social 

stigma lead to withdrawal and isolation. Because dementia is often a taboo 

subject, those with the disease feel they have little recourse, and they may 

develop a fatalistic reaction to the diagnosis, feeling that nothing can be done 

[105]. 

It is true that many GPs also do not consider it important to make the diagnosis 

early. In one study few GPs (around 6%) believed that early diagnosis was 

important despite 27% of GPs themselves having a family member with 

dementia [160].  

Other studies have reported that GPs may be ambivalent due to a perception 

that there are as many negative, as positive consequences from diagnosis, and 

in the absence of clear-cut validated diagnostic tests, they are disinclined to 

initiate assessments [47, 75, 102, 170, 174]. This attitude of therapeutic nihilism 

is consistently reported by several studies in the literature [49, 50, 108, 169, 170, 

172, 174-178, 223] and is recognised as a significant barrier to diagnosis. One 
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major concern is that the diagnosis will open a ‘Pandora’s box’, releasing a 

series of problems that can only expand and cause distress to the patient and 

family [167]. 

In their study on the factors affecting timely diagnosis of dementia across 

Europe, Vernooj-Dassen et al (2005) found that there was a widespread 

reluctance of GPs to diagnose dementia [50]. The authors used a purposive 

sampling approach to derive multinational multidisciplinary focus groups. 

National experts in dementia and primary care in eight European countries 

(Belgium, France, The Netherlands, Ireland, Italy, Portugal, Spain and the 

United Kingdom) were invited. Twenty-three participants representing various 

disciplines were purposively sampled for professional expertise in dementia 

research and innovative practice and subsequently attended two focus groups. 

The major obstacles to early diagnosis identified across all eight countries were 

the stigma of ageing and dementia, accompanied by a sense that there was little 

to offer since dementia was a disease involving progressive deterioration. This 

was associated with reluctance toward an early diagnosis and pessimism about 

prognosis.  Vernooij-Dassen, Moniz-Cook et al (2005) report that ‚Stigma 

emerged as an important influence on delays in recognition and diagnosis in 

primary care through the processes of concealment, minimisation or ignoring of 

early signs and symptoms‛ (p382) [50].  

Dementia care services varied widely across Europe and countries with the 

greatest development of dementia health care services expressed the least 

amount of perceived dementia-related stigma [50]. The authors concluded that 

to overcome delays in the timely diagnosis of dementia, the processes 

associated with stigma, age and dementia, especially where these relate to 

physician practice and diagnostic disclosure, need to be addressed. The 

provision of specialist services is valuable, but this seemed to be related to their 
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effect on reducing stigma as much as to their ability to provide support for 

practitioners and patients. 

Additionally GPs may, either consciously or subconsciously, deny the early 

signs and symptoms of dementia in their ageing patients; some GPs respond to 

the possibility of dementia, particularly for a patient they have known for some 

years, with disbelief, denial21, apprehension and fear. Often the subtlety of 

dementia and its gradual onset makes it difficult to recognise the symptoms 

from direct conversation, particularly with persons with whom there is 

familiarity [43, 47, 161, 170]. 

GPs may also believe that the stigma associated  with making a diagnosis may 

damage the doctor-patient relationship [102], may make the patient feel 

dependent, may stigmatise patients as ‚crazy‛ or may make the patient feel 

ashamed [178]. 

There is some encouraging evidence that attitudes are changing. In 1997 and 

2001 comparative analyses of data on GPs’ attitudes to early diagnosis of 

dementia were undertaken [49, 108, 174, 175]. The study populations were in 

the same area of the UK and the same research instrument was used in both 

studies. GPs responded to a questionnaire containing five statements 

concerning diagnosis and management of dementia.  The response rate in 1997 

was 59% but dropped to 29% in 2001.  In this reduced sample, the percentage of 

GPs who held a positive attitude and commitment to the early diagnosis and 

treatment of dementia was higher than in the 1997 sample. It was also found 

that more GPs considered early diagnosis to facilitate a number of practical and 

                                                 

21 Denial may be protective as well as avoidant. 
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therapeutic benefits for users and caregivers. The findings also supported 

existing evidence that attitudes were underpinned by enablers and barriers. 

Those GPs who were committed to disclosure of a diagnosis regarded it as an 

opportunity to offer preventive treatment and to plan for the future.  Reported 

barriers mainly focused on therapeutic nihilism and limited treatment options. 

The authors believed that the primary reasons for the attitudinal shift were 

greater accessibility of psychiatric colleagues, additional investment in support 

services, and enhanced policy and clinical emphasis on the value of early 

diagnosis. Despite the large numbers of GPs, the generalisablity of these results 

is limited. 

Attitudes to dementia were surveyed across six European countries in 2004 

[105, 180, 191]. Although it is unwise to base opinions solely on one piece of 

research, this Facing Dementia Survey has remained influential as it is the 

largest investigation of its type conducted to date.   

The Facing Dementia Survey [180] was undertaken to assess the awareness of, 

and behaviours surrounding, Alzheimer's disease (AD) and dementia among 

all key stakeholders in Europe. It involved more than 2500 persons from six 

countries (France, Germany, Italy, Poland, Spain and the UK). The research 

involved both a quantitative (telephone questionnaire) and qualitative 

(individual interview) component. Interviews were conducted either face to 

face or via telephone in February and March 2004. Those surveyed included 

caregivers, members of the general population, physicians, those with dementia 

and influencers of health care policy. In each country, quantitative samples 

were taken from at least 200 members of the general population, 100 caregivers 

and 100 physicians. Qualitative samples were taken from approximately 15 

persons with dementia and 10 policy influencers in each country. Half the 
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physicians interviewed in each country were GPs, and half were specialists. 

Four key messages emerged from the results. First, dementia often remains 

undiagnosed until symptoms become moderate or severe. This delay may be 

because of the difficulty of recognising the symptoms of early dementia and the 

attribution of symptoms to so-called normal ageing, inadequate screening tools 

for use by physicians and/or a delay in the confirmation of the diagnosis once 

suspicion is raised. However, the fear of a dementia diagnosis among older 

people also emerged as a dominant theme. The survey results showed broad 

agreement that fear results in patient hesitation to consult doctors about 

dementia. Although not directly addressed in this research, it is possible that 

such fear, combined with poor awareness of early symptoms and their 

ambiguous nature, creates a high level of uncertainty forestalling any action 

until the disease process has advanced so far that no one can any longer deny 

there is something wrong.  

Second, a majority of respondents perceive their governments as indifferent to 

the economic, social and treatment burdens associated with dementia [180]. A 

third major finding was that a substantial majority of caregivers, physicians and 

the general population appreciate the wide-ranging impact that dementia can 

have on the quality of life of people who suffer from it and their informal 

caregivers. While most caregivers reported life-changing negative effects, a few 

also noted some positive aspects to their experience. Finally, survey results 

revealed that most caregivers and members of the general public do not have 

sufficient information about the benefits of treatment and care.  

However, it is not just fear and stigma which are delaying presentation and 

diagnosis. This research also reported on the effects of stoicism and the belief 

that health resources need to be rationed, as attitudinal barriers to receiving 
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adequate diagnosis and care, especially in the UK. Across Europe, it is apparent 

that the diagnosis of dementia takes far too long, and the delays to diagnosis 

are attributable to several different factors that vary from country to country. 

Germany can be singled out as having the most rapid diagnosis among the six 

nations surveyed – an average of 10 months after the caregiver first notes 

symptoms. At the other end of the spectrum, the diagnosis of dementia in the 

United Kingdom took 32 months on average. The authors attributed this 

protracted delay to diagnosis in the UK to a lack of awareness of symptoms on 

the part of the general population, a British stoicism that regards disability as 

something to be endured rather than complained about and a reluctance to 

access health care unless the condition is perceived as serious. The authors 

postulated that GPs colluded in this as well, often protecting resources by 

investigating or referring for specialist care only those patients with more acute 

or serious disease. They acknowledged that the GP may be aware of the 

diagnosis for some time before openly discussing it with the patient, again 

resulting in an apparent delay of diagnosis. 

The authors of the Facing Dementia Survey also concluded that an essential        

component in a program to overcome the barriers to effective care for dementia 

was improved public education. Survey results demonstrated the widespread 

existence of myths, stereotypes and fears about dementia that needed to be 

addressed. They concluded that information about the existence of available 

treatments and support services would help families cope more quickly with a 

diagnosis rather than feel shocked and abandoned. Similarly, the importance of 

caregivers knowing about available resources was stressed, as they were more 

likely than persons with dementia to seek out information. The authors 

advocated a well-designed public information campaign that would foster open 

public discussion, that would address the stigma associated with dementia and 
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that would help combat the fatalism experienced by many persons when they 

receive the diagnosis.  

Another, qualitative study of older people referred to a memory clinic, 

investigated the perceptions of patients and family members prior to 

assessment, and also following a dementia diagnosis. The study found that 

while the participants were mostly positive prior to the assessment, they 

experienced feelings of sadness and loss after the diagnosis. The results 

underscore the need for psychosocial support at the time of confirming the 

diagnosis [175, 223]. 

Stigma was also cited as an explanation of the late presentation of dementia in 

primary care by Irish GPs [231] as reported above. GPs were more likely to 

blame themselves than the health care system, their patients or family members 

for the late presentation of dementia in primary care. Stigma was a major 

obstacle preventing GPs from being more proactive in this area. This stigma 

was elucidated by the GP perception of making a dementia diagnosis, with the 

sense that ‚It’s okay if they (patients or family) approach you‛. GPs reported that 

stigma prevented most of them from pursuing a diagnosis until such time as it 

became inevitable.  

3.4.5 The influence of prognosis 

Dementia patients express frustration with memory problems, diminished self 

confidence, fear of embarrassment, concern regarding changing family roles 

due to cognitive impairment, and anxiety related to the uncertainty of the 

prognosis [232]. During the assessment phase, GPs are cognisant of the 

implications of a confirmed diagnosis. The prognosis, itself, can be a barrier to 

undertaking timely assessments. Some of the barriers related to prognosis 

include: pessimism associated with a possible diagnosis; the perceived lack of 
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effective and efficacious therapies, and resource implications of a confirmed 

diagnosis [45]. 

A poor prognosis for any disease usually represents depressing news and there 

is evidence that GPs often seek to protect patients and families from hearing the 

‚gloomy news‛ [161, 170]. Perhaps in contrast to this, there is recent evidence 

from the US, that patients are becoming more involved in their own care, and 

want to be informed of any likely diagnosis early, so that they can ‚make plans‛ 

for the future [176].  

However, there is also a prominent perception within some parts of family 

practice, that until effective treatments are available for dementia, early 

diagnosis should be a low priority [170]. ‚There’s really no point in 

investigating something deeply if there’s nothing you can do about it‛ [170, 

174]. In Sweden, GPs were sceptical about the benefits of drug therapies for 

their dementia patients [71, 233]. 

Medico-legal issues associated with establishing a will, power of attorney and 

enduring guardianship, are particularly relevant in the assessment phase when 

the patient is still capable of making informed decisions [6, 22, 79]. However 

many GPs do not believe that they are adequately informed to advise on legal 

issues. In an Australian study of dementia and general practice, less than half of 

the GPs discussed these matters with dementia patients and families [97]. 

Primary care physicians, who are not confident that the system can cope with 

the increasing demands of an ageing population, may be reluctant to initiate 

early dementia assessments [47, 102]. It is likely then that, a greater focus on 

provision of services in the community will assist GPs to make the diagnosis. 
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3.4.6 Conclusions 

Barriers to best practice dementia identification and care are multifactorial. It 

has been widely thought that further education is the answer, but it is probable 

that education alone is not sufficient. System issues of time and limitations in 

the use of screening instruments also impact on identification and management 

in primary care. A lack of specialist and community resources for referral also 

limits best practice in identification. There are multiple other barriers to 

diagnosis, disclosure and best practice management in general practice, among 

which a sense of therapeutic nihilism on the part of the GP and stigma 

surrounding the diagnosis and experienced by both the GP and the patient are 

prominent. 

If best practice in dementia care is not being achieved, more research is needed 

to find out how to bring about improvements. Much is still to be learned about 

the longitudinal experience of dementia for patients, families, carers and 

physicians. More research is needed in settings where patients, families and 

caregivers interact with physicians and other health professionals, to better 

understand how best practice dementia care can be achieved [234].  The role of 

community based service provision and access to services needs further 

exploration. 

 

3.5 PRACTICE NURSES 

The guidelines for health assessments in Australia state that the information 

collection component may be rendered ‚on behalf of a medical practitioner in 

accordance with accepted medical practice, acting under the supervision of the 
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medical practitioner‛ [235]. Health assessments administered by practice nurses 

in patients’ homes, are a cost effective use of GPs’ time. 

If early recognition of dementia is to be promoted in primary care in all its 

forms, the experience and knowledge of practice, and the possible contribution 

of community and mental health nurses may need to be acknowledged and 

mobilised in the process [236]. Much of the literature suggests that early 

diagnosis of dementia involves a transaction between medical personnel, 

particularly GPs, and persons with dementia and/or their family [199]. 

However, one study [236] found that some nurses are already imparting the 

diagnosis of dementia and that community mental health nurses have 

experience and confidence in this type of communication. Data were drawn 

from questionnaires completed by 79 community mental health care nurses 

(CMHNs), 153 community nurses (CNs), and 36 practice nurses (PNs) who 

attended training workshops across the United Kingdom on the early diagnosis 

of dementia. CMHNs were found to be more confident in their abilities to 

recognise dementia and reported the experience of providing support less 

difficult than community and practice nurses. CMHNs considered that they 

were best placed to co-ordinate services for people with newly recognised 

dementia. Community and practice nurses, however, reported experience of 

working with people with dementia and many appeared able to respond to 

early signs and to identify potential sources of support. The authors concluded 

that while CMHNs may have a key role in responding effectively to the newly 

identified needs of people with early dementia, other nurses working in the 

community were likely to recognise people with early dementia and be able to 

support them as they underwent referral or assessment.  

In the North West of England, an established Memory Clinic has been 

developing a Specialist Nursing role. Within this role, nurses assume 
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responsibility for conducting home-based patient assessments. On the basis of 

this initial assessment nurses formulate a diagnosis and initiate care pathways. 

In 2006 in Manchester, UK, Page et al [237] conducted a retrospective analysis 

of consecutive memory clinic referrals over an 18 month period. This was done 

to compare the accuracy of nurses’ initial diagnoses compared to subsequent 

formal multidisciplinary formulation, based upon the full possession of 

investigations, neuropsychological tests and brain imaging. Data were available 

on 404 consecutive referrals of whom 175 (43.3%) were diagnosed by the multi-

disciplinary team (MDT) as having a dementia. Together, two nurses were able 

to detect dementia with 94% agreement with the MDT diagnosis. Sensitivity 

was 92% and specificity, 96%. The positive and negative predictive values of 

their judgments were 94% and 98% respectively. Nurses were able to sub-

diagnose dementia with 86% accuracy. Multivariate logistic regression 

modelling showed some significant differences between the group of patients 

the MDT identified as having dementia and the group of patients that the 

nurses diagnosed with dementia. The patients diagnosed by the MDT had 

significantly lower scores on the KOLT (Kendrick Object Learning Test) and 

total MMSE, and an absence of biological markers for depression. The patients 

identified by nurses as having dementia also had lower KOLT scores and the 

absence of biological depression markers, however, these individuals were also 

less likely to have hypercholesterolaemia, a history of mental health problems 

or epilepsy, or a past history of alcohol consumption which exceeded 

recommended limits. The authors concluded that structured initial assessment 

by a specialist nurse was an accurate method of determining a diagnosis of 

cognitive impairment, when compared with formal MDT judgment. However, 

MDT was advocated as a safeguard against inaccurate diagnosis or 

inappropriate use of care pathways. They proposed that the principal benefit of 

this approach was the identification of complex cases and for care to be 
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managed appropriately and the expedition of care. As with the aforementioned 

Manthorpe et al., (2003) study, this study advocated the potential for nurses to 

become more involved in diagnosing early and uncomplicated cases of 

dementia in the community. However, they conceded that the generalisability 

of the results to other, perhaps less experienced nurses, needed to be tested. 

Arguably, such distributed responsibility affords a viable option for the future 

detection of early dementia. 

Community nurses are also involved in the diagnosis and healthcare of 

community-dwelling older persons in the Netherlands. Between 2002 and 2003, 

a study [189] investigated the feasibility of the Dutch Geriatric Intervention 

Programme (DGIP) in primary care. Within the DGIP, a nurse cooperates with a 

GP and a clinical geriatrician to assess and manage care for community-living 

older patients. The aim of this study was to describe both the views of care 

recipients and those of professionals in order to identify facilitating factors and 

barriers for implementation of the DGIP. Pre- and post-questionnaires were 

taken from GPs (n=15), nurses (n=6) and geriatricians (n=2) to identify perceived 

barriers and facilitators to the implementation of the program. Following this 

patients (n=11 out of total n=54) and their carers (n=37) were interviewed. The 

authors found that GPs appreciated the support by the DGIP for problems in 

cognition, mood and mobility. GPs identified lack of knowledge and time 

restriction as the cause of their difficulties in managing these conditions. 

However, although the model intended to provide multi-disciplinary co-

operation, this cohesion did not always operate in practice. In particular, nurses 

reported that their interaction with GPs was one-sided, with nurses initiating 

most of the contact. Communication was improved, however, if the GP had 

more contact with the nurse, especially if they had met them personally. 

Involving the carer of the patient proved very important. All disciplines found 
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this of crucial importance in order to deliver a tailored intervention and create 

conditions for optimal care. The authors concluded that the implementation of 

the DGIP was feasible, but acknowledged that there were still problems with 

the model, especially involving inter-disciplinary communication, and that 

external validity was limited by the small study sample size. The authors also 

questioned whether the program’s effectiveness might benefit from a stronger 

emphasis on direct recommendations to participants without reliance on the 

uptake of recommendations by the GP.  

At present, a study is being conducted in the Netherlands [238] to test whether 

a dementia training program which is aimed at GP/nurse duos will increase the 

rate of cognitive assessments and dementia diagnoses in primary care. One 

hundred duos of GPs and nurses (either the practice nurse or a district nurse) 

are being recruited and randomly allocated to an intervention or control group. 

The intervention consists of  a workshop for the GP and nurse as a duo, 

coaching of the GPs and nurses on dementia diagnostics and management in 

daily practice according to national guidelines (telephone supervision of first 

three patients diagnosed), access to an internet forum and the availability of a 

computerized clinical decision support system (CCDS) on dementia diagnosis. 

Primary outcomes to be assessed include the number of cognitive assessments 

performed and the number of dementia diagnoses made in a period of nine 

months following workshop participation. Secondary outcomes include 

adherence to national guidelines for dementia, and the attitude, confidence and 

knowledge regarding dementia diagnosis and management for GPs and nurses. 

Secondary outcomes for patients incorporate the number of emergency calls, 

visits and consultations and patient satisfaction; and for caregivers, the informal 

caregiver burden and satisfaction. Data are to be collected from GPs' electronic 

medical records, self-registration forms and questionnaires. Also, exploratory 
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analyses will be performed, in order to gain insight into barriers and facilitators 

for implementation and the possible causal relations between the rate of success 

of the intervention components and the outcomes. Results of this study will 

provide additional insight into the efficacy of an increasing multi-disciplinary 

systemic approach to the diagnosis of dementia. 

Likewise, in the US, Austrom et al (2005) reported on a care management 

model for enhancing physician practice for Alzheimer’s disease in primary 

care. The model incorporated an integrated program with a geriatric nurse 

practitioner playing a key role [239]. Unlike the US, there are very few nurse 

practitioners in Australia, however aspects of the model may be suitable for 

Australian general practice. Similarly another study in the United States by 

Callahan (2006) involved care coordination for dementia patients[31]. About 

150 screen-detected patients with dementia and caregivers then agreed to 

participate in a randomized trial of a comprehensive multidisciplinary 

dementia care program verses augmented usual care. The two care managers 

in the program were advanced practice nurses based at two large primary care 

practices. They were supported by weekly meetings with a multidisciplinary 

team consisting of a geriatrician, geriatric psychiatrist and psychologist, and 

also by voluntary group sessions for intervention patients and their caregivers. 

Caregivers had additional support from a social psychologist.  Improvements 

were found in patient behavioural and psychological symptoms and caregiver 

burden but cognitive or functional status did not improve, and the program 

did not reduce the patients’ or caregivers’ use of health care [31, 47, 112].  

Such multidisciplinary models for dementia diagnosis and management have 

also been trialled in other counties. In Sweden ‚dementia teams‛ of health care 

professionals have worked with GPs to deliver care to patients with dementia 

[240]. The teams consist of one or several practice nurses and an occupational 
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therapist who visits acutely ill demented patients in their homes. This Swedish 

model has been successful in consistently providing high levels of care to 

patients with dementia. A Danish study also explored the context and 

experiences of collaboration between the GP and the ‚district nurse‛ in 

diagnosing dementia, and found that there was room for improved 

collaboration between the two groups. The researchers suggested a shared 

model taking into account an evaluation of possible consequences for the 

treatment and care of diagnosed demented patients [241]. 

In conclusion, it is clear that nurses (and other health professionals) can play an 

important role in dementia identification and management, but this role has yet 

to be most efficaciously structured and integrated into a diagnostic process for 

dementia within primary care. In Australia there are no studies of nurses or 

other professional care coordinators in this role working with GPs. This is an 

important area for further research.  

3.6 APPROACHES WITHIN THE SYSTEM OF 

REIMBURSEMENT FOR GENERAL PRACTICE IN AUSTRALIA 

Funding systems that reward brief consultations more than long consultations, 

such as the current Medicare rules, have been identified by a number of authors 

as a barrier to the early recognition and assessment of dementia[47, 167, 176]. 

As explained earlier, the introduction of the Enhanced Primary Care (EPC) 

Medicare Item numbers, have helped to address the reimbursement issue in 

Australia, because GPs can be reimbursed for case finding by undertaking 
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health assessments for their older patients22. However, more work needs to be 

done on these items, particularly in the area of diagnostic evaluation (including 

carer input). See also discussion of the role of practice nurses in section 3.5. 

3.7 MEMORY CLINICS 

The first memory clinics were established in the US in the mid 1970s. Today 

memory clinics play a leading role in the early diagnosis and management of 

dementia in many countries [242, 243]. 

The original concept was to provide an ambulatory diagnostic, treatment and 

advice service for people with memory impairments, and also to provide a 

focus for research into dementia. The number and type of diagnostic 

assessments offered at such clinics has increased in the context of demographic 

changes, improved assessment techniques and emerging treatments for 

dementia [244]. As potential drug treatments for dementia become available, 

the role of memory clinics is likely to become pivotal, both in the identification 

of patients who might benefit from such treatments, and also with regard to the 

initiation and monitoring of therapies [243]. 

Memory clinics are not the same as traditional geriatric psychiatric services. 

They are specifically set up to identify cases of dementia, and usually also 

provide appropriate specialist support for the conduct of tests such as 

neuropsychology and magnetic resonance imaging [245, 246]. 

                                                 

22 In Australia Aboriginal and Torres Strait Islander Patients (ATSI) aged 55+ years and all other Australians aged 75+ 

years, qualify for EPC health assessments which may include cognitive tests. 
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Derksen et al (2006) [76] in the Netherlands presented a model which aimed to 

improve diagnostic disclosure of the dementia diagnosis. The model 

incorporated a ‘disclosure meeting’ in which the physician discusses the 

diagnosis and carefully explains the results of the physical and psychological 

screening to the person with dementia. The model suggested a number of 

precursors for the disclosure meeting to ensure the sensitive delivery of news 

with close attention focused on the individual’s mental state and also their 

social environment. While the model was demonstrated in a memory clinic, the 

principles have application to the disclosure of a dementia diagnosis in a 

general practice setting (see also 3.3.4). 

Gardner et al (2004)[247] examined GPs’ satisfaction with services provided by 

an Australian memory clinic, and the extent to which clinics were seen as 

assisting with the management of their patients with dementia. They found that 

most GPs were satisfied with the completeness and utility of the diagnostic 

information provided, but were less satisfied with advice regarding the family’s 

coping and available community support services for patients [247]. 

Gathering the opinions of memory clinic users is one way of assessing their 

value. A study by van Hout et al [197] in the Netherlands measured the quality 

of care of an outpatient memory clinic for the elderly, as perceived by patients, 

relatives and GPs. Patients, caregivers and GPs had positive opinions about the 

diagnostic value of the memory clinic, although patients and relatives were less 

positive about the clarity of the diagnostic information, compared with GPs. 

Van Hout et al (2001) also compared GPs’ diagnosis of dementia with that made 

by a memory clinic in order to ascertain whether GPs were able to accurately 

and confidently diagnose dementia. They identified that GPs were able to 

confirm their own dementia diagnoses, and the researchers also acknowledged 

the substantial contribution made by memory clinics regarding identification of 
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the type of dementia [248]. However in a letter to the British Medical Journal 

referring to this study, Wai-Ching Leung (2000) claimed that van Hout et al 

undertook inappropriate analyses that failed to address clinically relevant 

questions that could not be easily interpreted [249]. 

3.8 SPECIFIC ISSUES IN MANAGEMENT 

3.8.1 Driving 

While there is general consensus that persons with moderately severe dementia 

should not drive[250, 251] , there is also evidence to suggest that not all persons 

with dementia are incompetent drivers, particularly in the earliest stages of the 

disease[252-255]. Many experts believe that licenses should not be revoked 

arbitrarily based solely on the driver’s diagnosis of dementia [253, 256, 257]. 

This is important as patients with early dementia may still be competent to 

drive and because driving maintains autonomy, independence and self-esteem. 

There is general consensus that performance–based testing is advantageous in 

objectively assessing driving ability [63, 65, 251, 258, 259], but experts disagree 

on the exact nature of this testing and on who should be administering the tests 

(driving instructors, occupational therapists, etc). 

Research studies have several limitations that make translation of findings into 

concrete recommendations for driving with dementia problematic. Many 

studies are limited by their lack of data on driving exposure. Although 

increased numbers of motor vehicle accidents in drivers with dementia have 

been documented, they often fail to document estimates of distance driven. This 

is important as unless a calculation of accident rate per million vehicle miles of 

travel is made, valid comparisons with aged matched controls cannot be made 

[251]. Moreover, indices of dementia severity vary between studies (CDR, 
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MMSE, etc) and make comparisons difficult. Similarly, there is a paucity of data 

on driving ability with respect to subtype of dementia. Most studies categorise 

participants as to the severity of their cognitive decline (CDR or MMSE score), 

rather than whether they have Alzheimer’s disease, Lewy Body Dementia, 

Vascular Dementia or some other subtype of the disease. Further research is 

also needed to determine if there is a gender difference in the decline in driving 

ability as gender is a factor in severity of dementia when age is controlled. 

In a recent representative longitudinal study [260] the driving abilities of 

patients with early dementia were tested against aged-matched controls over a 

3 year period. At baseline, subjects with mild dementia had experienced more 

accidents and performed more poorly on the road test, compared with controls. 

Both groups deteriorated over time but the subjects with mild dementia 

experienced a more rapid deterioration. Seventy-seven percent (77%) of patients 

with early dementia had stopped driving at 18 months due to either hazardous 

driving or dementia progression. The average times for cessation of driving 

were 2 years for patients with very mild dementia (CDR 0.5 = MMSE of 25), and 

12 months for patients with mild dementia (CDR 1 = MMSE of 20-24). However, 

the deterioration in driving ability was more rapid in subjects who were older 

and less educated. 

The literature confirms anecdotal reports of potentially hazardous driving in 

persons with early dementia, but also that some individuals with very mild 

dementia can continue to drive safely for periods of time. When the relative 

rates of crashes and other performance measurements of driving ability of 

individuals with a CDR of 0.5 were compared with drivers with socially 

tolerated risk factors for diminished driving ability (drivers aged 16-21 and 

those with a legal blood alcohol reading), the degree of impairment was 

considered to be equivalent [251].  
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A critical question that faces clinicians in everyday practice is when to advise 

patients with early disease to abstain from driving. Not all patients and 

clinicians have access to formal driving evaluation teams and testing is 

expensive. Clinicians need the development of valid and reliable office 

screening tools which can predict the patients who need formal driving 

assessment, if this is possible. One approach would be to advise all patients 

above a certain level of impairment. However, correlation between driving 

ability and cognitive testing performance is poor and others have argued that 

everyone with dementia who wishes to continue driving should have a full 

Occupational Therapy Assessment of driving ability. Clinicians are advised to 

reassess dementia severity and appropriateness of continued driving every six 

months [251]. Evidently, more research is necessary to build a more 

comprehensive picture of the impact of dementia on driving capacity as well as 

specific risk factors for road accidents among this population. 

3.8.2 Drug treatment 

The published literature on the drug treatment of dementia is extensive and 

beyond the scope of this review. While it is difficult to find a review article 

covering all of the drug treatments, many have been the subject of systematic 

reviews by the Cochrane Collaboration. 

3.8.3 Community care 

Community care is the cornerstone of support for people with dementia, 

providing the means for patients to stay at home longer and maximise their 

independence. Well designed and well resourced community care services 

should build on the capacities of people with dementia and their carers. 

Consumer support organizations report that there is an urgent need to further 

expand community services in many countries, including Australia. 
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In Australia, the National Chronic Disease Strategy provides an overarching 

framework for improving chronic disease prevention and care. There are 

varying levels of care required for people with chronic diseases like dementia. 

Patients with dementia will frequently require care coordination. A core 

principle of the strategy is to achieve person centred care and optimise self-

management. For this to occur, the health system needs to be driven by the 

outcomes which are relevant to the person, their family and carers. 

The care of people with dementia (who often also have chronic physical illness) 

requires a coordinated, tailored, and flexible care process. In Australia, Aged 

Care Assessment Teams (known in some states as ACATs or Aged Care 

Assessment Services or ACAS) are multidisciplinary teams that were initially 

set up to determine eligibility for admission into residential aged care. Their 

role has developed to include assessment for a variety of community support 

programs [261]. These include Community Aged Care Packages (CACPs) or 

Extended Aged Care at Home (EACH and EACH-Dementia) places.  

Approximately 60% of referrals to the Assessment Teams are because of 

dementia [262] and efforts have been made to develop the capability of staff to 

provide an improved service to dementia sufferers and their families [261]. 

Community Aged Care Packages (CACPs) are individually planned and 

coordinated packages of community aged care services, designed to meet older 

people's daily care needs [263]. CACPs are targeted at frail older people living 

in the community who require management of services because of their 

complex care needs arising from their physical, social and psychological status. 

Services may include personal care, sensory communication, domestic help and 

control and administration of medication. The EACH (Extended Aged Care in 

the Home) Dementia program provides coordinated and managed packages of 

care to frail older people with dementia who experience behaviours of concern 
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[264]. These people will usually have complex needs that require a level of case 

management. Key services and strategies are similar to other packages but have 

a focus on the needs of the patient with dementia such as providing additional 

assistance with managing behavioural problems [264]. In addition, Alzheimer’s 

Australia manages many national programs that provide education, 

counselling, help-lines and support to those living with dementia and their 

carers. 

Assessment teams may also recommend a range of Home and Community Care 

(HACC) services. The HACC Program provides community care services to 

frail aged and younger people with disabilities and their carers. The aim is to 

provide a comprehensive, coordinated and integrated range of basic 

maintenance and support services. The team will assess and identify the 

physical, medical, psychological and social needs of older people, their families 

and carers.  

In 2003 Alzheimer’s Australia commissioned Access Economics to undertake an 

extensive evaluation on the current state of play for dementia both at a national 

and international level. This report identified that GPs may not be up to date 

with information about dementia, understanding the family and carers role or 

how to access support services [265]. This makes the role of Assessment Teams 

pivotal in providing access to such services.  

3.8.4 Carers 

Best Practice 

There are compelling arguments for involving people with dementia and their 

carers as partners, in the planning and delivery of their care [45, 219]. A study 

by Williams et al (1995) concluded that the importance carers attached to their 
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requests for information reflected changing yet ongoing needs for reassurance 

about the patient’s diagnosis and treatment, and also help for the psychosocial 

consequences of dementia  [266]. 

The carer’s role is a stressful one. An Australian study conducted in Melbourne 

aimed to determine the overall psychosocial health (and factors influencing 

this) in a group of carers of dementia patients, compared with other similar 

groups of older people [267]. The study found that the psychosocial health of 

carers of those with dementia is impaired, and in particular social and 

recreational activities of carers are affected [267]. Research in the US has 

similarly shown that caring for people with dementia is associated with a 

higher level of stress than caring for someone with functional impairment from 

another type of chronic illness [104]. The psychosocial health status of carers is 

an important aspect contributing to the understanding of dementia care[267, 

268]. A major European study found that carers are affected by their roles, in 

emotional, physical, social and financial areas [209]. 

Several studies have explored the involvement of carers in management. In the 

UK, Ariss et al [96] piloted a consumer-directed education innovation designed 

to improve user and carer involvement in primary care services. They 

presented a model which included the patient, their carer and the GP i.e. the 

‘key players’ in a partnership working together for the care of people with 

dementia. In a more traditional intervention in the US, Austrom et al (2004) 

showed that an intervention comprising monthly psychosocial support groups 

for carers was well accepted by patients, families and physicians. The 

intervention, which was implemented in a multi-racial primary care setting, 

demonstrated the success of non-pharmacologic protocols for the management 

of patients and families [269]. 
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Issues in Current practice 

Researchers in the US reported that most dementia carers were married, half of 

them worked full-time, 59% were female and half of them were aged 50 years 

or older [9]. Features of dementia that exacerbate the burden of care-giving 

include a lack of patient insight, changes in personality, disruptive behaviours 

(as the disease progresses), inadequacies in carer social support and difficulties 

in locating support services [9]. 

In a qualitative study conducted in Australia, 24 live-in carers of people with 

dementia were interviewed with the aim to foster increased understanding of 

how carers gain access to community support as well as to determine potential 

barriers for carers in getting support [100]. The general practitioner played a 

key role for most carers. The majority of carers knew the GP of the person they 

cared for, many used the same doctor and approximately half the carers 

volunteered complimentary statements about the GP during the interviews. In 

every case, referral by the GP to the ACAT was the first full contact carers had 

had with any formal support service, although several carers had telephoned 

other agencies for advice. Despite being known to their GP, carers reported 

considerable difficulty finding out about and gaining access to community care. 

Several carers were openly critical and felt that the GP had failed to refer them 

to services early enough. Reasons for late referral offered by these carers 

included the lack of a diagnosis of dementia, failing to realise the extent of the 

carer's problems and some doctors lacking awareness about the available 

support. Another group of carers was well known to their GP and were not 

critical of their doctor, but described prolonged periods of distress and 

difficulty in the caring role before being referred for support services. Three 

carers reported that their doctors did not know what services were available. 

Two carers reported that their doctors considered referral for nursing home 
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care as the only option when they were, in fact, seeking assistance to continue at 

home. The authors concluded that referral for community supports occurred 

late in the care pathway despite prolonged and often severe carer stress, and 

was often quickly followed by permanent institutional care. In the majority of 

cases, the doctor of the patient was known to the carer and usually perceived to 

be helpful. Carers either failed to discuss their problems with the GP, or GPs 

failed to perceive the extent of the difficulties or alternatively did not perceive 

that community care was valuable or effective.  

In a subsequent qualitative study, Bruce et al [99] interviewed 21 live-in carers 

of patients with dementia and 19 of their referring GPs. This study also found 

that most referrals occurred after the carers had been experiencing carer stress, 

and were precipitated by crisis situations. Carers failed to discuss their 

difficulties with the referring GP for a variety of reasons including the belief 

that they should cope because it was their duty. This sense of duty was a potent 

inhibitor that coincided with the dementia patients' unwillingness to accept 

community services. As a result, most of the doctors' referral letters included 

the word "urgent" or described carers failing to cope or being under severe 

stress. The interviews showed that a variety of triggers precipitated referrals, 

including GP recognition of deterioration in the patient's condition, new 

behaviours (wandering, incontinence) and a decline in the health of the carer. 

All GPs stated that their role was to support the family by providing 

information, being prepared to discuss problems and by acting as coordinators 

of specialists and support services. Most felt that lack of time was a problem, 

leading to inadequate assessment and diagnostic difficulties. Several GPs 

reported that carers resisted their suggestions about seeking assistance, and that 

they insisted they were coping even when the doctor believed otherwise. The 

communication breakdown was exacerbated by the time constraints of the GP 
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consultation and led to a crisis-driven approach to dementia care. The authors 

concluded that attitudinal barriers in both carers of patients with dementia and 

GPs, combined with time constraints, often led to inadequate assessment of 

carer problems.  They postulated that it would be sensible for GPs to assume 

that dementia carers were at risk of carer stress and should be encouraged to 

use community care services. 

A study in Northern Italy in 1996-1997 measured and compared the use of, and 

satisfaction with, medical and social services, against the perceived needs of 

family supporters of patients with probable or possible dementia, and family 

supporters of non-demented people [270]. This comparative study found that 

although supporters of elderly people with dementia made more use of the 

available services, (compared with the control population), they appeared to 

make relatively little use of these services not only because of lack of 

information but also for logistic reasons or because they would prefer a service 

with ‚more specifically trained operators or more tailored interventions‛. In 

particular, the supporters of the dementia patients expressed a need to receive 

more information and support from their GPs. 

Taken together, the aforementioned studies demonstrate that current practice 

often fails to adequately incorporate carers of people with dementia in the 

multisystem management of the condition. This failure appears to be 

attributable to a complex interplay of lack of time, carer self-perceptions and 

sense of duty, a lack of willingness to initiate discussions about dementia on the 

part of the GP and /or carer except in the aftermath of a crisis. Other 

contributors include a perceived lack of awareness of appropriate support 

services or a failure to provide appropriate referrals to meet the needs of carers. 
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3.8.5 Pain management 

The burden of dementia in older adults is compounded by the burden of 

painful conditions such as arthritis, cancer and trauma such as hip fracture. 

Pain is a subjective experience that is difficult to assess and in cognitively 

impaired older people whose fluency is declining, both the experience and 

expression of pain are altered and difficult to identify and manage [271]. While 

communicative dementia patients’ reports of pain tend to be as valid as those of 

cognitively intact patients, assessment scales for non-communicative patients 

require improvements in accuracy and facility [272]. 

There is also a need for a specialised clinical regimen for patients with dementia 

who require palliative care and pain is consistently under-diagnosed and 

under-treated in this population.  Australian research by Jennifer Abbey and 

colleagues has led to the development of a validated pain scale for use in 

residential care facilities [273]. 

Recent research (2004-2005) conducted in the US which critically evaluated 

existing tools used for pain assessment of dementia patients, found that, while a 

number of tools demonstrate potential, existing tools are still in early stages of 

development [274]. Similar conclusions were drawn by Huffman et al (2000) 

who reviewed the literature on pain in dementia patients, and found that many 

questions about pain and dementia patients remain unanswered, making the 

development of valid pain assessment techniques a necessity [272]. 

As the population ages, GPs will increasingly be called upon to provide 

primary care for a growing number of patients dying with dementia. While 

advances have been made recently in improving end of-life care for people with 

dementia, patients often die with inadequate pain control, with feeding tubes in 

place, and without the benefits of hospice care. In their review paper on the 
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subject, Sachs et al [275] contend that the most important challenges to 

providing end of life care for dementia patients include: the nature of the course 

and treatment decisions in advanced dementia; assessment and management of 

symptoms; the caregiver experience and bereavement; the fact that dementia is 

not seen as a terminal illness; and health systems issues. The authors maintain 

that GPs are the key health providers for this group and almost exclusively 

provide medical care for nursing home patients. As such, they are ideally 

positioned to overcome these barriers and to improve end-of-life care for this 

vulnerable and underserved population. 

3.8.6 Residential Aged Care Facilities 

Despite changes made to the aged care system over the past decade to help 

older people stay in their own homes for longer, including the introduction of 

CACP and EACH packages described above, the number of people in 

residential aged care has continued to rise [276]. 

At 30 June 2010, over 160 000 Australians received permanent residential care, 

with the majority receiving high level care. In recent years, around 70 percent of 

residential care residents were female and 55 per cent were aged 85 years or 

older. In 2008-09, Australian, state and territory government expenditure on 

aged care was $10.1 billion, with two thirds of that expenditure directed to 

residential aged care [277]. RACFs have previously been known as hostels 

(now, low level care RACFs) or nursing homes (high level care RACFs). They 

provide residential care to people who are unable to live in the community 

because of illness and disability, particularly older people [276]. 

There are no resident general practitioners at Residential Aged Care Facilities in 

Australia. GP attendances at RACFs are funded through the Medicare Benefits 

Schedule (MBS), which operates on a "fee-for-service" basis. Thus GPs are paid 
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a set fee, based on the length and complexity of the consultation, for each 

patient they see at an RACF.  Published data reveal that the GP workforce 

attending RACFs has changed over the past two decades, with services 

increasingly being provided by older male GPs [278]. 

According to the Bettering the Evaluation and Care of Health (BEACH) study of 

general practice, in 2005-06, 46.1% of GPs reported attending an RACF in the 4 

weeks before participation in the study [279].  O’Halloran et al [280] conducted 

a secondary analysis of encounter data from the BEACH study, April 2004 to 

March 2006, comparing RACF consultations (identified by Medicare item 

numbers) with all BEACH study encounters in Australia. Participants were a 

random sample of GPs who had claimed at least 375 general practice Medicare 

items in the 3 months prior to the study. The study was designed to describe the 

content of GP consultations in RACFs and to ascertain how these differ from 

general practice consultations as a whole. The authors found that the most 

frequently managed problems at RACF consultations included chronic 

problems, as well as psychological, neurological, urological, circulatory, eye 

and musculoskeletal problems. Dementia was the most common problem 

managed, at 33 times the usual management rate in everyday practice. 

Significantly fewer medications, non-pharmacological treatments, referrals, 

pathology and imaging tests were recorded at these consultations compared 

with everyday practice.  

It is estimated that over half of the residents in RACFs have dementia [281]. It 

therefore has an enormous impact on the workload of GPs in this setting. 
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3.8.7 Psychosocial interventions 

Psychosocial interventions are emerging as potentially important therapies for 

primary care [46] and specifically dementia care [175]. Psychosocial 

interventions that show promise for dementia patients include: the use of 

cognitive behavioural therapies (CBT) to aid adjustment to the diagnosis, 

maintain self-efficacy and reduce depressed mood in dementia patients; family 

meetings and peer support to reduce caregiver strain, and cognitive 

rehabilitation and stimulation. There is however limited evidence that these 

approaches are being adopted in practice [242]. 

There is little in the primary care literature consulted for this review about how 

widespread the use of CBT or cognitive rehabilitation and stimulation is for 

treating people with dementia. Psychosocial support is most commonly offered 

by health services to families and carers in the form of respite care [104]. 

Research in the Netherlands has found that there is scope for developing 

physical activity programmes for people with dementia in primary care, using 

families and volunteers [282]. 

There is evidence that psychosocial support could be improved in primary care. 

In a survey of dementia management in France the authors found that although 

GPs acknowledged carers needs for emotional support, actual provision of such 

support was limited [183]. In a UK survey which sought to determine what help 

GPs needed from specialist services, support for families was high on the 

responses [283]. 

Primary care physicians are in a unique position to refer patients and families to 

community organisations that offer educational information on the progression 

and management of dementia symptoms and also direct support services such 

as counselling, respite and day care. While the value from these services is well 
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documented, there is also evidence that GP encounter difficulties in providing 

up to date information and referral to services and this is a particular problem 

in rural areas [176]. 

In a Scottish survey, GPs reported a need to have available more information 

about support services for people with dementia and their families [123]. A 

survey of GPs conducted in the UK found that the provision of long term care, 

together with support for both family carers and healthcare workers, were 

strongly stated needs [283]. There were many comments about the role of social 

services and the desire for more co-operation, co-ordination and liaison was 

expressed. GPs in the UK reported difficulties in relation to co-ordinating 

support services [20]. Vernooij-Dassen et al found that the availability of 

services in Europe was no guarantee of their effective use [50]. 

Family carers’ accounts of general practice contacts for their relatives, with 

early signs of dementia, were reported in a UK study. The accounts given 

describe a wide variety of experiences and demonstrate that ‚expressed 

satisfaction does not necessarily reflect a satisfactory service‛ [15]. 

3.8.8 Decision support software 

Several papers have been written describing a large study in the UK that 

involved the development of logic pathways for the diagnosis and management 

of dementia using an expert group of GPs, with experience of both dementia 

care and educational methods [187, 284, 285]. The 2006 paper, which reports the 

results of the evaluation of the decision support software as an educational 

intervention in general practice, concluded that decision-support systems and 

practice based workshops are effective educational approaches in improving 

detection rates for dementia [285].  
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However while such interventions appear be ‘effective’ in research settings they 

do not give an accurate picture of what is possible in normal practice settings 

[18], not selected for and participating in a research project. Moreover, given 

that effectiveness of this educational intervention was tested on ‘white 

practitioners’ caring mostly for ‘white patients’, the researchers commented on 

the need to test such educational interventions in the future on various ethnic 

groups, and also from the perspective of patients and carers. 

3.9 DEMENTIA IDENTIFICATION, ASSESSMENT AND 

MANAGEMENT IN SELECTED SUB-GROUPS 

The following sections will examine dementia care in subgroups, including 

urban-rural differences, Aboriginal and Torres Strait Islander (ATSI), Culturally 

and Linguistically Diverse (CALD) and younger onset dementia (YOD) groups. 

For the purposes of this literature review, the terms ‚NESB‛, to refer to an 

individual from a non-English speaking background, and ‚CALD‛, to refer to 

an individual from a culturally and linguistically diverse background, were 

considered interchangeable. The term ‚CALD‛ has been selected for use 

throughout this literature review to refer to these individuals. Similarly, the 

terms ‚Younger Onset Dementia‛ and ‚Early Onset Dementia‛ have been 

considered to be equivalent, and ‚Younger Onset Dementia‛ has been selected 

as the preferred terminology for use throughout. 

3.9.1 Urban rural differences 

In the main, very few publications referred specifically to urban and rural 

differences in relation to establishing a dementia diagnosis. It is relevant that 

GPs regard access to resources and support services as important, and these 

services are less available in rural areas. Furthermore sensitivities and negative 
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attitudes to dementia, and also memory loss, may be exacerbated in small 

communities where anonymity is difficult to achieve. 

Sparsely populated and geographically remote communities increasingly 

struggle to maintain adequate health care services. Moreover, rural elders are 

an under-serviced and highly at risk population with documented 

compromised access to health and human resources and a greater likelihood for 

premature institutionalisation [286]. One model that has been reported as a 

response to the lack of specialist services in rural areas is the Cognitive, 

Dementia and Memory Services (CDAMS) in Victoria. The CDAMS was 

developed by the Victorian Government in recognition of the need to provide a 

specialist multidisciplinary diagnostic, referral and educational service for 

people experiencing cognitive decline.  The CDAMS multidisciplinary team 

includes geriatricians, neurologists, psycho-geriatricians, neuropsychologists, 

occupational therapists, social workers, family therapists and community 

nurses, and referrals can be made through general practitioners, community 

agencies or by self referral directly to the CDAMS. A CDAMS assessment 

includes medical and allied health consultations, and may include a home visit. 

The outcome of these consultations and recommendations are discussed with 

the patient, and if agreed to, with their family and general practitioner.  

George and Bradshaw(2006) [287] reviewed an aged persons mental health 

service in rural Victoria, Australia, and found that service provision was 

dependent on good relationships and linkages between the local hospital, GPs, 

aged care residential services, and the local aged care assessment team. General 

practitioners manage patients in partnership or on a shared care basis with 

specialist services such as the CDAMS and the Aged Persons Mental Health 

Service. The authors concluded that this arrangement is a workable solution to 
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the problem of limited specialist services and resources in rural/remote areas of 

Australia. 

Hansen et al (2005) have also identified that barriers to the effective provision of 

care for people with dementia and their carers are operating in rural Tasmania, 

Australia. Barriers identified included distance and isolation, perceptions of 

geographic and professional boundaries, (including issues of medical 

dominance), and gaps in health care provider and carers’ knowledge about 

dementia and services issues [188]. 

Levels of knowledge of primary care physicians in relation to Alzheimer’s 

disease were compared in GPs from geographically defined rural areas of Crete, 

Sweden and Iceland [37, 38]. The main finding of the study was that Greek GPs 

did relatively poorly with respect to management questions. The authors 

acknowledged that this may have been due to the fact that Greek GPs are not 

regularly exposed to dementia protocols and instruments. In Greece there is 

little information about the extent of the dementia, and there is also a strong 

need for medical education and training regarding dementia [37, 38]. 

A study in rural parts of the mid western US reported that primary care 

practitioners generally had few supports and resources to offer the families of 

dementia patients, and that this constrained their ability to provide optimal care 

[288]. These researchers concluded that the identification of the challenges faced 

by rural practitioners is essential to planning appropriate interventions. 

The availability and characteristics of services can vary greatly from one area to 

another. What works in one health service or location may not work in another. 

When making reference to ‘best practice’ recommendations, it is important to 

keep in mind that some recommendations may be impractical or impossible to 
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implement, in rural areas. Very few guidelines take this into account, because 

the evidence upon which they are based, is usually taken from well resourced 

urban settings [17]. 

3.9.2 Aboriginal and Torres Strait Islanders 

To date, most research on dementia has been conducted in large metropolitan 

areas in developed countries. However, there is increasing interest in cross-

cultural differences as it becomes apparent that the contributions of age, race 

and socioeconomic factors can augment the burden of dementia in different 

cultures [289]. 

Instruments and prevalence rates 

Prior to 2005, there was no validated screening tool to assess cognition in older 

Indigenous Australians, especially those living in traditional communities. In 

1994, Zann investigated the prevalence of dementia in Indigenous Australians 

in North Queensland using a non-validated modified tool and found a rate of 

dementia of 20% in community members over 65 years [290]. This is compared 

to a rate of 5% in the non-indigenous community. These findings were 

interpreted as being a result of increased risk factors such as stroke, diabetes, 

hypertension, cardiovascular disease, alcohol abuse and head injury in the 

indigenous population. However, there may have been a high false positive rate 

in the findings, as the assessment tool was not validated for this population. 

A number of factors prevented the development of a cognitive assessment tool 

for Indigenous Australians. Many older Indigenous Australians living in 

remote areas have little formal education, speak English only as their third or 

fourth language, are not literate in their own Indigenous language (Indigenous 

languages are oral, not written), and do not share the same concept of number, 
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time and space as do their Western counterparts. Moreover, it may be 

inappropriate for an Indigenous person to discuss certain personal or family 

issues, which makes informant interviews problematic. Similarly, the relatively 

high prevalence of poor vision and hearing in Indigenous people may limit 

systematic assessment. 

In 2004, the Kimberley Indigenous Cognitive Assessment (KICA) was 

developed by Dina LoGiudice and her team. It assesses orientation, free and 

cued recall, language, verbal fluency, copying sequence pattern and ideational 

praxis and includes an informant interview [291]. It was tested on 70 

indigenous subjects over 45 years of age (mean age 72.0). Using DSM-IV 

criteria, 27/70 (38.6%) had dementia and 11/70 (15.7%) had cognitive 

impairment not dementia (CIND). The results of the KICA-Cog were compared 

to an independent assessment by two expert clinical raters using DSM-IV and 

ICD-10 criteria. The KICA-Cog performed well, with a sensitivity of 90.6% and 

a specificity of 92.6%.[289] Three items of the KICA-Cog (pension week, recall 

and free recall) were able to successfully classify 85.7% of participants.  

Subsequent to validation, 363 older Kimberly Indigenous Australians aged 45 

years and above have been assessed to discover the prevalence and types of 

dementia affecting Indigenous Australians [292]. Initial results suggest a 

prevalence rate of 13%, this represents a prevalence rate that is nearly five times 

higher than in the general Australian population [292]. This research also 

indicated that prevalence was higher among males (the reverse of the general 

Australian population). Among the important risk factors were age, male 

gender, previous stroke, head injury, smoking and low education [292, 293] 

The prevalence of different subtypes of dementia may differ in the Indigenous 

population as compared to a western population. Zann (1994) reported that 
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alcohol related dementia was the main diagnosis of participants in her study 

[290]. Moreover, the prevalence of subtypes of dementia varies within the 

Indigenous population itself.  Indigenous people over 70 years who present 

with cognitive decline, have generally lived a more traditional way of life and 

neither been exposed to lifestyle diseases nor to alcohol abuse. Indigenous 

people aged 50-70 who present with cognitive decline, are more likely to 

manifest increased dependency, require significant assistance with the activities 

of daily living and are more likely to present with multiple medical problems. 

Indigenous people under 50 who present with cognitive decline are more likely 

to have abused alcohol, engaged in petrol sniffing or suffered from head 

trauma[294, 295]. This makes the public health role of GPs working with these 

communities vital in preventing dementia.  

Barriers to Diagnosis  

In the wider context of profound political, social and economic inequality 

experienced by most Indigenous people, the western medical category of 

dementia may appear to be of relatively minor importance [293]. In many 

Aboriginal and Torres Strait  Islander communities ‚the word dementia has no 

meaning‛[290] or is seen as a ‚whitefella sickness‛[295]. Decline in old age, 

which might be labelled mild or moderate dementia by western medicine, may 

be interpreted as ‚tiredness‛ or ‚childlike behaviour‛ in some indigenous 

cultures. Aggressive or disruptive behaviours of severe dementia may be seen 

as ‚madness‛[296]. A similar distinction is drawn in the Torres Strait islands: 

‚It’s either ‘baby sense’ if the person is nice, or ‘gone off his head’ if they are 

aggressive‛[295]. Thus, patients and caregivers are unlikely to present for 

medical intervention, as they don’t recognise the behaviours as a medical 

illness.  
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Dementia is seen more as a community, rather than an individual problem, in 

the literature, where the community has a certain ability to accommodate 

disruptive behaviour. However, as in western culture, if cultural norms are 

flouted (such as being unable to recall ceremony business, identify kinships and 

skin groups or no longer recognising taboos), then the communities will seek 

help [295]. 

Management 

Currently, there is little in the literature specifically concerning the management 

of dementia in individuals from ATSI backgrounds. Commentaries in the grey 

literature observe that many Indigenous people suffer from poor access to 

health services, including GPs, due to geographical and other constraints, 

including distrust of white medicine and government. Additionally, Indigenous 

people’s connection to their land and their critical need to die on their land 

makes nursing home placement culturally inappropriate. Studies are currently 

being conducted by several groups of Australian researchers and it is to be 

hoped that data will soon be available to help clarify these important issues. 

3.9.3  Culturally and Linguistically Diverse Backgrounds. 

Between 2001 and 2026 the number of people aged 65 and over from a 

culturally and linguistically diverse (CALD) background in Australia is 

projected to increase from 653,800 to 939,800 - a growth rate of 44% over a 25 

year period. At the same time, the number of Australian born people aged 65 

and over is projected to increase by 59%. By 2026 one in every four people aged 

80 and over will be from a CALD background [297]. Therefore, the number of 

people from a CALD background who are suffering from dementia, is also 

destined to increase. 
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Diagnosis 

Consultations with CALD patients are likely to differ from encounters between 

doctors and patients sharing the same cultural or ethnic background, because of 

different beliefs about health, illness and communication. These divergent 

beliefs, as well as linguistic barriers that often exist between members of 

different cultures, confront GPs with the difficult task of delivering good 

quality care to a wide diversity of patients. 

In a literature review of cultural differences in medical communication, it was 

found that major differences in doctor-patient communication exist as a 

consequence of patients’ ethnic backgrounds [193]. Doctors were found to 

behave less affectively (that is, more stiffly and formally, with less emotional 

responsiveness) when interacting with ethnic minority patients compared to 

white patients. Ethnic minority patients were also less verbally expressive, less 

assertive and displayed less facial, vocal, or gestural behaviour during the 

medical encounter compared to their mainstream counterparts. Five key 

predictors of culture-related communication problems are identified in the 

literature: (1) cultural differences in explanatory models of health and illness; 

(2) differences in cultural values; (3) cultural differences in patients’ preferences 

for doctor–patient relationships; (4) racism/perceptual biases; (5) linguistic 

barriers [193]. 

Results of a number of survey studies indicate that there is more 

misunderstanding, less compliance and less satisfaction in intercultural medical 

consultations compared to intra-cultural medical consultations, even after 

adjusting for socio-economic variables such as education and income [193]. 

Moreover, health care providers find consultations with ethnic minority 

patients often emotionally demanding and are confused about the patients’ 
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reasons for visiting. Other studies [102] have shown that there are considerable 

disparities in access to care as well as in health outcomes as a consequence of 

patients’ ethnic background.  Although these disparities in healthcare are 

probably partly related to socio-economic variables such as income, gaps in 

intercultural medical communication do seem to be responsible for placing 

ethnic minority patients at an increased risk of receiving inferior care. These 

problems are likely to be compounded if the patient is also suffering from 

cognitive impairment. 

Screening  

Throughout the dementia screening and diagnosis process, accurate and 

meaningful communication and cultural understanding is required with CALD 

patients. This includes understanding of both verbal and non-verbal 

communication and is usually best achieved through the use of appropriately 

trained interpreters or clinicians fluent in the patient’s language. GPs, who are 

themselves from a CALD background, would seem to be the appropriate health 

care providers for CALD patients with dementia, but to date, there has been no 

research to confirm this supposition.  

Particular attention and sensitivity needs to be given to issues of trauma, war 

experiences, migration, family separation, and disappearance of relatives [298]. 

The literature also stresses the need for increased time spent on diagnosis and 

management of dementia in people from CALD backgrounds. Apart from other 

considerations, an assessment involving an interpreter takes nearly double the 

time of an assessment without an interpreter and this is a major barrier for 

many GPs [298, 299]. 
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It is recommended that validated, culturally appropriate screening and 

assessment tools should be used where available. Where appropriate tools are 

not available, the assessor needs to appreciate the potential bias of the tools 

used related to cultural, language and other influences [298]. 

 

The most commonly used screening tool for dementia is the Folstein Mini-

Mental State Examination (MMSE) (see Section 3.2.1.1). This tool was developed 

in an English speaking population and, although validated in this population, 

its accuracy in other populations and cultures is being questioned. In the 

MMSE, many words cannot easily be translated and several concepts are less 

relevant to individuals from other cultures. It is also well recognised that 

MMSE scores are influenced by age, education, ethnicity and language of the 

interview [300]. Indeed, there is some evidence that cultural differences exist 

even within older people of the same ethnicity that may be sufficient to 

influence performance on cognitive assessment tasks [299]. 

One study identified differences in MMSE items between a cohort in the United 

Kingdom and one in the United States of America, and considered these 

differences most likely due to translation artefacts in the test items, even in 

these two distinct cultures that share a seemingly common language [301]. 

Clearly, these differences are likely to be even greater where there are 

difficulties with direct translation between English and other languages – for 

example, the MMSE item of repeating the phrase ‚no ifs, ands or buts‛ has no 

equivalent terminology in some languages. In a review of the literature Manly 

and Espino [299] concluded that ‚ethnic group differences in performance on 

the MMSE and neuropsychological tests have shown that discrepancies 

between scores of different ethnic groups persist, despite equating groups on 
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other demographics such as age, education, gender and socio-economic 

background‛. 

In recent years, there have been some developments to address the identified 

short-comings of existing screening and assessment tools for people with 

dementia from non-English speaking backgrounds in Australia. These include 

the KICA (see section on ATSI) and the RUDAS (see Section 3.2.11). 

Between 1997 and 1999, Rowland et al [226, 302] randomly selected 129 

community-dwelling individuals from a database of referrals to an aged-care 

team in South Western Sydney. The Rowland Universal Dementia Assessment 

Scale (RUDAS) and the MMSE were administered to each subject in random 

order and the results compared with the clinical judgement of a geriatrician 

utilising DSMIV criteria and the Clinical Dementia Rating Scale. The RUDAS 

score was comparable, but no more sensitive than, the MMSE score. The 

generalisablility of this study is limited by methodological problems with 

sample selection and because the prevalence (48.8%) and severity (median 

MMSE of 10) of dementia in the study sample were significantly higher than in 

the average aged-matched population. Also, this instrument has only been 

tested on a sample of patients referred to an Aged Care Assessment team and 

has not been validated on a General Practice population. 

Although these newly developed tools appear to have positive results from 

initial studies, they do need to be subjected to broader research and clinical 

application before being widely endorsed.  

 

Prevalence 

The majority of international studies identified equivalence in dementia 

prevalence rates for different ethnic or racial groups [303]. Alzheimer’s disease 
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appeared to be the most common cause of dementia in all groups in US studies. 

The most interesting finding from studies of dementia prevalence in different 

ethnic or racial groups in the US was that apparent differences were most likely 

to reflect differences in educational attainment [304] and other social factors. 

However, studies have shown that prevalence rates in ATSI communities in 

Australia may be much higher than for the white population (see section on 

ATSI). 

In a prevalence study conducted in Melbourne in 2001 by LoGiudice et al [297], 

data on 556 consecutive patients attending a memory clinic were analysed 

retrospectively. All patients were assessed by a geriatrician (Italian speaking) or 

psycho-geriatrician with the aid of Cambridge Examination for Mental 

Disorders in the Elderly (CAMDEX) interview schedule. Patients were 

classified into the categories of dementia, functional psychiatric disorder 

(including depression), cognitive impairment other than dementia and normal. 

The severity of dementia was determined using the Clinical Dementia Rating 

Scale (CDRS). Demographic information and use of community services were 

also documented. Of those seen, 148 (28.8%) were of a non-English speaking or 

CALD background, the majority Italian (69, 12.4%). Patients of CALD 

backgrounds were younger, less educated and less likely to live alone 

compared to persons of English speaking backgrounds. Those of CALD 

backgrounds were more likely present with a functional psychiatric disorder 

(particularly depression) or normal cognition. Despite the average length of 

time since cognitive changes were first noted by carers being comparable in 

both groups, patients of CALD backgrounds with dementia presented at a later 

stage of their disease as determined by CDR. Those of CALD backgrounds 

scored significantly lower (more impaired) on CAMCOG in all patients seen 

(including normal and psychiatric groups). Despite the CALD patients 
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presenting at a later stage of dementia, their utilisation of community support 

services, such as day respite care, was not different to the English speaking 

background patients. This finding suggested that carers of elderly CALD 

patients with dementia may not have requested assistance until the person was 

at a later stage of illness. Lack of information about these services, isolation 

because of language barriers, and different cultural expectations of care-giving 

placed on family members, particularly wives and daughters, may all have 

been contributing factors in this regard.  

Diagnostic Pathways 

As has been previously stated, there are considerable problems with the 

diagnosis of dementia, and especially disclosure of that diagnosis, in the 

general community. The literature supports the contention that this problem is 

magnified in CALD communities, both in Australia and internationally. 

In a qualitative study in 1999 in Boston, Hinton et al[305] conducted semi-

structured interviews with 39 ethnically-diverse carers. This study built on 

previous work done in the USA which established that individuals from 

minority ethnic groups had a greater delay in diagnosis[305-308], less access to 

services (especially culturally or linguistically appropriate services) and faced 

more discrimination [192]. The key findings were that the person with dementia 

rarely, if ever, initiated help-seeking for the condition and that there were four 

distinct diagnostic pathways which the authors classified as smooth, 

fragmented, crisis or dead end. 

The hallmark of the smooth pathway was that families and a network of formal 

healthcare providers appeared to work well together to establish a diagnosis 

with which families felt comfortable and satisfied. This process was mostly, but 

not exclusively, initiated in primary care [192]. 
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The fragmented pathway was characterised by self-referral to one or more 

secondary healthcare providers, often due to dissatisfaction with some aspect of 

the care received from the primary healthcare provider. The referral process 

was deemed to be ‚non-cohesive,‛ that is, resulting from a pattern of ‚doctor-

shopping‛ rather than a logical progression of referral. Families were 

dissatisfied with their primary healthcare provider due to perceived 

inaccuracies in the diagnosis, incompleteness of the workup, poor 

communication or lack of respect. Although this pathway involved time and 

energy-consuming delays and involved the excessive and unnecessary use of 

healthcare resources, families did finally identify competent experts and 

accessed the care required. This was the commonest pathway for Anglo-

European families [192]. 

The crisis events pathway, by definition, began with an acute event which was 

either an acute co-morbid condition requiring hospitalisation, such as stroke, or 

a severe behavioural problem. There was rarely a history of self-initiated help 

seeking for the dementia by the patient or their carer. This was the most 

common pathway amongst black families interviewed [192]. 

The final group of experiences described by participants were defined as ‚dead-

end pathways‛, that is, the carers were not aware of a final diagnosis. It was not 

clear whether the lack of diagnosis was the result of under-diagnosis, lack of 

disclosure, or communication failure due to linguistic barriers or denial on the 

part of the carer. Carers described dissatisfaction with the healthcare system, 

but did not vigorously pursue help from secondary healthcare providers. This 

was the most common pathway among Chinese-American families and was 

attributed to these families being more dependent on Chinese speaking doctors 

whom the carers did not want to offend by seeking care elsewhere [192]. 
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In addition, many families expressed dissatisfaction with the health services 

that they had received. The five broad categories identified were unsatisfactory 

diagnosis disclosure and explanation, inadequate workup, uncaring and 

insensitive attitude, language barriers and discrimination. The authors 

concluded that: 

‚It is lamentable that the engagement with the healthcare system is a source of 

additional suffering for families already dealing with the knowledge that a 

spouse or parent has AD or a related dementia‛ [305]. 

Mahoney et al [309] have also explored the factors which delay a diagnosis of 

dementia in people from ethnic minorities.  They conducted a meta-synthesis of 

three qualitative studies of 22 African American, Latino and Chinese family 

carers of people with dementia in Massachusetts in 2005. Participants were 

asked about their perceptions of the onset and diagnosis of Alzheimer’s disease. 

The authors identified a lack of knowledge about dementia by the carers, rather 

than culturally influenced beliefs, as one of the major factors delaying seeking 

medical assessment for memory problems [309]. Carers tended to seek support 

and advice from their family prior to seeking medical assessment. Community 

physicians’ failure to diagnose dementia or to refer to specialists was more 

problematic than language or ethnic differences. Physicians’ disrespect for the 

carer’s concerns about memory loss was particularly noted by African 

Americans, stigmatisation of dementia sufferers by Chinese participants and 

fears that acculturation would end family home care was noted by Latinos. 

Chinese, and some Latino, caregivers in this meta-synthesis were also 

concerned about the possibility of public disclosure of a diagnosis of dementia. 

This may have discouraged some carers from seeking information about 

dementia, highlighting the need to emphasise measures of confidentiality 

among non-English speaking communities. Caregivers in these studies also 
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reported that seeing a practitioner experienced in dementia assessment and 

management was more valued than seeing a practitioner of the same ethnicity. 

Mahoney and colleagues also highlight the need for greater knowledge of 

appropriate screening, assessment and referral processes by primary care 

practitioners [309].  

An alternative reason for delayed diagnosis proposed in the literature is that 

patients/carers from CALD backgrounds may fail to recognise dementia 

symptoms. Rait and Burns [310] postulated that the wave of migrants from 

India and Pakistan, who arrived in the United Kingdom in the 1950s and 1960s 

and who are now entering old age, may have limited experience of dementia 

because of lower life expectancy in their countries of origin and separation from 

their parents. They are thought to be more inclined to somatise psychological 

distress and present with physical complaints, rather than the memory 

problems or depressive/anxiety symptoms that typically characterise the early 

stages of dementia. 

A delay in diagnosis in people from a CALD background is also supported by 

Australian research. A Melbourne-based study of patients presenting to a 

memory clinic highlighted that patients from non-English speaking 

backgrounds presented at a more advanced stage of dementia than those from 

English speaking backgrounds [297]. Additionally, the proportion of patients 

from Asian and Middle Eastern backgrounds attending the clinic were less than 

a third of that expected if there had been proportional representation of the 

cultural mix of the population within the clinic’s catchment area. Factors such 

as low proficiency in English, lack of awareness of available health services, 

cultural differences in perceptions and attitudes to dementia, and possibly the 

sense that health services are unable to provide assessment and treatment 

services in languages other than English, may all contribute to the low rate of 
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presentation by people from CALD backgrounds to specialist services such as 

memory clinics [298]. 

There are no published Australian studies on the diagnosis of dementia in 

General Practice in people from a CALD backgrounds. As equitable access to 

health care is an important issue for this group, and as GPs provide the bulk of 

primary care in Australia, this would seem to be an area in urgent need of 

further research. 

Treatment 

Because the Australian experience of migration has differed significantly from 

that of the United Kingdom and North America, extrapolation of the literature 

from these sources, regarding cultural influences on the use of dementia-related 

services, must be undertaken with caution [297]. Despite this, there is general 

consensus in the Australian and international literature that there is inadequate 

delivery of dementia services to the CALD community.  

Inevitably, dementia services are established and developed according to the 

needs of the predominant culture [297]. Some authors have advocated 

facilitating partnerships between ethnic communities and other services. The 

application of this model will enable users of services to have a greater say in 

what is being provided and in turn makes the services more relevant, increase 

the likelihood of utilisation, and improves capacity to meet the needs of the 

wider community [311].  However, there is also some evidence that there is less 

engagement of people from minority groups such as those from non-English 

speaking backgrounds, in the development of therapeutic care plans. This may 

be influenced by different understandings of health and illness models and the 

roles of both the patient and the practitioner [299]. 
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Under-utilisation of dementia services by people from ethnic minorities is a 

common theme in the literature. Several reasons are postulated for this: 

differences in prevalence rates between groups; cultural deficiencies in the 

instruments used to assess cognitive function; differing cultural perceptions of 

the signs and symptoms of dementia; different age structures found in minority 

populations in some countries; the stigma attached to mental illnesses; a lack of 

knowledge about services; and, a general reticence to use health and social 

services which some members of ethnic minorities may view (or have 

experienced) as culturally inappropriate, or even racist. Language, particularly 

in the case of first generation migrants, was highlighted as a particular issue in 

dementia diagnosis and service delivery [303]. 

Although communication difficulties may be addressed through the use of 

interpreters, this is not without its own inherent problems. The challenge of 

management of dementia when doing this through a third party such as an 

interpreter, is to ensure that cultural factors and sensitivities are sought early, 

clarified and respected in the assessment process. Thorough assessments using 

an interpreter take longer, and adequate additional time should be made 

available. Without the language cues, in order to gauge whether or not the 

patient is comfortable with the interpreter, it is important for the practitioner to 

be alert to non-verbal signals such as facial expressions and body language. 

Other paralinguistic cues such as volume, pitch and tone of voice, which differ 

from one language to another, are difficult to read accurately [298]. The use of 

interpreters in General Practice is even more difficult due to time restraints and 

limited access to interpreter services (often only telephone interpreters are 

available). 

Many studies, mostly from the US, have examined differences between black 

and white caregivers. This body of research must be understood in the context 
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of a private health care system where the mechanisms that drive people to pay 

for care have been given precedence over other considerations [312]. A 

systematic review of research of this genre found that ethnic and racial 

differences were largely removed when other variables, notably education and 

income (which are themselves interrelated) were taken into account [313]. 

Again, racial and ethnic differences are most likely to be manifestations of social 

structural inequalities (such as racism, economic exploitation, poverty and 

cultural stereotyping). However, these studies are fundamentally flawed in the 

way they have treated black and white people as homogenous groups, and 

neglected to examine intra-group differences. Clearly, dementia services are 

only part of the gamut of health and social welfare provision. The common 

finding that emerged from the literature on care giving in minority ethnic 

groups, was that the key elements in sustaining long-term care at home are 

concrete community services, respite care services and an informal support 

network [303]. Undoubtedly, these factors will be important to all people with 

dementia, whatever their ethnic origins.  

In a prevalence study by Ward et al in 2002 [314], levels of service provision and 

coverage in rural Victoria were retrieved from the Home and Community Care 

(HACC) Minimum Data Set. Data were analysed to provide a profile of client 

characteristics and service usage. Patterns of service utilisation were compared 

with the profile of the CALD population in the 2001 Census. The proportion of 

CALD residents who are HACC clients was consistent with demographic 

profiles. However, their extent of service usage was not consistent with patterns 

of use by Australian-born residents. HACC clients born in non-English-

speaking countries received 35% less hours of HACC service than their 

Australian-born counterparts. HACC clients born overseas in English-speaking 

countries received nine per cent fewer hours of HACC service than the 
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Australian-born group. Both groups of overseas-born clients use a smaller 

range of HACC services. Some of the under-utilization may have been relevant 

to specific services. It may have been that many of the available meals did not 

meet the cultural needs of CALD clients. Lower levels of service utilisation of 

social activity groups and respite care among HACC clients from non English 

speaking countries may have been linked to communication and living 

circumstances. The lack of interpreters at HACC groups and in respite centres 

and the lack of ethno-specific groups and respite services mean that CALD 

background clients may have been more socially isolated.  

Moreover, older persons from CALD backgrounds prefer to reside in ethno-

specific aged care facilities and high satisfaction rates have been reported when 

cultural and linguistic preferences are taken into account [315]. In a study by 

Runci et al 2005 in Melbourne 39 Italian-background older persons with severe 

dementia residing in either mainstream (n=20) or Italian-specific (n=19) aged 

care facilities were observed and language use was recorded. The majority of 

participants were aged in their eighties and had severe cognitive impairment 

(mean MMSE of 3.3). Medication regimen and language proficiency 

information was obtained. The study was limited by the fact that participants 

were observed on only one occasion. Participants in mainstream facilities 

engaged in less communication with co-residents and were prescribed daytime 

benzodiazepines at a higher rate than those in Italian-specific facilities. The 

differences in prescription rates of antidepressants, neuroleptics and night time 

benzodiazepines were not statistically significant. The main finding concerning 

communication was the increased frequency of interaction (specifically in 

Italian language) of participants in Italian-specific facilities compared to those 

in mainstream facilities. Despite functioning at a very low cognitive level, the 

residents in ethno-specific facilities communicated more than those in 
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mainstream facilities. In mainstream facilities there was less opportunity to 

interact in Italian due to the lack of Italian-speaking co-residents, and a low 

level of English language proficiency limited communication. The authors 

concluded that older persons in mainstream facilities with dementia and lower 

levels of English proficiency may have derived special benefit from additional 

language-specific services. The finding of higher prescription rate of daytime 

benzodiazepines required further investigation. Past literature has suggested 

that medication may be overprescribed in institutions due to staff feeling 

inadequately trained [316] and overwhelmed by the behavioural symptoms of 

residents [317]. It may be that this difficulty is further exacerbated when the 

resident and staff member do not speak a common language. It is possible that 

the distress of non-English speaking residents cannot be effectively 

communicated and is misinterpreted as ‚problem behaviour‛. Staff members 

and GPs may feel incapable of using non-pharmacological interventions with 

these residents due to communication difficulties and therefore resort to 

pharmacological intervention more frequently. 

There are no published studies which report the patterns of General Practice 

consultations by people from CALD backgrounds with cognitive impairment in 

Australia. It could be inferred from the studies already cited that individuals 

from CALD backgrounds might consult with their GP less often and prefer a 

GP from the same cultural and linguistic background. Indeed, census data 

indicate that 15% of the Australian population are from a CALD background 

and only 7% of encounters with GPs were recorded for CALD people in a 

national survey of GP-patient encounters [318, 319]. These consultations were 

less likely to involve a psychological or social problem than patients from an 

English speaking background[318, 319]. Research also suggests that people 

from CALD backgrounds often prefer to consult with GPs who are of the same 
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ethnic background or who speak the same primary language as themselves 

[319, 320]. However, this has not yet been established in the subgroup of CALD 

patients who also have dementia and further research needs to be conducted. 

 

 

3.9.4 Developmental Disability 

In a mail survey conducted by Janicki et al 2000 in New York state, the 

prevalence rate of dementia for adults with intellectual disabilities appeared to 

be similar to the reported prevalence of dementia in the general population, 

with the exception of adults with Down syndrome[321]. The prevalence of 

dementia among adults with Down syndrome was 22% for adults aged over 40 

years, and 56% for adults aged over 60 years. About 75% of adults with Down 

syndrome and dementia were diagnosed with Alzheimer’s disease, 15% were 

diagnosed with non-specific dementia and 4% had dementia of unknown 

aetiology. There were no diagnoses of vascular dementia. 

Janicki et al advocated the collection of baseline data for at-risk adults with 

intellectual disabilities when they reach their 50s and for all adults with Down 

syndrome when they reach their 40s. Routine collection of information on 

functional status in cognitive, behavioural and other domains would help 

provide the necessary comparative data for accurate diagnosis [321]. 

A subset of aged individuals with Down syndrome exhibits the clinical features 

of Alzheimer’s disease but our ability to detect dementia in this population is 

hampered by developmental differences as well as the sensitivity of existing 

test tools. Many of these patients are cared for by GPs, both in the home and in 

residential facilities. There is almost nothing in the literature reviewed about the 

way in which this care takes place. 
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3.9.5 Younger Onset Dementia 

Diagnosis 

Research is limited on early or younger onset dementia (YOD) in Australia, and 

especially in rural areas of Australia. However, a higher prevalence of YOD is 

recognised in the Indigenous population. Lack of awareness of YOD across 

Australia contributes to an even more protracted time course between first 

symptoms and diagnosis, than occurs for older onset dementia. Diagnosis can 

take several years, causing individuals, their families and carers a great deal of 

distress and anxiety [322, 323]. 

A central theme emerging from the literature surrounding YOD is the necessity 

for specific assessments of need in this group, with a central concern being the 

lack of reliable epidemiological data on younger people with dementia. 

Prevalence rates vary between 36-68 cases per 100,000, depending on the 

methodology employed. A large study by Harvey et al (2003) across 567,500 

people in 4 boroughs of London, UK, found rates of 54 per 100,000 for those 

aged 30-64 and 98 per 100,000 for those aged 45-64[324]. 

A large prevalence study of YOD was conducted in Los Angeles in a Veteran’s 

Affairs Medical Centre Memory Disorders Clinic over four years between 2001 

and 2004 [325]. Medical records of 1,683 patients were reviewed, including an 

extensive neurobehavioural evaluation. Of these, 948 (56%) were diagnosed 

with dementia and of these dementia patients 29.3% had an age of onset of less 

than 65 years. Compared to the late onset group, the YOD patients were less 

severely impaired on presentation and had significantly more cognitive 

impairment from traumatic brain injury, alcohol, HIV and frontotemporal lobar 

degeneration. Vascular dementia was the most frequent subtype of YOD, but 

there was no difference in prevalence from the late onset dementia group. These 
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results are significant as this is the largest study of its type to date. However, 

the findings are limited due to the participants being sampled from a 

population of inner city male veterans, where 98% of participants were male 

and of lower socioeconomic status[325]. 

In a cross-sectional self-report questionnaire survey of 102 carers of persons 

under the age of 65 diagnosed with dementia, Luscombe et al (1998) found that 

71% of carers found the diagnostic process problematic, most frequently due to 

the service’s or professional’s lack of knowledge. The average number of 

professionals consulted to obtain a diagnosis was 2.8. The average duration 

from symptom onset to diagnosis was 3.4 years and about 30% of carers 

reported a period of greater than five years. Misdiagnosis was reported by 11% 

of carers, with patients commonly being diagnosed with a mental illness before 

the final diagnosis of dementia was made [326]. Factors which were found to 

delay diagnosis were younger patient age, behavioural or personality changes 

as the first symptoms [327], denial of symptoms by the patient, family and 

colleagues (given the profound consequences and perceived lack of treatment 

possibilities), or misdiagnosis of symptoms as functional disorders [326]. 

Problems with diagnosis were also reported by Beattie et al [163] in a 

qualitative study in the south-west of England. Fourteen individuals with YOD 

participated in in-depth interviews. Many participants commented on the time 

it took to receive a diagnosis, the manner in which it was given and the 

uncertainty involved before finally receiving confirmation that they had 

dementia. Experiences such as attending four different hospitals before 

receiving a diagnosis were common. The diagnostic testing was perceived as 

‚baffling‛, which left some participants feeling incompetent, distressed and 

unprepared for the receipt of distressing news. Participants reported not being 

told the purpose or reason for investigations and of feeling ‚lost‛ throughout 
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the process of diagnostic assessment. When finally given a diagnosis at the end 

of this process, some participants described the disclosure as ‚blunt‛ and 

‚brutal‛. The role of GPs in the diagnostic process with YOD has not been 

explored in the literature reviewed to date. 

Management 

Community Care 

The need for ‚specialist, flexible age-appropriate and dedicated services‛ [163, 

328] for YOD patients was a central theme in the literature. A person centred 

approach was advocated within an individual, tailored model of care, although 

the feasibility of this was questioned due to the rarity of the condition. Indeed, 

the available evidence suggests that this model is not currently reflected in the 

majority of services provided, and in the UK at least, is more likely to be 

provided by the Alzheimer’s Society than local health authorities [328]. Overall, 

the literature argues that the needs of YOD are best served by inter-agency 

collaboration, early assessment and awareness of individual needs. Clearly, 

these strategies apply to all individuals suffering from dementia, irrespective of 

age. However, aside from a few prevalence studies, little empirical evidence 

exists. Moreover, the recommendations that have been made regarding 

dementia services for younger people were predominantly derived from carer 

or advocacy group perspectives and not grounded in empirical research [328]. 

In the qualitative study by Beattie et al [163] described previously, participants 

reported that mixing with other younger people with memory problems was a 

positive experience, whilst care and services in older person’s settings were 

viewed negatively. There was also a sense that the interests of younger and 

older people may not always complement each other, and this caused some 
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participants who were receiving care in older settings to feel out of place. 

Participants also reported that professionals tended to become very focused 

upon issues of risk and danger. There were apparent tensions between 

professional’s and carer’s reported perceptions of risk and danger, and the 

desire of those with dementia to maintain independence.  

Carers and Support Persons  

In a case-control study conducted in Ireland in 1999, 22 individuals with YOD 

(mean age 58.5 years) living in the community were compared with a sample of 

late onset dementia sufferers (mean age 72.8 years) who had attended a 

memory clinic [329]. There was no significant difference between the older and 

younger patients in terms of illness severity or behavioural disturbance, but 

carers of younger onset sufferers had been caring on average for almost 2 years 

longer than their counterparts. 

The level of carer burden was measured and found to be significantly higher 

among carers of younger sufferers. It was not possible to state whether duration 

of caring was related to burden [329]. 

In the Australian study, carers reported frustration (81%), grief (73%), loneliness 

(55%),and adverse psychological effects (57%), more so in female than male 

carers[326]. Family conflict was identified as an effect of the dementia by 41% of 

carers. The younger the carer, the more psychological and physical effects were 

experienced. The authors postulated that, given the low prevalence of the 

disorder, younger patients or carers were relatively psychologically unprepared 

for, and more resistant to, a diagnosis of dementia compared with older groups. 

Financial problems were experienced by 89% of the carers subsequent to the 

diagnosis [326, 328]. Most carers (89%) had used a support service, but 25% had 

never used community support and 32% had never used respite care. Carers 
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complained that most services focussed on elderly patients and were not 

meeting their particular needs. Only 8% of carers reported that their children 

had not encountered problems because of the dementia. Carers reported that 

their children suffered emotional problems, problems at school and conflict 

with the person with dementia, especially when the affected parent was their 

father. 

The effect on children, especially adolescent children, is not routinely 

addressed. This is a particularly important imperative, as seriously ill parents, 

especially those with a cognitive impairment, cannot be relied upon to seek 

support for their children. Adolescents seem to be the age group most at risk of 

not having their needs assessed by medical practitioners. Because other adults 

in the family often have unrealistic expectations that they will become carers for 

the seriously ill parent, adolescents can feel unfairly burdened or even vilified. 

Adolescents may respond to this by escaping into their age-appropriate self-

absorption and ignoring their family responsibilities. The resulting anger and 

family conflict impedes the resolution of the family’s grief. GPs are ideally 

placed to raise the issues of children of patients with YOD, as they are most 

likely to work multi-systemically with the family as a whole. General guidelines 

for parents should include encouraging them to communicate openly, directly 

and accurately about the illness. They should also present their plan for 

responding to the illness, including care for the ill parent, and for ensuring the 

stability of the family. Adolescents, especially, need to have their full range of 

feelings validated and normalised so that they are not overwhelmed by their 

own sadness or filled with self-reproach at their anger or resentment. However, 

to date, there are no specific studies that describe how GPs deal with these 

issues. 
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Chapter 4: Summary 

This international literature review has revealed a number of gaps between 

recent current practice23 in relation to GPs’ identification, assessment and 

management of dementia, and best practice, as described in various official 

dementia guidelines. It should be noted that the guidelines themselves are 

limited in that high quality (level 1 and 2) evidence is lacking for many of the 

recommendations for primary care (e.g. whether screening or case finding is the 

best approach to identification of dementia). In general, GPs do not identify 

dementia early, do not complete a full assessment as described in the 

guidelines, and fail to provide the full range of recommended management 

options to their patients. 

The literature cites a number of reasons for this, and these have been 

summarised in the review. There are complex interactions between systems 

issues such as time and poor remuneration, GP, patient and carer attitudes to 

dementia and a perceived lack of services or treatments for dementia. Lack of 

knowledge about guidelines is therefore only one small part of this picture. 

There are a number of ways forward in improving dementia care, either 

implicit or explicit in this review of the literature, and they are grouped here 

under three main areas: addressing system issues; addressing attitudes, and 

addressing knowledge. 

                                                 

23 The time period covered here was 1995 to 2008 inclusive. 
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4.1 ADDRESSING SYSTEM ISSUES 

 Appropriate remuneration to reward GPs in initial identification, 

assessment and management of patients with dementia or possible 

dementia would provide increased incentives for GPs to address signs 

and symptoms of dementia in their patients. Furthermore, there should 

be remuneration for discussing issues with the carers of people with 

dementia to support improved communication opportunities between 

GPs and the families of people with dementia. The considerable time 

required for these activities should be recognised in any remuneration 

package. 

 More involvement of other health professionals, particularly practice 

nurses, in dementia assessment, liaison with families and carers and 

some management tasks (e.g. linking with the Aged Care Assessment 

Teams (ACAT), community services etc) would assist in enabling access 

to services, and identifying those who may need further assessment at a 

memory clinic. Input and discussion with community service providers, 

if facilitated, could feed into ongoing GP management of community 

based patients with dementia. 

 

4.2 ADDRESSING ATTITUDES 

 GPs’ attitudes towards breaking the bad news about dementia diagnosis 

need to be addressed. GPs need to know that many patients and carers 

appreciate learning about the diagnosis earlier rather than later. The 

stigma associated with dementia presents major barriers to honest and 

open communication. 
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 GPs’ attitudes towards dementia management are crucial. GPs appear 

uncomfortable with the limited range of advice and support activities 

that they can offer. It would be helpful if GPs could form links with the 

many non-clinical resources of relevance to dementia patients (e.g. legal 

advice, community services and consumer groups such as Alzheimer’s 

Australia). GPs also need to be aware that the reduction of 

cardiovascular risk factors may be helpful in treating (and preventing) 

dementia. 

 

 GPs need to recognise that their role in establishing the diagnosis, and 

the differential diagnosis of dementia will become increasingly 

important in the future as incidence and prevalence of dementia 

increase. 

 

4.3 ADDRESSING KNOWLEDGE 

 GPs should be educated in best practice as outlined in the available 

dementia guidelines. 

 

 It would be helpful if GPs were familiar with a range of tools for 

screening for dementia, so that they can use tools appropriate to the 

particular patient. They also need to be aware of the limitations of these 

tools, as screening and not diagnostic instruments, and the limitations of 

screening in a low prevalence population such as that found in general 

practice, where case finding might be more appropriate.  

 

 Tailored educational programs may be of assistance. These should 

employ evidence-based educational strategies. 
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 In assessing cognitive impairment, GPs should include testing for the 

common differential diagnosis of dementia, including the use of 

depression screening scales. 

 

 GPs should consider finding ways to enable their patients and carers to 

access appropriate community support for their patients in their local 

area. 

In addition, it is clear from the literature that there is a group of patients and 

carers, who are reluctant to confront the diagnosis of dementia, and may not 

discuss their difficulties with their GP. There appear to be a variety of reasons 

underpinning this including the carer’s belief that they should cope, the carer’s 

strong sense of duty and the dementia patient’s unwillingness to accept outside 

help. There are also subgroups in the population who have greater difficulty 

accessing appropriate diagnosis and services – including rural, ATSI, CALD 

and younger onset groups. It is important that GPs are sensitive to the 

possibility of dementia, and aware that both dementia patients and their carers 

are at risk of psychological co-morbidities. It is also important that GPs are 

proactive in involving appropriate support services early in the disease process. 

More research is clearly required in this area. 
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4.4 TAKE HOME MESSAGES FOR GENERAL PRACTICE AND 

PRIMARY CARE 

 Dementia is a problem of great importance to those living with it, their 

carers and the community as a whole. 

 It will be encountered more frequently in general practice and primary 

care over the next few decades as the population ages and the prevalence 

of dementia increases. 

 General practitioners should consider working with geriatricians, 

psychogeriatricians, public health physicians and others to address 

negative attitudes to dementia in the community, as these cause a major 

delay in diagnosis and management of the condition.  

 General practice as a discipline should work towards increasingly 

evidence-based identification and management of dementia in primary 

care. This may necessitate modification of both guidelines and current 

practice in order to bring them into closer alignment. It may also require 

the development of models of working with the multidisciplinary 

primary health care team to better identify and manage dementia. 

 Particular focus areas for improvement must include: 

o early identification 

o communication of the diagnosis 

o mobilisation of resources to assist people with dementia or early 

cognitive impairment to live safely in the community.  
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o GPs, other specialists and community services will need to work 

together to identify the best way to manage these issues, in terms 

of roles and responsibilities for each sector. It is likely that future 

GPs and GP practices will have an enhanced role in all three areas. 

o Systemic organisational and reimbursement issues deserve 

consideration.  
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5 Addendum: Method and Results 

5.1 SEARCH SUMMARY 

The search method for the literature review is based on the objectives of the 

report, primarily to address the key questions as outlined in section 1.3 and 1.4 

which provided the framework for the international literature search strategy. 

Eight databases and 18 websites were searched which after duplicate removals 

and exclusion criteria, left 248 peer reviewed articles and publications for the 

review. The method and results of the literature review are reported below.  

The initial literature review was updated in January, 2009, and expanded to 

include sections on dementia in specific groups. A further 177 articles were 

located at this time. A literature search was performed using the Medline and 

Google Scholar databases. Search terms used were dementia, cognitive 

impairment, family pract*, primary care, and General Pract* with combinations 

of diagnosis, disclosure and tell. The search was confined to English language 

articles published between 1996-2008. Articles were included if they were 

substantively reporting on the screening, diagnosis, disclosure and 

management of dementia in primary care.  There were no pre-specified quality 

criteria for study inclusion. Reference lists of identified articles were also 

examined for further relevant studies. Grey literature consulted included 

Australian government policy documents, commissioned reports, position 

papers and policy statements of professional bodies and associations. Rather 

than adopting specific evaluative criteria, a descriptive and interpretive 

narrative synthesis approach was used. Some additional later references have 

been added to update the prevalence figures quoted in the review.  

 



160 

5.2 METHOD 

Databases and websites were selected by the project team members JB and DP 

and proposed databases were also sent to the Faculty Librarian for concurrence. 

5.2.1 Search Strategy: Databases 

Utilising wording from the key questions section 1.4, Medline was searched 

initially to investigate best outcomes of search terms, to maximise relevancy 

and meet the objectives of the project.  

Eight health related databases were selected to undertake a review of peer 

reviewed journal articles which included: Medline, Cinhal/PsycInfo (searched 

in combination), SCOPUS, Pubmed, Sociological Abstracts, EBM Reviews 

(including Cochrane Systematic Reviews) and MDConsult. Simple searches 

were undertaken initially with all databases, to obtain relevant keywords and 

mesh subject heading words if relevant. Authors or assessment instruments of 

particularly relevant articles procured through any of the search techniques 

were also used as search terms. 

The final combination of word terms and keywords (located in the title, original 

title, abstract, name of substance word, subject heading word) for the search 

strategy were: 

5.2.1.1 Assessment 

Search terms included ‘barriers to assessment’ or ‘assessment instruments’ or 

‘screening’ or ‘case-finding’ or ‘differential diagnosis’ or ‘cognitive evaluation’ 

or ‘office practices’ or ‘geriatric assessment’ or ‘physician's practice patterns’ or 

‘practice guidelines’ or ‘practice protocols’ and ‘dementia’, These terms were 

used separately or in combination with the terms ‘general practitioners’ or 



161 

‘family practice’ or ‘primary health care physician’ or ‘practice nurse’ or ‘family 

physician’ or ‘rural general practitioner’ or ‘memory clinics’.  

5.2.1.2 Diagnosis 

Search terms employed included: ‘barriers to diagnosis’ or ‘patient care 

planning’ or ‘best practice’ or ‘current practice’ or ‘diagnosis’ or ‘specialist 

referral’ or ‘diagnostic process’ or ‘disclosing diagnosis’ and ‘dementia’. These 

terms were used separately or in combination with the terms ‘general 

practitioners’ or ‘family practice’ or ‘primary health care physician’ or ‘practice 

nurse’ or ‘family physician’ or ‘rural general practitioner’ or ‘memory clinics’.  

5.2.1.3 Management 

Search terms employed included: ‘comprehensive care’ or ‘collaborative care’ or 

‘management’ or ‘best practice management’ or ‘current practice management’ 

or ‘patient care team’ or ‘multidisciplinary approach’ or ‘integrated delivery of 

health care’ or ‘specialist referral’ or ‘drug therapy’ or ‘drug treatments’ or 

‘medications’ or ‘carers’ or ‘community care’ and ‘dementia’. These terms were 

used separately or in combination with the terms ‘general practice/practitioner’, 

‘family physician’, ‘family practice’, ’primary care’, or ‘primary health care’. 

A simple search for ‘comorbidity’ (mesh subject heading word) or ‘co-

morbidities’ (key word) and dementia were used in combination with the terms 

‘general practitioners’ or ‘family practice’ or ‘primary health care physician’ or 

‘practice nurse’ or ‘family physician’ or ‘rural general practitioner’ or ‘memory 

clinics’. ‘Management of pain’ and ‘dementia’ were also combined with the 

terms ‘general practitioners’ or ‘family practice’ or ‘primary health care 

physician’ or ‘practice nurse’ or ‘family physician’ or ‘rural general practitioner’ 

or ‘memory clinics.’  
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Terms were checked for relevancy and then modified according to the scope of 

the database. For example, only the key terms assessment, diagnosis and 

management of dementia was used for Sociological Abstracts and PubMed as 

this minimised the non-relevant citations. In contrast, all terms were used for 

Medline, Cinhal, PsycInfo and EBM Reviews (including Cochrane Systematic 

Reviews). 

5.2.3 Search Strategy: Internet 

Due to the nature and broad scope of internet searching, specific searches were 

conducted using the terms ‘guidelines’, ‘general practitioners’, ‘primary care’, 

‘best practice’, or ‘current practice’, separately or in combination with the term 

‘dementia’.   

Internet websites selected included the State and Territory Departments of 

Health (NSW Health, SA Health, WA Health, VIC Health, ACT Health, NT 

Health, TAS Health, QLD Health) and Australian Department of Health and 

Ageing, Australian Government NHMRC, International Psychiatric Association 

(IPA), Royal Australian College of General Practitioners (RACGP), Primary 

Health Care Research and Information Service (PHCRIS), Alzheimer’s 

Australia, World Health Organisation (WHO), Aged Care Assessment Team 

(ACAT), Ageing Research Online, and DYNAMED. 

5.2.4 Criteria for Inclusion in the Project 

Journal articles and documents were required in full-text and were to undergo 

two phases of screening: the first phase involving an initial cull (JB) using the 

criteria outlined in Table 1 and the second phase involving articles being re-

checked (DP) according to the key questions as outlined under section 1.3. 
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Table 1. First Phase Exclusion Criteria 

Criteria 

1. Not GP focused 

2. Date <1995 

3. Not dementia focused 

4. Palliative care related 

5. Unrelated assessment eg driving, economic/financial focus 

6. Incidence  

7. Other eg graduate education, book reviews, rehabilitation etc 

8. Non-English language article 

 

5.3 RESULTS 

5.3.1 Databases 

Searches were conducted over late November, December 2006 and early 

January 2007, limiting the search to 1995-2006 years, Human, and English 

language (where possible). (See Appendix One to Seven for Search Histories of 

each of the databases). 

Each of the eight databases was searched using the specified criteria then 

citations were downloaded and combined into a reference library using 

Endnote 9. A search joining general practitioner terms with dementia and pain 

management was performed with all databases but zero hits resulted. 

Therefore, this search result was not included in any of the tabled results. The 

terms ‘management of pain’ and ‘dementia’ were retained: however, as pain 

was not a primary focus for the review, only those articles which mentioned 
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assessment tools or had a community focus, were retained to maintain focus on 

the key objectives.  

Author names of particularly relevant articles stemming from searches were 

also used within author searches on Medline. 

5.3.2 Combined Database Results 

All of the eight individual Endnote libraries were joined into one Endnote 9 

library producing 758 citations (see Table 2). With duplicates removed, there 

were 505 citations. Initial exclusion criteria reduced this to 275 and when these 

citations were filtered according to the key questions noted in section 1.3, 67 

were further excluded, leaving 208 in the database. Seven articles were removed 

from the combined database as they were unprocurable in full text leaving 201 

articles. 
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Table 2 Total citations combined into one database 

Database No. of Citations  

Medline 147 

SCOPUS 183 

Cinhal/PsychInfo 152 

EBM Reviews 52 

MDConsult 58 

Sociological Abstracts 29 

PubMed 137 

Total 758 

Combined library 758 

 

5.3.2.1 Additional Articles and Reports 

A further 47 articles and publications (including 11 from the website searches) 

were added to the total combined library leaving a total of 248 articles and 

publications for the review (see Figure 1). 

5.3.3 Internet Searches 

In all, 18 websites were searched using the terms specified previously. Emails 

were sent or phone calls made to specific researchers where relevant summary 

reports were located to seek further information. As can be seen in Table 3, 

there were 11 documents (retained from a total number of 543) for the review 

which were added to the combined Endnote library, leaving a total of 248 full 

text articles and documents as displayed in Figure 1. 
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Figure 1. Inclusion and Exclusion of Citations from Searches of Eight 

Databases combined for the Literature Review  

Total Number of Citations 

758 

Number of Duplicates 

253 

Exclusion Criteria: 

1 Not GP focused  (29) 

2 Date < 1995  (12) 

3 Not dementia focused (109) 

4 Palliative/mortuary  (13)  

5 Unrelated assessment (17) 

6 Incidence   (25) 

7 Other eg Grad Ed, rehab, book 

 reviews   (19) 

8 Non-English  (6) 

Citations excluded after a more detailed examination 

67 

Citations excluded after examining 

abstracts 

230 

Citations retained in Combined database 

208 

No. of articles unprocurable 

7  

Articles & publications added to combined database  

47 

Total No. of articles (and publications)  

248 
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Table 3 Results of the 18 Website Searches 

Internet site Hits Number 

relevant 

Duplicated Retained 

Australian Government  84 0 0 0 

Australian Government 

- NHMRC 

  1 0 0 0 

NSW   6 1 0 1 

QLD 82 0 0 0 

TAS 17 0 0 0 

SA   8 0 0 0 

NT 20 0 0 0 

VIC   7 0 0 0 

ACT 21 0 0 0 

PHCRIS 14 11 0 0 

Alzheimer’s Australia 32 0 0 0 

Ageing Research 

Online 

  7 0 0 0 

ACAT   0 0 0 0 

RACGP 98 2 1 1 

IPA 27 2 0 0 

SCOPUS 59 4 0 2 

WHO 11 0 0 0 

DYNAMED 49 10 3 7 

Total 543 27 4 11 

Saved to library    11 
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6 Appendices 

 

Appendix 1.   Ovid Medline Search History 

Appendix 2   CINHAL and PsycINFO Search History 

Appendix 3   EBM Reviews Search History 

Appendix 4   PubMed Search History 

Appendix 5   SCOPUS Search History 

Appendix 6   MDConsult Search History 

Appendix 7   Sociological Abstracts 
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6.1 APPENDIX 1: OVID MEDLINE SEARCH HISTORY 

# Search History Results Display 

1 (general practitioners or family practice or 

primary health care physician or practice nurse 

or family physician or rural general 

practitioner or memory clinics).mp [mp=title, 

original title, abstract, name of substance word, 

subject heading word] 

61850  

2 (barriers to assessment or assessment 

instruments or screening or case-finding or 

differential diagnosis or cognitive evaluation or 

office practices or office visits or geriatric 

assessment or physician's practice patterns or 

practice guidelines or practice protocols).mp 

[mp=title, original title, abstract, name of 

substance word, subject heading word] 

4628  

3 1 and 2 145  

4 Limit 3 to (humans and English language and 

yr= ‚1995-2007‛) 

80  

5 From 4 keep 1-80 80 DISPLAY 

6 ((barriers to diagnosis or patient care planning 

or best practice or current practice or diagnosis 

or diagnostic process or disclosing diagnosis) 

and dementia).mp [mp=title, original title, 

abstract, name of substance word, subject 

heading word] 

11290  
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7 1 and 6 194  

8 Limit 7 to (humans and English language and 

yr= ‚1995-2007‛) 

84 DISPLAY 

9 ((comprehensive care or collaborative care or 

management or best practice management or 

current practice management or patient care 

team or multidisciplinary approach or 

integrated delivery of health care or specialist 

referral or drug therapy or drug treatments or 

medications) and dementia) 

3908  

10 1 and 9 130  

11 Limit 7 to (humans and English language and 

yr= ‚1995-2007‛) 

66 DISPLAY 

12 ((Co-morbidities or comorbidity) and 

dementia) 

1051  

13 1 and 12 29  

14 Limit 13 to (humans and English language and 

yr= ‚1995-2007‛) 

21 DISPLAY 

15 Management of pain and dementia 9  

16 Limit 13 to (humans and English language and 

yr= ‚1995-2007‛) 

8 DISPLAY 
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6.2 APPENDIX 2: DATABASE CINHAL, PSYCINFO 

# Search History Results Display 

1 (general practitioners or family practice or 

primary health care physician or practice nurse 

or family physician or rural general 

practitioner or memory clinics).mp [mp=title, 

original title, abstract, name of substance word, 

subject heading word] 

19902  

2 (barriers to assessment or assessment 

instruments or screening or case-finding or 

differential diagnosis or cognitive evaluation or 

office practices or office visits or geriatric 

assessment or physician's practice patterns or 

practice guidelines or practice protocols) and 

dementia).mp [mp=title, original title, abstract, 

name of substance word, subject heading 

word] 

3523  

3 ((barriers to diagnosis or patient care planning 

or best practice or current practice or diagnosis 

or specialist referral or diagnostic process or 

disclosing diagnosis) and dementia).mp [mp=ti, 

hw, ab, it, tc, id] 

5617  

4 ((comprehensive care or collaborative care or 

management or best practice management or 

current practice management or patient care 

team or multidisciplinary approach or 

integrated delivery of health care or specialist 

referral or drug therapy or drug treatments or 

medications) and dementia).mp. [mp=ti, hw, 

ab, it, tc, id] 

4356  

5 1 and 2 79  
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 Search History CINHAL, PsycINFO 
(continued) 

Results Display 

6 Limit 5 to English language 73  

7 Limit 6 to human [Limit not valid in: CINHAL; 

records were retained] 

72  

8 Limit 7 to yr=‛1995-2006‛ 62  

9 Remove duplicates from 8 58 DISPLAY 

10 1 and 3 143  

11 Limit 10 to English language  131  

12 Limit 11 to human [Limit not valid in: 

CINHAL; records were retained] 

129  

13 Limit 12 to yr=‛1995-2006‛ 113  

14 Remove duplicates from 13 101 DISPLAY 

15 1 and 4 82  

16 Limit 15 to English language 77  

17 Limit 16 to human [Limit not valid in: 

CINHAL; records were retained]  

76  

18 Limit 17 to yr=‛1995-2006‛ 68  

19 Remove duplicates from 18 62 DISPLAY 
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 Search History CINHAL, PsycINFO 
(continued) 

Results Display 

20 (management of pain and dementia).mp. 

[mp=ti, hw, ab, it, tc, id] 

5  

21 ((co-morbidities or comorbidity) and 

dementia).mp. [mp=ti, hw, ab, it, tc, id] 

732  

22 1 and 21 9  

23 Remove duplicates from 22 9 DISPLAY 

24 (general practitioner$ or family practice).mp. 

and 21 [mp=ti, hw, ab, it, tc, id]  

8  

25 Remove duplicates from 24 8 DISPLAY 

26 From 23 keep 1-9 9 DISPLAY 
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6.3 APPENDIX 3: EBM REVIEWS 

# Search History Results Display 

1 (general practitioners or family practice or 

primary health care physician or practice nurse 

or family physician or rural general 

practitioner or memory clinics).mp. [mp=ti, ot, 

ab, tx, kw, ct, sh, hw]  

3010  

2 (barriers to assessment or assessment 

instruments or screening or case-finding or 

differential diagnosis or cognitive evaluation or 

office practices or office visits or geriatric 

assessment or physician's practice patterns or 

practice guidelines or practice protocols).mp. 

[mp=ti, ot, ab, tx, kw, ct, sh, hw]  

10407  

3 (comprehensive care or collaborative care or 

management or best practice management or 

current practice management or patient care 

team or multidisciplinary approach or 

integrated delivery of health care or specialist 

referral or drug therapy or drug treatments or 

medications).mp. [mp=ti, ot, ab, tx, kw, ct, sh, 

hw]  

69842  

4 1 and 2  778  

5 4 and dementia.mp. [mp=ti, ot, ab, tx, kw, ct, 

sh, hw]  

24  

6 remove duplicates from 5  24  
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 Search History EBM Reviews (continued) Results Display 

7 Limit 6 to yr="1995 - 2006" [Limit not valid in: 

DARE; records were retained]  

21 DISPLAY 

8 (barriers to diagnosis or patient care planning 

or best practice or current practice or diagnosis 

or specialist referral or diagnostic process or 

disclosing diagnosis).mp. [mp=ti, ot, ab, tx, kw, 

ct, sh, hw]  

19825  

9 1 and 8  528  

10 9 and dementia.mp. [mp=ti, ot, ab, tx, kw, ct, 

sh, hw] (29) 

29  

11 limit 10 to yr="1995 - 2006" [Limit not valid in: 

DARE; records were retained]  

27  

12 remove duplicates from 11  27 DISPLAY 

13 1 and 3 (1042) 1042  

14 13 and dementia.mp. [mp=ti, ot, ab, tx, kw, ct, 

sh, hw]  

34  

15 limit 14 to yr="1995 - 2006" [Limit not valid in: 

DARE; records were retained] (33) 

33  

16 remove duplicates from 15  33 DISPLAY 
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17 ((comorbidity or co-morbidities) and 

dementia).mp. [mp=ti, ot, ab, tx, kw, ct, sh, hw  

7  

18 limit 17 to yr="1995 - 2006" [Limit not valid in: 

DARE; records were retained] (7) 

7  

    

19 (management of pain and dementia).mp. 

[mp=ti, ot, ab, tx, kw, ct, sh, hw  

1 DISPLAY 
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6.4 APPENDIX 4: PUBMED SEARCH HISTORY 

1 Search physicians, family or general practitioner* 35451 

2 Search (“family physicians”[Text Word] OR “physicians, 

family”[MESH Terms] OR physicians, family[Text Word] 

OR (general practitioner/community[All Fields] OR 

general practitioner/health[All Fields] OR general 

practitioner/hospital[All Fields] OR general 

practitioner/locum[All Fields] OR general 

practitioner/patient[All Fields] OR general 

practitioner/practice[All Fields] OR general 

practitioner/researcher[All Fields] OR general 

practitioner/surgeon[All Fields] OR general 

practitioner’s[All Fields] OR general practitioners[All 

Fields] OR general practitioners/duty[All Fields] OR 

general practitioners/family[All Fields] OR general 

practitioners/physicians[All Fields] 

27806 

3 Search #1 AND dementia AND assessment 110 

4 Search #1 AND dementia AND assessment Limits: 

Aged:65+years, English, Publication date from 1995/01/01 

to 2006/12/31, Humans 

42 

5 Search #1 AND dementia AND diagnosis 258 
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 Search History PubMed (continued) Results 

6 Search #1 AND dementia AND diagnosis Limits: 

Aged:65+years, English, Publication date from 1995/01/01 

to 2006/12/31, Humans 

76 

7 Search management OR current practice OR best practice 1066903 

8 Search #1 AND #7 AND dementia 133 

9 Search #1 AND #7 AND dementia Limits: Aged:65+years, 

English, Publication date from 1995/01/01 to 2006/12/31, 

Humans 

52 

10 Search comorbidity AND dementia AND #1 14 

11 Search comorbidity AND dementia AND #1 Limits: 

Aged:65+years, English, Publication date from 1995/01/01 

to 2006/12/31, Humans  

8 

12 Search management of pain AND dementia  161 

13 Search management of pain AND dementia Limits: 

Aged:65+years, English, Publication date from 1995/01/01 

to 2006/12/31, Humans 

84 
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6.5 APPENDIX 5: SCOPUS SEARCH HISTORY 

1 TITLE-ABS-KEY (assessment OR diagnosis OR 

management OR screening OR case-finding) 

2,587,133 

2 (TITLE-ABS-KEY (assessment OR diagnosis OR 

management OR screening OR case-finding) AND 

TITLE-ABS-KEY (dementia) 

15,040 

3 (TITLE-ABS-KEY (‚general practice‛ OR ‚general 

practitioners‛ OR ‚practice nurse‛ OR ‚memory 

clinics‛ OR ‚family practice‛ OR ‚family physician‛) 

AND TITLE-ABS-KEY (dementia)) 

495 

4 (TITLE-ABS-KEY (assessment OR diagnosis OR 

management OR screening OR case-finding) AND 

TITLE-ABS-KEY (dementia) AND (TITLE-ABS-KEY 

(‚general practice‛ OR ‚general practitioners‛ OR 

‚practice nurse‛ OR ‚memory clinics‛ OR ‚family 

practice‛ OR ‚family physician‛) AND TITLE-ABS-

KEY (dementia)) 

 

338 
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 Search History SCOPUS (continued) Results 

5 (TITLE-ABS-KEY (assessment OR diagnosis OR 

management OR screening OR case-finding) AND 

TITLE-ABS-KEY (dementia) AND (TITLE-ABS-KEY 

(‚general practice‛ OR ‚general practitioners‛ OR 

‚practice nurse‛ OR ‚memory clinics‛ OR ‚family 

practice‛ OR ‚family physician‛) AND TITLE-ABS-

KEY (dementia)) AND LANGUAGE (English) AND 

PUBYEAR AFT 1994 AND DOCTYPE (ar OR re) 

180 

6 (co-morbidities OR comorbidity) AND dementia) 3081 

7 (TITLE-ABS-KEY (‚general practice‛ OR ‚general 

practitioners‛ OR ‚practice nurse‛ OR ‚memory 

clinics‛ OR ‚family practice‛ OR ‚family physician‛) 

AND TITLE-ABS-KEY (dementia)) AND TITLE-ABS-

KEY (co-morbidities OR comorbidity) AND dementia) 

23 

8 (TITLE-ABS-KEY (‚general practice‛ OR ‚general 

practitioners‛ OR ‚practice nurse‛ OR ‚memory 

clinics‛ OR ‚family practice‛ OR ‚family physician‛) 

AND TITLE-ABS-KEY (dementia)) AND TITLE-ABS-

KEY (co-morbidities OR comorbidity) AND dementia) 

AND LANGUAGE (English) AND PUBYEAR AFT 

1994 AND DOCTYPE (ar OR re) 

18 
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 Search History SCOPUS (continued) Results 

9 ‚Management of pain‛ AND TITLE-ABS-KEY AND 

(dementia) AND LANGUAGE (English) AND 

PUBYEAR AFT 1994 AND DOCTYPE (ar OR re) 

10 
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6.6 APPENDIX 6: MDCONSULT SEARCH HISTORY 

Search 1 

‚dementia assessment in primary care‛ returned 33 results 

Results included content published from 2004 to current 

Search 2 

‚dementia diagnosis in primary care‛ returned 54 results 

Results included content published from 2004 to current 

Search 3 

‚dementia management‛ AND ‚primary care‛ returned 1 result 

‚dementia management‛ and ‚general practitioners‛ returned 0 results 

‚management of dementia‛ AND ‚general practitioners‛ returned 3 results 

Results included content published from 2004 to current 

Search 4 

‚Comorbidity and dementia in primary care‛ returned 2 results 

Results included content published from 2004 to current 

Search 5 

‚Management of pain and dementia in primary care‛ returned 0 results 

‚Management of pain and dementia‛ returned 21 results 0 retained 

Results included content published from 2004 to current. 
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6.7 APPENDIX 7: SOCIOLOGICAL ABSTRACTS SEARCH 

HISTORY 

 

Search #1 

KW= ((general practitioner) or (primary care) or (family physician) and KW= 

assessment and dementia 

4 results found in Social Sciences + 

20 results found in Community of Scholars 

0 Retained 

 

Search #2 

KW=(physician or (primary health care)) and KW=((management of dementia) 

or assessment or diagnosis) and KW=dementia 

10 results found in Social Sciences (7 retained) 

26 results found in Community of Scholars (2 retained) 

 

Search #3 

KW= (current practice or best practice) and KW=(physician or (primary health 

care) 

2 results found in Social Sciences  

0 Retained 
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