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Executive Summary 
 
This draft report presents the findings of an evaluation of the National Dementia Support 

Program (NDSP). It also builds on the earlier evaluations of the Living with Memory 

Loss Program and the Carer Education and Workforce Training Program which found 

both programs to be effective. The NDSP is intended to provide an opportunity to 

consolidate previous initiatives and to build on their successes by developing some new 

services.  The way in which the NDSP has been implemented, the models of operation 

and the management of the program elements within it vary across all States. 

 

A review of the literature has revealed a range of national approaches in other countries, 

but no approach appears to be as comprehensive as the Australian NDSP in terms of 

variety of programs.  Furthermore, there does not appear to be any national strategy that 

has been implemented across all States and which provides both overarching funding and 

a framework for services similar to the approach adopted in Australia.  

 

The overall aim of the evaluation was to review the NDSP in terms of its 

‘appropriateness, effectiveness and efficiency’. A number of specific objectives or areas 

of focus were identified in the evaluation brief. These related to different NDSP program 

areas, and to the overall impact of the NDSP on the rate and pattern of client contacts. 

The report has been structured around these five objectives (Chapters 3-7). 

  

The evaluation was conducted during the period from February to November 2006.  

A variety of data collection methods were used including: face to face and phone 

interviews with AA staff, Executive Directors, consumers and other stakeholders; focus 

groups with consumers and other stakeholders; site visits; document review; and review 

and analysis of existing quantitative data. Data relating to the NDSP National User 

Survey conducted by Alzheimer’s Australia in late 2006, and Dementia Awareness 

Month (September-October 2006), have also been taken into account, as appropriate. 

 



 iv

Evaluation of the operations of Dementia and Memory Community Centres (Chapter 3) 

and their capacity to improve information and support services has been difficult for a 

number of reasons. One is the limited time they have been fully operational and another 

is the considerable overlap of information and services with other NDSP programs.   

While it is not possible to determine if all the goals of the Centres have been realised at 

this stage, the existing evidence does suggest that they are appropriate and relevant and 

do meet the needs of their current users, that is people with dementia, family carers and 

the broader community.  The evaluation concludes that Dementia and Memory 

Community Centres appear to have moved Alzheimer’s Australia into broader areas of 

education and support for people with dementia and their carers. In particular, the initial 

evidence suggests that in the long run DMCC funding may be more important as a way of 

supporting a wide variety of activities than as funding to support bricks and mortar 

centres per se.   

 

In regard to the Early Intervention Program (Chapter 4) the evaluation focused on the 

range and impact of more flexible approaches to service delivery.  It revealed that 

significant effort has been devoted to providing Living with Memory Loss courses and 

support groups for specific target groups, in particular people with younger onset 

dementia, that are tailored to meet their needs. However, few States appear to have made 

significant inroads into CALD and Indigenous communities within the program.  

Anecdotal evidence suggests that the perceived benefits for more innovative approaches 

are at least similar to those of more standard courses, with additional benefits in some 

cases.  However, the evidence also indicates that there is a need for even greater 

flexibility within the Early Intervention Program so that the needs of some individuals or 

groups can be better met.  

 

A further area of focus in the evaluation was the range and overall effectiveness of non-

accredited short courses and community education (Chapter 5). There is a wide variety in 

the content and format of both NASC and community education courses in order to 

provide a service that is responsive to the needs and levels of its audience.  Topics range 

across the continuum of memory and dementia issues from risk reduction, what is 
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dementia, communication and behaviours to grief and loss.  In addition, they may be 

information sessions, experiential, skill based or activity based. Both types of education 

appear to be effective avenues for raising awareness and understanding of dementia, and 

for enabling participants to gain new skills and techniques that can be applied in their 

work or personal situations. There appears to be a huge unmet need for both types of 

education.   

 

The National Cross Cultural Dementia Network has been reviewed in terms of the extent 

to which it had been successful in extending its operations (Chapter 6). Although the 

evaluation has identified a number of issues related to its progress and impact thus far, in 

particular in regard to its impact within AA, it does appear to have made some progress 

in some areas of its operations. The outcome of this evaluation suggests that the 

effectiveness of the Network could be enhanced both by giving it a high profile within 

Alzheimer’s Australia and by securing resources necessary to fund MLO positions to 

drive its agenda at the national and State and Territory levels.  

 

There is little available and reliable evidence to evaluate the impact of the new service 

arrangements on the rate and pattern of contacts by consumers with the organisation 

(Chapter 7).  However, there is some evidence to suggest that the new service 

arrangements have had some impact on rate and pattern of contacts within specific 

elements of the NDSP.  If the national database is to be used for detailed evaluation 

purposes in addition to its current role as a client management and record keeping tool, 

then significant work will be required. That work should include the development of a 

fixed reporting minimum reporting requirement.  

 

Chapter 8 provides an overall assessment of the NDSP in terms of its ‘appropriateness, 

effectiveness and efficiency’. Evidence suggests that the NDSP does provide information 

that is appropriate – and relevant (suitable and fitting), however that there are 

information gaps within specific communities, and many challenges to influence 

particular stakeholder groups (e.g. doctors, transport). Moreover, while individual (or 
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groups of) health professionals may have considerable knowledge, in general, there is 

still unmet demand.  

 

Various issues associated with data collection and reporting within the various 

components of the NDSP have presented challenges for assessing the overall 

effectiveness.  However, client evaluations clearly indicate that the information that they 

get within NDSP programs is effective and has ‘produced the desired effect’ in terms of 

providing information, making connections, referring to an appropriate service and/or 

supporting them in their role as a carer (employed or family). Furthermore, health 

professionals who participate in courses have reported that the material does ‘raise their 

knowledge and understanding of dementia’ across a range of practice areas. The results 

of the user survey conducted by Alzheimer’s Australia in late 2006 (see Appendix 1) also 

provide evidence of a high level of consumer satisfaction. In addition, the program does 

appear to have improved the capacity of carers to care for the PWD longer, and at home, 

through the contact they have had with individual sub programs (e.g. Early Intervention 

Program).  However, it is difficult to determine which individual component of NDSP 

has been identified as ‘effective’ when the client perceives Alzheimer’s Australia (State 

office) as ‘all one program’.  The evaluation has not been able to determine if the NDSP 

has improved the quality of care of the person with dementia, or influence the burden of 

care.  However, one aspect of NDSP that appears to be particularly effective is that it 

allows the organisation to recognise changing needs and to direct/redirect individuals as 

appropriate. 

 

Efficiency was demonstrated in several ways. The NDSP operates within various models 

of service delivery and this extends the ‘borders’ of each State organisation well beyond 

the location of its ‘headquarters’. All States reported that staff tended to ‘work across 

areas’ and often picked up responsibility in more than one program. However, data 

reporting requirements of the NDSP were reported as ‘onerous’ by many and not 

necessarily efficient and there appears to be scope for reviewing these. While all States 

identified efficiency in the national framework of the NDSP, and accepted some common 

outputs in particular programs was warranted, they all identified an advantage in being 
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able to allocate funds to specific State priorities, in response to local need, and to 

determine how that was done on an annual basis.  

 

The evaluation has concluded that the NDSP has demonstrated that it is appropriate, 

effective and efficient, although a number of suggestions for improvement are also 

offered.   
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1. Introduction 
This draft report presents the findings of an evaluation of the National Dementia 

Support Program (NDSP). The evaluation was conducted over a nine month period 

commencing in February 2006.  

   

A detailed description of the program, and its various components, based on 

discussions with staff responsible for various components of the program in each 

State, was provided in the interim report (July 2006).  

 

1.1 Background 

As outlined in the Interim Report, the National Dementia Support Program (NDSP) is 

an Australian Government funded program delivered by Alzheimer’s Australia (AA) 

which   came into effect on 1st July 2005. An initial total of $12.6 million (exclusive 

of GST) was provided to fund the program for an 18 month period – i.e. to 31st 

December 2006. However, in June 2006, the Minister for Ageing announced that 

Alzheimer’s Australia would be funded to provide the current program for a further 

three years (i.e. to June 2009). 

 

The NDSP represents an integration of various dementia programs previously funded 

by the federal government and administered by Alzheimer’s Australia (AA), 

including the Dementia Education and Support Program (DESP), Early Stage 

Dementia and Support and Respite Project (ESDSRP), Carer Education and 

Workforce Training (CEWT), and National Dementia and Behaviour Advisory 

Service (NDBAS). It is intended to provide an opportunity to consolidate previous 

initiatives and to build on their successes by developing some new services.  

 

The NDSP is implemented by all States, however, as there are several different 

models of operation and management across all States, some with well developed 

regional services, and some with considerable networks and partnerships, there are 

differences within programs. 
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1.2 Program aims 

The stated aims of the NDSP are to:  

• increase the capacity of people with dementia to remain in their homes for as 

long as they wish and it is appropriate for them to do so, therefore delaying 

entry to residential care 

• provide easy access to information on dementia about prevention, early 

intervention, diagnosis, support and other services for people with dementia 

• improve information and the support services for people with memory 

concerns, people with dementia, their carers and families, and the broader 

community 

• improve the quality of life for people with dementia and their carers 

• reduce the risk of carer burnout and; 

• improve the quality of care for people with dementia and provide innovative 

care options to support people with dementia and their carers. 

 

1.3 Structure of the NDSP 

The NDSP comprises seven service components or ‘sub-programs’. These are: 

1. Helpline and Referral 

2. Dementia and Memory Community Centres (DMCCs) 

3. Early Intervention Support 

4. Non-Clinical Advice, Counselling and Professional Support 

5. Education and Training 

6. Awareness Raising and Information Provision  

7. Special Needs Support 

 

Each of these service components is delivered by State and Territory member 

organisations of Alzheimer’s Australia.  
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1.4 International Approaches 

1.4.1 Other National Initiatives and Programs 

Worldwide, the extent and future impact of the dementia epidemic is now well 

understood.  The response by individual nations to the increasing population of 

dementia sufferers has been varied across the developed world.  A national approach 

supports a common strategy for dementia in the promotion of key issues and the 

provision of best practice methods to address dementia’s consequences.  In Australia 

the challenge of dementia is being addressed via one such national approach where 

dementia is a recognised condition and a national health priority (Department of 

Health, 2001). 

 

By way of context, a brief review of policy initiatives and programs to address the 

needs of people with dementia and their carers in a number of other English speaking 

developed countries is outlined below. It highlights the fact that Australia is clearly a 

leader in the dementia area, not only in terms of its efforts at policy level, but also in 

terms of its support for comprehensive national programs such as the NDSP.  

  
New Zealand 

Currently in New Zealand, Alzheimer’s disease and other dementias are not 

identified in a category of their own but are included under the umbrella of chronic 

diseases generally.  Additionally, as yet the New Zealand government has not made 

dementia a national health priority despite Alzheimer’s New Zealand emphasising 

that a national plan is needed with more funding to provide policies, information, and 

training as well as additional support for those living with Alzheimer’s disease who 

are in the community.  In 2006 more than 30,000 New Zealanders have dementia and 

the country’s ageing population indicates these numbers will more than double over 

the next three decades. 

 
United Kingdom 

In the context of the National Health Service (NHS), people with dementia have been 

identified for support alongside a range of other chronic or long term conditions as 
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part of the NHS Improvement Plan.  The main document of reference concerning 

dementia care in the UK is the National Service Framework (NSF) for Older People 

(National Service Framework for older people, 2001).  This document sets out 

standards for the provision of health care and social services for older people with 

mental health problems associated with older age.   However, according to Bullock 

(2005), in reality dedicated services for dementia do not exist.  The existing 

arrangements have resulted in the provision of dementia care that is diagnosis 

focused rather than needs led.  Currently dementias are catered for under psychiatric 

services but it is proposed that old age psychiatry leave mental health trusts and 

become part of dedicated older people’s services.  In this scenario only the more 

complex and advanced dementia case would require specialist services.  Memory 

clinics run by neurologists and geriatricians are an increasingly common example of 

the management of less complex cases of dementias (Bullock, 2005). 

  
Dementia Services Development Centres (DSDC) 

Dementia Service Development Centres (DSDC) are organisations throughout the 

UK which exist to provide services and information in a specified geographic area on 

all aspects of dementia and dementia service provision to commissioners, service 

providers and policy makers.  The aim of these centres is to assess the needs of the 

dementia population, in terms of housing and provision of a secure environment. 

 

The European Union 

Currently within the European Union there is no overall national priority approach to 

addressing dementia among the population of member countries.  Progress toward this 

end includes activity by the European Parliament in 1996 and 1998 dedicating two 

resolutions to Alzheimer’s disease in which it stressed the public health implications 

of an ageing population and the increase in numbers of people affected by 

Alzheimer’s disease and other forms of dementia.  The call for action of the European 

Parliament expressed in these two resolutions has largely gone unanswered.  In 2006, 

Alzheimer Europe has again called upon the European Union, the World Health 

Organisation and national governments to recognise Alzheimer’s disease as a major 

public health issue and to develop European and international programs, as well as 
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national action plans, to adequately respond to the challenges posed by the growing 

numbers of people with dementia. 

 

The United States 

There are a number of national initiatives operating in the US that serve people with 

Alzheimer’s and their caregivers.  All of the following programs operate 

independently of each other.   

 

The National Family Caregiver Support Program 

This is a nation wide federally funded program established as part of the older 

Americans Act to provide caregiver support services such as respite care and adult 

day care. 

 

A National Alzheimer's Call Centre 

This centre provides nationwide telephone support, crisis counselling and information 

and referral services – 24 hours a day, seven days a week, 365 days a year – to people 

with Alzheimer’s disease, their caregivers, family members, health and tong-term care 

providers and the general public.  The Call centre is administered between the 

Alzheimer’s Association and the Administration on Ageing.  

 

The Safe Return Program 

This is a nation wide registry and proactive search and locator service which is a 

collaboration between the Department of Justice and the Alzheimer's Association and 

local law enforcement agencies. It addresses the problem of wandering, which is 

unique to dementia.  

 

Other US dementia programs of a national scope 

Other US dementia programs of a national scope include the 29 Alzheimer’s Disease 

Centres currently funded by the National Institute on Aging.  Their aim is to promote 

research on Alzheimer’s disease through established research networks that facilitate 

collaboration among Alzheimer’s researchers and promote sharing of ideas, data and 

research results.   
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The Chronic Care Networks for Alzheimer’s Disease 

A partnership between the Alzheimer’s Association and the National Chronic Care 

Consortium (NCCC) has attempted to integrate medical care and support services for 

Alzheimer’s disease via the Chronic Care Networks for Alzheimer’s disease.   

The two associations have worked together to develop, implement, and evaluate a 

mode of coordinated medical care and supportive services for people with 

Alzheimer’s disease and other dementias.  The model has been positively evaluated in 

a number of settings (Maslow et al, 2005) and awaits more rigorous evaluation as a 

randomised control trial study. 

The Chronic Care Networks for Alzheimer’s disease has four components:  

• Early identification of people with possible dementia.  

• Initial dementia assessment.  

• Ongoing medical and non-medical care management.  

• Family caregiver information and support. 

 

Federal funding  

Funding for Alzheimer’s programs in the US was reduced in the 2006 budget (US 

Alzheimer’s Association, 2006). Key features, as outlined in the latter document, 

were: 

- The US federal government reduced its commitment to Alzheimer’s 

biomedical research for the first time in three decades 

- Funding for programs that support individuals with Alzheimer’s disease 

and their caregivers were reduced, and 

- The Deficit Reduction Act passed by Congress in 2005, places additional 

financial restrictions on those who can qualify for Medicaid nursing home 

coverage. 

The 2007 budget proposal is anticipated to: 

- further reduce the budget for Alzheimer’s research  
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- eliminate all of the federally funded Alzheimer’s care programs and cut 

dollars for other programs that provide services to the frail elderly and 

their caregivers. 

(US Alzheimer’s Association, 2006) 

 
Canada 

In Canada a variety of Alzheimer strategies have existed at the provincial level but to 

date there has been no national strategy in place for comprehensively addressing 

Alzheimer’s Disease and related dementias.  The Alzheimer Society of Canada and 

the National Advisory Council on Aging have been calling for a National Strategy on 

Alzheimer's Disease and related dementias.  They envisage and support a co-

ordinated and comprehensive approach at the national level involving government, 

agencies and people affected by Alzheimer's Disease or a related dementia.  In 2005, 

a measure of progress toward this aim has been achieved with majority support for a 

government Motion calling on the Canadian government, in consultation with the 

provinces and territories, to promote the inclusion of Alzheimer’s Disease and related 

dementias as a significant and integral component of the Canadian Chronic Disease 

Strategy. The central purpose to this initiative is to put in place an all-inclusive 

approach to this disease by providing an opportunity for shared learning, the 

development of best practice models of care across jurisdictional boundaries and the 

adoption of a strategic and cost-effective response to Alzheimer's disease in 

conjunction with the provinces and non-governmental organisations. 

 

In terms of provincial strategies, Ontario has successfully implemented the first 

comprehensive Alzheimer Strategy in Canada, with the government investing $68.4 

million over five years from1999 to 2004 (McAiney, 2005).  The primary concern 

about the sustainability of the strategy was that there should be sufficient supports in 

place to ensure that the program would continue.  

 

To date all Canadian provinces have developed a strategy for Alzheimer’s Disease 

and related dementias; this has been done collaboratively with provincial Alzheimer’s 

Societies and the Provincial Advisory Committee of Older Persons. 
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1.4.2 Summary 

From this review, it is evident that there are a range of national programs that have 

been developed in some countries, but none as comprehensive as the Australian 

NDSP have been identified.  Furthermore, there does not appear to be any national 

strategy that has been implemented across all States (Counties, Provinces) and which 

provides both overarching funding and a framework for services similar to that 

adopted in Australia.  
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2. Evaluation of the NDSP 

2.1 Aims and objectives  

The overall aim of this evaluation, as identified in the contractual agreement between 

Alzheimer’s Australia and the Australian Government, is to review the NDSP in 

terms of its ‘appropriateness, effectiveness and efficiency’.  

 

The specific evaluation objectives, as identified in the evaluation brief, were to:   

• evaluate the impact of the new service arrangements on the rate or pattern of 

contacts by consumers within the organisation 

• evaluate the operations of the Dementia and Memory Community Centres 

(DMCCs) in terms of their consistency with policy intent and extent they 

address the stated project aims 

• document the use of flexible models within the Early Intervention Program 

(EIP) and the impact of their use on Program clients 

• document the range of non-accredited and community education programs 

delivered and their effectiveness; and 

• evaluate the extent to which the National Cross Cultural Dementia Network 

(NCCDN) has been successful in extending its operations.  

 

2.2 Evaluation approach and methods 

2.2.1 General approach 
The evaluation was conducted during the period from February to November 2006.  

A combination of descriptive and pre- post designs was used. Data were collected in 

two main stages as follows: 

• February – April 2006: Visits to each AA State office, consultations with 

members of the NCCDN, and other stakeholders (e.g. Commonwealth 

Department of Health and Ageing representatives). These visits enabled 

collection of information relevant to each NDSP component in each State, as 

well as physical inspection of the DMCCs, as required by the evaluation.   

• June-September 2006: Further visits to selected States (n=4) plus phone 

liaison with those States not visited. Involved further discussions with relevant 



 10

AA staff, and consultations with consumers and other stakeholders. A primary 

focus of this stage was to obtain feedback from consumers and other 

stakeholders in regard to specific services/programs (or aspects of them) in 

terms of satisfaction, impact, and associated issues. It also included further 

review of selected DMCCs and ongoing collection/updating of quantitative 

and qualitative data related to the specific NDSP service components of 

interest.  

 

Data related to the AA NDSP National User Survey (conducted in the period 23rd 

October 2006 to 17th November 2006) and Dementia Awareness Month (8th 

September 2006 to 9th October 2006), conducted independently of this evaluation and 

made available after its completion, have also been taken into account, as appropriate. 

2.2.2 Data collection and analysis 

A variety of data methods were employed, as follows: 

• Interviews: face to face and by phone (AA staff, Executive Directors, 

consumers, other stakeholders) 

• Focus groups: consumers, other stakeholders as appropriate (e.g. NCCDN 

members) 

• Site visits (including observation) (DMCCs) 

• Document review 

• Review and analysis of existing quantitative data (e.g. national data set, 

national Helpline statistics, State AA data) 

      
Further details of specific methods used are provided in the relevant chapters.  

 

Qualitative data collected during interviews, focus groups and from documentary 

sources were analysed manually with a focus on identifying common issues and 

themes.  

 

Quantitative data were provided by the National AA Office.  Access to the reports 

module of the Client Management Online system was approved by the National AA 

Office and provided by Applied Aged Care Solutions. 
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2.3 Structure of this report 

The report has been structured around the five key areas of focus identified in the 

evaluation brief (Chapters 3-7). Given its more general nature, information related to 

the impact of the NDSP on the rate and pattern of consumer contacts (Evaluation 

Objective 1) has been included in later chapter (Chapter 7). Within each of these 

chapters, a similar structure has been adopted as follows: 

• evaluation question and interpretation 

• approach / methods 

• results 

• discussion and conclusions. 

 

Chapter 8 assesses the NDSP overall, in terms of its ‘appropriateness’, ‘effectiveness’ 

and ‘efficiency’. Information presented in this report and the Interim Report is used as 

a basis for this discussion. Various issues and suggestions for improvement are also 

presented.     

 

2.4 Evaluating the NDSP - Issues & challenges  

This evaluation has presented a number of challenges, both methodologically and 

practically. One relates to the fact that the NDSP is, in a sense, an ‘umbrella’ program 

comprising a number of ‘discrete’ services and programs, all of which are quite 

different from each other, and each of which warrants an evaluation in its own right. 

Assessing the different components of the evaluation has therefore required adoption 

of separate approaches.     

  

Related to the above point is that, given the timeframe of the evaluation and the range 

of NDSP components to be assessed, the depth of exploration has been limited. This 

relates in particular to programs such as the NCCDN and DMCCs which ideally 

would have extended over a longer period to enable a broader range of views and 

additional information to be collected. The relatively early stages of development of 

some programs (particularly the DMCCs), has also limited the extent to which 

meaningful conclusions can be drawn.   
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In addition, although all NDSP programs share similar overall aims objectives, 

contextual factors and influences have shaped the way specific programs have been 

implemented in the different States. In this sense, it has been difficult to draw overall 

conclusions about some programs, although a number of common themes could be 

identified in some cases. Because of their varying circumstances, the evaluation has 

made no attempt to compare States although specific examples have been provided as 

appropriate.      

 

There have also been issues related to the extent and quality of data available / 

accessible for evaluation purposes. These include the introduction of a new client 

management system in the first quarter of 2006 which has been slower and more 

complicated than expected, differences in program management across States, 

variations in data definition and entry practices, multiple funding sources and other 

problems that some jurisdictions have experienced.  These issues have impacted on 

the completeness and comparability of data across States and thus impact on the 

reliability of National data and the ability of the evaluation to make unequivocal 

conclusions.   

 

Finally, there are issues associated with funding that add a level of complexity. A 

number of NDSP programs are also supported via other sources of funding, so 

assessing the impact and ‘effectiveness’ of the NDSP in isolation is difficult. It 

addition, many States provide programs which have similar aims to those of the 

NDSP but which are funded from other sources – or were prior to the NDSP. This 

impacts on the extent to which, for example, impact on consumers and other 

stakeholders can be meaningfully assessed.  

 

Further, decisions about ongoing funding for NDSP occurred during the course of the 

evaluation, and staff attitudes and perspectives changed in some areas, accordingly. 

This may or may not have an impact on the value and relevance of this evaluation.   

 

A number of issues and challenges pertaining to the specific evaluation questions are 

discussed in the relevant chapters. 
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3.  The Dementia and Memory Community Centres  
Dementia and Memory Community Centres (DMCCs) are a newer initiative within 

the NDSP.  Funding for their establishment was allocated within the 2005 Budget, 

although infrastructure funding did not become available until September 2005. 

Under the terms of the NDSP contract, a minimum of one Centre was to be 

established in each State or Territory. As noted earlier, during the course of this 

evaluation, the Minister for Health and Ageing announced that funding for the NDSP, 

including the DMCCs, would be continued beyond the initial period (June 2005 to 

December 2006) to mid 2009. 

 

DMCCs aim to increase and broaden the visibility of AA within the community and 

to act as an entry point into the range of services that are available. The contract 

requires that they provide access to on-line memory testing and individual cognitive 

exercise programs; on-line communication forums; counselling, support and referral 

services; education services; and general health and risk reduction information. 

Structured, time limited activity programs based around physical and mental 

wellbeing are also to be delivered. A library providing on-line and hard copy 

resources and services is located within each Centre.  

 

DMCCs seek to expand current activities and services, as well as encourage 

innovation. The intention is also that Centres will have significant referral effect 

across services. The approach across States has varied and this has necessitated a 

flexible approach to the evaluation and a range of methods of data collection.  

 

3.1 Evaluation question and interpretation 

The focus was to ‘evaluate the operations of the DMCCs in terms of their consistency 

with policy intent and extent they addressed the stated project aims’. We have 

understood this to require an assessment of the way in which DMCCs have been 

implemented in terms of their activities and services to date, and the extent to which 

this is consistent with the federal government’s overall aged care policy framework 

(where the focus is on encouraging and supporting older Australians to have healthy, 

independent and active lives for as long as possible), but in particular with 

government’s policy aims in regard to dementia. As reflected in the Helping 
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Australians with Dementia, and their Carers – Making Dementia a National Health 

Priority initiative, a primary focus is on strengthening the capacity of health and aged 

care sectors to assist people with dementia, their carers and families, as well as aged 

care and community workers, through a variety of measures, including early 

intervention, education and training and other initiatives. Ensuring that the needs of 

specific groups, such as people from CALD or ATSI backgrounds, are being met is a 

further area of aged care policy emphasis.  

 

The broad project objectives for the NDSP all relate to the DMCCs, however, the 

most relevant are: 

1. to provide easy access to information on dementia about prevention, early 

intervention, diagnosis, support and other services, and  

2. to improve information and support services for people with memory 

concerns, PWD, carers and families and the broader community. 

 

The AA DMCC Implementation Summary Report (Alzheimer’s Australia 2006a) 

identifies the following core requirements of DMCCs: 

• A minimum of one Centre in each State, 

• Ensure capacity to deliver the Centre’s requirements, 

• Ensure, awareness of and ease of access to the Centres and their 

services, 

• Meet the needs of all clients especially ATSI, CALD and people from 

rural/regional centres, 

• Capacity to provide services including outreach, and 

• Ensure all elements including physical environment and ongoing 

services meet best practice standards. 

 

Both of the above served as a framework for the approach adopted for this part of the 

evaluation.  

 

3.2 Evaluation approach and methods 

The approach to collecting and reviewing data related to DMCCs has had to be 

flexible because each model/approach has been evolving over the time of the 
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evaluation. However, in accordance with the contract, evaluation of the DMCCs was 

conducted in two main stages.   

 

The first involved initial visits to each State in order to ‘audit’ structures and 

approaches and consult with relevant staff. Audits included an examination of 

physical features and location, access, marketing and signage, community profile and 

outreach, facilities and relationship with the rest of the ‘office’. Details of planned 

activities and services, articulation with other services, staff roles and responsibilities 

were also sought as part of this process. In addition, anticipated client populations, 

stakeholder groups, possible partnerships and referral patterns were explored.  

  

It was important to understand the aims and objectives of each individual approach 

and a further focus of this stage was to ensure an understanding of how each approach 

was being implemented and how it linked with other activities and programs. Detailed 

results for this stage were presented in the Interim report. 

 

The second stage required a focus on operations to date and sought staff’s views 

regarding the extent to which additional funding through DMCCs had improved the 

information and support services for people with memory concerns, PWD, carers and 

their families. It also sought to determine whether activities now offered under the 

DMCCs portfolio (sometimes shifted from other program areas to DMCCs), had 

extended information into that sector of the community seeking information on 

memory rather than Alzheimer’s disease.  

 

The evaluation sourced data from coordinators, other staff, clients and other 

stakeholders. Specific methods included: 

• Site visits (Stage One)  

• Interviews - face to face and/or by phone 

 

Interviews were conducted either face-to-face or by telephone with all Executive 

Directors as part of the second round of data collection. In some cases, other staff 

involved in the DMCCs were also interviewed. Questions sought to determine the 

impact of the Centres’ physical location/operation, extent of activities, outreach, 
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consumer reaction/response, interaction with outside stakeholders, impact on other 

services, and data that were being collected. Identifying external stakeholders (e.g. 

key service providers or partners) who had had sufficient contact with and/or 

understanding of the DMCCs proved difficult, hence interviews with this group were 

not conducted (as originally planned).  

 

• Focus groups with consumers  

Focus groups were convened with consumers of DMCCs activities where possible. 

This presented some evaluation challenges, however. First, of the four States visited 

during the second round of data collection, only two were able to organise groups for 

this purpose. This was partly due to the limited time some Centres had been fully 

operational, but also because DMCC coordinators/staff felt that consumers would not 

necessarily relate to the DMCCs as the reason for contact or as the nature of the 

activity in which they were participating, particularly in cases where activities had 

formerly been part of another program area (e.g. support groups).  

 

• Document review 

Activity reports were reviewed to determine discreet DMCC outputs but these data 

proved to be unreliable. Other relevant documentation, including the national 

summary implementation report, and relevant information (e.g. publicity brochures, 

etc) produced by individual States, was also reviewed. 

 

It was also intended that relevant data on usage would also be reviewed as part of the 

DMCC assessment process, however this did not prove possible. States are asked to 

collect some basic DMCC data which are passed on to the National AA Office and 

collated.  The data on first time users relates to information about gender, age group, 

what services/activities were used, why they attended and how they heard about the 

Centre.  Upon further visits, users are only asked about what services they used.  The 

data collection form does not collect information on CALD or Indigenous status.   

 

The NDSP Activity Report (July 2005 to June 2006) reported that collecting data has 

been problematic. The nature of the DMCCs is that they provide easy, non-

confronting access to information and thus collecting data in this environment has 
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proven difficult for staff and clients.  In addition, it is clearly difficult to collect 

accurate information about numbers of people or reason for attending from various 

types of DMCC initiatives such as mobile vans at country fairs and shopping centre 

displays.   Consequently, no reliable or accurate information about DMCC users or 

usage is currently available. 

 

3.3 Results 

Information included in this section combines data collected during the first and 

second stages of the evaluation.    

3.3.1 DMCC models or approaches 

DMCCs have been ‘introduced’ to the community in a variety of ways. While there is 

some overlap, there appear to be two primary approaches:  

(i) innovative expansion of the existing State office facilities and services, and 

(ii) a mobile resource to take existing and new information and services out to 

communities, beyond the State office location.  

 

In terms of the first model, all States have established a capital /major city DMCC 

focus within existing State offices. Some States (e.g. Victoria), have purposefully 

refurbished office space as a physical ‘centre’ to become the initial public entry to the 

organisation/service. Others have allocated/expanded space to particular aspects of the 

DMCCs operations (e.g. library in WA, SA, NT) while others, have almost 

transformed the physical location of the AA office into a DMCC (e.g. NSW). 

 

As identified in the Interim report, co-location of DMCCs within State offices (‘just 

part of the current office’) has created some issues in regard to space requirements 

and for some this has meant a separation of client services from corporate services 

(e.g. NSW, WA). The Brisbane (and also the Port Macquarie Centre in NSW) have 

been specifically established for DMCC purposes (the main AA office in Queensland 

is located on the Gold Coast).  

 

Most DMCCs are located in ground level buildings; however, some services 

associated with the DMCCs are located on an upstairs floor (e.g. QLD – Gold Coast, 
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Hobart). Apart from the Hobart DMCC, none of the capital city Centres is located 

within the city CBD, although a number of regional centres (e.g. Alice Springs, Port 

Macquarie) are centrally located (e.g. shopping mall). The location of the AA office 

within a community centre or other health facility (e.g. Canberra, Darwin) provides 

additional interaction with other services/organisations. Accessibility via public 

transport varies to some degree – e.g. the Melbourne centre is located on a main road 

and is easily accessible by tram. In addition, parking at some centres is quite to very 

limited (e.g. QLD – Brisbane, Gold Coast).  

 

Signage and market presence varies with some exhibiting major specific signage (e.g. 

Melbourne) while others refer to the DMCC as within the State office. Apart from the 

Darwin DMCC, all capital city Centres are open five days per week, during business 

hours.  

 

Libraries, meeting and activities rooms are generally shared with other programs (e.g. 

Living with Memory Loss, Education and Training). In some States (e.g. ACT, WA, 

NSW) comfortable homelike sitting areas have been created. Some Centres have 

kitchens (e.g. NSW) and secure outdoor areas (e.g. SA, NSW). All Centres have 

computer terminals available, generally in private areas (e.g. libraries).  

 

In the case of the more mobile approach to a DMCC, again implementation has 

varied. Those States which have purchased and fitted out a mobile van as part of the 

DMCC initiative (SA and WA) have created a very visible marketing/public relations 

strategy that has penetrated into communities at functions/events, such as community 

fairs, and other locations, such as shopping centres. Marketing is around all 

information and services associated with the NDSP programs, but has a particular 

DMCC focus on health education and health promotion, risk identification and 

memory preservation.  

 

Other States (e.g. ACT, Tasmania, Queensland, NSW) have expanded already 

existing mechanisms of taking information to the community (e.g. via mobile 

displays), again to emphasise the DMCC message of health education and health 

promotion, risk identification and memory preservation. States already operating 

regional sites, either locations or through other community services and organisations 
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(e.g. NSW, NT, WA) have expanded existing information and services to emphasise 

the DMCCs message, through activities, information and referral.  

 

Staff reported that both approaches appeared to have successfully targeted a ‘new’ 

client population and have expanded the messages of NDSP into different areas. 

DMCCs were regarded as having become a means of extending the NDSP along the 

wellness and prevention end of the dementia continuum. 

3.3.2 Outreach 

The capacity of DMCCs to reach out to the community in a different way was 

continually emphasised and States have adopted a variety of strategies to marketing 

within both approaches. Local newspapers have been used as a means of releasing 

information and for advertising. Posters have been placed in pharmacies, community 

health centres, community libraries, shopping centres and GP surgeries. Planned 

activities have been compiled into ‘calendars of events’ and circulated through 

existing mailing lists and networks. DMCC messages have been added to existing 

programs. New market opportunities have also been identified and this is reportedly 

proven very successful for the mobile model of implementation: for example, 

presence at country fairs and other community events; displays at shopping centres 

and as part of other community events. 

 

The visibility of the brightly labelled mobile van is reported to have captured the 

attention of the general public, wherever it appears.  

You can’t help but see it – it is so bright and so in your face; the messages on 

the outside on the van are just so visible. 

 

Staff in SA and WA commented that reactions to the mobile van had generally been 

very positive.  

 

Materials have been developed to use as part of the DMCC message by all the States 

(e.g. flyers, activity calendars).  All States reported taking the DMCC promotional 

material along to activities, courses and events as part of the total ‘package’ of 

information.  The DMCC message is perceived by all States to be attractive to the 

general public, tapping in to an almost ‘bottomless pit’ of demand for information on 
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memory loss, prevention strategies and early awareness, and understanding of 

dementia. 

 

The ‘drop in’ approach does not appear to have been as successful with most States 

reporting that there had not been the volume of ‘drop in’ customers as anticipated/ 

proposed within the DMCC initiative. However, increases of around three to five per 

week have been reported in Tasmania’s Hobart office, which holds a unique position 

in the middle of the city. Most visitors were reported as being either workers on their 

lunch break or tourists (particularly those not living in Tasmania). The interest has 

been sufficient for them to establish a support group for city workers during the lunch 

period.   

 

NSW reported a positive response to activities marketed under the DMCC initiative 

and that this had brought clients to the Sydney (North Ryde) Centre – marketed as the 

public face of the general (non-corporate) location. Victoria has invested resources 

into creating a multi-faceted environment for their DMCC with a highly visible sign 

that now presents as the focal point of the Melbourne office complex. The access to 

information, choice of recorded stories, changing displays and easy access to library, 

staff and other services, presents a complete interpretation of the ‘intent’ of the 

DMCC initiative. However, at the time of this report, there was little evidence to 

demonstrate that the public had yet responded to this approach and that the ‘drop in’ 

intent of the model had been achieved. The view of many staff was that this would 

take time (e.g. ‘we are just starting to get traction, it is early days for us’).  

3.3.3 Activities and services 

A range of activities and services are provided in each State Centre, in accordance 

with those outlined in individual State Implementation Plans. Many of these, for 

example already established services such as counselling and libraries, were 

immediately available. As outlined in the Interim report, others have taken longer to 

develop/implement, for reasons including: the extent and nature of refurbishments 

required; delays in recruiting staff; delays in library resources and written 

information/ brochures becoming available; and the time needed to develop and 

disseminate promotional material, and for newly employed coordinators to establish 

networks/identify resources.   
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The proposed internet interface of DMCCs has not been realised. Although computers 

have been located in all DMCCs, staff have report minimal usage. In addition, 

problems with the development and implementation of the national web site 

associated with DMCCs have been ongoing. It was reported that on-line 

communication forums have not been taken up by the public.  

 

All States reported concern about on-line memory testing, another component of 

DMCCs. Concern is around accuracy of testing, the need for interpretation and/or 

discussion, level of need (reason for accessing in the first place), implications of 

results, and ability of the individual to interpret any result ‘meaningfully’. This issue 

remains unresolved. 

 

Staff reported that cognitive exercise programs along with general health and risk 

reduction messages have so far been well received. Many have also reported high 

levels of interest from the general community in understanding how to ‘mind your 

mind’ and that all aspects of this program have been very well received.  

 

Counselling, support and referral 

All States reported a significant increase in demand for counselling since the 

implementation of DMCCs. However, it is not clear whether this demand relates to 

the DMCC messages, or if it relates to the fact that DMCCs have captured the 

attention of a different population who may not have been ready to receive a 

‘dementia’ message. Available data do not accurately report the origin of the demand.  

 

While consumers may not come to a DMCC specifically for counselling, they can get 

information, go home and call the Helpline later. This may be a DMCC initiative that 

results in a referral to other services, including counselling, at a later date. In WA, for 

example, it was estimated that the DMCC had realised a 5-10% increase in the 

demand for counselling. Most States have reported that the counselling service is 

under resourced to meet any increase in demand. 

 

Education or activity sessions  

All States are running education sessions on a range of topics as part of the DMCC 

concept. In addition there is a wide range of activities being run, although some were 
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already being offered prior to the DMCC initiative. Some examples include: ‘Meet 

the Expert’ – a series of talks by experts on a range of topics relating to memory, 

dementia and services (SA); Tai Chi classes (ACT); ‘Open House’ – a once a month 

social event intended as a gentle way to introduce people to the organisation and 

services (NSW). Other courses/activities include a memory expo, cooking classes, 

grief and loss course, art therapy, and singing.  

3.3.3 Consumer engagement  

As discussed, there is as yet little evidence that consumers have engaged with 

DMCCs on a ‘drop in’ basis to any extent; however, response to outreach services, in 

particular the mobile vans, appears to have been significant.  In order to explore 

consumer’s views about DMCCs and their contact with them,  three focus groups 

were convened, one in South Australia and two in New South Wales. All three groups 

had been established prior to the implementation of DMCCs, but were now included 

as DMCC activities.  

 

During discussions it was clear that consumers did not see themselves as attending a 

DMCC, rather as attending an activity run at that venue. In the case of the two NSW 

focus groups, no-one was aware that they were attending a DMCC even though most 

had received a calendar of events with the DMCC logo on the literature. One 

consumer commented that, when she received the literature, she didn’t understand 

why dementia and memory were separated out. Another said that she had always seen 

‘this place’ as an Alzheimer’s Australia Centre – ‘I hadn’t focussed on the name’.  

However, many participants commented on the pleasant venue and friendly 

atmosphere (‘it feels like home’). 

 

Similarly, none of the 12 focus group participants in SA had heard about the DMCC. 

This group had been together for some time, a self supporting group that had evolved 

from a formal support group facilitated by a counsellor. The fact that they were now 

coming to a DMCC was not considered relevant. As one person commented: ‘We 

have been coming here for years, no matter what it is called’. However all 

appreciated AASA continuing to make the premises available for them to meet.  
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In all three groups few people reported visiting the Centres (or AA office) for other 

purposes  - or on a ‘drop-in basis - although a couple said they used the library on 

occasion, and one person said she did some voluntary work in the office on a regular 

basis.  

  

Consistent with the above comments, it was widely reported by staff that the public 

were not (yet) relating to the concept of a ‘Centre’ that is, a physical building, nor to 

the name, but were definitely relating to information about memory. A possible 

reason suggested for this was that the new approach to disseminating information was 

more a re-branding of existing material and programs into the DMCC portfolio (‘we 

have been doing this all along but now it is called DMCC’). 

 

Results for the NDSP National User Survey conducted by AA during October-

November 2006 indicated that Centres were used primarily as sources of information 

– either via the library, staff, or available written material (e.g. brochures) (see 

Appendix - A.2.2). It should be noted that these responses related mostly to DMCCs 

in NSW and Victoria (58% of total respondents). The survey also revealed high levels 

of satisfaction amongst DMCC users in terms of their contact with staff and the 

information and activities provided (see Appendix – A.2.2). 

 

Few States have yet devoted much specific attention to developing strategies to attract 

and/or meet the needs of people from special needs groups into DMCCs. However, all 

States recognised the need to expand DMCCs into other communities and cultures as 

part of the DMCC initiative. Information in languages other than English is available 

and disseminated as part of the overall information display in some States (NSW, 

Victoria). NSW staff reported that one of the main reasons for locating a Centre at 

Port Macquarie was its proximity to two Indigenous communities with whom good 

links had already been established. This was also the case in the NT where excellent 

links to Indigenous communities are reported, and in the ACT, where there are a large 

number of different cultural groups. As identified in the Interim report, each State 

takes a different approach to CALD and Indigenous communities; approaches to the 

former are discussed in more detail in Chapter 6. 
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3.3.4 Impact on organisation 

Referral to other services appears to be common throughout the NDSP. Referrals to 

counselling services in particular were reported to have increased and as having 

impacted on staff resources.  Referral to (other) community education courses was 

also reported.  

 

A number of AA staff reported that the DMCC initiative had ‘changed the 

organisation’s perception of itself’ in that it had allowed innovation and expansion of 

ideas within the organisation. The shift of emphasis into the areas of risk 

identification, health education and prevention was reported as having been 

particularly significant in this regard.  

 

Some States also reported a ‘change in staff attitude’ and a degree of innovation that 

did not exist within other aspects of the NDSP.  However, a number of people 

commented that this had brought on another challenge for the organisation, 

specifically, whether it was resourced sufficiently to respond appropriately to the new 

markets that have been created and to provide services for the community that are not 

being met by any other organisation.   

Can we cope in the long term? We have tapped into an enormous market that 

could suck up all our resources and threaten our capacity to meet the needs of 

our current and new clients who have a diagnosis of dementia and need 

support? 

 

3.4  Discussion and conclusions 

The timing for planning and establishing the DMCCs and the complications 

associated with funding allocation have added a level of complexity to this part of the 

evaluation. In terms of overall implementation and evaluation, therefore, this is still 

‘early stages’ for the DMCCs. With this in mind, however, a number of comments 

can be made.   

 

The two models or approaches described previously appear to have strengths, 

however, the truly ‘mobile vans’ have realised a wider dissemination of material and 
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have attracted the interest of the communities who have been involved. There is no 

doubt that a State office within a capital city, no matter how well positioned, clearly 

marked or publicised, does not have the same outreach as a mobile van.  While it is 

almost impossible to accurately count the number of people who walk past and/or 

‘engage’ with the van’s messages during a community fair, it does appear to be an 

excellent way to present information. Similarly, material at a shopping centre as part 

of a DMCC display is attractive and engaging and captures the general public. 

Perhaps consideration could be given to all States having a mobile van at some stage, 

as  a means of increasing the outreach of all services within the NDSP. 

 

DMCCs also appear to have become a lever for consumers into other programs. 

Exposure of the DMCCs to the community facilitates the transfer of information 

about the suite of NDSP services and raises the profile of AA beyond the boundary of 

the State office. However, it is not clear if the individual comes into the organisation 

because it is AA or because it is a DMCC and indeed evidence collected during the 

course of this evaluation suggests that consumers and other stakeholder do not yet 

readily identify with the DMCC concept per se.  

 

In regard to whether DMCCs have enabled easier access to information on dementia 

about prevention, early intervention, diagnosis, support and other services, the 

findings of this evaluation suggest that they have been reasonably successful thus far, 

although there are issues around the ‘drop in’ idea, particularly in view of the location 

of most Centres, and associated issues such as public transport accessibility and 

parking. However outreach programs and services, particularly the mobile vans, 

appear to have considerable potential and provide an easy point of access for people 

who might not otherwise be able to engage with the Centres.   

 

DMCCs also seem to have facilitated the extension/expansion of information as well 

as introduced new information to the community. Comments made by many AA staff 

suggest that the messages of DMCCs have reached out to and engaged a different 

client group, described as the ‘worried well’, interested and concerned about memory 

loss, risk factors, prevention, as well as diagnosis and treatment.  
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Although there is limited evidence that DMCCs have developed strategies to address 

the needs of specific groups such as people from CALD or Indigenous backgrounds, it 

is perhaps somewhat premature to make any judgments about this given the relatively 

early stages of development of the Centres and the fact that initial efforts have been 

devoted to establishing basic infrastructures and services. However, outreach 

initiatives, particularly the mobile vans, do enable the needs of other special needs 

groups (i.e. people living in regional and rural areas) to be addressed, thereby 

ensuring greater equity and access to information and services.  

    

A number of issues associated with the implementation and running of Centres, and 

with the DMCC generally were identified in the Interim report, and warrant repeating 

here. They include: 

• challenges associated with finding ways of utilising staff resources in the most 

effective and efficient way (particularly in States where mobile vans have 

been purchased) and ensuring that staff (particularly counselling staff) are 

available/accessible  - i.e. given that many at many staff work across a number 

of programs, and often off-site.  

• concerns about the adequacy of funding to run DMCCs  in smaller States 

where there are fewer staff, most of who work across a number of programs 

and services.  

• the appropriateness of the name Dementia and Memory Community Centres 

(e.g. it is a real mouthful; It does not convey the scope of our business) and the 

view that it was not a title with which the general community could readily 

relate.   

• delays in online services becoming available and the extent to which they 

would be used. 

3.4.1 Conclusions 

As indicated at the outset of this chapter, evaluation of the operations of DMCCs and 

their capacity to improve information and support services has been difficult for a 

number of reasons. One is the limited time they have been fully operational; another 

is the confusion around what is and what is not a DMCC initiative. DMCCs can not 

be viewed in isolation. There is considerable overlap of information and services with 

other NDSP programs and at times, it is difficult to identify whether an activity is 
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within the DMCC or part of another program (e.g. community awareness or 

community education).  

 

There is no question that the ‘intent’ of DMCCs can be evaluated positively, but the 

concept and its practice raises some concerns.   

 

One relates to the DMCC concept itself. The name ‘DMCC’ implies a physical 

presence. As described, and in accordance with their contractual agreements, all 

States have made appropriate spaces and facilities available, generally within existing 

AA premises, with appropriate signage, in order to promote this idea of a ‘Centre’. 

Within these ‘Centres’, various activities and services, several of which have actually 

been provided for some time, are offered.  

 

As a consequence, it appears that DMCCs are broadly viewed by the community as 

part of the existing services of AA. Therefore, labelling them as separate ‘Memory 

Centres’ is confusing. The common view is that they are AA State offices. As one 

staff member explained: 

They go and see AA about their memory, they don’t think they are going to the 

Memory Centre. 

 

This indicates that, in the long run, funding may be more important as a way of 

supporting a wide variety of activities rather than as funding to support bricks and 

mortar centres per se.  

 

A second concern relates to the actual and potential resource demands of the DMCC 

initiative. Evidence suggests that the establishment of DMCCs has placed additional 

pressure on staff and facility resources that have been allocated to the NDSP. In view 

of the complex nature of the DMCC initiative, some additional pressures of this kind 

are to be expected, at least in the short term, until the program has become fully 

established. Moreover, the DMCC program – or at least specific activities associated 

with it – has the potential to generate a considerable increase in demand for AA 

services. A critical issue, therefore, is the extent to which the organisation will have 

the capacity to meet these increased demands in the longer term, whilst at the same 

time continuing to meet the need of its current clients.  
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Thirdly, the reporting associated with DMCCs appears to have added to an already 

complex reporting structure that reports on activity but not outcomes. Results are 

difficult to measure and the current reporting systems make it a matter of 

interpretation as to which category an activity is reported in (e.g. ‘is this activity 

reported as DMCCs or is it community awareness raising, or community 

education?’). It is also difficult to report accurately on numbers of people associated 

with some DMCC activities – for example, shopping centre displays, community 

fairs, open community forums.  

Done 1600 people – what does that mean – who picked up a brochure, who 

asked a question, who stopped at the van?  

 

How can you determine if a counselling contact was a component of DMCCs 

activity or helpline referral? 

 

Finally, evidence at this stage does suggest that DMCCs are suitable and fitting and 

do meet the needs of their users, that is PWD, family carers and the broader 

community but staff report that they have not yet penetrated well into professional 

groups or providers. DMCCs also appear to produce their desired effect, however, it is 

difficult to quantify this at this stage. It is not yet possible to determine if all the goals 

of DMCCs have been realised; nor is it possible to determine their level of useful 

output given their total input or cost, which is perceived to have been considerable in 

the time frame, and considering the delay in initial funding allocation. 

 

The evaluation concludes that DMCCs are consistent with policy intent and extent to 

which they address the stated project aims. DMCCs do appear to have moved 

Alzheimer’s Australia into broader areas of education and support for people with 

dementia and their carers.  Knowledge of, and concern about loss of memory, is being 

consumed by the general public. What can not be reported at this stage is the impact 

on a population who, when/if they require information and/or services in the future 

because of a diagnosis of dementia, will be better prepared, because they ‘took on the 

memory messages’ earlier. 
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4. Early Intervention Program – Flexible/Innovative 
Approaches  
As outlined in the evaluation Interim Report, the Early Intervention program 

(commonly referred to as the Living with Memory Loss – LWML - program) 

provides targeted support to people with early stage dementia and their carers (family 

members or friends) via structured education and support groups. People with early 

stage dementia who do not have primary carers can also attend. Specific aspects of the 

program include the provision of emotional and social support, information and 

advice, education related to stress management techniques, communication skills, and 

other practical strategies to cope with difficult behaviour. A more detailed description 

of this program was provided in the Interim report.  

 

Few changes have been made to the program under the NDSP, however it was 

anticipated that the new funding arrangements would facilitate the provision of more 

flexible and/or innovative approaches to delivery of the program in order that the 

needs of particular groups (e.g. people living in rural/remote areas, people from 

CALD backgrounds) are met.  The extent to which States have achieved this, and 

their ‘effectiveness’, in terms of their impact on clients, was identified as being of 

particular interest for this evaluation.  

 

4.1 Evaluation question and interpretation 

The evaluation was required to ‘document the use of flexible models within the Early 

Intervention Program and the impact of their use on Program clients’.  This question 

has been interpreted as requiring: 

(i)  a descriptive account of the types and range of ‘flexible’, ‘innovative’ approaches 

to providing the LWML program, including support groups 

(ii) assessment of the benefits of such programs to participants in terms of their 

understanding of dementia, their ability to cope with their situations, both practically 

and emotionally, and their overall quality of life.  

 

In the absence of any formal definition, a broad interpretation of the meaning of 

‘flexible’ or innovative’ was adopted – that is, a flexible approach was assumed to be 
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any LWML or support group that deviated from the ‘standard’ model or approach in 

some way. Variations could relate to overall structure or format (e.g. LWML offered 

via a residential retreat or and/or condensed format – e.g. over three weeks instead of 

the ‘standard six to eight weeks); target group (e.g. younger onset, CALD) or content 

(e.g. modified to suit the needs of a specific group).  

 

4.2 Approach and methods 

In order to address the first component of this question in detail, a proforma 

requesting details of all flexible approaches to delivery of the LWML course and/or 

support groups was developed and sent to relevant staff in each State AA office for 

completion. This proforma requested details of all such approaches delivered in the 

period from the inception of the NDSP (i.e. July 2005) to the end of August 2006. The 

latter cut off date was selected in order to allow sufficient time for review and 

analysis.  

 

The timeframe and overall scope of the evaluation precluded an in-depth analysis of 

impact on clients similar to, for example, the approach adopted by Bird et al (2004). 

Consequently all data were collected retrospectively. This was done in a number of 

ways. The first was via focus group discussions in selected States (n=4). Participants 

were invited to attend the focus groups by program staff, following consultations with 

the evaluators. Focus group discussions for support group participants were held on 

normal group meeting dates; LMWL attendees came in their own time.  

 

Although the primary focus of the discussions was the benefits of participating, and 

the general impact (if any) on participants’ lives and/or situations (e.g. in terms of 

their ability to cope), a number of other issues were explored. These included 

participants’ views about the appropriateness of the course/group they had attended in 

terms of its structure, content, and the extent to which it met their expectations, and 

ease of access. Suggestions for changes or improvements were also sought.  

In addition to the above, and where available, participant feedback summaries and 

reports related to LWML courses identified as ‘non-standard’ were reviewed. 

Although variable in terms of issues explored and format, all provide information 

relevant to assessing the impact of the above models on participants.  
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Views regarding the impact of participation in ‘non-standard’ EIP courses or support 

groups were also sought from relevant program staff in each State. In those States not 

visited during the second round of data collection, these interviews were conducted by 

phone. Questions focused on the perceived impact of participation in the groups on 

clients, whether the specific approaches used were any more/less effective than 

‘standard approaches’, and any factors that may have limited the impact and 

effectiveness of these alternate models.    

 

4.3 Results 

4.3.1 Use of flexible approaches 
 

LWML Courses 

A broad overview of different approaches to providing the LWML program and 

associated support groups was presented in the Interim Report. In this section, specific 

details of ‘flexible/innovative’ approaches (as defined previously) that have been used 

since the inception of the NDSP are outlined.  
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Table  4.1: LWML Courses, July 2005 – August 2006 

 
Where held 

 

 
No. of Participants 

 

 

Course Type 

Metro Non- 

Metro 
PWD Carers Total 

 

Comments 

Specific Target Group 
  Younger onset* 

 
7a 

 
2b 

 
63    

 
63    

  
126 

 

 

  CALD 
 

1 
 

 4 4 8 For people of Spanish 
speaking background 

  Other 
     older males/  veterans 
 
     people with Parkinson’s         
     related dementia 

1 

 

1 

 6 

 

8 

6 

 

7 

12 

 

15 

 
All in 80s; various co- 
morbidity issues. 

Residential retreat 
 

 6c 35 35 70 One retreat run for 
metro-dwelling younger 
onset clients 

Intensive 
 

1 6 38 37 75 Includes 2 courses for 
younger onset clients 

Approach 
 

2  15+d 15+d 30+  

TOTAL 
 

13 14   336+  

a Includes one intensive course. bIncludes one residential retreat and one intensive course. 
 cIncludes regional centres/towns. dNumbers for one course not reported.  
 

As can be seen from Table 4.1, in the 13 month period from the commencement of the 

NDSP and until the end of August 2006, a total of 27 ‘non-standard’ LWML courses 

were implemented. All States have run courses of at least one of these types. In some 

instances, courses involved more than one ‘type’– for example, a residential retreat or 

intensive course for people with younger onset dementia. Approximately equal 

numbers of courses have been run in metropolitan areas (of capital cities) and non-

metropolitan areas, although this varied widely between States. Non-metropolitan 

locations were generally regional towns. 

 

Decisions to adopt an alternate structure or approach, or to focus on a specific target 

group, have generally been made in order to better accommodate the needs or 

circumstances of consumers – for example in terms of content/ approach, 

language/cultural appropriateness, and/or structure (e.g. six week course not viable for 

people living in rural areas where extensive travelling involved). Recognition of the 
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need for alternatives to the standard program has largely resulted from AA staff’s own 

observations (i.e. through their direct involvement in courses and/groups), often in 

conjunction with information passed on by other AA staff services (e.g. Helpline, 

Counselling, regional services), external service providers and partners, and/or 

community groups.  

 

However, other factors play a role in determining the specific type of approach 

adopted.  For example, in NSW a strong belief in the importance of the group work 

process within the LWML program has meant that retreats or intensive courses are 

not offered. Similarly, insufficient client numbers and/or resourcing issues (e.g. staff 

time, travel costs) have limited the extent to some States (particularly smaller ones) 

have been able to run courses for, for example, specific target groups and/or people 

living in rural or remote regions.   

 

Although, in most cases, decisions about the specific type of LWML course to be run 

are clearly largely ‘service provider’ driven, there are some reported instances of 

consumers requesting a specific model (e.g. retreat). In addition, in some States, 

course participant feedback has resulted in courses being offered, for example, at 

different times (e.g. evenings rather than during the day for younger onset people), in 

order to maximise the chances that working carers can attend. Weekends course have 

also been offered in some States.    

 

As indicated in the Table, the most prevalent type of ‘innovation’ has been courses 

conducted for specific target groups, in particular people with younger onset 

dementia. Although the format of most of these courses appears to have been similar 

to ‘normal’ LWML courses, some flexibility has been necessary in order to address 

the specific needs of these groups. In NSW, for example, younger onset courses tend 

to run slightly longer than normal (e.g. one to two weeks). The course for Spanish 

speaking people (NSW) involved bilingual facilitators who undertook specific 

training. Relevant written information, including promotional material and the 

leaders’ manual was also translated specifically for this course. Because of the nature 

of some of these groups (e.g. Parkinson’s related dementia in SA), some have 

involved extensive prior research and/or liaison with relevant organisations or 
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community groups – i.e. beyond what would normally be required. This represents a 

hidden cost not reflected in course budgets.  

 

Retreats and intensive course are generally run for people living in regional or rural 

areas, although this is not always the case. For example, in Western Australia a retreat 

for metropolitan based younger onset people and their carers was run in a regional 

town 2 ½ hours south of Perth; in Brisbane an intensive course was run at the DMCC 

for people with younger onset dementia. Retreats vary in length from 2 ½ to four 

days, and have been run over weekends (e.g. Queensland) as well as midweek (e.g. 

Tasmania).  Accommodation is generally arranged in a hotel/motel or similar (e.g. 

bed and breakfast); in one case participants stayed at a holiday resort.  

 

The structure of intensive course also varies – for example, some have been run two 

days a week for three weeks; others for three days a week over two weeks. Some have 

also been run over a weekend (e.g. six hours per day, a total of 12 hours). Similar to 

retreats, intensive course are often run to reduce the amount of travel required of 

participants, and in some cases also of staff – e.g. where metro-based AA staff 

facilitate a rural/regional course.  

 

Group sizes in all courses vary widely and range from three or four couples to eight or 

nine. Numbers in smaller States, and/or rural areas are often smaller, although not 

always. Some courses have included single people – either a PWD with no 

carer/support person, or vice versa.  

 

Apart from residential retreats, many ‘non-standard’ courses have been run at non-AA 

venues. In most cases this has involved some hire costs, although these are generally 

reported to have been minimal. In some States, assistance with transport to attend 

courses is provided (e.g. taxi vouchers, volunteer transport).  

 

In addition to the courses/models described above, two States reported running 

courses where the actual approach adopted was described as ‘innovative’ in that they 

did not adopt the ‘standard’ practice of using a facilitator and guest speakers. In one 

case it involved the use of art therapy and ‘creative expression’ with the PWD in 

order to promote active participation, the sharing of thoughts and experiences, and the 
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development of friendships and support. In the other, the life experiences of a number 

of people who had taken part in previous programs were used as a basis for promoting 

input and discussion.   

 

Some States have been 'innovative' in other ways that are not reflected in the above 

data. For example, as a means of overcoming problems associated with having 

insufficient numbers to warrant running a course in a rural/outlying area, one State 

arranged for participants to be transported in to a more central location where a 

number of people had already been recruited. Participants were provided with 

overnight accommodation in a motel (at the organisation’s expense). This was said to 

have been more cost efficient than running a course for a small number of people in 

an outlying area.   

 

Support Groups 

Most States run follow-on support groups, although to varying degrees depending on 

staff availability and client numbers. In the NT, LWML participants are recruited into 

social groups run as part of DMCC. Table 4.2 provides details of groups being run or 

implemented during the 13 month period from July 2005.  
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Table 4.2: Support Groups, July 2005 – August 2006 

 
Where held 

 
No. of Participantsa 

 

 
Description 

Metro Non-    
metro 

 
Freq. 

PWD Carers Total 

 
Comments 

Specific Target 
Group 
   Younger onset 

• combined 
• PWD only 
• carers only 

 
   Male veterans 
 

 
 
 

5 
1 
1 
 

1 

  
 
 

1/mnth-1/yr 
1/mnth 
1/mnth 

 
one-off 

 
 
 

43 
6 
- 
 

6 

 
 
 

46 
- 
6 
 

6 

 
 
 

89 
6 
6 
 

12 

 

Social focus 
 

1 1 1/mnth – 1/6 
wks 

22 22 44 Includes regular 
BBQs in local 
park, group 
outings, etc 

Activity/interest focus
   Singing group 
 
   PWD activity group 

 
 

1 
 

1 

  
 

1/wk 
 

1/mnth 

 
 

7 
 

13 

 
 

3 
 
- 

 
 

10 
 

13 

 
 
 
 
PWD only – 
structured around 
people’s interests 
& abilities 

Other 
   Art therapy 

   
1/mnth 

 
24 

 
19 

 
43 

 
Used to promote 
participation, 
sharing of 
thoughts, feelings, 
etc 

TOTAL 
 

12 1    223  

a Attendance varies. 
 
 

As for LWML courses, decisions to run a support group in a certain way, or for a 

particular target group, are primarily staff driven. Frequently, however, the specific 

content or focus of the group is largely determined by the interests of participants 

themselves (e.g. ‘advocacy’ and community consultation focus rather than 

‘activities’). 

 

Similar to the ‘flexible’ approaches used within the LWML program, the majority of 

‘flexible’ support groups also target specific groups, most notably people with 

younger onset dementia. As described above, these groups are regarded as ‘flexible’ 

in that they enable a focus on issues more specific to the needs of the respective 

groups.  
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Some groups have a primarily social focus – in one case meeting regularly in a local 

park for a BBQ; in another meetings generally involved an ‘activity’ of some kind 

(e.g. outing, guest speaker) followed by coffee and general ‘socialising’. Activity 

focused groups include a singing group, and a group that has been structured around 

the interests of participants – e.g. trying out activities such as water colour painting, 

attending gym sessions for active older people, Tai Chi. Two groups, one for people 

with younger onset dementia and another more general group, are offered to PWD 

only, and one of the younger onset groups is for carers only.   

 

Group sizes vary from six to as many as 28, although in all cases attendance is said to 

fluctuate. Most groups are held in community venues (in which case a hire fee is 

sometimes payable), however, one group meets in a private home. Assistance with 

transport to access the groups via taxi vouchers and/or lifts is frequently provided in 

order that people can attend.    

 

It is of interest to note that only one of the groups identified in the Table is run in a 

non-metro area. This accords with comments made in the Interim report related to the 

frequent difficulties of maintaining support groups in rural/regional areas, particularly 

when participant numbers are low and staff resources limited. One way of attempting 

to address this problem adopted by AAQLD staff has been to combine people who 

have attended LWML retreats or intensive courses in regional towns with the general 

support group run in the region. Contracting groups out to other agencies, as has been 

done in Victoria has also enabled some groups to be run in regional locations (e.g. 

Geelong). In WA, individual participants are contacted by phone if support is not 

available locally. 

4.3.2 Impact on clients  
 

Participant details 

Focus groups 

Five focus groups were conducted in four States (two in WA and one each in Victoria, 

South Australia and New South Wales respectively). In addition, three one-on-one 

interviews, two of which were conducted by phone, were conducted with clients who 
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had participated in LWML programs in NSW. A total of 51 people – 21 males and 30 

females – were involved in these discussions. Table 4.3 provides summary details.  

 

Table 4.3: EIP – Flexible /Innovative Approaches, Focus Groups and 
Interviews  
 LWML Support Group 

Number of Groups 3 2 

Number of Individual Interviews 3 - 

Total number of participants 21 30 

 

One of the LWML focus groups and all three individual interviews related to LWML 

courses specifically tailored for people with younger onset dementia; the other related 

to a group designed for people with early stage dementia associated with having 

Parkinson’s disease.   

 

Of the two support groups, one was an activity focused group for people with 

dementia; the other had a social focus and had continued to meet beyond the standard 

timeframe of the LWML support group in order to meet the ongoing support needs of 

participants.  

 

Evaluation reports 

Summaries of LWML course evaluations were submitted by five States and ranged 

from one to six per State. Only course evaluations available in summary form were 

included in our analysis. No reports pertaining to support groups were available, as 

they are generally not evaluated in any formal way.  

 

Staff interviews 

Eight EIP staff, covering all States and Territories, were interviewed.  

 

LWML Courses 

Regardless of the ‘type’ of course (i.e. in terms of structure, focus, etc), results from 

all data sources (i.e. staff, consumers, evaluation reports) indicated considerable 

consistency in regard to the benefits and impact of participating, and overall levels of 

satisfaction, for both the PWD and their carer.  
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The courses were clearly regarded as extremely useful with a number of specific 

benefits identified. In part these related to the information and knowledge gained 

which had provided people with a greater understanding of dementia, ideas for how to 

cope in a practical sense (I have a better understanding of how to deal with my 

husband), and greater awareness of services and supports available to them. Many 

people commented that the legal and medical information, and information on 

practical strategies, had been particularly useful.  

 

A number of carers indicated that the information gained through the course had 

given them a greater sense of where they were headed, and had enabled them to plan 

ahead in a more informed way. One carer mentioned that it had also helped her to feel 

more confident when dealing with the medical professionals – for example her 

husband’s neurologist whose manner she often found intimidating and non-

responsive. Significantly, many people indicated that their encounters with the 

medical profession – both GPs and specialists – had been less than desirable, in terms 

of the information and support provided.  

 

Equally as valuable as the knowledge and awareness gained through the course was 

the opportunity they had provided to be with people in similar circumstances in a 

relaxed, non- judgmental environment.  

It has been a wonderful opportunity to have a safe environment where I could

  share my worries and concerns, knowing that others in the group face 

the same situation as me. [PWD] 

             

This had also helped to reduce the sense of isolation that many people experienced.  

They are people who know exactly where you are coming from, you only have 

to open your mouth and say something and they instantly understand whereas 

our family who love us and our friends who love us too cannot completely 

understand because they’re not going through it [    ] so you’re not by 

yourself, that’s really important you’re not on your own. [Carer] 

 

The groups had been a source of new friendships for many. This was particularly 

important given that many participants' former friendships had fallen away (‘You lose 

quite a few friends when you have dementia’).  
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Attending the course had also helped most participants accept and adjust to their 

situations (When you know what’s going on you can tolerate it more [PWD]), 

although not all carers felt that they had yet reached that point (It’s a way of dealing 

with it, accepting it, but I still haven’t).  

 

Many people indicated that they now felt more secure about the future, knowing that 

help and support was available.  

I feel protected now that I know there are people out there who can help me 

and understand my situation. [PWD] 

 

It had also provided many participants with a greater sense of hope and optimism.  

I’ve had a change in attitude, a new perspective on life; am appreciative of 

what I have in my life. [Carer] 

 

There’s light at the end of the tunnel – there’s light right along the tunnel. 

 [PWD] 

 

One female carer said that it had also helped her to learn ‘to look after myself as a 

carer’.  

 

In one State, retreat participants had been asked to complete a self rating scale pre and 

post attendance. The scale explored personal well being, interpersonal relationships, 

social interaction and overall sense of wellbeing. Results indicated upward shifts in all 

areas for all participants, but particularly for the PWD. A number of carer comments 

made in course evaluation reports also identified the positive impact that the courses 

had had on their spouses/parent’s well being, for example:  

He has started talking again, and laughing; he’s not withdrawn. 

 

It has helped him communicate with other people like himself; it has not made 

him feel useless.  

 

Appropriateness and access 

In terms of content and structure, levels of satisfaction were generally extremely high. 

Course content was generally regarded as useful and appropriate to people’s needs, 
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and  ‘about right’ in terms of amount (although see later), and ‘level’ (‘clear, not too 

high brow’).  

 

There was some variation in opinion about the way the sessions were structured. In 

one State where carers and PWD sessions were generally held separately, some 

participants indicated a preference for more joint sessions – particularly sessions of a 

more informal nature where participants had the opportunity to socialise. Some people 

suggested that carers would benefit from more time together.   

 

The size of groups did not seem to be an issue, although some focus group 

participants said that they would not have liked their group to have been any larger. 

However, most people felt that they had been given sufficient opportunities to ‘have a 

say’. For those attending six to eight week courses, the frequency of sessions (i.e. 

once a week) was generally regarded as ‘about right’.   

 

No-one indicated having experienced any difficulties getting to the course, even those 

who had travelled quite a distance to attend (in one case this involved a two hour 

journey from a regional town). Most focus group participants said that they came to 

the sessions by car, although some came by taxi, the costs of which were subsidised 

by the relevant State AA. This was much appreciated. One person stated that she 

wouldn’t have been able to attend the course without that assistance.   

 

Many participants expressed a keen interest in meeting socially after the course - i.e. 

as a support group (‘can’t wait for the Memory Café to start’). Most indicated that 

they would highly recommend the course/group to others and in some cases had 

already done so.  

 

Specific LWML approaches 

In addition to the general benefits outlined above, a number of comments related to 

specific approaches or models are discussed below.  

 

• Courses for Specific Target groups 

For courses aimed at specific target groups, the opportunity for participants to be 

together with people of a similar age, cultural background and/or condition (e.g. 
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Parkinson’s) – was an added benefit. Although course content appears to have been 

generally similar to that of ‘standard’ courses, it enabled issues of particular relevance 

to these groups to be explored and discussed in more detail.  

 

In the case of the younger onset groups, for example, several focus group participants 

emphasised that many of the issues they faced were different from those of older 

people and therefore that ‘meeting others of the same age and being able to vent 

frustrations was extremely useful’. Similar comments were made by participants in 

both the Parkinson’s and Older Veterans Psychiatry Program (OVPP) groups. Staff 

comments and observations echoed this view.  

 

In regard to the course for people of Spanish speaking background, running the course 

in Spanish, rather than using interpreters, was considered by staff to have been 

definitely advantageous:  

The group was extremely cohesive and felt very comfortable with the process. 

The benefit was also evidenced during the medical presentation where it was 

noted the additional time involved and greater lack of comprehension when a 

presentation is conducted in English and then interpreted’ (Alzheimer’s 

Australia NSWa, nd).  

 

As well as the benefits to participants, positive spin-offs for the broader Spanish 

speaking community were also reported - for example, the training that had been 

provided to Spanish speaking workers, and translation of materials.    

 

One carer who participated in the older male veterans’ course in Victoria also 

commented on the importance of their having been able to attend the course at the day 

hospital they all regularly attended (‘It’s very important for ‘Vets’ to be in their own 

environment’). The OVPP social worker identified a number of benefits including 

‘enhanced carer support and education’ and ‘enhanced veterans’ access to specialist 

community organisation for memory loss issues’. He/she also reported reduced 

contact by carers during the time they were attending the course.   

 

Some comments were made regarding the appropriateness of running courses during 

the day – i.e. as many carers worked. For example, one carer said that although she 
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had been able to attend most sessions, she had had to arrange to take time off work, 

however this had not always been possible and she (and her husband) had therefore 

missed some sessions. It was suggested that an evening or weekend course would 

have been preferable. Some States have since offered evening courses although, in the 

view of staff in one State, these had not been as successful as staff and participants 

were often tired. Some AA staff also thought that there may be scope for running 

longer sessions – i.e. in order that issues of particular relevance to group could be 

discussed in more detail. In regard to content, a number of focus group participants 

thought that there could have been more attention devoted to medical and legal issues, 

and issues related to having dependent children.  

 

Although the decision to run carer and PWD groups together for the duration of the 

CALD course in NSW was made on the basis that it would be more culturally 

appropriate, feedback from facilitators and participants indicated that it would have 

been preferable to have run them separately (i.e. as is standard practice). Course 

coordinators also felt that more time devoted to running a community awareness 

campaign would have helped to reduce the number of inappropriate referrals that were 

made (AANSWa, nd). 

 

• Retreats and Intensive courses 

As discussed in the Interim Report, views regarding the desirability and effectiveness 

of the retreat and/or condensed format models vary somewhat between States. Some, 

particularly those who favour a group work model, consider that people benefit more 

by attending over a more extended time frame as it enables more time for 

relationships to develop and strengthen.  

 

However, where retreats and/or intensive courses have been run (e.g. WA, Victoria, 

Queensland, Tasmania) course evaluations and anecdotal evidence suggest that they 

have been of benefit to participants, and that these benefits are generally similar to 

those discussed earlier. Moreover, available evidence generally does not appear to 

support concerns raised by some AA staff about participants not being able to cope as 

well with the amount of information they had to ‘digest’ within the shorter time 

period, although some participants did admit to having had some initial reservations 
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(e.g. The thought of 3 full days was daunting), and a few commented that they had 

found the course, particularly the first day, rather intensive/long.   

 

The view of one AA staff member who had participated in both standard and 

condensed format courses was that the latter was actually a preferable model: 

People bond more quickly, you don’t have to spend time recapping or help 

people reform like you do in the standard six week format. The six week 

commitment is a much greater commitment for people, you don’t see the 

bonding until about week four, whereas it usually occurs in the second week in 

the condensed courses.  

 

Retreats were regarded by many participants (but particularly carers) as a valuable 

opportunity to ‘get away’ from the normal routines, to relax and have fun in pleasant 

surroundings (being spoiled by having meals cooked – no decision making or 

housework; I don’t want to go home!). One carer particularly appreciated the 

opportunity to spend time with his/her father (I have bonded with Dad in such a 

special way, and am appreciative of the time I have with him). Another person stated: 

‘I have learnt to laugh again’. Many retreat participants indicated that they hoped 

there would be similar opportunities to get do something similar in the future (e.g. It 

would be great if we could have them every few years), possibly over a slightly longer 

period (e.g. five days). All expressed a desire to maintain contact, particularly on a 

social basis.   

 

Retreats and condensed course also appear to be attractive to people living in rural 

areas because of the reduced travelling involved. However, one AA staff member 

suggested that although participant feedback had always been positive, and that some 

people were now specifically requesting the retreat model, there may be scope for 

varying the model further in order to allow more opportunities for interaction and 

bonding – for example, by holding an introductory session one week prior to the 

retreat, and a follow up session one week after.  

 

• Other approaches 

Although participant evaluation data specific to the other types of approaches 

identified in Table 5.1 (i.e. uses of art therapy as a medium) were not available, staff 
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indicated that these approaches had been ‘well received’. Specific comments related 

to course which used art therapy and creative expression were: 

Creative opportunity increases active participation, and sharing of thoughts, 

feelings and experiences. Also deepens the content of the program, and 

facilitates friendships and caring support.  

 

Support Groups 

Support groups are not formally evaluated in order to assess their effectiveness, hence 

comments in this section are based primarily on focus group discussions, plus 

anecdotal evidence from staff. Findings were largely similar to those for LWML 

course participants.  As would be expected in view of their different focus, there was 

less emphasis on knowledge and understanding, although many people did comment 

that other group members were invaluable sources of information and ideas (e.g. 

practical coping strategies). Being able to meet and share experiences and concerns 

with people in similar situations, in a non threatening environment, was by far the 

most frequently mentioned benefit.   

It’s someone else to talk to when you’ve had a bad day, someone you know 

who understands, it makes you feel a bit better. [PWD] 

 

In the focus groups, many people spoke of the difficulties of discussing their 

conditions or situations with family members or friends who, although generally 

sympathetic, did not really understand and/or were not able to confront what was 

happening (You can’t really talk to your family, it often makes them worse). 

 

Another frequently mentioned benefit of attending the support groups, expressed by 

both carers and PWD, was the opportunity they provided simply to socialise and have 

fun.  

 Life deals out such hardships and if you can get out and have fun [   ] it’s 

 important to get together and have some enjoyable time, your whole life 

            doesn’t have to be revolving around the situation, we put that on the back 

burner as much as possible and we get out. [Carer] 

 

Some PWD indicated as a result of their involvement in different group activities, 

they had taken up new hobbies.  
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With the fitball – that’s something I wouldn’t have done if I hadn’t been to the 

gym session – I would never have rocked up on my own. And it’s the same 

with the watercolours, I didn’t  think I was creative at all and I never have 

been but…the cards we did were fabulous and I’m going to take that up as a 

hobby now – so I don’t become boring!  

 

A couple of PWD mentioned that the groups provided a valuable opportunity for their 

respective carers to have a break. 

 

Support group members were generally happy with the way the group was structured 

and organised. Several people liked its ‘casual’ nature and all felt that they had ample 

opportunity to put forward their own ideas for things they could do (They didn’t 

bulldoze us into doing what they thought – they let us have a lot of input). Facilitators 

were generally regarded as extremely helpful and approachable. In one group, the 

opportunity to socialise afterwards over a cup of coffee was regarded as the 

‘highlight’.      

 

Although some groups comprised up to 20-22 people, this did not appear to be an 

issue, although, similar to the LWML groups, some added that they wouldn’t want 

their group any larger. All participants felt that they had sufficient opportunities to 

have a say.  

 

The frequency of groups - once a month for the support groups - was generally 

regarded as ‘about right’. No-one indicated a preference for meeting more often, 

although some people said that they also met socially outside of their group. As for 

the LWML courses, accessing the groups was generally not an issue with many 

coming by car (often together) and others came by taxi (in some cases sharing), the 

costs of which were again subsidised by the relevant State AA.  

 

4.4 Discussion and conclusions 

The importance of responding appropriately to the varying needs of people with 

dementia and their carers within the EIP appears to have always been a primary 
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consideration in all States. All have attempted, and do attempt, to address those needs 

to the best of their ability, within the time and resources available.  

 

Without having detailed data about the number and nature of 'flexible' LWML courses 

(and associated support groups) that were run prior to July 2005, it is difficult to 

assess the extent to which the NDSP has provided the catalyst for running (more) such 

courses or groups. However, anecdotal evidence does suggest that the new 

arrangements have  enabled some States to be more ‘flexible’ in terms of how they 

allocate funding within the EIP, and thereby their ability to offer courses and/or 

groups that address particular needs, as reflected in the number and types of 

courses/groups that have been implemented over the past year.  

4.4.1 Range of flexible courses / groups 

In regard to LWML courses, significant effort has been devoted to addressing the 

needs of specific target groups, in particular people with younger onset dementia. An 

additional focus has been to provide courses in alternate formats for people unable to 

attend the standard six to eight week course (e.g. people living in regional/rural areas).  

 

Few States appear to have made significant inroads into CALD and Indigenous 

communities within the EIP. This issue was also identified in the Interim report. It 

should be noted, however, that the summary information provided here does not 

reflect work that is being undertaken within CALD communities in States such as 

South Australia, where a 'train the trainer' type model has been adopted (e.g. see 

Barnett & Associates 2005). Furthermore, and as staff in some States have reported, 

people of CALD backgrounds may be included within 'standard' LWML courses. 

National statistics indicate a total of 73 clients from CALD backgrounds have 

participated in LWML courses since July 2005, however this cannot be assumed to be 

reliable (see Chapter 7 for further discussion).  

 

The noticeable lack of any LWML courses run for Indigenous communities is 

somewhat concerning, although there are reported cases of Indigenous people 

participating in 'mainstream' courses. As outlined in the Interim report, however, there 

appear to be numerous challenges associated with providing an EIP for this group, 
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including issues related to the cultural appropriateness of the LWML course format 

and content.    

 

Like the LWML courses, most 'non-standard' support groups have also focused on 

targeting specific groups, and in some cases separate groups have been run for carers 

and PWD respectively. Many groups have also attempted to meet participants' need 

for ongoing social interaction and/or to engage in enjoyable activities in an 

environment in which they feel comfortable. Of concern is the low number of support 

groups run for people in regional areas. Comments regarding the lack of innovative 

approaches aimed at CALD and Indigenous groups are similar to those made in 

relation to LWML courses 

 

The capacity of States to offer courses and support groups that meet the varying needs 

of consumers appears to be influenced by a number of factors, many of which were 

outlined in the Interim report. They include: 

• cost considerations: particularly staff travel and accommodation but also, in 

some cases fees for guest presenters, venue hire, additional resources (e.g. 

books, videos, etc relevant to target group), participant travel subsidies, and 

the hidden costs frequently involved (e.g. staff time for research, community 

consultations), 

• geographical considerations and implications of this for e.g. staff travel time 

and time away; participant access to course venues, 

• referrals (e.g. insufficient numbers to warrant running a course or group, 

especially in rural areas and smaller States; often inappropriate – i.e.  dementia 

too advanced), 

• difficulties of maintaining support groups on an ongoing basis – especially in 

rural areas because of e.g. participants living in disparate locations; 

insufficient AA staff; unable to recruit appropriate locally based facilitators, 

• appropriateness of course content / structure to the needs of some groups (e.g. 

Indigenous), 

• restrictiveness of EIP criteria in relation to e.g. minimum numbers to run a 

LWML course; eligibility criteria. 
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However, most States have taken advantage of the opportunity to be more ‘flexible’ in 

the way LWML courses are delivered as a means of overcoming some of these 

limitations - for example by running LWML courses more intensively or as retreats, 

using locally based staff (e.g. as in QLD), developing good community links and 

partnerships which have enabled guest speakers to be recruited or venues hired at 

little or no cost, and running standard LWML courses as cost efficiently as possible to 

balance the additional costs of e.g. retreats.  

 

Overcoming problems associated with maintaining support groups, particularly in 

rural areas, appears to present greater problems. Although Internet chat rooms or 

teleconferencing have been suggested as alternatives for people living in rural areas, 

these have not yet been implemented in any State; moreover, and as indicated in the 

Interim report, many EIP staff have expressed reservations about their 

appropriateness. Again, however, some States have attempted to overcome such 

problems in more ‘innovative’ ways (see earlier section).  

 

Finding ways of addressing the needs of people from CALD communities, 

particularly in smaller States where numbers are fewer and more widely dispersed, 

and of Indigenous groups generally remains an ongoing challenge. Similarly finding 

appropriate ways of addressing the needs of those who may not be eligible for 

acceptance into a LWML course per se (e.g. PWD with no carer; person’s dementia 

too advanced but carer interested), or who may not be interested in attending course 

but are looking for some assistance is an additional issue yet to be addressed.  

4.4.2 Impact 

In regard to the impact of the non standard LWML courses and groups that have been 

run, it is clear that participants derive a number of benefits from attending. The 

opportunity they have provided for people in similar situations to interact with, 

support and learn from each other, to become more accepting of their situations and 

conditions, and to regain a sense of purpose and optimism in life is particularly 

evident from the findings. Participation has also provided people with information and 

practical ideas to assist them to cope better on a day to day basis.   
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Although it was not possible to make any direct comparisons with results for 

‘standard’ courses or groups, anecdotal evidence suggests that the perceived benefits 

are at least similar, with additional benefits in some cases – e.g. the opportunity for 

people of the same age or condition to discuss issues of specific relevance to them 

(courses for specific target groups); reduced travelling time (intensive 

course/retreats); and ‘time out/away’ (retreats).  

4.4.3 Conclusions 

While it is important that all States are encouraged to think flexibly in terms of the 

content and style of courses and support groups that they provide, assessing the extent 

to which this is being done within individual States needs to take contextual factors 

into account. This relates not only to the variability of needs and population types, but 

also to the capacity of different States to implement the different models and resource 

capacities, even when the need for a ‘non- standard’ approach may have been 

identified. Nevertheless, the innovative thinking that has been demonstrated, 

particularly in some States, highlights the value of EIP staff being provided with 

regular opportunities to share their ideas and experiences with each other, and may, in 

turn, facilitate the development and implementation of further innovations.      

 

At a more general level, the evidence collected for this component of the evaluation 

suggests that there is a need for greater flexibility within the EIP so that the needs of 

some individuals or groups can be (better) met. This relates not only to the criteria for 

running courses and groups within the program, but also to the types of services 

included within it. In regard to the former, for example, criteria could be broadened to 

allow for: 

• Less structured formats: e.g. discussions with family groups - may be 

particularly appropriate for Indigenous and some CALD populations 

• courses/groups for carers only in cases where the PWD has just been 

diagnosed but is not 'ready' to attend a course/group 

• ‘middle stage’ follow on courses (especially to meet the needs of carers when 

the PWD has advanced beyond early memory loss stage) 

• courses for PWD only (e.g. when there is no primary support person).  
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The value of moving beyond just offering structured LWML courses and support 

groups also needs to be considered. As many staff, commented, 'courses and groups 

are not for everyone' but there was still a need for appropriate services and support. 

Incorporating other types of assistance - for example counselling for younger onset 

couples – was one possibility suggested. The latter highlights the frequently high 

degree of overlap between different components of the NDSP, noted in the Interim 

Report.  
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5. Education and Training: Non-Accredited Short 
Courses and Community Education 
As outlined in the evaluation Interim Report, the Education and Training (E&T) 

program aims to improve the training and education of aged care workers as well as 

family carers of people with dementia, by enabling them to better understand their 

own needs and those of the people for whom they care. It builds on the success of the 

previous Community Education and Workforce Training (CEWT) program which had 

been in existence for some time and has a high level of acceptance and credibility 

across all States. Aspects of the CEWT program have been evaluated previously with 

positive results (Applied Aged Care Solutions, nd).  

 

Under NDSP funding arrangements, the E&T program continues to provide 

accredited training to respite workers and structured training to families and carers of 

people with dementia.  However, the program has been expanded to enable provision 

of accredited training for workers at Certificate 2, 3 and 4 levels, enabling a more 

flexible approach; expansion of this ‘worker’ group to include generalist community 

workers and the residential care sector; and the inclusion of short non-accredited 

training for workers, and information sessions for the broader community. The latter 

are of specific interest within this evaluation.  

 

5.1 Evaluation question and interpretation 

The evaluation was required to ‘document the range of non-accredited and 

community education programs delivered and their effectiveness’.  This question has 

been interpreted as requiring: 

(i)  a descriptive account of the different types of non-accredited and community 

education programs that have been delivered in the States and Territories, including 

the range of topics, course duration, target groups, location and cost to participants 

and 

(ii) an assessment of the effectiveness of such courses in meeting the needs of 

participants.  
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We have interpreted non-accredited short courses (NASCs) to include short courses of 

varying lengths, and/or those which are part of an accredited Certificate course but do 

not include units for assessment of competence. We have interpreted community 

education to include information sessions for the broader community and to exclude 

community education provided under the auspices of DMCC or community 

awareness activities. 

 

5.2 Approach and methods 

In practice, there is some variation in how the E&T program has been implemented 

across States, while still responding to the common target groups of health and aged 

care professionals, carers and family members of people with dementia, people 

concerned about the risk of developing dementia, and the general community. 

Variations in implementation of the program occur for several reasons, including: 

response to content and level for different audiences; nature and extent of demand; 

impact (influence) of other providers within the community and education sector; and 

RTO status of the State AA organisation. There is a focus on developing a training 

pathway by some States rather than seeing courses as a one-off product. In many 

States, NDSP funding for training is complemented by other sources, including 

HACC.  

 

While the concept of ‘accredited’ and ‘non-accredited’ status of courses is understood 

in theory, it is not always easy to follow in practice. Similarly, what was interpreted as 

community education within E&T, community education within DMCC and 

community awareness was not common across States.   

 

In order to address the evaluation question while bearing in mind the above issues, 

data were collected via a number of different methods, as appropriate. They included: 

• Program proformas: related to NASCs and community education to be 

completed by education managers 

• Interviews: face to face or phone with staff, consumers and other stakeholders 

• Document review: particularly activity reports and course evaluations or 

feedback summaries. 
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For the proformas, education managers were asked to include all NASCs or 

community education courses run between 1 July 2005 and 31 August 2006 that were 

funded through the NDSP.  The latter cut off date was selected in order to allow 

sufficient time for review and analysis.  

 

As for the EIP, the time frame and overall scope of the evaluation presented a number 

of challenges for assessing the ‘effectiveness’ of NASCs and community education 

courses in terms of the level of detail that was possible. Data were collected from a 

variety of sources, namely:  

• Organisations/groups who had participated in a NASCs or community 

education course 

• Course/session evaluation reports 

• Relevant AA staff.  

 

AA staff with responsibility for coordinating NASCs and community education 

respectively were asked to nominate a number of organisations or groups whose staff 

or members had participated in training /education. These people were contacted by 

phone in order to explore their views about the benefits and impact of the 

training/education and associated issues. Suggestions for changes or improvements 

were also sought.   

 

In addition and where available, participant feedback summaries and reports were 

reviewed. Not all States submitted reports, and those that were submitted varied 

widely in terms of content and format. Although there is minimal information 

contained in these reports that would enable any judgments about the long term 

effectiveness of such course to be made, they do give some indication of ways in 

which participants felt they had benefited and, in the case of NASCs, how this might 

impact on practice.    

 

Views regarding the effectiveness of the NASCS and community education 

courses/sessions, and any limiting factors were also sought from relevant AA staff.  In 

those States not visited during the second round of data collection, these interviews 

were conducted by phone.  
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5.3 Results 

5.3.1 Non-Accredited Short Courses 
 
Content 

From 1 July 2005 to 31 August 2006, there were a range of courses offered as ‘non-

accredited’ training across all States.  While the nature and the depth of the topics 

varied, there was a certain level of consistency in the content delivered. The majority 

of NASC sessions were concerned with three major subject areas. These related to: 

• An overview of or introduction to dementia 

• Effective communication 

• Behaviours of concern and management of behaviours. 

 

The overview tends to be general information about dementia, its various types, 

symptoms, impacts and implications.  It may or may not touch on communication and 

behaviour.  However, the specific communication and behaviour subjects combine 

information about the subject with developing effective strategies to assess and 

address issues. 

 

These topics may be provided as stand alone sessions or may be combined in various 

ways – most commonly the overview with communication or the overview with 

behaviours of concern.  The content may vary across States however, within a State, 

these topics are generally delivered as standard courses.  

 

Sessions outside of these major topic issues tend to be more varied and are generally 

related to specific issues such as continence and dementia or Down’s syndrome and 

dementia.  They may involve case studies, person centred approaches to care and 

personal care, activities workshops and more.  These may be standard sessions or they 

may be modified or created to meet the needs of the organisation and/or target group. 

 

In the Northern Territory, a short course on ‘Alcohol Related Dementia and Brain and 

Behaviour’ is provided for Indigenous groups.  It has been unfunded for the past five 

years but is now being provided under the auspices of NDSP as the latter has enabled 

an extra sessional educator to be employed.   
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Delivery 

Each state or territory has its own approach to the delivery of courses. Most States 

indicated that an effective short course needed to be at least two hours, with 

preference for up to six hours.  However, there were some variations on this. 

In general, most standardised NASCs are three hours although they may vary from 

two to four hours depending on the content and the organisational need.   

 

All jurisdictions try to be responsive to requests from organisations in relation to 

content and time.  However, several States commented that often an organisation may 

ring up wanting education for challenging behaviours but upon further discussion it is 

realised that they have little understanding of dementia.  In Western Australia, AA 

tries to promote a 3x2hr course entitled ‘Positive Dementia Care’ which covers all 

three major subject areas in order to address this need.  However, due to limited 

resources and/or the unwillingness of many organisations to release staff for such 

extended periods, the one off two-four hour courses, which may or may not be 

tailored, provide a satisfactory alternative.   

 

The nature of the market impacts on the way in which training is delivered.  For 

example, the ACT is a small market of approximately 320,000 people, has 23 

facilities and no rural areas.  In addition, the workforce issues are different as staff 

may move between residential care, community care or day care depending on where 

the organisation may need them. The Education team at Alzheimer’s Australia ACT 

know the market and have a relationship with each facility. In that State, the aim is to 

up skill workers each time thus providing transferable knowledge and skills that 

increases the flexibility of staff to move between levels of care, and builds the 

capacity of the community in general.  Education may be provided ‘in the workplace’ 

at shift change, with the educators delivering the same subject twice to consecutive 

shifts.  

 

Target Groups  

The majority of NASCs are run for aged care workers including residential care, 

respite and community workers.  Courses have also been provided to a wide range of 

health professionals, staff in health services and medical facilities plus ancillary staff 

in aged care facilities and volunteers in various services that provide direct care to 
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people with dementia such as Meals on Wheels or Community Transport.  One state 

reported providing several NASC sessions to disability workers.  In addition, one 

smaller state mentioned that particular NASCs (e.g. on preventing falls) may be 

opened up to a wider community audience in addition to aged care workers where 

appropriate.  The number of people participating in sessions ranged from five to 75, 

with a median of 15. 

 

Table 5.1 shows the number of NASCs delivered from 1 July 2005 to 31 August 2006 

by location.  Almost 60% of NASCs were delivered in capital cities.  In all but one 

state, at least 50% of all NASCs were delivered in the capital city over the time 

period.  In Queensland, 68.2% of NASCs were delivered outside of Brisbane. 

 

Table 5.1:  Number of NASCs delivered from 1 July 2005 to 31 August 
2006 by location. 

Capital City Major Regional Centre Regional Town  

N % n % n % 

NASCs 57 59.4 22 22.9 17 17.7 

 

 
Cost to participants 

Courses were offered as a funded course (i.e. no fee to the participant) and also as a 

fee-for-service course (participants charged a fee), or as a subsidised course. This 

appeared to be influenced by funding source, and included situations where there was 

funding other than through the NDSP.  

 

With regard to charging, there is a wide range of fees charged depending on the 

course and organisation.  Some States charge a per person fee ranging from $20 to 

$200 for activity based courses, some charge the organisation a flat fee such as $50 

for a volunteer organisation or $100 for a targeted health professional organisation 

(e.g. hospital staff) and some charge a flat rate up to $120 per hour (+ GST) for an 

aged care provider. 
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5.3.2 Community Education 
Community education has always been viewed as a significant part of AA’s core 

business and takes a variety of forms. Courses are held throughout the year but are 

also provided intensely during periods such as Dementia Awareness Month and 

Seniors Week.   

 

As mentioned earlier, the boundaries between community education as a part of E&T, 

community education as a part of DMCC and awareness raising and information 

provision components of NDSP often appear blurred.  As an example, some States 

have included ‘Mind Your Mind’ as part of community education in E&T and some 

States are delivering it through DMCCs. 

 

All States identified a marketing approach that distributed pamphlets, brochures, 

newsletters and calendars to a wide data base of individuals, agencies, organisations, 

community groups and partner agencies. Community education sessions often 

resulted from this broad marketing approach.   

 

Content and Delivery 

Table 5.2 shows the standard community education courses delivered between 1 July 

2005 and 31 August 2006.  The majority of community education courses are 

standard.  They tend to be one or two hours and are generally related to risk reduction 

(Mind Your Mind or other), memory and ageing, or an overview of dementia 

including nature, causes, symptoms, impacts and AA services.  

 

Community education courses can also be tailored.  Tailored courses may need 

special resources such as interpreters, they may be short e.g. 30 minutes, they may be 

on a requested topic such as AA services or ‘Understanding the Brain’, or they may 

be delivered to very specific target groups, for example an overview of dementia for 

the Mental Health Forum and ‘Understanding Dementia/Loss and Grief’ for 

volunteers and palliative care workers. 
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Target Group 

In general, community education sessions are offered to people aged 65 or over and 

the wider community.   Other common groups are families and volunteers, clubs such 

as Returned Soldiers Leagues, Rotary or Seniors Groups and other organisations such 

as retirement villages and day centres.  One state also delivered an ‘Overview of 

Memory and Dementia’ to 42 high school students.  A small number of community 

education sessions have been provided to CALD groups.  As indicated earlier, courses 

may be delivered to very specific target groups. 

 

‘Mind Your Mind’ sessions, whether as part of community education or DMCC, have 

proved very popular and seem to be attracting a more general audience. The 

perception is that the topic is less threatening and confronting and captures a healthy 

lifestyle/living attitude. It is an additional entry point into the organisation and is an 

opening to further information and services. 

 

There is an approximately equal split in the total number of community education 

sessions held in capital cities versus regional areas.  However, more regional and rural 

sessions were delivered in some States (e.g. QLD, NT, WA, and SA) than others, and 

this generally depended on the existence of rural networks and agency partnerships.   

 

In line with the nature of the target groups, numbers of participants range from six to 

into the hundreds. 
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Table 5.2:  Standard Community Education Courses delivered between 1 July 2005 and 31 August 2006a 

Target Group Location  
Course Title 

 
Nature of 
course 

 
Time 
(min) 

General 
public 

CALD 
 

Clubs Families, 
volunteers 

Otherb 

 
Capital 

City 
Major 

Regional 
Centre 

Regional  
town 

 
Number of 

participants 

Mind Your Mind Risk reduction 60-120 31 6   3 30 2 8 20 – 150 

(median = 50) 

Overview of  
Dementia (Intro to, 
Awareness of)  

Nature, Causes, 

symptoms, 

impacts, 

communication, 

services 

60-120 6  9 7 2 12 4 8 6 - 69 

(median = 15) 

Risk Reduction Research into 

causative factors 

and lifestyle 

impacts 

120 5  

 

  1   5  1 7 – 45 

(median = 12.5) 

 

Memory and 
Ageing 

How memory 

works, memory 

changes factors 

that impact, tips 

for improving 

120 17  5  9 2 9 20 10-100 

(median = 20) 

 

a Information is not complete as one state did not provide information.   
b Other includes e.g. residents in assisted care, retirement village, respite centre, aged care facility 
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5.3.3 Effectiveness 
 
Participant and other details 

Stakeholder / participant interviews 

A total of 15 people – nine for NASCs (across seven different States) and six for 

community education (across four States) were interviewed. NASCs informants included 

residential aged care and community care managers, diversional therapists, and a 

registered nurse. Community education course informants included office 

bearers/coordinators of clubs or groups (e.g. Rotary, Probus), a day centre coordinator 

and a representative from the Department of Veterans Affairs who coordinated 

information sessions for elderly veterans on a State-wide basis.     

 

Evaluation reports 

Course evaluation summaries were submitted for 33 NASCs (five States) and 32 

community education sessions (three States) respectively. The number of reports 

submitted by these States ranged from one to 21.  Not all States were able to provide 

reports either because they were not available in summary form or because evaluations 

had not been conducted.   

 

Staff interviews 

Relevant NASCs and community education staff (n=10) were interviewed in all States 

and Territories, either on a face to face basis as part of the second round of State visits, or 

by phone.  In most States the same person was responsible for both education areas.  

 

Non-accredited Short Courses 

Feedback obtained via the stakeholder interviews and evaluation reports (which 

contained mainly qualitative data) indicated high levels of satisfaction with the courses 

attended in terms of their relevance and usefulness. Quantitative data submitted by one 

State indicated that for their NASCs 96% of participants on average either strongly 

agreed (56%) or agreed (40%) that the course content was relevant to their roles.  
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Presenters were generally highly regarded and the clarity and level of information 

considered appropriate by the vast majority (‘clear and concise’; ‘easy to understand’).    

 

All managers/care coordinators interviewed said that they had had very positive feedback 

from their staff:  

Workers’ feedback was all good, they got a lot out of it, it is helping them with 

their clients. They are still talking about it. 

 

It was only $25 but they got $225 worth of information. 

 

The courses were found particularly valuable for: 

• Enhancing participants’ knowledge and awareness of dementia, including its 

different forms, the signs and ‘triggers’, and ‘why different people behave 

differently’  

• Learning practical techniques for dealing with different behaviours, in particular 

challenging behaviours, and for interacting with clients generally  

• Knowing how to communicate better with clients 

• Learning how to apply a problem solving approach 

• Adopting a more personalised approach to care 

 

The opportunities for group interaction and discussion were highly valued by many (‘It 

helps to hear other people’s stories’), as were the videos/role playing/case studies and 

other approaches used (e.g. ‘I found the examples of different coping strategies – the 

videos of carers and so on – particularly useful’). Information given out at courses (e.g. 

kits, brochures) was also frequently mentioned.  

 

The courses were thought to have had, or were anticipated to have, a significant influence 

on practice. Many participants stated that the greater understanding of their clients and 

their needs that they had gained from the course (‘putting myself in the client’s position 

and understanding what they need and feel’) had reinforced the importance of being 
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attentive, patient and ‘more tolerant’ in their dealings with them. Greater recognition of 

the value of adopting a person centred approach was also frequently identified.   

 

A further (likely) impact was being able to employ specific techniques learnt during the 

course – for example communication skills (‘changing body language and tone of voice; 

listening to understand the clients’ frustration’), techniques for dealing with challenging 

behaviours, developing action plans, and techniques related to client histories (e.g. ‘This 

is Your Life’ books, Memory boxes). A number of people interviewed said that they (or 

their staff) had already implemented some of these strategies (e.g. Memory boxes). The 

importance of including family members (e.g. in the development of action plans), and of 

helping them to understand and come to terms with their relative’s dementia, was also 

recognised. Many participants indicated that attending the course had made them feel 

generally more confident and calm when assessing clients or dealing with different 

situations.   

 

A number of managers stated that their staff appeared to have more awareness of the 

‘triggers’ with the result that ‘now, if they notice possible dementia behaviour, they report 

it to me’.  

 

Specialised short courses 

Included within the NASC evaluation reports was information on two short courses run 

for Indigenous people in the Northern Territory. Unlike the other NASCs discussed 

which targeted workers and volunteers, these courses targeted people who were 

participating in a mandatory drug and alcohol rehabilitation program. Due to literacy 

problems, only verbal feedback was sought, however comments were overwhelmingly 

positive, for example: 

I learned heaps, it was good. 

 

We need more of this stuff. It is good to know what we are dong to our brain by 

drinking too much, it helps us to stop. Without you telling us we wouldn’t know. 
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Comments made by the rehabilitation course coordinator were similarly positive: 

I think the course went really well, they took notice of what you were saying and 

did really well in the revision. Other guest speakers come in, like anger 

management, and they don’t listen. I liked the way you delivered the training, the 

visual approach is really good for this group. 

 

Overall effectiveness of NASCs 

As many staff indicated, the generally positive feedback, the fact that in most cases 

business is obtained on a ‘word of mouth’ basis with very little need to promote courses, 

and the amount of repeat business received, could be regarded as additional indicators of 

the effectiveness of NASCs. The latter point was supported by comments made by 

several managers interviewed, one of whom said that one course had been so good that he 

managed to persuade AA to run it on site for another 20 staff. Another said that as a result 

of attending, several staff were intending to do further courses with AA.   

  

Assessing the longer term effectiveness of NASCs, in terms of the extent to which the 

knowledge and skills acquired had been sustained, and has ultimately resulted in better 

quality care, is difficult, and outside the scope of this evaluation.  In regard to courses for 

workers and volunteers, the view of many AA staff, largely supported by the previous 

comments, was that there was a definite transfer of skills and knowledge, and possibly 

also attitudinal change. However the extent to which this transferred into practice and 

was likely to be sustained was unknown.  

 

Limitations to effectiveness 

Information provided by both AA staff and a number of participants suggests that the 

length of NASC sessions (generally 3 hours) may be a limiting factor 

It’s not enough time to cover the issues [AA staff member] 

 

Should be more in depth and over two sessions [Participant] 
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However, as one person commented, organisations were often reluctant to release staff 

for extended periods, for example: 

An organisation rings up wanting education for challenging behaviours but when 

talking to them you realize they don’t know about dementia. But organisations 

don’t necessarily have the resources (or want to) release staff for 3x2hr sessions. 

 

Particular concerns were raised by several AA staff about their capacity to meet the needs 

of people in regional/rural areas, and other special needs groups (e.g. CALD). Decisions 

about frequency and location of courses were reported as generally influenced by 

resources available (monetary and staff), rather than identified need. In smaller States 

where staff were often part-time or responsible for a number of different services (i.e. not 

just education and training), meeting different needs was reported as even more difficult. 

Although many States have attempted to be as efficient as possible in the way staff are 

used in order to address this issue (e.g. by ‘piggy backing’ courses) this was identified as 

‘not always appropriate or do-able’. 

 

Community Education 

Similar to NASCs, feedback from all sources was extremely positive. In one State, 101 

out of a total of 138 participants rated the session they had attended (all were Mind Your 

Mind) as ‘excellent’. With two exceptions, the remainder rated it as ‘good’.  

 

Session presenters were again highly regarded for the manner in and level at which they 

presented information. 

It was approached in a lovely manner and directed at our age group. There was 

no difficult terminology; it was clear and easy to understand. [Group 

representative/session organiser and participant] 

 

It covered more day to day issues in a clear, down to earth way, they were 

speaking with you, not at you. [Group representative/session organiser] 

 

Many people appreciated the interactive nature of the sessions.  
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People had the opportunity to tell their own stories, to talk about their 

experiences as well. [Group representative/session organiser]   

 

Being able to ask questions, having someone to listen to you – and they DO ask 

questions. [Group representative/session organiser]   

 

The written information (e.g. information kits, brochures) given out was also identified as 

useful by many people. 

 

In the interviews, a number of people commented on the interest that the sessions had 

generated, which in a number of cases was beyond expectations. 

It was wonderful, it was scheduled for 20-30 minutes but it went for more than an 

hour. It really created a lot of interest and participation [    ] I noticed they were 

all leaning forward in their seats rather than back, they weren’t looking at their 

watches as they sometimes do. And after the meeting lots of people stayed back 

and kept discussing it. I also noticed that all the information they had brought – 

brochures and things like that - were gone at end. Usually those things are just 

left there. [Group representative/session organiser]   

  

It was wonderful [    ] people stayed for long time after asking questions and 

talking about it. It really stimulated discussion. [Group representative/session 

organiser]   

  

One of the main perceived benefits of the courses, also identified by AA staff themselves, 

was helping to raising people’s knowledge and awareness of dementia.  

It has really updated their knowledge – about dementia, the recent research, it 

gives them a broader vision. When they go into a nursing home they are equipped 

with that knowledge, they know how to deal with residents with dementia, how to 

calm them – and I have had feedback about that. [Coordinator, Community 

Visitors Scheme]   
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There was lots of useful information, for example the idea of the mind as filing 

cabinet, the activities and foods that are beneficial. The well people benefit 

totally, those with dementia benefit on the day (then they forget!). But it is also 

useful for carers, they can approach things a little differently – in the activities, 

the food that is provided. They also try to reinforce the information [with the 

clients].  [Day Centre coordinator] 

 

Through the opportunities the sessions provided participants to talk about their personal 

concerns, they also helped to allay the sense of anxiety that many felt.  

The topic of dementia is probably the greatest fear amongst elderly – they are at 

an age where lots of their friends have dementia; having the freedom to express 

their fears.  

 

People get anxious – so it’s good if they can have a brief explanation, a little 

understanding, even though it may be confronting.  

 

Overall effectiveness of community education 

Similar to NASCs, the overwhelmingly positive feedback, extent of repeat business 

reported by AA staff, and the fact that there was often little need for active promotion, 

provide some indication of the general effectiveness of community education sessions. 

All of the people interviewed said that they had – or definitely would – recommend the 

sessions to other groups; one person stated that in view of the success of one session, they 

were aiming to organise a community awareness session in the local area. 

 

However, there was some evidence, particularly within the evaluation reports, that 

sessions could have been longer, which would have allowed some topics to have been 

covered in more depth and/or provided more opportunities for questions and discussion. 

This may, of course, have been more a function of the time allocated for a session (e.g. 

within a broader program) rather than a reflection on the session itself. It may also reflect 

the extent of demand for information on dementia, as has been consistently emphasised. 
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Also as for NASCs, the longer term impact of community education sessions is difficult 

to gauge. 

 

Limitations to effectiveness  

Resources were again identified as a key issue by most AA staff, limiting the extent to 

which demand could be met (‘we run in deficit all the time’) and to which different 

groups could be targeted, such as people living in outlying areas and other groups who 

might benefit (e.g. police, ambulance officers). The number of requests for sessions to be 

run out of normal staff hours was also identified as problematical.   

 

5.4 Discussion and conclusions 

As stated, this evaluation was required to ‘document the range of non-accredited and 

community education courses and their effectiveness’. Based on the information 

collected, a number of comments can be made.  

5.4.1 Range 

There is a wide variety in the content and format of both NASC and community 

education courses in order to provide a service that is responsive to the needs and levels 

of its audience.  Topics range across the continuum of memory and dementia issues from 

risk reduction, what is dementia, communication and behaviours to grief and loss.  In 

addition, they may be information sessions, experiential, skill based or activity based. 

 

Both the NASC and community education can be delivered as an established course 

which may be delivered time and again and they can be tailored to the needs of the 

requesting organisation.  While most NASC courses are three hours and most community 

education sessions are one or two hours, session length can be modified to accommodate 

the requirements of the audience. 

 

The NDSP has provided the opportunity to broaden the range of community education 

sessions.  Prior to the NDSP, most community education courses were concerned with 

providing information about dementia and AA services.  The expansion of community 
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education content to include the risk reduction message has proved very popular and is 

attracting a more general audience which is then open to other AA information and 

services. 

 

Delivery of NASCs (and community education in some cases) into regional and rural 

areas has been reported as difficult and is reflected in the data presented. However some 

States appear to have been more successful in this regard, for example in Queensland 

where already established regional networks, and a focus on recruiting and training 

locally based educators, has enabled a large proportion of courses to be run in regional 

centres and towns throughout the State.      

 

While courses are offered widely, and delivered across a range of settings, there are some 

issues of access and equity worthy of consideration. For example: How is it determined 

who does and does not pay a fee or what course will or will not be free? How are fees 

set? Are courses reaching only readily identified markets and if so, how can less obvious 

markets be reached? Are those States with particular population density/spread issues and 

huge travel costs more restricted in their ability to provide equity and access to courses?  

 

In regard to fees, there will always be issues around who does and does not pay. One 

State commented that they realise that they have an enormous potential to run courses for 

a considerable fee and would have not difficulty filling them. This income could then 

subsidise the same course for other groups who could not pay. However, they are limited 

by their resources (staff and time) and have to be quite ruthless in determining what they 

will and will not offer. They release a calendar with dates that are set and do not seek 

clients, filling all courses easily.   

 

Information presented elsewhere in this report, and in the previous Interim report, 

indicates that there is an ongoing and considerable demand for education.  Almost all 

States mentioned that the E&T outputs related to NASCs and community education are 

easily met.  It is worth noting that Victoria made a conscious decision to identify gaps 

and target particular service needs and took the first six months of the contract to plan - 
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consequently at the end of 30 June 2006 AAVIC had only delivered six of 16 NASCs and 

five of 31 community information sessions (Alzheimer’s Australia 2006). 

5.4.2 Effectiveness 

In terms of meeting the needs of participants, evidence collected for this evaluation 

indicates that, in general, both types of education have been extremely effective and they 

have served as a valuable means of raising people’s awareness and understanding of 

dementia. Although not solely restricted to NASCs and community education courses, 

results of the NDSP National User Survey generally support this view, as reflected in the 

overall high levels of satisfaction amongst participants (See Appendix – A.2.4) 

 

Non-accredited courses have not only also enabled participants to acquire new skills that 

can be implemented in the workplace or other contexts, as appropriate, but also appear to 

have assisted many workers to rethink their attitudes towards their clients, and about the 

ways in which they interact with, and provide care for them. The opportunities that both 

types of course have provided participants to interact with each other, and to hear about 

each other’s experiences, also appear to have been beneficial. For many community 

education course participants, the courses have also served as a means of sharing their 

personal concerns with others, and to learn about the supports that are available, thereby 

reducing their sense of anxiety.  

 

Feedback from participants of both types of course indicates that there may be scope for 

running longer sessions. However, a number of factors related to both the capacity of AA 

staff to provide longer sessions, as well as to the preparedness of organisation/groups to 

allocate the additional time that would be needed (particularly staff time), need to be 

taken into consideration here.  

 

As mentioned earlier, the extent to which the knowledge and other benefits gained 

through attending the courses/sessions is sustained in the longer term is another question, 

and one that would require a different kind of study, conducted over a longer time frame.  
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5.4.3 Conclusions  

As highlighted in the Interim report, and elsewhere in this report, there appears to be a 

huge unmet need for both NASCs and community education, and virtually infinite scope 

in terms of potential target groups. Both types of education appear to be effective avenues 

for raising awareness and understanding of dementia, and in many cases also, for 

enabling participants to gain new skills and techniques that can be applied in their work 

or personal situations, as appropriate.  

 

Community education sessions have unlimited potential, with some topics, particularly 

Mind Your Mind having the potential to attract an increasingly broad audience.   The 

immense appeal of the risk reduction message and its related demand could see a shift in 

the focus of community education away from dementia and AA services.  As mentioned 

previously, there is a need for clarification in definition between the various NDSP 

components of community education as a part of E&T, community education as a part of 

DMCC and awareness raising and information provision.   

 

NASCs seem to provide a satisfactory alternative to the accredited course for workers and 

are particularly valuable to those organisations that may not have the resources or the 

desire to release workers for long periods of time.  In addition, it may be valuable to 

newly appointed workers who have yet to complete the accredited training. 

However, the short term nature of the initial NDSP contract (18 months) plus the delayed 

start of a couple of States has meant that the majority of non accredited short course 

education services have been in response to demand i.e. providing a service to 

organisations that approach AA.  Given the level of demand, simply responding to 

demand will deliver agreed outputs, but without necessarily providing an equitable 

delivery of service. The extension of the contract should allow for a more considered and 

planned approach to the development of the NASCs which should result in a more 

efficient, effective and equitable delivery of service. 
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6. The National Cross Cultural Dementia Network  
A detailed description of the Network in terms of its purposes, structure and activities, as 

well as associated issues, was provided in the Interim Report. As outlined in that report, 

the Network aims to provide advice to Alzheimer’s Australia and its member 

organisations on dementia information provision, resource development and service 

delivery to ensure that their programs and services provide equitable access to people 

from culturally and linguistically diverse backgrounds. It is also intended to act as a 

forum for innovative ideas and models, and to help advance national policy.  Its specific 

Terms of Reference (revised in April 2006) are to: 

• provide advice, consultation and guidance to Alzheimer’s Australia and its 

member organisations regarding the direction of cross cultural issues, and access 

and equity within its programs 

• assist Alzheimer’s Australia and its member organisations to develop programs 

and resources, which meet the special needs of people from a CALD background 

• promote and advocate research which focuses on the special needs of people from 

CALD backgrounds and to help ensure that general research includes 

consideration of the special needs of people from CALD backgrounds  

• encourage the use of evidence based approaches in promoting quality dementia 

care, with particular regard to access and equity principles 

• promote the work of Alzheimer’s Australia to organisations offering services to 

people from CALD backgrounds 

• act as a link with the International Cross Cultural Dementia Network. 

 

The NCCDN was formally established in early 2003, with a small amount of federal 

funding allocated the following year. With the introduction of the NDSP, this amount was 

increased to $75,000 for the 18 month period of the initial contract (i.e. July 2005 to 

December 2006). As one of several Special Needs Support programs funded under the 

NDSP, it was identified as a particular focus of interest for this evaluation.  
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6.1 Evaluation question and interpretation 

The specific objective related to this component of the NDSP was to assess ‘the extent to 

which the National Cross Cultural Network has been successful in extending its 

operations’. A review of the activities of the Network to date, but particularly since 

receiving additional funding through the NDSP, in the light of its general aims, was 

therefore deemed appropriate. Of particular interest in this evaluation has been the extent 

to which the Network has influenced practice or behaviour in relation to the needs of 

people from CALD communities within AA, as well as within other relevant service 

organisations.  

 

6.2 Approach and methods 

A multi-faceted approach to addressing this question, in terms of data sources and 

methods, was adopted.  Interviews with the Network Convenor, the Network group 

(during its April 2006 meeting), State AA program staff, and staff at the National AA 

Office were conducted during the first stage of data collection and formed the basis for 

much of the material presented in the Interim Report.  Further data collection comprised 

the following: 

• interviews with all State AA Network members in order to explore the ways in 

which they have attempted, as individuals, to promote the work of the Network / 

multicultural issues in their respective organisations, the response to these efforts, 

and associated challenges. Information about efforts to promote the Network, and 

AA generally, to relevant organisations and service providers, as well as CALD 

communities, was also sought. In addition, views about the extent of the 

Network’s success in achieving its goals were explored.  

• interviews with Executive Directors in each State AA. These were held as part of 

more general discussions, however, provided the opportunity to explore the extent 

of their commitment to addressing multicultural issues, their awareness of and 

views about the Network and, in particular, the extent to which it had influenced 

policy and practice within their respective organisations.    
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• interviews with non-AA Network members. Focused mainly on ways in which 

they attempted to promote the work of the Network, and how their involvement in 

it influenced or facilitated their own work. Also explored their perceptions of the 

success of the Network in achieving its aims.  

• interviews with relevant community service providers and individuals. All  

State AA representatives were asked to nominate one to two people from relevant 

organisations/agencies in order to explore, if possible, ways in which the work of 

the Network might have impacted on them and/or the CALD communities with 

which they worked. Not all were able to provide names, however, either because 

they had only recently taken on the role and/or because they felt that people 

would not readily associate with the Network or its activities. Specific issues 

explored in interviews included views about the needs of CALD communities in 

relation dementia and the extent to which these needs were being met, awareness 

of and/or contact with the Network, and AA generally, and the overall helpfulness 

and/or impact of that contact.  

• other relevant documentation including reports, meeting minutes, email lists and 

communications was reviewed. Feedback from subscribers to the Network’s 

electronic newsletters was also sought via a general email to all members and, in 

some cases, personal phone conversations, in order to ascertain the value of 

receiving this information and way/s in which it was used. Information available 

via the AA website Project room (e.g. meeting minutes) was also reviewed.   

 

6.3 Results 

Results presented in this section are mainly based on data collected during the second 

stage of data collection, however incorporates earlier data as appropriate.   

6.3.1 Interviews – sample details  

A total of 26 people were interviewed, comprising: six State AA Network members, all 

State/Territory AA Executive Directors (n=8), and 12 people from external agencies 

(seven of whom were also Network members). Additional discussions were also held 

with the Network Convenor, as appropriate.   
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There are currently seven States/Territories with AA representation on the Network. With 

the exception of Victoria and South Australia, where the AA staff involved are 

specifically employed as multicultural liaison officers (MLOs), all State representatives 

undertake this role voluntarily, in addition to their other duties. The representative from 

WA is also the AAWA Executive Director (ED).  

 

All but one of the seven Network members from external organisations were specifically 

employed to address CALD issues within their respective organisations. Some worked 

within mainstream service provider organisations. Specific roles varied and included 

needs and options assessment and advice, and program coordination. Two people worked 

directly with people from CALD backgrounds.  

 

Of the names of other stakeholders provided, contact was made with five people in three 

different States. Two informants worked within specific ethnic communities, two worked 

in organisations which focused on assisting ethnic communities generally, and one was 

responsible for a number of dementia support programs, some of which focused on 

CALD people, within a mainstream organisation.  

6.3.2 Network Activities and Progress 

The overview of Network activities and progress provided in the Interim Report 

identified a number of Network achievements since its inception and represents one 

means by which the ‘success’ of the Network can be gauged. As identified in that report, 

a key area of work has been the screening and assessment of people from CALD 

backgrounds who do not speak English. Following the preparation and submission of a 

position paper on the topic, the Network has worked in conjunction with the National AA 

Office to secure funding to conduct further testing of the Rowland Universal Dementia 

Assessment Scale (RUDAS) in Victoria and South Australia.    

 

The development of resources has been a further area of focus. The Network has been 

working in close collaboration with the National Resources Program to provide 

information and advice regarding development of culturally appropriate resources. AA 
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Helpsheets, and a brochure entitled Worried about Your Memory, have now been 

translated into a number of community languages and are available via the national 

website.    

  

Circulation of AA’s weekly electronic newsletter, the Dementia News was extended to 

include Network members in July 2005, with the Network Convenor being responsible 

for coordinating the latter. The newsletter contains brief summaries of recent research 

developments and other relevant information with associated hotlinks to relevant 

websites. The Network’s email distribution list for this newsletter now numbers over 130 

organisations and individuals and is reported to be expanding by an average of eight 

names per month. A Network specific newsletter, the Cultural News, disseminated 

electronically, was inaugurated in June 2006. This newsletter, prepared by the Network 

Convenor, contains information about the Network and its activities, as well as updates 

from each State. Contributions from interested organisations and individuals are also 

sought. The newsletter will be produced 3-4 times per year.  

 

In addition to the above activities, the group has been advocating for an investigation into 

the prevalence of dementia in CALD communities. This work was recently outsourced to 

an external consultant (Access Economics), with whom discussions were held as part of 

the April 2006 Network meeting. Work on a number of other projects and activities (e.g. 

review of national data collection, national awareness campaign for CALD communities, 

development of best practice training guidelines for interpreters) is ongoing and at 

various stages of development. Partnerships with key peak bodies including the 

Federation of Ethnic Communities Council (FECCA) and Diversity in Health have also 

been established, with work on other partnerships e.g. the Telephone Interpreter Service 

(TIS) in progress.  

 

At an ‘internal’ level, the Network has developed an Action Plan as a way of structuring 

its activities. A number of projects and tasks are identified within this Plan, along with 

relevant timelines. The Plan is periodically reviewed and updated. As outlined in the 

Interim Report, three interest groups have been established, each of which reflects key 
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priority areas identified. This appears to have been a positive step, overcoming a sense of 

‘overwhelmedness’ at the range of issues to be addressed by the group. The Network also 

revised its Terms of Reference in the first part of 2006.  

 

The additional funding provided through the NDSP now enables the group to meet twice 

yearly, over two days, rather than once yearly, for a day, as previously. This increased 

face to face contact appears to be highly valued by members, particularly in terms of 

progressing various activities in which they are involved (e.g. via the interest groups), 

and receiving updates on different developments in the field which can be taken back to 

members’ respective States/organisations. 

    

Individual Network members have been involved in various CALD related activities in 

different States, to varying degrees.  In some cases the Network has served as a source of 

advice and support to undertake this work (see later).     

6.3.3 Network Influence and Impact 

This section presents data related to the Network’s impact both within AA, and within the 

broader service provider community in relation to addressing the needs of people from 

CALD communities.   

 

Impact on AA 

A specific Network goal has been to encourage greater ‘ownership’ of the Network, and 

commitment to addressing CALD issues generally, within Alzheimer’s Australia, at both 

national and state levels.  

 

National level 

In regard to its influence at national level, specific Network goals, as identified in the 

Draft Action Plan 2005-6, include being consulted on CALD related issues ‘as a matter of 

course’, and Network representatives being ‘invited to attend some of the meetings 

(Board/ED) to address particular issues’. The need for a stronger presence on the national 

website has also been identified. 
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With respect to the first two goals, most Network members felt that that the Network was 

being increasingly acknowledged, supported, and used as a resource by the National AA 

Office. Specific examples given included the launching on the national website of the 

Mind Your Mind campaign (‘it was in 18 community languages at same time – not later 

as after thought’), national representation on the Network, and support in securing 

funding for further RUDAS trials.  

 

However, several people thought that the Network was still not being consulted or 

acknowledged by the national body to the extent it could – or should - be. Examples cited 

included the non-involvement of the Network Education and Training subgroup in the 

Dementia Competency Training review consultations, and representatives not being 

invited to key meetings (e.g. national program managers). The lack of consultation during 

the process of drawing up the new NDSP contract (following the Minister’s 

announcement that funding for the program would be continued until June 2009) was also 

mentioned.  

 

Although a dedicated Network Project Room has been established within the AA website, 

the Network does not yet have an obvious presence on the AA website homepage, 

however work to achieve this is goal is reported to be near completion.  

 

The National AA Office’s support for and representation on the Network appears to be 

generally appreciated by Network members. However, many informants (both AA staff 

and others) felt that the organisation as a whole still did not demonstrate sufficient 

leadership in relation to CALD issues (‘AA is the peak body in this area – so they need to 

be responsible’; ‘they should make it part of core policy’). Most Network members 

acknowledged that its progress in this area had been limited and identified a number of 

strategies for addressing the issue. One was to forge stronger links with the National AA 

Board, for example through having Board representation on the Network. One person 

suggested that a ‘targeted’ approach might be the most productive in this regard. Another 

strategy was to establish a more formal annual reporting mechanism to the Board.   
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State offices 

State AAs vary considerably in terms of the ways they have attempted to address 

multicultural issues at the local level, and also in the extent to which such issues have 

become an integral part of the organisation’s services. In several States, they have been 

formally acknowledged through incorporation into Strategic plans. Both SA and Victoria 

also employ MLOs. In Victoria this position was initially internally funded, however 

State government recurrent funding has now been secured. AASA has recently 

established an Access and Equity unit which will incorporate both CALD and Indigenous 

issues. The AASA MLO will be based within this unit. In addition, a number of States 

have received grants to run specific programs (e.g. in home respite and support) for 

CALD communities.  

 

The extent to which the Network has played a role in such developments, and in 

influencing policy and practice in general, is not easy to ascertain, however. Some of 

these initiatives (e.g. MLO positions) predate the Network (at least in its current form);  

others are reported to have been implemented more as a result of knowledge acquired and 

partnerships developed at the local level rather than due to any influence on the 

Network’s part. Other States have indicated that they lack the resources to address the 

needs of CALD communities in any comprehensive way, and/or have other priorities.  

 

The establishment of closer links with State AA EDs, for example by encouraging them 

to attend Network meetings, has been identified as one means by which the Network 

could increase its influence at State level. As outlined in the Interim report, the Network 

does have State ED representation (WA) and a number of EDs in other States reported 

that they had attended meetings on occasion. Levels of awareness and understanding of 

the Network’s role amongst EDs varied, however, and not all could see its ‘relevance’ to 

their own organisations. Several were of the view that CALD issues were best addressed 

at the local level - i.e. by utilising local networks and expertise. Although supportive, 

others thought that the Network’s influence would remain limited unless States were 

adequately resourced to establish the infrastructures needed. 
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They could have more influence if [we] had been better set up to support it – for 

example having a MLO to channel Network stuff. 

One ED suggested that they had really been only ‘flirting’ with CALD issues thus far.  

 

Many Network members acknowledged that they continued to have difficulty gaining the 

support of EDs for its work, and their commitment to addressing multicultural issues 

generally, however felt that some progress had been made (e.g. now included in key 

meetings and events such as Roadshows). In addition, the view of one non AA Network 

member was that the Network had ‘really pushed States who have said they have no 

funds to think beyond that, to think about CALD issues as core business, not just as an 

extra’. 

 

Efforts made by AA Network members to familiarise staff within their respective 

organisations with the Network and its resources, and to increase their awareness of 

multicultural issues generally, varied. At a minimum, this involved circulating or 

referring staff to the Dementia News and/or Network newsletter, and raising relevant 

issues at staff or management meetings.  

 

Although it was not possible to explore in detail the extent of staff awareness of, or 

commitment to CALD issues in the different State offices, comments by Network 

representatives and some EDs, along with information related to CALD activities 

collected during the first stage of the evaluation, indicated that there was significant 

variation. As would be expected, there appeared to be reasonably high levels of 

awareness and activity in the two States where MLOs are employed. In both cases CALD 

training sessions have been conducted with most staff, and CALD related initiatives have 

been implemented in a number of program areas (e.g. provision of support for specific 

CALD communities to run their own LWML programs; community awareness sessions 

run for specific CALD communities). In one of these States, the MLO mentioned that 

awareness amongst staff was such that during meetings they ‘often raise issues before I 

do’. This same MLO mentioned that she had been able to delegate conference 

presentations relating to CALD issues to other staff on various occasions.  
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Although the presence of an MLO appears to be a significant factor in raising awareness 

of multicultural issues throughout the organisation, high levels of awareness in some 

other States were also reported.  

They used to think it was all too hard, but that’s not so now – the organisation is 

now much more aware of CALD issues, they are taken into account in services., 

there is a lot more working together [AA Network representative]. 

 

Again, however, this was not always attributed to the Network’s influence. For example, 

in one State where the majority of the client population was reported to be from CALD 

backgrounds, it was suggested that staff had always considered multicultural issues ‘as 

part of their normal work, they think about it in every program, there are always CALD 

clients in everything they do’. 

 

Many people (including AA Network members) acknowledged that achieving the extent 

of ‘attitudinal shift’ required amongst some AA staff (and a number of EDs), was an 

ongoing challenge. A couple of people expressed their frustration at the continued lack of 

staff commitment to collecting relevant background information from clients during the 

course of their work.  

 

A further challenge was the wide diversity of CALD populations in most States, and the 

implications of this for deciding how best to focus efforts. As indicated, the needs of 

other populations (e.g. Indigenous) also influenced the extent to which multicultural 

issues could be addressed, particularly in smaller States where staff resources were more 

limited. Decisions to implement CALD related initiatives were frequently reported as 

being made on a ‘community by community’ basis, taking into account already 

established contacts, resources and opportunities.  

 

The value of having an AA staff member committed to promoting CALD issues and 

acting as a ‘facilitator of action’, both within and outside the organisation, was widely 

recognised by staff and EDs alike. In those States where Network representatives took on 

this role voluntarily (i.e. in addition to their paid role/s), it was suggested that having 
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dedicated positions that were recurrently funded (i.e. as in Victoria and South Australia) 

would be more effective (‘you can’t just ‘tack it on’ to someone else’s job description’).  

 

Nevertheless, even in those States with designated MLOs, lack of time and particularly 

resources were cited as major barriers. One MLO commented that they had stopped doing 

promotional work within CALD communities because of the demand that it had created 

for services – i.e. which neither they nor other ethno-specific services had the capacity or 

skills to provide. In another State, limited take-up by CALD clients of AA services, and 

clients being referred when they were too advanced to benefit from many of the support 

services available, were attributed to not being able to maintain awareness raising 

activities at a sufficiently consistent level.  

 

Impact on other service providers 

A further aim of the Network, as identified in its Terms of Reference, is ‘to promote the 

work of Alzheimer’s Australia to organisations offering services to people from CALD 

backgrounds’. Providing advice and information about dementia generally can 

presumably also be assumed a part of this role.  

 

Various types of evidence were sought as a basis for assessing this aspect of the 

Network’s activities, namely: ways in which Network members attempted to raise 

awareness of AA and its services, and to influence dementia related policy and practice 

generally in regard to people from CALD backgrounds within relevant organisations, and 

the outcomes of those efforts; awareness of and/or contact with AA (and/or the Network) 

amongst organisations working directly with CALD communities, and its usefulness; and 

the impact of receiving information via the electronic newsletters.  

 

Network members’ promotional activities 

Efforts by Network members, both AA and non-AA, to achieve the above goals varied 

between States and organisations, and often seemed to depend on their respective roles.  

Circulation of the electronic newsletters, mainly via email distribution lists, was 

identified as a common strategy.  
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Within AA, it appears that in the two States where MLOs are employed, there are more 

opportunities to promote awareness at a ‘formal’ level through, for example, membership 

on various boards and committees (e.g. Commonwealth Carelink, Meals on Wheels). In 

others (e.g. where the staff member has a community education role), multicultural issues 

have been incorporated into education and training sessions. One AA Network member 

thought that there had been a definite increase in awareness amongst service providers 

with whom she came into contact and that this had led to more CALD referrals (NB see 

later), however the extent to which this could be attributed to the Network’s efforts is less 

clear. Community links and partnerships were regarded as being particularly valuable in 

this regard, although some predated Network membership. 

   

Most non-AA Network members considered that one of their main roles was to pass on 

up to date information about research or dementia related developments that they had 

obtained via the Network (e.g. at meetings, through contact with individual members, in 

particular the Convenor, from the newsletters) throughout their own organisations (e.g. 

colleagues, staff educators), as well as to other organisations and CALD communities 

with which they had contact. Many regarded this as one of the most valuable aspects of 

the Network in that it helped ‘to keep dementia on the agenda’.  

 

Committees and other work groups were regarded as particularly valuable forums as 

managers, researchers, clinicians and ACAT team members often attended. One person 

stated that CALD issues were now regular agenda items on a number of committees of 

which she was a member. Informal interactions with colleagues, representatives of 

different CALD communities, and GPs were other avenues frequently used. Information 

and progress updates on the RUDAS tool was one of the most commonly cited examples 

of specific information disseminated. One person who worked directly with clients said 

that when she accompanied clients to doctors’ appointments she always mentioned the 

RUDAS. Specific examples given of the impact of this work included: 

• a member had attended a Dementia competency training workshop and observed 

that coverage of CALD issues was very limited. She later raised this at the next 

Network, following which the matter was raised with the educator concerned. The 
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educator subsequently requested the member’s assistance in modifying the course 

content.  

• a member had been invited to be part of a multi-agency steering committee which 

had received funding for dementia education, specifically to provide expertise on 

CALD issues. Network involvement was said to have not only enabled this person 

to contribute useful information about services and resources, but also to link 

committee members up with relevant people in other States who had undertaken 

similar work (‘so they are not reinventing the wheel’).   

• as a result of relaying information about the RUDAS to members of her own 

organisation, the member’s Department organised an information session for 

people working in the aged care area. The session was said to have generated 

much interest, and as having led to the implementation of the RUDAS in some 

areas.  

 

All Network members (AA and non-AA) were clearly dedicated to promoting greater 

awareness of dementia related services and resources available to assist people from 

CALD communities, within both mainstream and CALD organisations. Network 

membership was regarded as a definite advantage in enabling them to do this. In fact, a 

couple of people mentioned that their connection with the Network seemed to have given 

them greater credibility, both within and outside their own organisations. One person felt 

that she was being consulted more as a result. This was considered valuable in that it 

enabled her to ‘have more influence’. AA’s ‘sponsorship’ of the Network was identified 

as playing an important role in this regard.    

 

Other stakeholders’ awareness of and contact with AA  

Although most of the ‘other’ (i.e. non-Network) stakeholders interviewed had not heard 

about the Network per se or its activities, all were familiar with AA and its services and 

all had accessed it for information and resources (e.g. translated brochures) on various 

occasions (including via its website). AA Network members in particular (e.g. MLOs) 

were often used as a resource (e.g. information, sessional speaker within a training 

program), although other AA staff were also sometimes consulted. Some people said they 
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were members of their respective State AAs. In some instances this had been a two way 

relationship – for example the person had been asked to assist different AA staff with a 

number projects and activities (e.g. translating for community education sessions (Mind 

Your Mind), working with media officer, translating resources).  

 

Contact with AA staff was generally regarded as useful (‘having the dialogue is useful, 

especially in regard to training staff’) and in some cases critical to being able to 

implement specific programs (e.g. a CALD carers group, an ethno-specific radio program 

about dementia and associated services).  

 

Several people emphasised the importance of collaboration between different 

communities and organisations in addressing the needs of older people from CALD 

communities, and of the need for AA to play a central role in this. A couple of informants 

(both from ethnic service provider agencies in different States) thought that their 

respective State AA organisations still needed to have greater ‘visibility’ within the 

CALD communities in their states and to be more proactive generally.  

We go out to communities rather than just inviting them in to an information 

session.   

 

Electronic Newsletters 

Circulation of the weekly electronic newsletter (Dementia News) and the more recently 

produced ‘Cultural News’, are another area of Network activity aimed at raising 

awareness of dementia and dementia related services and resources within the broader 

service provider community. As far as extending its ‘reach’, it does appear to have been 

reasonably successful in that regular requests to be added to the distribution list are being 

received (see earlier). In addition, many subscribers have indicated that they are 

forwarding this information on to staff in their own organisation or to other networks.  

 

Only a small number of people made use of the opportunity to provide feedback directly 

to the evaluators about the usefulness of the newsletters, although many have commented 

directly to the Convenor. Examples of emailed feedback via both avenues related to the 
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Dementia News are given below. As can be seen, a number of these illustrate the 

effectiveness of this method of information dissemination in terms of reaching a wide 

range of organisations/individuals beyond those who have formally ‘subscribed’: 

These emails have been great and I’ve been able to forward them to my 

colleagues in the Dementia Team as well as through the Dementia Action Group 

which I chair.   

[Respite development worker, Aged and Dementia, Commonwealth Carer Respite 

Centre] 

 

I find this method of update extremely useful and effective. Having access to the 

latest research in such a time efficient way is extremely important when 

answering family and carers’ questions, and conducting carer education. The 

evidence based research also facilitates better quality dementia care and 

practices.              [Respite coordinator for a specific CALD community, SA.] 

 

I find the network excellent. It keeps me up to date on what's happening, across 

the whole trajectory of dementia which is good since my work focuses on the final 

stages and I rarely have time to look up early intervention or prevention work. I 

disseminate snippets of the information to others in my networks e.g. Nurse Unit 

Manager Day Centres, and I have also looked up information initially highlighted 

by the Network and used it when speaking at public forums and conferences. 

There's so much information coming out about dementia at the moment that the 

network is a great way of having a broad overview.  

[Researcher/Project Officer, dementia palliative care projects]  

 

One non-AA Network member commented that circulating information in this way had 

‘led to contacts I wouldn’t have otherwise had’.  

 

Additional comments were made about the Dementia News during some interviews, not 

all of which were as positive (e.g. ‘not overly useful’), although some people said they 
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occasionally saw something of relevance. Lack of time to read the information in detail 

was sometimes cited as a limiting factor (‘you get so many different emails’).  

 

The Cultural News has so far received a generally positive response. Several people again 

commented that it was a valuable awareness raising mechanism (about the Network and 

dementia generally) and that they were sending the information on through their own 

local networks.  

 

Impact on CALD communities 

Although difficult to ascertain the extent of its achievement, clearly the ultimate aim of 

the Network is to ensure that the needs of people from CALD communities in relation to 

dementia are being adequately addressed. Hence, a further interest in this evaluation was 

to explore perceptions of the extent to which this goal had been achieved, the role that the 

Network may have played in this, and any associated difficulties. 

    

Most Network members considered establishing connections with CALD communities as 

vital, not only as a means of identifying needs and issues which could be taken back to 

the Network (or AA as appropriate), but also of promoting greater awareness of 

dementia, and of the supports and resources available. Being able to raise awareness at a 

consistent level was also identified as critical.  

 

Community education /awareness sessions such as Mind Your Mind were identified as a 

‘non-threatening way to open the door to dementia’ in many cultures and were said to 

have generated considerable interest amongst several CALD communities in a number of 

States. Providing information in translated form was also considered important – and in 

some States increased requests for translated Helpsheets and other information from 

people of CALD background was reported. Some people thought that assisting ethnic 

agencies to develop their own services was probably the most effective strategy for 

addressing the needs of CALD communities - for example because of a preference 

amongst many CALD people to use their own community organisations in preference to 

mainstream organisations such as AA. 
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The extent to which Network members, particularly AA staff, have been able to focus on 

developing links with CALD communities, either personally or through encouraging or 

assisting staff or colleagues within their own organisations to do so, varies considerably, 

however. As would be expected, in those organisations where this is an integral part of 

their roles (e.g. MLOs, ethnic aged health advisors in mainstream organisations), 

members have been particularly active. Those working in other capacities within their 

respective organisations or services were more limited in what they were able to achieve 

(‘you do what you can when you can’).  

 

Lack of time and resources were frequently identified as persistent barriers, however also 

mentioned was the resistance within many CALD communities themselves – for 

example, because of the stigma surrounding dementia, or a preference for relying on their 

children rather than services, or a general lack of acknowledgement of dementia as a 

problem (e.g. ‘just part of ageing’). The latter were not regarded as an insurmountable 

problems, however – rather, as ones that would take time.    

 

Concerns about the extent of need for information and support amongst CALD 

communities in regard to dementia (and aged care services generally) amongst Network 

members were confirmed in discussions with other stakeholders, including several who 

worked within specific CALD communities. Again, a number of specific problems or 

barriers were identified, many of which echoed those identified by Network members, for 

example, the lack of acknowledgement of dementia as a problem, and the associated 

stigma (‘it’s a taboo subject for many – they prefer not to acknowledge it, so it’s not so 

easy to tackle). Other problems identified included: 

• inaccurate diagnosis  

• different attitudes between longer term versus more recently arrived migrants, and 

first and second generation migrants towards e.g. dementia, seeking assistance.  

• lack of (good quality) translated information about dementia and aged care 

services generally. 
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Other issues  

Although recognising that it had taken a while to become established, most Network 

members interviewed felt that the Network was ‘now starting to be able to do something’. 

Some non-AA members thought that it had been far more active and responsive than 

other networks and committees of which they were members.  

 

In addition to serving as a means of identifying areas in need of review, for example 

resources and training, many commented that it was a useful way of accessing 

information and sharing ideas that could be adapted to local circumstances (‘we get 

information on the latest research, that we wouldn’t have got any other way’; ‘it’s a 

sounding board, a point of reference’). Many non-AA members in particular stated that it 

had made their roles within their own organisations easier, not only as a result of being 

able to share information and ideas, but also because through the support the Network 

provided them (‘it is growing very political, so it’s hard to work alone’; ‘it has helped me 

to focus on dementia issue, keeping it at the forefront of people’s minds’). One non-AA 

member in one State where there was no active AA involvement in the Network stated 

that without the latter’s support she would not have had the confidence to approach the 

organisation to advocate for the inclusion of CALD issues in their programs and services 

(‘it would be much harder if I had just been doing it as an ‘individual’; if it hadn’t been 

for the Network I probably wouldn’t have been so insistent’). 

 

The diversity of the Network’s membership, in terms of ethnic and professional 

background, was also considered a ‘plus’, as were the formal partnerships that had been 

established (e.g. with FECCA).   

 

6.4 Discussion and conclusions 

Assessing the extent to which the Network has been successful in extending its activities 

and influence has presented a number of challenges. One is that, as a primarily 

‘influencing’ body, much of its work is of a largely ‘intangible’ nature; hence 

identification of ‘measurable’ outcomes is difficult. Another is the difficulty of attributing 

particular developments or ‘impacts’ to the Network’s efforts and activities alone - or at 
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all (i.e. given the input from other funding sources to address CALD issues). In addition, 

the general requirements of the evaluation, in terms of the different elements of the NDSP 

that were to be addressed within the time frame available, has meant that opportunities to 

investigate the Network’s activities in real depth have been limited. Nevertheless, based 

on the evidence collected, a number of comments can be made.    

 

Progress – is the Network extending its influence? 

Overall, the Network does appear to have made some progress in some areas of its 

operations. This relates in particular to the work of the different interest subgroups, some 

of which has produced more ‘tangible’ outcomes (e.g. preparation of position papers, 

guidelines, etc), as well to general initiatives such as implementation of the Cultural 

News and development  of comprehensive email distribution lists for circulating relevant 

information.  

 

As a result of initiatives such as the latter, and networking amongst members (particularly 

at the twice yearly meetings), the Network appears to have become a reasonably effective 

conduit for the dissemination of information throughout a wide variety organisations and 

groups, including AA itself. It has also developed into a highly valued resource and 

source of support for individual members, with membership in many instances having 

facilitated the achievement of their own work in their respective organisations and/or 

States. Although largely anecdotal, there is also some evidence suggesting that the 

Network is being increasingly used as a resource by different organisations, including AA 

itself. In this sense, therefore, it does appear to have acquired the characteristics and 

functions that would typically be associated with a ‘network’.  

 

In regard to its impact on AA, however, the evidence is less convincing. Although the 

Network has identified the critical role played by State EDs in creating ‘ownership’ of the 

Network, and of multicultural issues generally at a State level, not all EDs are convinced 

of its relevance to their organisations. Others support the concept but feel that unless they 

are adequately resourced, their efforts to address multicultural issues in a comprehensive 

way will remain limited. The extent to which State AA Network representatives are able 
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to have an influence within their representative organisations is also, in many cases, 

limited given that, apart from the two members who are employed as MLOs, this role is 

purely voluntary, and not part of their stated roles. In addition, the amount of time and 

resources dedicated to the Network Convenor position is such that there is limited scope 

for more proactive promotion of the Network at State level – for example, through 

regular visits to each State to meet with EDs and key staff (e.g. program managers).   

 

It is not surprising, therefore, that the view of most Network members is that 

multicultural issues have yet become ‘core business’ in most State AAs. Moreover, and 

although encouraging, in those States where a number of initiatives to address 

multicultural issues have been implemented, the extent to which this can be attributed to 

the Network’s influence is difficult to ascertain. In some cases it may be that locally 

established networks and partnerships have been more influential.  

 

Similarly, although the Network does appear to be increasingly acknowledged, supported 

and used as a resource by the National AA Office, evidence collected as part of this 

evaluation suggests that its influence at national level remains fairly limited – or at least 

in terms of what Network members (and others) perceive as being required in order that 

the needs of people from CALD backgrounds can be fully addressed. Examples of the 

latter that were given included the incorporation of multicultural issues within national 

policy and practice guidelines, the adoption of a stronger stance on multicultural issues 

viz a viz the States (e.g. via accountability requirements), and support to States to enable 

them to develop appropriate infrastructures for addressing multicultural issues. A number 

of strategies for extending the Network’s influence at national level are being considered 

by Network members (e.g. Board representation on the Network), however, none of these 

have yet been implemented.  

 

Although the Network’s apparently still limited influence within AA is of some concern, 

there may be a number of reasons for this. One is the time required to achieve the 

attitudinal or ‘cultural’ shift that seems to be needed in some cases. Another may be 

related to the Network’s membership in terms of it composition (e.g. variability in State 
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AA representation) and perhaps also the extent of commitment of some individual 

members. More representation from State EDs has been suggested as one means by 

which the Network might be able to make greater inroads at State level, however, may 

not be a particularly realistic option. The largely voluntary nature of the Network’s 

membership - i.e. which means that opportunities for State AA representatives to devote 

time to promoting the Network, and multicultural issues generally, within their 

organisations are often limited – may be a further contributing factor.    

   

Although some attention has already been devoted to clarifying its role, as reflected in the 

revised Terms of Reference, it is also possible that the Network is still not entirely clear 

about its main purpose and how this might best be achieved. As a consequence, and 

taking into account the various goals it has identified for itself, it could be argued that its 

role as an ‘influencing’ body, particularly within AA, has become a little ‘lost’ in the 

process.   

 

Assessing the Network’s influence within the broader service provider community is 

much more difficult. Evidence suggests that the Newsletters in particular have been a 

reasonably effective means of raising awareness of issues related to dementia, although 

the extent of people’s familiarity with the Network per se, or its role, is less clear. In 

terms of the latter’s broader aims, however, this may not be so important, and indeed all 

(albeit few in number) of the external service providers contacted as part of this 

evaluation indicated that they did make use of the expertise and resources available at AA 

in their efforts to meet the needs of the CALD communities they are assisting, and had 

found that contact useful - in some cases invaluable.  

 

As indicated, determining whether the Network’s activities are ultimately making a 

difference for people from CALD communities themselves – in terms of, for example, 

their increased understanding and awareness of dementia and of the services and supports 

available to them (including those provided by of AA), or as far as ensuring that the 

information or assistance they receive is relevant to their particular cultural or linguistic 

needs - is extremely difficult, particularly within an evaluation of this nature and scope.  
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In regard to the extent to which people from CALD backgrounds are currently 

represented amongst AA clients, however, it is of interest to note that people speaking a 

language other than English at home represented between 12 and 16 per cent of 

respondents across the four NDSP program areas surveyed as part of the 2006 NDSP 

National User Survey (see Appendix). Although these results need to be approached with 

some caution (e.g. see comments in Appendix - A:1), and, cannot necessarily be 

attributed to the Network’s activities, they are, nonetheless, reasonably encouraging, 

particularly in view of the generally high levels of satisfaction with service provision also 

reported.    

 

Is there a more effective model? 

Whether the current model represents the most effective means of ensuring that 

multicultural issues become an integral part of service delivery within AA, and for 

achieving its other objectives, is difficult to ascertain at this point. Renaming the Network 

- for example, as the National Cross Cultural Policy and Practice Dementia Advisory 

Group – along with some further refinement of its Terms of Reference, both of which 

would place greater emphasis on its advisory and influencing role, might be one way of 

helping to enhance its credibility and influence within AA. Broadening the Convenor’s 

role to include regular liaison with State offices (particularly EDs), for example via 

annual visits, might also help to extend the Network’s influence at State level and would 

seem a more practical option than attempting to obtain wider ED membership. This 

would, however, necessitate the allocation of additional time and funding for the position. 

   

The establishment of additional mechanisms and infrastructures to facilitate the work of 

the Network within AA may also warrant consideration – for example, the 

implementation of more formal State accountability and reporting requirements, 

including in relation to the collection and recording of CALD related data by staff. The 

presence of an MLO or similar within State organisations seems to have definite 

advantages in terms of incorporating multicultural issues into State AA agendas, although 

does not always mean that they are not being addressed in other States. Clearly, however, 

having MLOs based in each State AA would help to drive the Network’s agendas, and 
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provide an avenue for channelling local issues and developments back to the group for 

discussion and consideration. Again, however, this would have obvious resource 

implications.   

 

Another alternative to the current model might be to establish an Equity and Access Unit 

(or Policy Officer) – i.e. similar to the SA initiative - but at national level. This would not 

only represent a clear demonstration of AA’s commitment to multicultural issues to both 

State members and the wider service provider community, but would also provide a 

means of ‘influencing’ State agendas in this area.  Ideally similar positions would also 

exist within each State office, thereby retaining the ‘network’ idea.  

6.4.1 Conclusions 

The Network is a group of dedicated people who are committed to ensuring that needs of 

people from CALD backgrounds are addressed at all levels. They - and particularly the 

Convenor - have worked hard to establish appropriate mechanisms and structures that 

will enable it to extend its influence, and there is some evidence that these efforts are 

beginning to ‘bear fruit’. Although the evaluation has identified a number of issues 

related to its progress and impact thus far, it is perhaps still somewhat premature to draw 

conclusions about its effectiveness, the extent to which it represents ‘value for money’, 

and whether or not it is the most appropriate model for achieving its primary objectives 

The outcome of this evaluation suggests that the effectiveness of the Network could be 

enhanced both by giving it a high profile within Alzheimer’s Australia and by securing 

resources necessary to fund MLO positions to drive its agenda at the national and State 

and Territory levels.  
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7. Impact of new service arrangements on rate/pattern of 
contacts  

7.1 Evaluation question and interpretation 

One of the aims of the NDSP evaluation was to evaluate the impact of the new service 

arrangements on the rate/pattern of contacts by consumers with the organisation. 

 

In our original evaluation plan, the intention was to:  

examine client contact rates/patterns from the time of program inception (July 

2005) to approximately the end of August 2006, subject to data availability and to 

compare these data to contact rates/patterns prior to July 2005 for relevant 

program components if equivalent and reliable data were available and accessible. 

 

It was intended that the national dataset would be used as the major source of data for this 

component of the evaluation, supported by data from activity reports and qualitative data 

from interviews with AA staff. 

 

7.2 Approach and methods 

In order to evaluate the impact of a change in service arrangements on rate and pattern of 

contacts, the aim was to examine the number and type of contacts and the number and 

type of clients, before and after the introduction of the NDSP, and any changes over time.  

Any observed changes would be discussed with consideration to any other influences that 

might have impacted on the data over the indicated time period. 

 

As part of our assessment of the data for use in the evaluation, we have  

• examined the national dataset (access was provided to the reports section of 

the Client Manager Online system by the National AA Office and Applied 

Aged Care Solutions)  
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• examined previous reports relating to the Dementia Education Support 

Program (DESP) and Living With Memory Loss program provided through 

Applied Aged Care Solutions  

• examined current and previous national, State and Territory Activity Reports 

supplied by the National AA Office 

• conducted qualitative interviews with AA staff in all States as part of our 

visits. 

 

The National Dataset 

Because of its relevance to this aspect of the evaluation, a brief overview of the national 

dataset in terms of background and associated issues is first provided.  

 

The national dataset is activity based data.  It can be used to examine rate and pattern of 

contacts but it cannot be used to evaluate program outcomes. 

 

In the first quarter of 2006, the Client Manager Online (CMO) data collection software 

was rolled out to all State and Territory Alzheimer Australia organisations and the 

National AA Office.  Prior to the introduction of the CMO, the Client Services Contact 

Management (CSCM) database system was used.  Data from the latter database was 

cleaned and imported into the CMO. 

 

Table 7.1 shows the timeline for the introduction of the NDSP and the CMO data 

collection system. According to the National Dementia Support Program Activity Report 

(July 2005 – June 2006), the introduction of CMO has been slower and more complicated 

than expected. Both Victoria and South Australia experienced implementation 

difficulties.  In addition, Victoria did not provide data to DESP prior to July 2005 for a 

considerable period of time.  These data are now being entered and this process is 

expected to be completed by September/October 2006 – which is outside the time frame 

for data analysis in this evaluation.  Currently, South Australia is not using the CMO but 

is using alternative methods in order to provide data to the National AA Office. 
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Table 7.1: Timeline for NDSP and Data Collection Systems 
Date Programs Database 

July 2004 - June 2005 DESP(+other programs) CSGM 

July 2005 – Dec 2006 NDSP CSGM 

First quarter 2006 – now NDSP CMO 

 

NDSP funding officially commenced on July 2005 however, the change in funding 

resulted in a delayed start to some aspects of the NDSP.  In Queensland, a new 

subcontractor was engaged to administer the program.  Consequently, there have been 

delays in establishing services in this State and this has impacted on the provision of 

information, including information to be included in the national dataset.  Other States 

have also reported delays in starting specific components of the NDSP due to various 

issues such as renovations and recruitment. 

 

In the October 1 – December 31 2004, Living With Memory Loss Data Summary Report, 

Applied Aged Care Solutions noted that ‘information is not entered consistently across 

the sites, although there is a nationally agreed approach’ (Applied Aged Care Solutions, 

2005, p.8).  This lack of data definition is across all data items and has continued into the 

new CMO system.  So while there is general agreement on the data items, States enter 

data quite differently and to different levels of completion, due to different philosophies, 

practices and procedures.   

 

Under the new CMO system, each contact must be allocated to a funding source.  The 

NDSP related funding sources are Helpline/Referral, Advice/Counselling, Early Stage, 

Education NDSP and Support Group.  However, States have multiple and different 

funding arrangements supporting various NDSP activities.  This variability in funding 

sources and how States elect to manage it, particularly where an individual staff member 

has multiple funding supports, may impact on the comparability between States and 

across funding periods. 
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The above issues impact on the completeness and comparability of data across States and 

thus impact on the reliability of national data to be used as a basis for assessing the 

impact of the new service arrangements on the rate and pattern of contacts by consumers 

within the organisation from a national perspective.  Therefore, the evaluators have used 

the national data, the other available reports and the perceptions of AA staff to address 

this question. However, an unequivocal evaluation cannot be provided from the available 

information. 
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7.3 Results 

The CMO Report module allows for either All Funding Sources or individual NDSP 

components to be specified but not total NDSP funding.  Therefore, this chapter begins 

with an examination of all contacts from all sources of funding.  It then examines the data 

in relation to each of the seven service components within the NDSP. Information from 

other sources, including interviews with AA staff, is incorporated as appropriate. 

7.3.1 All contacts 

Figure 7.1 examines all contacts from all funding sources over time (July 2004 to June 

2006) based on data available from the CMO.  The NDSP contract was commenced in 

July 2005.  The data suggest that there has been no significant change in the rate of total 

contacts with the organisation over the time period.  September 2004 and 2005 appear as 

the peak months in terms of number of total contacts with the organisation.  These time 

periods coincide with Dementia Awareness Month.   

 
Figure 7.1: All Contacts by Month, July 2004 to June 2006 

Yearly Contacts by Month - All Funding Sources - National
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Table 7.2 shows the total number of new contacts by group type from 1 July 2004 to 30 

June 2005 compared with 1 July 2005 to 30 June 2006.  While mindful of the issues 

related to the data, these results suggest that there has been no significant change in the 

type of new client contacts recorded between the two time periods.  As mentioned earlier 

data from the pre July 2005 database was imported into the CMO and this may have 

some impact on the comparability across the time periods.  As an example of this, there 

appears to be a difference in the way education contacts have been recorded between the 

two time periods. 

 

Table 7.2: Total New Contacts by Group Type, 2004/05 compared to 2005/06 
New Contacts 

Jul 2004 – Jun 2005 
New Contacts 

Jul 2005 – Jun 2006 
Client Group Type 

n % N % 

Anonymous 378 1.7 412 1.9 

Early Stage Group 908 4.1 972 4.6 

Education Coursea - - 49 0.2 

Education:NDSP Families 380 1.7 46 0.2 

Education:NDSP Workers 275 1.2 247 1.2 

Family 16821 76.7 16559 77.5 

General Public 891 4.1 990 4.6 

Information/Awareness/CES 205 0.9 124 0.6 

Service Provider/Professional 1663 7.6 1556 7.3 

Staff 31 0.1 10 0.0 

Support Group 366 1.7 389 1.8 

TOTAL 21918 100.0 21354 100.0 
aEducation course is a non-NDSP funded education course. 

 

 

Table 7.3 shows the rate of new contacts per new person for all persons, carers and 

people of concern between the two time periods.  As indicated, there is no difference in 

the rate of new contacts per new person for all persons, carers or people of concern 

recorded between the two time periods. 
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Table 7.3: Rate of Contacts per New Persons, 2004/05 compared to 2005/06 
 Jul 2004 – Jun 2005 Jul 2005 – Jun 2006 

All New Persons 2.0 2.1 

New Carers 1.9 2.0 

New Person of Concern 3.3 3.6 

 

We also examined the age groups for new carers between the two time periods.  There 

were a very large proportion of unknown ages for carers (approximately 75%) and this 

impacted on the ability to draw conclusions from these data. 

 

Table 7.4 shows the age groups for new people of concern (including those in groups) 

between 2004/05 and 2005/06.  Approximately 27% of people of concern do not have 

ages specified.  However, there does not appear to be any major difference in age groups 

recorded between the two time periods. 

 

Table 7.4: Number of People of Concern (Including those in Groups) by Age 
Groups, 2004/05 compared to 2005/06 

Jul 2004 – Jun 2005 Jul 2005 – Jun 2006 People of Concern 
Age Groups (years) N % n % 

Under 39 36 0.5 44 0.4 

40 – 49 53 0.7 52 0.5 

50 – 59 236 3.1 314 3.2 

60 – 69 599 8.0 857 8.7 

70 – 79 1810 24.0 2563 25.9 

80+ 2692 35.8 3474 35.1 

Unknown 2100 27.9 2591 26.2 

TOTAL 7526 100.0 9895 100.0 

 

 

The perception of most AA staff and EDs interviewed was that the demand for AA 

services generally had increased, but could not necessarily be attributed to the new 

service arrangements. Thus although initiatives such as the Dementia and Memory 

Community Centres were thought to have enabled AA to broaden its reach, thereby 
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potentially increasing the rate of contact by consumers, some thought that the 

identification of dementia as a National Health Priority, and a generally increased 

awareness of dementia within the community, had played a key role. In addition, a 

number of people  were of the view that some aspects of the NDSP (e.g. DMCCs, the 

increased flexibility afforded the Early Intervention Program) had enabled AA to offer 

services to consumers whose needs they might not otherwise have been able to meet (e.g. 

people living in rural areas, people with younger onset dementia, the ‘worried well’), 

thereby potentially impacting on the ‘type’ of people contacting the organisation, as well 

as the types of services sought.     

 

Conclusion 

Although anecdotal evidence suggests that demand for services overall may have 

increased, and that the NDSP has the potential to result in a broader range of consumers 

contacting AA, the limited quantitative data available precludes any definitive 

conclusions to be made about the impact of the new service arrangements on the rate and 

pattern of all contacts with the organisation.  

7.3.2 National Dementia Helpline and Referral Services 

The National Dementia Helpline and Referral service is a well established service which, 

with the exception of Queensland (QLD) and the Australian Capital Territory (ACT), was 

previously funded via the Dementia Education and Support Program (DESP).  

Essentially, there were no changes to this service element when the NDSP funding was 

introduced in July 2005.  However, the Helpline data were examined in order to 

determine if there have been any increases in the number of people calling the Helpline 

since the introduction of the new NDSP service arrangements. 

 

The Helpline service can be accessed via a 1800 number from anywhere in Australia.  In 

addition a significant number of calls are also received via local lines. The telephone 

number for the National Dementia Helpline changed in the second half of 2005.  The 

National Dementia Support program Activity Report (July 2005 – June 2006) states that 
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this has caused little disruption apart from in South Australia where there was a minor 

technical problem, now resolved. 

 

The data presented in Table 7.5 relate to calls to the 1800 Helpline for 2004, 2005 and 

2006 divided into periods of six months.  The organisations receive many calls via their 

business phone numbers which are requests for information and referral.  These calls are 

diverted to the Helpline staff but are not counted here.  In addition, in order to compare 

across the period of interest, the data are presented as covering from the 15th day of 

Month A to the 14th day of Month B.   

 

Table 7.5: 1800 Helpline calls for 2004, 2005, 2006 
6 Month periods  2004 2005 2006 

Jan – Jul 12497 12175 13748 

Jul – Jan 13369 12477 - 

 

As can be seen, there was a decrease in the number of calls between the second half of 

2004 and the second half of 2005 (13369 versus 12477) and this may have related to the 

changing of the Helpline number late in 2005.  There appears to have been an increase in 

the number of calls for the first half of 2006 relative to the first half of 2004 and 2005. 

 

Figure 7.2 shows the number of Helpline calls per month for 2004, 2005 and 2006.  In 

general, there is a similar seasonal pattern for 2004 and 2005.  The number of Helpline 

calls tends to be following a similar pattern for the first half of 2006 except for a relative 

spike in May-June 2006.  The peaks in September/October of each year correspond to 

Dementia Awareness Month and demonstrate the effect of concentrated multi-media 

promotion on the number of Helpline calls.  According to information provided by the 

National AA Office, the number of Helpline calls received during Dementia Awareness 

Month 2006 was approximately 4600 which is double the usual average monthly figure 

and is considerably greater than the corresponding period for 2004 and 2005. The 

significant impact of promotional activities of this type was also identified by staff during 

interviews (see Interim Report).  
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Figure 7.2: Helpline Calls – 2004, 2005 and 2006 

Helpline Calls

0

500

1000

1500

2000

2500

3000

Jan-
Feb

Feb-
Mar

Mar-
Apr

Apr-
May

May-
Jun

Jun-
Jul

Jul-
Aug

Aug-
Sept

Sept-
Oct

Oct-
Nov

Nov-
Dec

Dec-
Jan

Month

To
ta

l n
um

be
r

2004 2005 2006
 

 

 

Interviews with Alzheimer’s Australia staff also suggest that the more preventive focus of 

the NDSP, and consequent expansion of the target group, has resulted in a much broader 

range of callers than just carers compared with previously and that it now includes people 

with early stage dementia, as well as the ‘worried well’. However, there are no available 

statistical data to support or refute this perception. 

 

Conclusion 

It appears as though there has been an increase in the number of 1800 Helpline calls in 

the first half of 2006 compared to the first half of 2004 and 2005. However, it is not 

possible to determine if this increase is related to the new NDSP service arrangements. 

However, there is some evidence suggesting that some information and awareness raising 

activities included within the NDSP, such as Dementia Awareness Month, do have an 

impact on the rate of calls. Anecdotal evidence also suggests that the NDSP may have 

had some impact on the range of callers.  
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7.3.3 Dementia and Memory Community Centres 

Data in relation to DMCCs have some specific issues and hence none are presented in 

this chapter. See Chapter 3 for details. 

7.3.4 Living with Memory Loss 

This component of the NDSP represents an expansion of the already well established 

Early Stage Dementia Support and Respite Project (Living with Memory Loss – LWML - 

program), initially funded by the Department of Health and Ageing in 2000. Although 

few changes have been made to the program under the NDSP, the new funding 

arrangements allow for more flexibility in the way services can be delivered in order to 

better meet the needs of particular groups (e.g. people living in rural/remote areas, people 

from CALD backgrounds, people with younger onset dementia). 

 

Table 7.6 reports the LWML data provided from the Early Stage Dementia Support and 

Respite Project Report (July 4005 to June 2005) and the National Dementia Support 

Program Activity Report (July 2005 – June 2006).  As expected there has been little 

change in the total number of LWML courses delivered, the number of people with 

dementia or the number of carers attending the courses between the two time periods.  

With respect to the more flexible delivery of services, the Early Stage Dementia Support 

and Respite Project Report (July 2004 to June 2005) reported that there had been  

• Some groups for people with younger onset dementia, 

• Two Italian programs conducted in Queensland, 

• Live-in-retreats held in Victoria, and 

• A condensed format program held in Alice Springs, Cairns and Mackay. 

 

Data from Chapter 4 (presented in Table 7.6) show that there were 27 ‘innovative’ 

approaches to the LWML program delivered in 2005/06.  This represents 29% of all 

LWML courses delivered. 
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Table 7.6: Living with Memory Loss Outputs, 2004/05 and 2005/06 
LWML Outputs 2004/05 2005/06 

Total number of LWML courses delivered 94 93 

Total number of PWD 613 612 

Total number of carers 674 627 

Number of flexible LWML courses delivered na 27a 
aSee Chapter 4 

 

Table 7.7 shows the age groups of new people of concern (included in the group) for the 

Early Stage NDSP Funding Source for 2004/05 compared to 2005/06.  The data indicate 

a slight increase in the proportion of people of concern aged 69 years and under in 

2005/06 compared to 2004/05.  This probably relates to the increased number of Younger 

Onset LWML courses that were conducted in 2005/06. 

 
Table 7.7: Number of New People of Concern (Including those in Group) by 
Age Group for Early Stage NDSP Funding, 2004/05 compared to 2005/06 

Jul 04 – Jun 05 Jul 05 –  Aug 06 Age group 

n % n % 

<60 42 5.9 45 6.4 

60-69 81 11.4 92 13.1 

70-79 249 35.2 277 39.6 

80-89 221 31.2 181 25.9 

90+ 22 3.1 9 1.3 

Unknown 93 13.1 96 13.7 

TOTAL 708 100.0 700 100.0 

 

 

A number of AA staff interviewed thought that the NDSP had allowed for increased 

marketing and promotion of the EIP (e.g. via DMCCs, Awareness Raising and 

Information Provision activities) which had, in turn, enabled the EIP to reach a wider and 

more diverse range of people. However, problems such as the generally limited number 

of referrals in many States, and issues surrounding the relevance of the LWML course 

content and structure for some client groups (e.g. Indigenous) were identified as ongoing 
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challenges, thereby limiting the capacity of the program to attract increased numbers of 

participants, and/or clients from a more diverse range of backgrounds.  

 

Conclusion 

Approximately 30% of LWML courses delivered in 2005/06 were identified as 

innovative or flexible.  In addition, a slightly higher proportion of people of concern aged 

69 years and under was observed over this time period compared to previously.  These 

data suggest that the NDSP has provided more flexibility within the LWML program 

structure and that this has resulted in a greater proportion of courses that meet a more 

diverse client need. Information obtained during interviews with staff generally supports 

this idea.  

7.3.5 Non-clinical Advice, Counselling and Professional Support 

This aspect of the NDSP aims to provide accessible dementia advice, counselling and 

referral support for people with dementia and their carers.  According to the evaluation 

brief, the main change under the new contract was to expand the target group to include 

people concerned about the risk of developing dementia. 

 

Most States indicated that reporting for the counselling component was often difficult for 

reasons that included the overlap between programs both within the NDSP itself (i.e. 

Helpline and DMCC) and/or between the NDSP and other funding sources, and the lack 

of clarity of some categories/activities – e.g. ‘support group activities’.  

 

In terms of reporting against different NDSP components, each State appears to have 

identified its own criteria for differentiating what is categorised as counselling per se. 

Reporting for support groups presents similar challenges – for example, how to 

differentiate between counselling support groups and those run as part of DMCC 

activities. A further reporting ‘dilemma’ was identified related to HACC funded groups 

that were run at a DMCC.  
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Reports from the CMO suggest that the counselling and support group data are 

incomplete within this system.  The Activity reports provide a summary of delivered 

outputs in this area but are of limited use for this evaluation. 

 

Interviews with staff revealed fairly widespread acknowledgement that the NDSP had 

enabled the provision of some additional counselling hours (including via the DMCCs). 

In addition, one State mentioned that it had also provided additional capacity to offer a 

face-to-face counselling service in some rural areas.  However, there is no information to 

suggest that the target group has been expanded to include people concerned about the 

risk of developing dementia.   

 

Conclusion 

No definitive conclusions relating to the expansion of the target group to include people 

concerned about the risk of developing dementia can be made from the available 

evidence. 

7.3.6 Education and Training 

Under NDSP funding arrangements, the Education and Training program continues to 

provide accredited training to respite workers and structured training to families and 

carers of people with dementia.  However, under the NDSP, it has been expanded to 

include short non-accredited training for workers (including generalist community 

workers and the residential care sector) and information sessions for the broader 

community.  These areas are of particular interest to this evaluation. 

 

According to the DESP Annual Report 2004 -2005, the program provided general 

education and community education programs for carers of people with dementia, staff in 

the aged and community care industry and the general public.  However, numbers of 

delivered programs, topics and numbers of participants were not provided. 
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According to the NDSP Activity Report (July 2005 – June 2006), 83 non-accredited short 

training courses and 124 community information sessions were held during the 2005/06 

financial year. (See Chapter 5 – Education and Training - for a documentation of the 

range and effectiveness of those programs). 

 
Staff in some States did not perceive that NDSP had had a significant impact on the 

number of NASCs delivered or the type of client. It was commented that ‘We have 

always run NASCs’ and ‘Aged care facilities are our bread and butter’.   Other States 

suggested that making dementia a national health priority, rather than NDSP may have 

resulted in the perceived growing demand from a broader range of organisations for 

NASCs with an increasing depth within content.  However, the evidence provided in 

Chapter 5 suggests that the vast majority of NASCs are still provided to aged care 

workers and people providing direct care to people with dementia and that the perceived 

growing demand from broader organisations has not yet translated into delivery. 

 

Qualitative information obtained via staff interviews supports the notion that the NDSP 

funding has increased the capacity of the organisation to provide more community 

education and has resulted in an increased number of sessions.   This may have been 

through simply funding additional sessions or because of the ability to employ staff to 

provide training or to manage organisation and bookings.  One staff member commented 

that it meant that community education has a year round profile rather than a 

concentrated effort occurring in Dementia Awareness Week.   

 

All States reported an increase in requests for community education but could not say if 

this was directly related to the NDSP, or rather, an indication of general increasing 

awareness.  In addition, qualitative information from staff suggests that in relation to 

community education, the change in content from specifically dementia and related 

services to risk reduction has enabled a broader focus that appeals to a wider community 

population. 

 

 



 110

Conclusion 

Qualitative evidence suggests that the NDSP has increased the number of community 

education sessions delivered and has resulted in these sessions reaching a broader target 

population.   

7.3.7 Awareness Raising and Information Provision  

Awareness raising within the NDSP represents a ‘new’ initiative in the sense that 

‘discrete’ funding has been allocated for these purposes for the first time. 

 

Many awareness raising and information provision activities occur as part of other 

elements of the NDSP contract such as the DMCC and community education.  As a 

consequence, staff in most States commented that this frequently poses a challenge from 

a reporting perspective and how this is reported varies from State to State.  This challenge 

was reiterated in the National Dementia Support Program Activity Report for July 2005 – 

June 2006. 

 

The CMO does collect Contacts by Group Types which include general public and 

information/awareness/community education sessions; however these data are of 

uncertain quality.  Most data related to awareness raising is collated from other sources 

for the activity reports.  It is noted that State six monthly activity reports for July-

December 2005 reflect some variation in reporting. For example, in regard to reporting 

‘numbers’ for activities such as ‘public displays’, some States indicated the numbers of 

displays over the period, whereas others estimated the numbers of people within the 

potential target group/population likely to have been exposed to these displays. In 

addition, although attempts are generally made to keep a record of attendances at 

presentations etc, many States indicated that these, and statistics for other Awareness 

Raising activities, were often ‘guesstimates’.   

 

As identified earlier in this Chapter, however, there is some evidence indicating that 

activities such as Dementia Awareness Month do have a significant impact on the number 

of Helpline calls received.  
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Conclusion 

The overall impact of discrete funding for awareness raising on the rate and pattern of 

contacts with the organisation cannot be determined from available evidence.  

7.3.8 Special Needs Support 

Quantitative data available on special needs clients are scant and unreliable.  For 

example, data on CALD clients are not adequately captured and do not necessarily reflect 

the type or level of activity related to CALD clients.  To our knowledge, there is no 

provision for the collection of the Indigenous status of clients within the CMO.   

 

In regard to people from CALD backgrounds, staff identified a number of issues related 

to the limited and/or generally poor quality data including: 

• CALD data are often not routinely collected.  This may relate to staff concerns 

about asking for this type of information. 

• The children of CALD People of Concern represent a significant number of 

CALD contacts however, because they often speak English, they may not be 

recorded as a CALD contacts. 

• Many CALD clients may prefer to go to their own ethnic service where they feel 

more comfortable, hence often the ethnic agency is the AA ‘client’ rather than the 

CALD individual. 

 

Anecdotal evidence collected during the course of this evaluation suggests that client 

representation amongst some groups – for example, people from CALD backgrounds 

(e.g. see Chapter 6), and people living in rural and remote areas (e.g. as a result of DMCC 

initiatives such as mobile vans) may have increased in some States, however the extent to 

which this can be solely attributed to the NDSP is unclear.  

 

Results of the NDSP User Survey provide some additional information related to special 

needs groups representation for the four program areas covered by the survey (see 

Appendix).  
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Conclusion 

The limited data available via the CMO and other sources precludes any definitive 

conclusions being drawn about the impact of the NDSP on the rate and /or pattern of 

contacts by people from special needs groups. As identified in the Interim report, meeting 

the needs of these groups continues to present numerous challenges.  

 

7.4 Discussion and conclusions 

In conclusion, there are limited available and reliable data to assess the impact of the new 

service arrangements on the rate and pattern of contacts by consumers with the 

organisation as a whole.  However, there is some quantitative and qualitative evidence to 

suggest that the new service arrangements have had some impact on rate and pattern of 

contacts within specific elements of the NDSP.  In particular, the NDSP has  

• provided more flexibility within the LWML program structure and this has 

resulted in a greater proportion of courses that meet a more diverse client need, 

and 

• broadened the reach of AA information and education programs to be more 

acceptable and accessible to the wider community, and not just people with 

dementia or memory concerns. 

 

A major issue that has impacted on the ability of the evaluators to address the evaluation 

question in this section of the report is the challenge of collecting useful and reliable data.   

 

It is acknowledged that the CMO has not been established specifically for evaluation 

purposes. However, given its relevance to this particular evaluation question, and the 

limited data available from other sources, a number of comments are felt warranted here. 

The CMO is used by each State to manage its clients while allowing for flexibility of 

philosophy, procedure and practices.  The data available from the CMO prior to and over 

the period of the evaluation have been affected by a number of factors including the 

change in client management system; differences in program management, data definition 



 113

and entry practices; funding sources; and other problems that some States have 

experienced.   

 

The national dataset provides activity data.  It does not, however, provide data of 

sufficient completeness or quality (accuracy and reliability) to be used to examine the 

impact of the new service arrangements on the rate and pattern of contacts with the 

organisation, particularly from a national perspective. While some of these data issues 

may be resolved in time, the way in which individual States manage their programs, 

variability in funding sources, data definitions and data entry practices will continue to 

impact on comparability across States and over time.   

 

It is important to acknowledge that AA staff commented repeatedly that the current level 

of reporting required to meet Commonwealth requirements across all program elements 

was significantly time consuming as to create considerable administrative demands.  It is 

our view, therefore, that a way of minimising data collection while recognising the 

differing needs of stakeholders (staff, management, multiple funding bodies) needs to be 

considered. While it is important that the data collection system maintains the maximum 

flexibility of the programs and the individual States, it may also be timely to consider 

minimum data sets as a way of supporting information sharing and consistent and reliable 

data collection across these flexibilities.   

7.4.1 Conclusion 

There is little available and reliable evidence to evaluate the impact of the new service 

arrangements on the rate and pattern of contacts by consumers with the organisation. 

However, there is some evidence to suggest that the new service arrangements have had 

some impact on rate and pattern of contacts within specific elements of the NDSP.  If the 

national database is to be used for detailed evaluation purposes in addition to its current 

role as a client management and record keeping tool then significant work will be 

required. That work should include the development of a fixed reporting minimum 

reporting requirement.  

 



 114

8.  NDSP: Appropriateness, Effectiveness and 

Efficiency 

8.1 Context 

The NDSP represents an integration of various dementia programs previously funded by 

the federal government and administered by Alzheimer’s Australia (AA), including the 

Dementia Education and Support Program (DESP), Early Stage Dementia and Support 

and Respite Project (ESDSRP), Carer Education and Workforce Training (CEWT), and 

National Dementia and Behaviour Advisory Service (NDBAS). It is intended to provide 

an opportunity to consolidate previous initiatives and to build on their successes by 

developing some new services. The NDSP is a national, comprehensive, creative program 

of funding, that facilitates common standards and seeks to offer a ‘seamless service; to 

the community.  

 

The stated aims of the NDSP are to:  

• increase the capacity of people with dementia to remain in their homes for as long 

as they wish and it is appropriate for them to do so, therefore delaying entry to 

residential care 

• provide easy access to information on dementia about prevention, early 

intervention, diagnosis, support and other services for people with dementia 

• improve information and the support services for people with memory concerns, 

people with dementia, their carers and families, and the broader community 

• improve the quality of life for people with dementia and their carers 

• reduce the risk of carer burnout and; 

• improve the quality of care for people with dementia and provide innovative care 

options to support people with dementia and their carers. 

 

Information for this aspect of the evaluation was collected throughout the period of the 

evaluation and was sourced from individuals as well as documents. Executive Directors 
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were all asked to comment specifically on these issues during the second stage of data 

collection. 

 

During the course of this evaluation, there have been decisions about funding for NDSP 

that have altered the context of the evaluation, for example, the decision to extend the 

funding period. There have also been numerous other opportunities associated with 

funding released within the Commonwealth Government initiative to make dementia a 

national health priority that have engaged the resources of States and at times, altered the 

implementation of some activities. Therefore, the context in which this evaluation has 

occurred has changed.  

 

This report has addressed the evaluation objectives in accordance with the evaluation 

contract and has, therefore, evaluated the NDSP only within specific criteria. The overall 

aim of this evaluation, as identified in the contractual agreement between Alzheimer’s 

Australia and the Australian Government, was to review the NDSP in terms of its 

‘appropriateness, effectiveness and efficiency’.  

 

The specific evaluation objectives, as identified in the evaluation brief, were to:   

• evaluate the impact of the new service arrangements on the rate or pattern of 

contacts by consumers within the organisation 

• evaluate the operations of the Dementia and Memory Community Centres 

(DMCCs) in terms of their consistency with policy intent and extent they address 

the stated project aims 

• document the use of flexible models within the Early Intervention Program and 

the impact of their use on Program clients 

• document the range of non-accredited and community education programs 

delivered and their effectiveness 

• evaluate the extent to which the National Cross Cultural Dementia Network 

(NCCDN) has been successful in extending its operations.  
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Previous chapters have discussed each of the above objectives in detail. This chapter will 

now address the three overall evaluation criteria for the NDSP, being its ‘appropriateness, 

effectiveness and efficiency’, using evidence collected in this study as a basis. 

Interpretations of all three criteria have been guided by Commonwealth documentation. 

 

8.2 Appropriateness 

Appropriateness has been interpreted as the extent to which the NDSP is relevant 

(suitable and fitting) to the needs of people with dementia and their carers, taking into 

account priorities of needs of different groups, including cultural appropriateness and 

individual status. It has considered the needs of the community in general terms as well 

as the needs of individual client users. 

 

Community as client 

This report has identified what appears to be a never ending need for information on 

dementia within the wider community. Demand for information comes from a range of 

sources, including: the general public (worried well or curious); from people who know 

someone with dementia; from health professional communities and service providers; and 

from the wider community. To some extent, an introduction to the topic (basic 

information) creates a demand for more information. Demand is increasing and will 

continue to increase with an ageing population and open up new areas of demand. 

Making dementia a national health priority has increased this demand even further as it 

has raised it within the consciousness of the community. This has resulted in a 

significantly increased public awareness of dementia and a resulting thirst for 

information. 

 

In terms of this evaluation, those areas of the NDSP that deal directly with demand from 

the general community, include Community Awareness and Education, Helpline and 

DMCC, and to a lesser extent, the NCCDN. However, as has been stated previously, the 

sub-programs of NDSP are all inter-related and boundaries between them are difficult to 

define. The evaluation has identified that the NDSP is appropriate and relevant to the 

general community however, it is likely that there will never be enough available 
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information, and demand will never be completely met. There is a need for information to 

be presented in a variety of ways – print, verbal, audiovisual, electronic etc, and to 

attempt to engage people across a range of learning styles and preferences – visual, 

auditory, interpersonal, intrapersonal, kinaesthetic.  

  

All States identified unmet need within Indigenous populations, but this varied according 

to population characteristics. Clearly, the Northern Territory is more actively addressing 

the needs of Indigenous populations (in their State) than other States but this relates to 

capacity, population spread and characteristic, staff and service networks, and expertise, 

not a lack of desire or intent on the part of other States. There is recognition across the 

States that the needs of Indigenous populations need to be addressed better with cultural 

sensitivity and appropriate expertise, methods and information. 

 

States also recognize that geographical distance influences methods of delivery and 

availability. It is noted that both Northern Territory and Queensland face particularly 

challenging issues associated with geographical isolation and travel requirements and 

both States have adopted a range of initiatives to address these challenges. While Western 

Australia also faces some similar challenges, populations are more clustered so distance 

is more manageable, in some areas. However, all States face their own unique challenges 

in relation to population demographics, and population density and have all adopted ways 

to ‘spread’ the information as widely as possible.  

 

Similarly, there is in increasing demand for information from a range of CALD 

communities. Cultural diversity is increasing in Australia and each culture has its own 

special needs and characteristics. All States reported different levels of demand and 

varied success in meeting the needs of CALD communities within their State. Those 

States (Victoria, South Australia) with designated staff appear to have been able to be 

more strategic in their approach, and reported a wider range and diversity of strategies.  

The ACT reported that their ‘mainstream’ population was, in fact, primarily CALD and 

this brought its own challenges. While there has been considerable progress in the 

publication of information in a range of languages, help sheets are not necessarily the best 
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way to deliver information to all communities, as they presume a learning style and 

literacy level that is not always present. It would appear that a greater commitment needs 

to be made to incorporate approaches that identify and address the needs of CALD 

communities across all States. It was apparent that the commitment to CALD issues is not 

uniform across all States, for both resource and financial reasons. It was also apparent 

that the understanding of the best way to implement a national policy and approach to 

meeting the needs of CALD communities was still in development.  It is useful to state 

again that a review of the national role and purpose of the NCCDN as well as a review of 

the ability of the NCCDN to influence national policy and State practices may identify 

further strategies to increase its appropriateness and relevance within the community.  

 

This evaluation has identified information gaps within specific communities, as reported 

by all States, and many challenges to influence particular groups, for example, doctors, 

retail industry, transport, and leisure markets. While individual (or groups of) health 

professionals may have considerable knowledge, in general, there is still unmet demand.  

 

All States identified that they could always do more with more money, however, this 

evaluation has revealed that the NDSP provides information that is appropriate – and 

relevant (suitable and fitting). 

 
Individual clients/users 

Individuals are driven by current need and this evaluation has identified that the NDSP 

does meet the needs of the individual, at that time of contact/interaction. Findings of the 

recent AA NDSP National User survey (conducted independently of this evaluation) 

support this idea – at least in terms of those NDSP services that were specifically 

targeted.  All States emphasized the value of NDSP as a ‘seamless service’ that provides 

opportunities for movement through programs as needs of the individual change. All 

States also reported the importance of a national standard/consistency and that NDSP as it 

currently exists, does provide a national standard. All States identified the importance of 

presenting a coordinated, well managed portfolio of information and services to the 

client, ‘ducks all swimming calmly on the pond’, even if underneath and in terms of 
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operations, ‘there were many feet paddling madly to maintain this image’ (State 

Manager).  

 

From the data provided by the States, we can conclude that the content of the programs 

within the NDSP are appropriate to the needs of clients who access them, although there 

were some areas identified within participant evaluations, as expected, where information 

could be expanded or slightly changed. While evaluation data from the DMCC is limited, 

it is apparent that what is being made available is ‘suitable and fitting’ as reported by 

users. Again, the evaluation data provided by States, indicates that the EIP, particularly, 

LWML, is appropriate and meet the needs of clients at the time. However, this report has 

identified a relatively unmet need for programs for people with ‘middle stage’ dementia 

and their carers. It has also identified a growing demand for varied methods of delivery 

(retreats, intensive not weekly, evenings etc) and new populations, like people with 

younger onset dementia, people still in the workforce (e.g. carers) and singles. The report 

highlights the importance of flexibility of delivery and capacity for responsiveness to 

meet the needs of the client ‘at that time’. The report also highlights the need to view EIP 

as more than LWML and identifies a need for different approaches and programs in terms 

of content and delivery. 

 

The evaluation has also revealed a growing demand for counselling before the disease, at 

all stages of the disease, across all program areas. Information, informal or structured and 

within education courses, has the potential to lead on to a need for counselling. This was 

highlighted in the evaluation of the DMCC where the ‘non-threatening’ nature of the 

DMCC messages was encouraging a population who may not have ventured into the 

organisation or sought out information under the title of ‘dementia’. Similarly, data from 

community education sessions indicates that it is not uncommon for individuals to ‘wait 

around afterwards’ to ask personal questions and have individual needs met. CALD 

communities present additional, complex counselling needs and highlight the need for 

language and cultural knowledge and experience among staff.  
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All States, report an ‘enormous and boundless unmet need’ across the population that is 

growing at a ‘frightening’ rate. This evaluation has revealed that the NDSP provides 

information that is appropriate – and relevant (suitable and fitting). 

 

8.3 Effectiveness 

Effectiveness has been interpreted as the extent to which NDSP has produced the desired 

effect, realizing outcomes and goals and including such things as level of activity, 

participation of PWD, effect on burden of caring for PWD.  

 

It has been reported earlier that it is very difficult to effectively evaluate programs within 

NDSP in isolation, and that one of the best aspects of NDSP is that it is a collection of 

programs – and that the boundaries between individual programs are not rigid, and 

flexibility is encouraged. However, this integration does present data collection and 

reporting challenges that limit the effectiveness of the data that are collected. Further, 

there is additional data that could be collected and reported that would better measure 

effectiveness. The current activity related data that is collected provides a record of 

activity, but is limited by the questions that are asked and, it appears, by the resources 

that are available to effectively collect, enter, report and analyse and understand these 

data. It appears that much more could be done with the data within the current CMO 

system. This report suggests, therefore, that the collection and reporting of data is not as 

effective as it could be. 

 

Client evaluations and reported feedback clearly indicate that the information that they 

obtain within programs (e.g. LWML, Community Awareness, Helpline, NASC) is 

effective and has ‘produced the desired effect’ in terms of providing information, making 

connections, referring to an appropriate service and/or supporting them in their role as a 

carer (employed or family). Health professionals who participate in courses report that 

the material does ‘raise their knowledge and understanding of dementia’ across a range of 

practice areas, for example, residential aged care facilities, community care and informal 

care. Again, results of the recently conducted NDSP National User Survey generally 

support these assertions. 
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Carers of PWD report that NDSP (their contact within sub programs) has improved their 

capacity to care for the PWD longer, and at home. This is across the NDSP and, as 

indicated before, it is difficult to determine at times, which individual component of 

NDSP has been identified as ‘effective’, when the individual perceives Alzheimer’s 

Australia (State office) as ‘all one program’.    

 

This evaluation has not been able to evaluate if the NDSP has improved the quality of 

care of the person with dementia, nor influence the burden of care, specifically, other  

than through the perception of the individual. It has been stated before, that, the level and 

type of need varies with many people and that they ‘come to’ AA because they have an 

unmet need. Those needs vary and change and one aspect of NDSP that appears to be 

particularly effective is that it allows the organisation to recognise changing needs and to 

direct/redirect the individual as is appropriate. 

 

One way to evaluate effectiveness further would be to track the service path of a client to 

determine: the initial reason for contact, how service areas inter-relate, if referral patterns 

can be identified and/or predicted; to monitor how many times a client ‘uses’ services 

across a ‘contact lifetime’.  States reported that this information would be useful for 

planning, staffing and other resource allocation. 

 

8.4 Efficiency 

The interpretation of efficiency has again been guided by Commonwealth documentation 

and has been interpreted as the level of useful output of NDSP given its total input or 

cost, including human and other resources that facilitate the achievement of program aims 

and the overall policy intent. This brief for this evaluation did not include economic 

costing or modelling. 

 

It is clear that all States utilise the funding for NDSP well. One Executive Director 

commented: 

‘We squeeze every ounce of value out of every dollar to get the best outcome that 

we possibly can’ 
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Efficiency was demonstrated in several ways. Various models of service delivery to 

extend the ‘borders’ of each State organisation well beyond the location of ‘headquarters’ 

in each State. Regional branches (for example, Western Australia, NSW), joint 

appointments of staff working with other services (for example Victoria, NT), location 

within buildings that house other community service organisations (for example NT), 

delivery of services at alternate locations on set days (for example SA, QLD), and 

equipping staff in other organisations to ‘deliver’ the AA information (for example ACT, 

NSW) are all examples of efficient use of resources. 

 

While there remains one State office (for clients), the location in any capital city is 

problematical. Even with the best transport options, there is no ‘best’ location and all 

States reported challenges in identifying locations. It doesn’t matter where the office is 

located, it is only physically relevant to the immediate community. Efficient allocation or 

resources requires outreach and mobility. 

 

While the larger States are able to operate organisation structures that allocate staff to 

single programs, the smaller States do not have this luxury. All States reported that staff 

tended to ‘work across areas’ and often had to pick up responsibility in more than one 

program. Employing multi-skilled staff has its advantages but not to the point that staff 

are spread too thinly across programs and not able to develop individual programs to their 

potential.  

 

The data reporting requirements of the NDSP were reported to be ‘onerous’ by many and 

not necessarily efficient. As one Manager reported:  

The integration of programs for operations is fantastic but the reporting 

requirements mean we have to un-knit what we do to produce the data they way it 

is wanted. 

 

States reported a need to review the reporting requirements of the NDSP to identify if 

there is a more efficient use of staff time by allocating data responsibilities to 

appropriately qualified people and/or training someone. They also identified that more 
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useful data could be collected to better evaluate the outcomes of the NDSP. This was 

explained by an Executive Director as: 

We all collect data to report on activity but ‘how many’ does not tell us enough 

information nor always give us the right information. There is so much more we 

could do with the data that we collect and we don’t have the resources to develop 

the expertise to enable us to get the most out of it. 

 

There is some difficulty determining efficient use of funding for programs when States 

receive funding from a range of other sources – State and National, for dementia services. 

It was revealed that there were ‘multiple funding buckets and accounting requirements’ in 

each State and it is a challenge to identify which activity is NDSP funded and which 

came from another source, at times. While all States identified efficiency in the national 

framework of the NDSP, and accepted some common outputs in particular programs was 

warranted, they all identified an advantage in being able to allocate funds to specific State 

priorities, in response to local need, and to determine how that was done on an annual 

basis.  

 

Australia’s commitment to dementia as a national health priority has certainly raised the 

profile of dementia as a chronic illness within the community. It has also increased the 

range and number of activities that State organisations are involved. All States reported 

an increase in requests for expertise from a range of organisations in applying for funds 

for services and/or research.  All States reported an increase in involvement in 

community, provider and government lobbying and public relations. This also brought an 

increase in administrative demand and a changing role. It was explained in this way, 

We need operational core funding separate from services funding for 

administration. We have had to change our organisational structure to meet the 

change in our role and increase in external demands. 

 

This is challenging the efficient allocation of funding and may impact on program 

delivery if demands can not be met. The question was raised by some staff during the 

evaluation – do they have the capacity to meet demand in the future? Further questions 
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were - what is our core business, what are we best at, where are we spread too thinly and 

what needs to be delegated to others, to enable us to operate efficiently? 

 

8.5 Further issues and suggestions for improvement 
The NDSP is a national, comprehensive, creative approach to funding, that facilitates a 

standard, consistent approach to the delivery of seamless portfolio of services for people 

with dementia and those who care for them, across the community. The overall aim of 

this evaluation, as identified in the contractual agreement between Alzheimer’s Australia 

and the Australian Government, was to review the NDSP in terms of its ‘appropriateness, 

effectiveness and efficiency’. This evaluation has determined that the NDSP is 

appropriate, effective and efficient.  

 

However, this report offers a summary of issues and suggestions across all areas of the 

NDSP for future consideration: 

 

1 There is no question that the ‘intent’ of DMCCs can be evaluated positively, 

however, it is our view that overall, DMCCs as a component of NDSP has issues. 

The Centre concept has flaws: the name has confused the professional and general 

community; it has placed additional pressure on staff and facility resources that 

have been allocated to NDSP; it has added to an already complex reporting 

structure that reports on activity but not outcomes. In particular the initial 

evidence suggests that in the long run DMCC funding may be more important as a 

way of supporting a wide variety of activities than as funding to support bricks 

and mortar centres per se. We suggest that the DMCC be evaluated far more 

comprehensively in a further twelve months of operation before any judgement is 

made.  

 

2 There is increasing demand for greater flexibility within the EIP as a whole in 

order that the needs of some individuals or groups can be (better) met. This relates 

not only to the criteria for running courses and groups within the program, but 

also to the types of services included within it. The value of moving beyond just 
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offering structured LWML courses and support groups within the EIP program 

also needs to be considered. Criteria could be broadened, for example to allow for 

less structured formats; courses or groups for carers only; ‘middle stage’ follow 

on courses, and courses for PWD only (e.g. when there is no primary support 

person).  

 

3 There appears to be a huge unmet need for both NASCs and Community  

Education, and virtually infinite scope in terms of potential target groups.  

Community education sessions have unlimited potential, with some topics, 

particularly Mind Your Mind having the potential to attract an increasingly broad 

audience.   The immense appeal of the risk reduction message and its related 

demand could see a shift in the focus of community education away from 

dementia and AA services.  There is a need for clarification in definition between 

the various NDSP components of community education as a part of E&T, 

community education as a part of DMCC and awareness raising and information 

provision.   

 

NASCs appear to provide a satisfactory alternative to the accredited course for 

workers.  It is particularly valuable to those organisations that may not have the 

resources or the desire to release workers for long periods of time. However, 

given the level of demand, simply responding to demand will deliver agreed 

outputs without necessarily providing an equitable delivery of service. The 

extension of the contract should allow for a more considered and planned 

approach to the development of the NASCs. 

 

4 Although the evaluation has identified a number of issues related to the progress 

of the NCCDN and impact thus far, it is perhaps still somewhat premature to 

draw conclusions about its effectiveness, the extent to which it represents ‘value 

for money’, and whether or not it is the most appropriate model for achieving its 

primary objectives. The outcome of this evaluation suggests that the effectiveness 

of the Network could be enhanced both by giving it a high profile within 
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Alzheimer’s Australia and by securing resources necessary to fund MLO 

positions to drive its agenda at the national and State and Territory levels.  

 

5 There is little available and reliable evidence to evaluate the impact of the new 

service arrangements on the rate and pattern of contacts by consumers with the 

organisation.  However, there is some quantitative and qualitative evidence to 

suggest that the new service arrangements have had some impact on rate and 

pattern of contacts within specific elements of the NDSP.  In particular, the NDSP 

has provided more flexibility within the LWML program structure, resulting in a 

greater proportion of courses that meet a more diverse client need. It has also 

broadened the reach of AA information and education programs to be more 

acceptable and accessible to the wider community, and not just people with 

dementia or memory concerns. If the national database is to be used for detailed 

evaluation purposes in addition to its current role as a client management and 

record keeping tool, further work will be required. That work should include the 

development of a fixed reporting minimum reporting requirement.  

 

In conclusion, therefore, this evaluation does indicate that the NDSP is achieving its aims 

and objectives but that there are areas where improvements can be made, and these have 

been suggested. 
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Appendix: NDSP National User Survey  

A.1 Overview 

As part of its contractual obligations to the Commonwealth government, Alzheimer’s Australia, 

in conjunction with the State offices, conducted a national survey of users of a number of 

services funded under the NDSP, specifically: 

• Helpline 

• Dementia and Memory Community Centres (DMCC) 

• Education and Training 

• Counselling.  

 

The surveys targeted all people who used any of the above services during the period 23rd 

October to 17th November. Service delivery staff in all States were requested to ask consumers 

accessing the above services during this period if they would be willing to complete a survey. 

Subject to the latter’s agreement, questionnaires were then given or mailed to them, along with 

a reply paid envelope addressed to the National AA Office. The requested return date was 24th 

November 2006.  

 

A total of 938 questionnaires were returned. Due to the fact that information regarding numbers 

of questionnaires distributed was not available for some States, it has not been possible to 

calculate the overall response rate for the survey. However, can be seen from Table A.1, by far 

the majority of questionnaires were received from New South Wales and Victoria respectively. 

As can also be seen, the highest proportion of survey returns related to education and training 

(350 or 37%).    
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Table A.1: NDSP National User Survey – Number of Surveys Returned by State 
 

No. of surveys returned 
 

 
 

State 

Helpline DMCC Counselling  Education and 
Training 

TOTAL 

Queensland 14 12 10 9 45 

NSW 115 58 26 141 340 

ACT 7 5 23 14 49 

Victoria 30 54 69 99 252 

Tasmania 4 23 13 36 76 

South Australia 42 21 16 19 98 

Northern 
Territory 

3 12 10 9 34 

Western Australia 7 8 5 23 43 

TOTAL 223* 193 172 350 938  
* Includes one survey where State not identifiable 

 

A.2 Results 

This section presents results for the four NDSP services surveyed as provided by Alzheimer’s 

Australia.  NB: For the purposes of this report qualitative data have not been included.  

 

A.2.1 Helpline   

Total Respondents = 223     
                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  

Q1. Are you? 
 [0] Not specified  2 1% 
 [1] Male 38 17% 
 [2] Female 183 82% 



 130

  
                          Number of      Percentage 
                                                                                                                            Responses    of Respondents  
 Q2. How Old Are You? 
 [0] Not specified 2 1% 
 [1] 15 to 24  0% 
 [2] 25 to 34 5 2% 
 [3] 35 to 44 44 20% 
 [4] 45 to 54 64 29% 
 [5] 55 to 64 52 23% 
 [6] 65 to 74 31 14% 
 [7] 75 to 84 20 9% 
 [8] Over 85 4 2% 

 Q3. Where Do You Live? 
 [0] Not specified 1 0% 
 [1] Queensland 14 6% 
 [2] New South Wales 113 51% 
 [3] Australian Capital Territory 6 3% 
 [4] Victoria 30 13% 
 [5] Tasmania 4 2% 
 [6] South Australia 44 20% 
 [7] Northern Territory 3 1% 
 [8] Western Australia 8 4% 

 Q4. Is a language other than English spoken in your home? 
 [0] Not specified 1 0% 
 [1] Yes 28 13% 
 [2] No 194 87% 

Q5. Do you identify yourself as an Aboriginal or Torres Strait Islander person? 
 [0] Not specified 4 2% 
 [1] Yes 3 1% 
 [2] No 216 97% 
 Q6. Do you live in a rural or remote area? 
 [0] Not specified 8 4% 
 [1] Yes 51 23% 
 [2] No 164 74% 
 [3] I do not wish to say 0 0% 
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                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  

Q7. How did you hear about the National Dementia Helpline? 
 [0] Not specified 46 21% 
 [1] From family or friend 78 35% 
 [2] From a Medical Practitioner (e.g. your doctor) 26 12% 
 [3] From a health service (hospital, ACAT, community nursing etc) 45 20% 
 [4] From a community service (Home Care, Meals on Wheels etc) 14 6% 
 [5] From a newspaper 15 7% 
 [6] From the telephone book 33 15% 
 [7] From television 37 17% 
 [8] From the radio 12 5% 
 [9] From the internet 24 11% 
 [10] Other 36 16% 

 Q8. Have you used the National Dementia Helpline? 
 [0] Not specified 16 7% 
 [1] More than five times 7 3% 
 [2] Between two and five times 60 27% 
 [3] I have only used it once 140 63% 

 Q9. Why did you call the National Dementia Helpline? 
 [0] Not specified 11 5% 
 [1] I was concerned about my memory 17 8% 
 [2] I was concerned about the memory of a family member or friend 66 30% 
 [3] I have memory loss/dementia 6 3% 
 [4] I care for someone with dementia 50 22% 
 [5] I have a relative with dementia 68 30% 
 [6] I have a personal interest in dementia 13 6% 
 [7] I am a health professional 13 6% 
 [8] I’m a paid worker/volunteer/student and knowing about dementia is important  16 7% 
 for my work or study 
 [9] Other 16 7% 
 Q10. What did you want to talk about when you called the National Dementia Helpline? 
 [0] Not specified 5 2% 
 [1] A diagnosis of dementia 30 13% 
 [2] Driving issues 8 4% 
 [3] Changes in Behaviour 48 22% 
 [4] Residential care  (e.g. an aged care hostel or nursing home) 28 13% 
 [5] Respite care (e.g. carer having a break) 22 10% 
 [6] Contact information for other services provided by Alzheimer's Australia 54 24% 
 [7] Contact information for services provided by other organisations 21 9% 
 [8] General information about dementia 106 48% 
 [9] Other 39 17% 
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Q11. The person I talked with listened to me carefully. 
 [0] Not specified 5 2% 
 [1] I strongly agree 171 77% 
 [2] I agree 42 19% 
 [3] I am neutral 5 2% 
 [4] I disagree 0 0% 
 [5] I strongly disagree 0 0% 

 Q12. The person I talked with gave me enough time to explain what I needed. 
 [0] Not specified 5 2% 
 [1] I strongly agree 178 80% 
 [2] I agree 39 17% 
 [3] I am neutral 0 0% 
 [4] I disagree 1 0% 
 [5] I strongly disagree 0 0% 

 Q13. The information I was given met my needs. 
 [0] Not specified 8 4% 
 [1] I strongly agree 154 69% 
 [2] I agree 53 24% 
 [3] I am neutral 7 3% 
 [4] I disagree 1 0% 
 [5] I strongly disagree 0 0% 
 Q14. The referral I was offered was helpful to me. 
 [0] Not specified 10 4% 
 [1] I strongly agree 99 44% 
 [2] I agree 34 15% 
 [3] I disagree 2 1% 
 [4] I strongly disagree 0 0% 
 [5] No referrals were made 78 35% 

 Q15. I would recommend this service to a friend. 
 [0] Not specified 8 4% 
 [1] I strongly agree 180 81% 
 [2] I agree 32 14% 
 [3] I am neutral 3 1% 
 [4] I disagree 0 0% 
 [5] I strongly disagree 0 0% 
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A.2.2 Dementia and Memory Community Centres 
  
 Total Respondents: 195   
                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  

 Q1. Are you? 
 [0] Not specified 0 0% 
 [1] Male 55 28% 
 [2] Female 140 72% 

 Q2. How Old Are You? 
 [0] Not specified 0 0% 
 [1] 15 to 24 2 1% 
 [2] 25 to 34 2 1% 
 [3] 35 to 44 15 8% 
 [4] 45 to 54 31 16% 
 [5] 55 to 64 49 25% 
 [6] 65 to 74 46 24% 
 [7] 75 to 84 39 20% 
 [8] Over 85 11 6% 

 Q3. Where Do You Live? 
 [0] Not specified 0 0% 
 [1] Queensland 12 6% 
 [2] New South Wales 59 30% 
 [3] Australian Capital Territory 5 3% 
 [4] Victoria 54 28% 
 [5] Tasmania 26 13% 
 [6] South Australia 19 10% 
 [7] Northern Territory 12 6% 
 [8] Western Australia 8 4% 

 Q4. Is a language other than English spoken in your home? 
 [0] Not specified 5 3% 
 [1] Yes 26 13% 
 [2] No 164 84% 

 Q5. Do you identify yourself as an Aboriginal or Torres Strait Islander person? 
 [0] Not specified 3 2% 
 [1] Yes 3 2% 
 [2] No 189 97% 
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                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  

 Q6. Do you live in a rural or remote area? 
 [0] Not specified 1 1% 
 [1] Yes 33 17% 
 [2] No 160 82% 
 [3] I do not wish to say 1 1% 

 Q7. Why did you visit the Dementia and Memory Community Centre or Memory Van? 
 [0] Not specified 4 2% 
 [1] I am concerned about my memory 16 8% 
 [2] I am concerned about the memory of a family member or friend 23 12% 
 [3] I have memory loss/dementia 29 15% 
 [4] I care for someone with dementia 47 24% 
 [5] I have a relative with dementia 27 14% 
 [6] I have a personal interest in dementia 18 9% 
 [7] I’m a paid worker/volunteer/student and knowing about dementia is important for  50 26% 
 my work or study 
 [8] Other 28 14% 

 Q8. What services did you use? 
 [0] Not specified 8 4% 
 [1] I obtained information from the library 70 36% 
 [2] I obtained information from a computer 14 7% 
 [3] I obtained information from a staff member 79 41% 
 [4] I obtained information from a brochure or help sheet 69 35% 
 [5] I attended a recreational activity 56 29% 
 [6] Other 50 26% 

 Q9. How many times have you visited the Dementia and Memory Community Centre or Memory 
Van? 
 [0] Not specified 14 7% 
 [1] More than five times 77 39% 
 [2] Between two and five times 42 22% 
 [3] I have only visited the Centre or Van once 58 30% 
 [4] I visited a Memory Van, not a Centre 5 3% 

 Q10. How far did you travel to visit the Dementia and Memory Community Centre or Memory 
Van? 
 [0] Not specified 21 11% 
 [1] Less than five kilometres 36 18% 
 [2] Between five and ten kilometres 48 25% 
 [3] More than ten kilometres 88 45% 
 [4] I visited a Memory Van, not a Centre 3 2% 
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                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  

 Q11. How did you get to the Dementia and Memory Community Centre or Memory Van? 
 [0] Not specified 20 10% 
 [1] By private car 139 71% 
 [2] By public transport (Bus, train, tram etc) 14 7% 
 [3] By taxi 4 2% 
 [4] I walked 12 6% 
 [5] I travelled by other means 10 5% 
 [6] I visited a Memory Van, not a Centre 5 3% 

 Q12. I was satisfied with the way that staff helped me. 
 [0] Not specified 10 5% 
 [1] I strongly agree 146 75% 
 [2] I agree 36 18% 
 [3] I am neutral 3 2% 
 [4] I disagree 0 0% 
 [5] I strongly disagree 0 0% 

 Q13. I was satisfied with the information/activity provided to me. 
 [0] Not specified 11 6% 
 [1] I strongly agree 150 77% 
 [2] I agree 32 16% 
 [3] I am neutral 2 1% 
 [4] I disagree 0 0% 
 [5] I strongly disagree 0 0% 

 Q14. I would recommend this service to a friend. 
 [0] Not specified 11 6% 
 [1] I strongly agree 151 77% 
 [2] I agree 29 15% 
 [3] I am neutral 3 2% 
 [4] I disagree 1 1% 
 [5] I strongly disagree 0 0% 
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A.2.3 Counselling 

 Total Respondents = 173  
                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  

 Q1. Are you? 
 [0] Not specified 3 2% 
 [1] Male 45 26% 
 [2] Female 125 72% 

 Q2. How Old Are You? 
 [0] Not specified 3 2% 
 [1] 15 to 24 0 0% 
 [2] 25 to 34 3 2% 
 [3] 35 to 44 5 3% 
 [4] 45 to 54 23 13% 
 [5] 55 to 64 43 25% 
 [6] 65 to 74 41 24% 
 [7] 75 to 84 46 27% 
 [8] Over 85 9 5% 

 Q3. Where Do You Live? 
 [0] Not specified 2 1% 
 [1] Queensland 8 5% 
 [2] New South Wales 29 17% 
 [3] Australian Capital Territory 18 10% 
 [4] Victoria 74 43% 
 [5] Tasmania 13 8% 
 [6] South Australia 16 9% 
 [7] Northern Territory 10 6% 
 [8] Western Australia 3 2% 

 Q4. Is a language other than English spoken in your home? 
 [0] Not specified 2 1% 
 [1] Yes 21 12% 
 [2] No 150 87% 

 Q5. Do you identify yourself as an Aboriginal or Torres Strait Islander person? 
 [0] Not specified 2 1% 
 [1] Yes 2 1% 
 [2] No 169 98% 
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                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  

 Q6. Do you live in a rural or remote area? 
 [0] Not specified 6 3% 
 [1] Yes 57 33% 
 [2] No 109 63% 
 [3] I do not wish to say 1 1% 

 Q7. Why did you seek advice or counselling? 
 [0] Not specified 3 2% 
 [1] I was concerned about my own memory 22 13% 
 [2] I was concerned about the memory of a family member or friend 36 21% 
 [3] I have memory loss/dementia 13 8% 
 [4] I care for someone with dementia 93 54% 
 [5] I have a relative with dementia 48 28% 

 Q8. Which of the following forms of advice or counselling did you receive? 
 [0] Not specified 4 2% 
 [1] Advice or counselling between myself and an Alzheimer's Australia staff member  83 48% 
 at Alzheimer's Australia 
 [2] Advice or counselling between myself and an Alzheimer's Australia staff member  59 34% 
 in my home 
 [3] Advice or counselling between myself and an Alzheimer's Australia staff member  48 28% 
 over the telephone 

 Q9. How many people attended? 
 [0] Not specified 5 3% 
 [1] Only myself and the Alzheimer's Australia staff member 98 57% 
 [2] Myself, other family members and the Alzheimer's Australia staff member 45 26% 
 [3] Myself, other people in my situation and an Alzheimer's Australia staff member 35 20% 

 Q10. How many advice or counselling sessions did you attend? 
 [0] Not specified 8 5% 
 [1] One session 66 38% 
 [2] Between two and four sessions 57 33% 
 [3] Five or more sessions 42 24% 

 Q11. I was satisfied that I was able to talk about the things that mattered to me. 
 [0] Not specified 3 2% 
 [1] I strongly agree 129 75% 
 [2] I agree 37 21% 
 [3] I am neutral 4 2% 
 [4] I disagree 0 0% 
 [5] I strongly disagree 0 0% 
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                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  

 Q12. I was satisfied that the person with whom I spoke was knowledgeable and prepared for the 
session. 
 [0] Not specified 3 2% 
 [1] I strongly agree 136 79% 
 [2] I agree 33 19% 
 [3] I am neutral 1 1% 
 [4] I disagree 0 0% 
 [5] I strongly disagree 0 0% 

 Q13. Attending this session has helped me cope better with dementia related problems. 
 [0] Not specified 5 3% 
 [1] I strongly agree 111 64% 
 [2] I agree 49 28% 
 [3] I am neutral 8 5% 
 [4] I disagree 0 0% 
 [5] I strongly disagree 0 0% 

 Q14. I was satisfied that the referral was helpful to me. 
 [0] Not specified 20 12% 
 [1] I strongly agree 103 60% 
 [2] I agree 45 26% 
 [3] I am neutral 4 2% 
 [4] I disagree 1 1% 
 [5] I strongly disagree 0 0% 

 Q15. I would recommend this service to a friend. 
 [0] Not specified 1 1% 
 [1] I strongly agree 141 82% 
 [2] I agree 31 18% 
 [3] I am neutral 0 0% 
 [4] I disagree 0 0% 
 [5] I strongly disagree 0 0% 
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A.2.4 National Education and Training Program 
  
 Total Respondents = 376   
                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  

Q1. Are you? 
 [0] Not specified 1 0% 
 [1] Male 57 15% 
 [2] Female 318 85% 

 Q2. How Old Are You? 
 [0] Not specified 0 0% 
 [1] 15 to 24 7 2% 
 [2] 25 to 34 11 3% 
 [3] 35 to 44 55 15% 
 [4] 45 to 54 103 27% 
 [5] 55 to 64 80 21% 
 [6] 65 to 74 71 19% 
 [7] 75 to 84 44 12% 
 [8] Over 85 5 1% 

 Q3. Where Do You Live? 
 [0] Not specified 0 0% 
 [1] Queensland 19 5% 
 [2] New South Wales 149 40% 
 [3] Australian Capital Territory 18 5% 
 [4] Victoria 101 27% 
 [5] Tasmania 37 10% 
 [6] South Australia 22 6% 
 [7] Northern Territory 8 2% 
 [8] Western Australia 22 6% 

 Q4. Is a language other than English spoken in your home? 
 [0] Not specified 0 0% 
 [1] Yes 62 16% 
 [2] No 314 84% 

 Q5. Do you identify yourself as an Aboriginal or Torres Strait Islander person? 
 [0] Not specified 2 1% 
 [1] Yes 11 3% 
 [2] No 363 97% 
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                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  
 Q6. Do you live in a rural or remote area? 
 [0] Not specified 10 3% 
 [1] Yes 137 36% 
 [2] No 227 60% 
 [3] I do not wish to say 2 1% 

 Q7. Which of the following education and training did you attend? 
 [0] Not specified 19 5% 
 [1] Community education session  (general practice) 91 24% 
 [2] Short training session  (workers) 114 30% 
 [3] Training for families and carers 74 20% 
 [4] An accredited training course from which you will be awarded a statement of  52 14% 
 attainment on successful completion and assessment. 
 [5] Other 38 10% 

 Q8. Why did you attend the education or training? 
 [0] Not specified 17 5% 
 [1] I was concerned about my memory 29 8% 
 [2] I was concerned about the memory of a family member or friend 33 9% 
 [3] I have memory loss/dementia 9 2% 
 [4] I care for someone with dementia 81 22% 
 [5] I have a relative with dementia 41 11% 
 [6] I have a personal interest in dementia 64 17% 
 [7] I work in residential care as a paid worker/volunteer/student and knowing about 120 32% 
  dementia is important 
 [8] I work in community or respite care as a paid worker/volunteer/student and  96 26% 
 knowing about  dementia is important 

 Q9. The information provided met my needs. 
 [0] Not specified 13 3% 
 [1] I strongly agree 199 53% 
 [2] I agree 145 39% 
 [3] I am neutral 15 4% 
 [4] I disagree 4 1% 
 [5] I strongly disagree 0 0% 

 Q10. The trainer was knowledgeable and prepared for the session. 
 [0] Not specified 4 1% 
 [1] I strongly agree 287 76% 
 [2] I agree 79 21% 
 [3] I am neutral 5 1% 
 [4] I disagree 1 0% 
 [5] I strongly disagree 0 0% 
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                         Number of      Percentage 
                                                                                                                            Responses    of Respondents  
 
 Q11. I could ask questions about issues that mattered to me. 
 [0] Not specified 3 1% 
 [1] I strongly agree 255 68% 
 [2] I agree 107 28% 
 [3] I am neutral 8 2% 
 [4] I disagree 2 1% 
 [5] I strongly disagree 1 0% 

 Q12. I would recommend this service to a friend. 
 [0] Not specified 3 1% 
 [1] I strongly agree 287 76% 
 [2] I agree 75 20% 
 [3] I am neutral 6 2% 
 [4] I disagree 4 1% 
 [5] I strongly disagree 1 0% 
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