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Background 

In Australia, dementia affects more than 400,000 people1, is the second leading cause of death1 and 
the third leading cause of disability.2 Of those living with dementia, forty percent reside in our regional, 
rural and remote communities1. The disease rate in our Aboriginal communities is three to five times 
higher than for non-indigenous Australians1, and preliminary studies suggest this equates to one in 
eight Aboriginal people over the age of 45-years.3 Currently there are 244 new cases of dementia 
every day1, and the number of people living with dementia is set to rise to 760,672 by 20361, aided by 
an ageing Australian population.2 Perhaps unsurprisingly, dementia is listed as a national health 
priority by the Australian Government.2 

The ability to implement appropriate management and care strategies is hampered by the fact that 
only half of all people living with mild dementia receive a diagnosis, with an average delay of over 
three years between the observation of dementia symptoms and diagnosis.4,5 The stigma associated 
with dementia, and the misunderstanding that dementia is a normal part of ageing rather than a 
chronic disease, can lead to an average delay of almost two years in seeking medical advice for those 
experiencing memory concerns.4–7 

From the perspective of clinicians, comprehensive dementia assessment and diagnosis can be time-
consuming; there is a reported lack of training in assessment and diagnosis; and concern for 
misdiagnosis due to the complex nature of the symptomology.5,6,7 These barriers are compounded by 
a lack of understanding of the importance of timely diagnosis for improved outcomes, and in providing 
the person living with dementia and their carer time to engage support services during the progression 
of the disease and plan for end of life.4,5,6 The implications of a delayed diagnosis can be a faster 
progression of the disease, and increased health problems and risk of physical injury, due to the lack 
of early intervention, as well as increased carer burden and stress.4,6  

New England Dementia Partnership 

The New England Dementia Partnership builds on a collaboration to improve the timely assessment 
of mild to moderate cognitive impairment and dementia care which began in 2003, following reports 
from local clinicians that people living with dementia were presenting to the emergency department in 
the later stages of the disease, and often in crisis.8 In late 2015, the Partnership successfully applied 
for seed funding of $50,000 from the NSW Agency of Clinical Innovation (ACI), through the Building 
Partnerships program.9 The three partner organisations, HealthWISE New England North West 
(HealthWISE), Hunter New England Central Coast Primary Health Network (HNECC PHN) and 
Hunter New England Local Health District (HNELHD) were also supported by the ACI to develop team 
skills in planning, diagnostics, solution design and evaluation, with the aim of building capacity within 
the team for the management of future projects.  

From the outset, the Dementia Partnership committed to a patient-centred approach to ensure a focus 
on improved patient outcomes and patient experience of the health system, while keeping in mind the 
need to improve the experiences of health professionals in providing care. Scoping the project 
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allowed the Partnership time to map touch points in the patient journey, from memory concern through 
to assessment and diagnosis, and then onto management, support, and end of life care.  

The mapping process identified where delays in assessment and diagnosis could occur, and as 
appropriate management and treatment strategies could not commence until diagnosis was achieved, 
an early decision was made to focus on improving the timely diagnosis of dementia.8 The identified 
issue of most concern was the reporting of the multiple screening of patients, in both the hospital and 
primary health care systems. Although initial screening results indicated cognitive impairment and the 
need for further comprehensive assessment, the assessments were not performed due to a lack of 
knowledge concerning the importance of timely diagnosis, the process of diagnosis, and where to 
refer for a dementia assessment.  

Timely diagnosis of dementia 

Before the Partnership could commence solution design, three important questions needed to be 
answered: what constitutes a dementia diagnosis, what processes needed to be followed to ensure 
diagnosis, and how do people with cognitive impairment achieve a diagnosis in our region?  

The Partnership determined that dementia is diagnosed “when there is a gradual decline in cognition, 
behaviour and/or personality that: 

• interferes with everyday work, social and/or domestic function; and 

• represents a decline from previous levels of functioning and performing; and 

• cannot be explained by an acute or chronic medical condition, neurological condition, delirium, or 
major psychiatric disorder.”10 

The process of diagnosis often begins with either reports or an observation of cognitive and/or 
functional decline, either to or by a health professional. The collection of medical and family history 
assists in establishing a timeline for the decline, and the administration of an initial, brief and general 
screening tool, such as the Mini-mental State Examination (MMSE), can indicate to the clinician 
whether further investigation needs to occur. The Partnership referred to those clinicians 
administering an initial screening tool as Level One Clinicians. 

As there are over fifty sub-types of dementia, the aim of the next step in the diagnosis process is to 
collect sufficient information to rule out reversible and/or nonorganic causes of decline and to be able 
to determine a differential diagnosis of the specific dementia sub-type.11,12 As comprehensive 
dementia assessment requires considerable time to interview the person with memory concerns and 
the carer and/or family, regional dementia clinicians working across two organisations were identified 
(Level Two Clinicians) to support diagnosis by a General Practitioner or medical specialist (Level 
Three Clinicians) by undertaking dementia assessment.8,11 Further, where the diagnosis or dementia 
sub-type was uncertain, or in complex cases with comorbidities, a Neuropsychologist was identified 
as being able to provide a comprehensive differential cognitive profile, as further support to medical 
practitioners.  

Although the Partnership began exploring the dementia process with the belief there were limited 
services to support diagnosis, Level Two Clinicians (including a Neuropsychologist) were identified as 
covering the whole of the region, and based in three centres—Armidale, Narrabri and Tamworth. 
These key clinicians and their managers formed the Partnership team, meeting face-to-face in a 
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central location on a quarterly basis, and forming additional smaller working parties to focus on 
solution design and testing: either face-to-face as a local group, or utilising teleconferencing facilities 
to bring together geographically dispersed team members with expertise and a special interest in the 
project areas.  

Solution design 

A drive to improve the experience of both consumers and health professionals, by simplifying access 
to the Level Two Clinicians, led to two initiatives. Firstly, a regional referral pathway was developed 
which ensured a seamless journey for patients moving through the process of assessment by the 
dementia clinicians, referral to the Neuropsychologist and/or medical specialist (as required), and 
reporting of findings to the patient’s General Practitioner.8 The referral process was replicated across 
the region and is currently being incorporated into a review of the Cognitive Impairment pathway on 
the Hunter New England HealthPathways site.  

Secondly, a standardised referral template was developed to meet the needs of the Level Two 
Clinicians, Neuropsychologist and medical specialists, to ensure assessment, pathology and imaging 
results could be collated prior to a specialist appointment, to minimise the number of appointments 
required. This was particularly important in the New England North West region, as there is only 
limited access to a Geriatrician via telehealth. The standardised referral also simplified the process for 
General Practitioners, requiring the completion of one referral form for multiple services across the 
region. As the template was made available in an electronic format, for upload into general practice 
medical software, completing the form required less time for time-poor General Practitioners as the 
form self-populates patient demographic and clinical information, including pathology results.  

The Level Two Clinicians agreed to a suite of validated, comprehensive dementia-specific 
assessment tools, to ensure medical specialists and General Practitioners were provided with 
standard information to support diagnosis. A working party then documented a recommended suite of 
validated, initial brief and general screening tools utilised by Level One Clinicians across the region, 
as well as weblinks to both the screening and assessment tools. As the Partnership recognised the 
importance of clinical competence in the administration and interpretation of these tools, Level Two 
Clinicians were required to undertake free online training in 2016 (which included the Addenbrooke’s 
Cognitive Examination, third edition), and a plan is underway to ensure access to training for Level 
One Clinicians, in the use of their preferred screening tool.  

Further support for the Level Two Clinicians was the development of a framework, titled Clinical Case 
Discussion for Effective Multidisciplinary Dementia Care.13 The framework includes the benefits of a 
multi-disciplinary approach, how to conduct a successful case discussion meeting, and the clinical 
case discussion meeting process. The Partnership team agreed to the ISBAR format (Introduction, 
Situation, Background, Assessment, and Recommendation) for clinical discussions and written 
reports of the discussion for inclusion in the patient health record, including the provision of a copy to 
the patient’s General Practitioner.14 

The Partnership recognised the value of all the general and local information that had been collected 
throughout the planning and solution design phases, and this information formed the basis of the New 
England North West Dementia Care Information booklet for clinicians and health workers.10 The 
booklet has been made available in hardcopy, as well as an electronic version with hyperlinks to 
further information. As the focus of the first edition was on the timely diagnosis of dementia, the 
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Partnership has agreed to review the booklet annually, with a plan to include local dementia 
management and support information in future editions.  

As part of the Partnership, HNECC PHN also worked with the Dementia Collaborative Research 
Centre (DCRC) of the University of New South Wales, to provide workshops (funded by the Australian 
Government) to General Practitioners and primary health care nurses, titled Supporting GPs and 
Practice Nurses in the Timely Diagnosis of Dementia. The workshops, held in Armidale and 
Tamworth, aimed at improved: recognition of dementia in primary care; understanding of the 
importance of timely diagnosis; application and interpretation of screening tools; understanding of the 
steps required for diagnosis (including referral to dementia clinicians); and understanding of dementia 
as a chronic disease, including medical and social implications. 

Findings 

As the referral forms and information booklets continue to be rolled out across our region, it is too 
early to determine the impact of the project work on patient outcomes, however the Partnership has 
learnt some valuable lessons. Throughout the project, the team remained clear about what was within 
the scope of the current work and development, and what was out of scope, to ensure the project was 
completed within budget and on time. As there is a strong commitment from the partner organisations 
to continue working together beyond the funded project, ideas and issues that were not within scope 
were ‘parked’, and are being considered in the 2017 plan.  

Given the funding constraints, the Partnership made the early decision to build the project work into 
the roles of the team members, rather than employ a project officer. Although initially challenging, due 
to the day-to-day workloads of clinical staff and the geographical spread of team members, the 
decision has resulted in the building of capacity within the team to ensure a sustainable program 
model. This decision also meant that the expertise and knowledge that were developed during the 
project has remained within the team, rather than being lost once the project officer role ceased, and 
the work of the project has become ‘business as usual’. 

Prior to completing the funding application, early assurances of executive sponsorship from the three 
partner organisations were obtained, and line-managers were approached, to guarantee support for 
team members to undertake additional work and attend meetings. A Project Lead was chosen from 
both HNECC PHN and HNELHD, and the HNELHD Clinical Nurse Consultant Dementia was chosen 
as the Clinical Lead, with further clinical expertise provided by the HNELHD Neuropsychologist. Early 
sponsorship and shared project responsibilities provided a solid foundation to build a Partnership 
team that could work together and make decisions as if they were employed by one organisation, 
despite being a collaboration between three distinct organisations—with both the standardised referral 
and referral pathway being good examples of collaborative work practices.  

The training provided to the three partner organisations, as part of the funding agreement with the 
ACI, provided a sustainable change implementation framework and robust methodology (Accelerated 
Implementation Methodology (AIM) and Capability Development training) that was followed 
throughout the project. As part of the methodology, the development of a strong case for change 
assisted the three team leads to recruit members to the team, and the training provided a shared 
change implementation language, to support early communication between clinicians who may not 
have previously worked together.  
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Early discussion amongst the team was encouraged, to build a shared understanding of each other’s 
roles and of the partner organisations. The discussions revealed organisational procedures or steps 
within organisational processes that could not be adapted or changed by the group, and where there 
was organisational flexibility and, therefore, the capacity for change and integration.  

Future directions 

The ACI’s Building Partnerships program funded eleven project areas focused on the care of older 
people, and there were regular opportunities for the project and clinical leads to meet face-to-face for 
training, project updates and networking opportunities. These interactions allowed for shared project 
management and change implementation learnings, as well as a forum for discovering shared 
challenges and solutions in the timely diagnosis of dementia, and a sharing of developed resources. 
Networking with other organisations has provided the Partnership with additional ideas and solutions 
for future projects, as well as access to resources that could be adapted for use in our local region. 

The Partnership is currently focused on rolling out the standardised referral and the New England 
North West Dementia Care Information booklet across the region, and the planning process for 2017 
is well underway. Potential focus areas for the coming year include: providing access to training 
opportunities in the administration and interpretation of screening tools for Level One Clinicians; 
mapping of regional, post-diagnosis clinical and non-clinical pathways; mapping of regional carer 
support pathways; development of a localised dementia information booklet for consumers; 
development of a generic General Practice Management Plan and Team Care Arrangement (shared 
care plan); and review of local dementia awareness and information booklets developed for the 
Aboriginal community. 

Conclusions 

The experience of the New England Dementia Partnership has been one of three organisations able 
to achieve an increased number of project outcomes by working together, through the sharing of 
resources, expertise and ideas. However, this could not have been achieved without first obtaining 
executive and line-manager sponsorship, the provision of clear leadership by the project and clinical 
leads, and a commitment by team members to understand each other’s roles and respect the 
requirements of partner organisations.  

While the development of a standardised referral and referral pathway was aimed at improving timely 
diagnosis and the experience of consumers moving through the process of dementia assessment and 
diagnosis, both initiatives have simplified the work of health professionals in accessing memory 
investigation services for their patients. 

Although the process of mapping the dementia journey from initial memory concerns to end of life 
focussed on highlighting local issues and barriers, with the aim of informing the development of local 
solutions, networking with other project teams highlighted those same issues and solutions as shared 
across urban and rural contexts. The Building Partnership’s program of supporting networking across 
multiple projects also allowed for the sharing of resources and ideas that could be replicated or 
adapted in other regions, saving both time and valuable resources.  
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Recommendations 

The New England Dementia Partnership would recommend: 

• hospital, clinical and general practice software allow for the flagging of those with cognitive 
impairment and dementia, in the same way that allergies are currently flagged, to ensure the 
provision of timely and appropriate management, care and support 

• where a person has not received a differential diagnosis of dementia, scores from the 
administration of cognitive screening tools be included in their health summaries within hospital, 
clinical and general practice software, to enable comparison and timely assessment where there 
is shown to be further cognitive and/or functional decline 

• development of a national network and resource library for the sharing of information and 
resources developed by cognitive impairment and dementia projects, to improve the effectiveness 
of projects and deliver savings in both time and organisational resources. 
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