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Abstract 

The Indigenous Dementia Services Study is being conducted by the Western Australia 
Council on Health and Aging and is investigating and developing service models for people 
with dementia in remote communities. This paper is reporting on the Central Australian part 
of the project which is also being conducted in the Kimberley.  

It is well known that diseases normally associated with old age occur at much higher rates 
and at younger ages than in the non-Aboriginal population. The development of an 
appropriate screening tool for Indigenous people, the Kimberley Indigenous Cognitive 
Assessment (KICA), has meant more accurate information can be obtained about the rates 
of dementia for this population. A recent study in the Kimberley found that the incidence is 
approximately five times as high as for the wider Australian community. It is clearly time to 
develop appropriate service models to meet their needs.  

The project recognizes the importance of basing service delivery models on a sound 
understanding of the needs of consumers as well as the context in which they live. More 
than twelve carers of people with dementia, and 22 service providers have been 
interviewed in order to ascertain the particular needs of people in the region. The themes 
developed from these interviews were:  

• Caring for old people  

• Perspectives on dementia  

• Culturally centred care  

• Indigenous workforce  

• Training and education  

• Community issues  

• Service provision issues  

A map of services in the Central Australian region demonstrated a complex mix of 
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government, non-government and Aboriginal community controlled organisations providing 
services across about 29 small communities. Major unmet needs identified from the 
research were the poor coordination of these services, as was a lack of knowledge and 
skills for working with people dementia amongst both workers and community members.  

The proposed next step is a pilot project, probably initially focused in one community that 
develops protocols and guidelines for service providers and coordinates current 
educational programs. 

 

Introduction 

The prevalence of dementia for Aboriginal people in the Kimberley region of Western 
Australia is approximately five times as high as for the wider Australian non Indigenous 
community(1).   

The project aim was to address dementia service coordination in Australian Aboriginal 
communities through the development of culturally safe and sustainable dementia 
guidelines.  These guidelines ensure that pathways to diagnosis and care met the needs of 
people with dementia and their families and complement the Queensland Institute of 
Technology (QUT) guidelines on dementia and the NT Framework for Action on Dementia 
2010-2015. The stages identified in the Australian Department of Health and Ageing’s 
Dementia services pathways – an essential guide to effective service planning (2) were 
utilised as a framework.   

Background 

Research, consisting of 34 interviews with carers and service providers, was completed by 
the Western Australian Centre for Health and Aging (WACHA) in 2010. The unmet needs 
for people with dementia and their families living in Central Australian Indigenous 
communities were identified as:   

• Difficulties in caring for old people 
• Limited understanding of dementia 
• Need for culturally centred care 
• Limited support for the Indigenous workforce 
• Training and education for both Indigenous and non-Indigenous workers 
• Difficulties relating to community  living  
• Service provision issues (3) 

One of the major service issues identified was poor service coordination and education for 
carers and workers. Caregivers and other local service providers are often unaware of the 
range of services available and how to access them and service providers do not always 
coordinate their visits to clients with other services or even the communities themselves.  

Service mapping of aged care services in Central Australia indicated a complex web of 
service delivery.  Services are provided within communities by local government shires, 
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Aboriginal community controlled organizations and other non-government organisations 
(NGOs).  Visiting services are provided from regional centres including the Aged Care 
Assessment Team (ACAT), allied health professionals, specialist dementia services such 
as Dementia Behaviour Management Assistance Service (DBMAS) and innovative carer 
respite programs such as the ‘troopy program’.   

Method 

A steering committee was established and met regularly during the project, providing 
overall guidance.  Members were recruited on the basis of their involvement in previous 
research projects and services for people with dementia and aged care in Indigenous 
communities.  They included service providers from Alice Springs who provided visiting 
specialist services to remote communities, the Aboriginal Interpreter Service and Central 
Australian shire aged care coordinators.  Ethics approval was obtained from the Central 
Australian Human Ethics Committee.   

The study used an action research methodology initially focused on one small Indigenous 
community in Central Australia, selected on advice from the steering committee.  Over four 
visits, interviews were conducted with service providers and community members and 
focused on their knowledge about dementia and the current procedures for people who 
they notice have ‘thinking problems’. Twelve visiting service and education providers to the 
community were also interviewed.  The pathway to diagnosis and care of some older 
people with ‘thinking problems’ were followed with the ACAT team.  Meetings were held 
with relevant organisations in the regional centre to discuss the implications of the research 
and ways in which diagnosis and care could be improved in the future. A visual 
representation of the process was developed which provided a framework for these 
discussions.  Extensive notes of all interactions were kept by the research officer and these 
informed each following step. This visual representation was presented to service providers 
including those in two other communities.  They provided feedback on the process as well 
as information on their services. There were a number of changes in practice during the 
project duration including an increased use of interpreters and improved record keeping. 

Further feedback about the suggested guidelines was obtained through presentations at a 
number of forums including the Central Australian Aged Care Network, the Remote Health 
Management team of Northern Territory Department of Health (NTDoH), and consultations 
with the NT Dementia Framework Reference Group (NTDFG).  

Findings  

Awareness, recognition and referral 
There appeared to be limited knowledge about dementia in the visited communities 
although some experienced aged care workers had limited knowledge. Clinic staff’s 
specific knowledge about dementia was unclear as their attention was often focused on 
other health issues such as child health and chronic disease.  Specific dementia 
educational resources for Aboriginal people are available but were not known in the 
community.   
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Initial assessment and diagnosis and post diagnosis support 
There were no people with a diagnosis of dementia in the selected community, despite the 
number of older people identified by the aged care service as having ‘thinking’ problems.  
This indicated a particular problem with referral, assessment and diagnosis and so was the 
focus of the project in the early stages.   

The Kimberley Indigenous Cognitive Assessment (KICA) is the recommended screening 
tool for Indigenous people in remote communities over 45 years old and is freely available 
on line (6).  Components include a cognitive assessment (KICA-Cog) and an interview with 
a carer (KICA-carer).  The scoring has been validated for use in the Northern Territory (7).  
The KICA is administered by a variety of health and aged care workers in central Australia 
including visiting allied health professionals and dementia workers and aged care team 
leaders in some communities.  Assessments also occur in the acute setting and residential 
aged care when older people are in town for other reasons.  Inconsistencies were found in 
administration of the KICA including no use of interpreters when required, difficulties in 
finding appropriate carers to interview, especially in the acute setting, not clearly identifying 
the possibility of delirium, finding an appropriate quiet setting away from family, and 
overemphasis on the score without relevant clinical observations.  

Some KICA questions were identified as no longer relevant. For example ‘when is pension 
week?’ now has no consistent answer for a whole community.  Some of the pictures used 
for memory recall were not appropriate for Central Australia, and people had difficulty with 
verbal fluency when asked to name a number of animals which they hunt, since there are 
fewer animals which are hunted.  These issues were presented to the NTDFG who 
confirmed these difficulties, and were referred to the developers of the KICA for their 
consideration. 

There was a significant time lag between a KICA assessment, indicating cognitive decline 
and the required health checks to eliminate other causes.  While there were some 
inconsistencies in the way that KICA results were communicated to the clinic, visiting allied 
health professionals and others who completed the assessments were not able to follow up 
these health checks in a timely manner due to their busy visiting schedules to other 
communities.  High turnover of clinic, aged care and visiting staff reduced continuity of care 
and clinic staff had other priorities. Transport to the clinic for follow up medical checks was 
identified as a problem.  The electronic patient information chronic disease recall system 
would be an appropriate tool to ensure a more timely response but was not utilized and no 
agreement could be reached during the project as to who would take the responsibility for 
data entry.  

In some communities diagnosis was made by visiting GPs.  There are very few specialists 
visiting remote communities for more specific diagnosis.  At the time of this study, old 
people were required to attend a clinic in Alice Springs for a diagnosis and most did not 
see the value in leaving their community for this purpose.  As a consequence medications 
such as cholinesterase inhibitors to reduce the impact of Alzheimer’s disease were not 
available to those who may benefit.   
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Management, care, support and review 
Care planning issues raised were of a generic nature for all older people, not just those 
with dementia. Service providers involved with the care of an older person, including the 
clinic, allied health service, aged care service, providers of other community based care 
would each have a service delivery plan for their services for that person.  Care plans were 
present on files at the aged care services visited, but the quality depended on the skills and 
experience of the aged care team leader.  These plans outlined the services that the aged 
care service provided, but did not necessarily address all areas of concern for the old 
person or their family.   

Communication strategies varied between agencies within the community as well as 
visiting services, and depended on longevity, and interest of staff.  Only one larger 
community had formal systems to ensure good communication about old people.  Many old 
people have a myriad of chronic diseases with high incidences of diabetes, cardiovascular 
and renal disease (4) and a collaborative approach is required to manage and review 
medications and other issues.  Given the high turnover of staff the development of a ‘key 
worker’ for each old person who would develop, monitor and review care plans was 
identified as a solution.  

End of life 
In the past any old people who had high care needs were transferred to residential care 
facilities in Alice Springs.  Old people usually wish to ‘pass away’ on their own country and 
the establishment of more community based support services can make this possible.  A 
high degree of commitment to care from family members is required for those old people 
with higher support needs. Some families are unable to provide this despite support from 
aged care services.  End of life decisions are culturally sensitive and Aboriginal workers 
need to be central to the development of end of life planning.   

Outcomes 

A set of comprehensive guidelines were developed using the stages of the Dementia 
services pathways – an essential guide to effective service planning document.  They 
complement the Queensland Institute of Technology (QUT) guidelines on working with 
people with dementia (5), which indicated that there were gaps in knowledge about effective 
ways to work with Indigenous communities.  These guidelines include: 

• Awareness, recognition and referral – community awareness. health professional 
and aged care worker education and detection 

• Initial assessment and diagnosis and post diagnosis support - cognitive 
screening and assessment  (KICA), communication and record keeping, diagnosis, 
exclusion of other health conditions, informing the person and their family, 
monitoring of progress 

• Management, care, support and review – assessment,  care planning and the 
identification of a key worker, co-morbidities and other health issues, carer support, 
community issues, legal issues 
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• End of life- admission to residential care, medical issues, and other end of life 
decision making and grief and loss 

These are available in full on the WACHA website (www.wacha.org.au).    

Posters and care plans using the International Classification of Functioning, Disability and 
Health framework were developed for display and use in Aged Care Services (Figures 1 
and 2).  

 

http://www.wacha.org.au/
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Figure 2: Care plan for Older People living Aboriginal Communities 

 

Thirteen recommendations, targeted at health and aged care providers and educators 
provide strategies to develop more effective services.  The areas covered include: 

• Education and training for community members, aged are workers, and health 
professionals 

• Changes to the protocol for the older person’s health check in the Central 
Australian Rural Practitioner Association (CARPA) standard treatment manual 

• Development of more effective use of Telehealth for medical specialists 
• Harmonization of computerized patient information systems 
• Improvements in cultural safety in residential care facilities 
• A ‘key worker’ is selected for all old people who is responsible for developing, 

implementing and reviewing a comprehensive care plan for that person.  This could 
be monitored by the visiting ACAT team 

The key worker role is particularly important in ensuring continuity of care given the high 
turnover of staff, and diverse skills levels of aged care workers in communities.    
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Future Directions 

Current Gaps in Service include limited education of health aged care workers about 
dementia, and limited availability of specialist medical services to confirm a diagnosis of 
dementia. 

The prevalence of dementia in remote Indigenous communities including those of Central 
Australia is required for effective service planning.  The study in the Kimberley indicated 
5.2 x the prevalence in non-Indigenous communities but local issues, such as difference in 
cigarette smoking, may influence this prevalence in other regions. 

Other steps identified include an evaluation of the pathways developed, evaluation of 
current care planning activities with a view to increasing their effectiveness, a review of the 
KICA, and increased education of community members, aged care workers, and health 
professionals. 
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