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Introduction 

  

As part of their funding agreement the Dementia Collaborative Research Centre – 

Assessment and Better Care agreed to amend the original 2007 report prepared by 

Bartlett et al. for any relevant changes and developments in the field of dementia for the 

period of 2006 to 2009. The present document is a summary of the complete revised 

Dementia Research Map (DRM) which can be found at 

http://www.dementiaresearch.org.au. 
 

The objective of the project was to develop a publication that provided a summary and 

catalogue of key dementia research for stakeholders that will underpin further research by 

identifying gaps in dementia research and support future systematic reviews of dementia 

research. The Dementia Research Mapping Project will also inform the Dementia 

Collaborative Research Centres, the Dementia Research Grants and the Dementia 

Research Website. 

 

Review of the literature by panel of experts 

 
The literature review was guided by a panel of experts comprised of leading researchers 

with national and international reputations in the field of dementia research. They 

identified key areas of research and relevant references for inclusion in the review 

document. A preliminary document was then drafted and selected sections were 

submitted to each member of the panel for a critical appraisal depending on his or her 

particular area of expertise. The document was evaluated for its completeness and 

thoroughness and subsequently revised on the basis of the feedback received. The 

process of critiquing the draft document was guided by a list of criteria specifically 

developed for the purpose by the principal consultants.  

Gaps in the Evidence and Recommendations for future Research 
 

The Dementia Research Map highlights major national and international research efforts 

and advances in the field over the past four years and summarises gaps in the evidence 

base that still remain, including the following key areas: epidemiology; aetiology and 

pathophysiology of dementia; risk and prevention of dementia; diagnosis and 

assessment; treatments; as well as care and support for people with dementia and their 

carers. While the Dementia Research Map cannot claim to be exhaustive, it will assist the 

reader in gaining a broad understanding in the advances and remaining gaps in evidence 

and make suggestions and recommendations as to which important aspects of dementia 

research should be addressed in the near future. 

 

Epidemiology 

 
Epidemiologically, we are facing exciting times characterised by a rapid ageing of the 

population. This comes along with a range of societal challenges – dementia only being 
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one of them. The year 2010 was of particular interest as it was the first year of the baby 

boomer generation reaching the age of 65, resulting in an unprecedented acceleration in 

the prevalence of dementia – not just in Australia but in every developed country in the 

world. This has important implications on the number of health and dementia care 

services, family carers and dementia care workers required to meet the needs of this 

increasing population. Despite national and international advances in the field of 

epidemiological dementia research, there are still many areas where gaps remain. The 

following briefly summarises Australian and international achievements in the field and at 

the same time highlights remaining research paucities. 

 

Australian dementia prevalence and incidence estimates rely more or less entirely on 

epidemiological studies that have been conducted in other parts of the world. Their results 

are then applied to Australian census data. Since the initial DRM in 2006/7, Australian 

dementia projections have been updated using more accurate census data reflecting the 

ageing of the Australian population. This led to an upwards correction of previous 

estimates. According to the most recent projections about 250,000 Australians had 

dementia in 2010. By 2050, researchers and demographers expect this number to 

quadruple. However, those projections – even though they are based on most current 

census data – still rely on out-dated epidemiological evidence from outside Australia. 

Current research evidence is still inconclusive as to whether dementia prevalence rates 

vary across different regions of the world. Thus, utilising epidemiological data from other 

parts of the world likely imposes noise and bias to Australian estimates. This becomes 

even more important when considering that those data are often out of date. 

Consequently, there is a continuous demand for repeated high quality national and 

international epidemiological research in order to produce best possible evidence to plan 

for our dementia future and to address those remaining gaps.  

 

ADI’s 10/66 Dementia Research Group has worked towards partially closing those gaps 

by producing high quality epidemiological results for low and middle income countries – 

an area in the world which had been previously neglected. While at the time of the initial 

DRM epidemiological studies from low and middle income countries were sparse, the 

10/66 Dementia Research Group has since started to produce good quality research in 

those areas indicating much higher rates of dementia in those countries than previously 

reported. The 10/66 dementia research group website highlights the latest achievements 

and summarises relevant research projects for those areas of the world. It is important to 

note though that despite the advances over the past four years the fast growing dementia 

pandemic makes it imperative to continue producing and updating high quality 

epidemiological data in order to be in the position to plan for the future in the best possible 

way. Importantly, we need such studies to determine whether there will be a cohort effect. 

Will the baby boomers who have had better early childhood nutrition, better health care 

and more education and avoided war and the Great Depression have lower rates of 

dementia? Or will their increased rates of obesity and type 2 diabetes result in higher 

rates?  

 

Dementia prevalence and incidence rates in Indigenous communities are even more 

relevant for Australia. Since the initial DRM, new epidemiological evidence for Indigenous 

communities in Australia has been reported. To date, this evidence is limited to remote 
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areas of Australia. Moreover, the authors involved in this research cautioned against 

extrapolating from these figures given the wide confidence intervals and the small sample 

sizes. Therefore, little is known about dementia prevalence and incidence in urban or rural 

Indigenous communities. Research supported by the DCRC-ABC is currently underway to 

work towards filling this gap with new evidence. 

 

There is also still insufficient epidemiological knowledge about two other relevant groups 

in the Australian population: people from culturally and linguistically diverse (CALD) 

backgrounds and those with younger onset dementia (YOD; also called Early Onset 

Dementia). While families from CALD backgrounds make up a significant portion of the 

Australian population, relatively little is known about whether their dementia rates differ 

from the rest of Australia. This information, however, will be crucial in planning 

appropriate services for CALD dementia sufferers and their families. This could be useful 

in planning especially knowing the ages of waves of migrants from different regions. 

Future epidemiological research will have to address this. 

 

A recently completed pilot study on the prevalence of YOD in the Eastern Suburbs of 

Sydney underlined the importance of conducting Australian based epidemiological 

dementia research rather than simply relying on other countries’ estimates. This YOD 

prevalence pilot study showed that applying previously established YOD rates from other 

countries would have led to a gross underestimate of YOD rates compared to the actual 

number of cases identified in the pilot. This was especially true for certain dementia 

subtypes such as alcohol related dementia (ARD) which is even more of a concern since 

this is one of the few preventable dementia subtypes. More research is warranted to 

confirm those YOD rates in order to be in a position to responsibly plan services that are 

appropriate for this unique and very young group of dementia sufferers and their carers. 

 

Not just in Australia but all over the world there is an ongoing need for epidemiological 

research into different dementia subtypes. While there is established evidence for AD 

(even though at times out of date by more than a decade) information regarding other 

types of dementia and whether their rates vary by geographic region is still sparse. Aside 

from some epidemiological data arising from Europe little is known about the prevalence 

and incidence of FTD. The epidemiological evidence for alcohol-related dementia (ARD) 

and MCI is furthermore restrained by a lack of consensus criteria making comparisons 

between studies very hard. Thus, up-to-date and ongoing high quality epidemiological 

studies focussing on various dementia subtypes and special groups within societies are 

needed worldwide. This view was also strongly supported by the World Alzheimer Report. 

Future research should pursue this in order to provide the planning data necessary for 

policymakers. 

 

Aetiology and pathophysiology 

There have been major achievements regarding dementia aetiology and pathophysiology 

on molecular/cell-culture and animal model levels. However, translating this evidence into 

in vivo human populations still constitutes one of the major challenges in the field of 

dementia research. The focus has recently shifted from plaques to oligomers and toxic 

species thereof. The possible multiple pathways to the development of dementia are still 
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not fully understood, so are investigations into the genetic transmission of dementia 

syndromes. In particular, it is important to know whether the processes that lead to 

dementia are distinct from normal effects of ageing. The following overview briefly 

summarises the gaps in aetiological and pathophysiological evidence to date. Addressing 

those gaps will be the basis for the development of new biomarkers and will facilitate 

future research into therapeutic and preventative interventions. 

 

Evidence gaps concerning pathological proteins in AD 

 
• What is the dominant early initiating proteinopathy (Aβ isoforms, hyperphosphorylated 

tau, apolipoprotein isoforms, inflammatory cytokines, vascular infiltrates, etc.) 

associated with dementia-related tissue loss, so that it can be targeted for therapeutic 

intervention?  

• How does this differ from age-related protein deposition not associated with dementia-

related tissue loss?  

• How can cellular and animal model evidence on these aspects be translated to the 

population at large? 

• What downstream biochemical events could also be targeted for therapeutic 

intervention to stop the dementia-related tissue loss cascade? 

• What is the magnitude of the impact of genetic variation for these initiating proteins and 

can genetic manipulation assist therapeutically? 

• Can combination gene screening be used to assist with targeting patients at risk? 

 

Evidence gaps concerning pathological brain structures in AD  
 
Addressing these gaps can assist with diagnostic imaging necessary for tracking any 

therapeutic interventions. To date neuroimaging of pathological brain structures is limited 

to those pathologies for which reliable markers and ligands already exist (e.g. plaques 

and small vessel disease). In order to fully understand pathophysiological changes 

associated with AD and other dementias, ligands that bind to other pathologies such as 

tangles or Lewy bodies need to be developed or more thoroughly studied to replicate 

initial findings stating their potential usefulness. We then also need to determine the 

structural cascade for these abnormalities over time – this would assist with translating 

protein research as outlined above into the population at large. More specifically:   

 

• Are amyloid plaques a consequence of blood vessel disease and not a cause of 

dementia?  

• Does a vascular aetiology explain the anatomical and cellular specificity of AD 

pathology?  

• How long can we live with AD brain pathology without having dementia-related tissue 

loss, and what is the base rate of amyloid plaques and neurofibrillary tangles in the 

healthy older population?  

• How long can we live with cerebrovascular pathology without having dementia-related 

tissue loss, and what is the base rate of cerebrovascular disease in the healthy older 

population 

• How does this relate to amyloid deposition over time?  
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• What role does inflammation and/or cerebrovascular disease play in initiating, 

enhancing or preventing the pathological brain structures in AD? 

 

Evidence gaps concerning pathophysiology of non-AD dementias 
 
• How does Lewy body formation lead to a clinical dementia syndrome? 

• What is/are the dominant early initiating protein/s underlying FTLD, and can 

biomarkers be developed?  

• Why does the pathology of FTLD start in different brain regions? How can this be used 

more effectively to 1) differentiate the disorder, 2) understand the pathophysiology and 

3) prevent and treat the different syndromes? 

 

Risk and preventive factors 

 
Established risk factors for dementia include age, family history of AD and Down 

syndrome. One isoform of the gene apolipoprotein E (APOE-ε4) has been confirmed as a 

susceptibility factor for AD. Epidemiological evidence further suggests a strong link 

between dementia risk and the following conditions or lifestyle factors: stroke, diabetes, 

hypertension (especially in midlife), elevated homocysteine levels, obesity, low education 

and low socio-economic status (especially in early life). Research also indicates that there 

is considerable overlap between AD and VaD in terms of risk factors.  

 

A range of physical, social and mentally stimulating activities has been identified as 

protective against dementia. However, there are still many important unanswered 

questions regarding risk and protective factors. 

 

For instance, relatively little is known about risk factors for other types of dementia, apart 

from vascular dementia. Evidence is also sparse with respect to the time in life when 

those risk factors impose the biggest risk. 

 

Regarding protective lifestyle factors future research will have to clarify which ones are 

most important (physical activity, mental activity, social engagement or healthy diet?), 

whether they are protective throughout the whole lifespan and how they interact with each 

other and with genes. Research will also have to address the question if lifestyle changes 

in later life can still play a major part in preventing dementia.  

 

Little is yet known about the optimal dosage of protective factors (e.g. What is the optimal 

amount of exercise? How often should one engage in mentally challenging tasks? What is 

the optimal level of alcohol consumption and is it limited to wine only? And how do optimal 

levels differ by gender, age, genes or other individual variables? What is the optimal blood 

pressure in the very old?).  

 

The underlying mechanisms by which the protective effects are generated are not fully 

understood. Do they work by increasing ‘brain reserve’, reducing brain pathology or some 

other mechanism? It is also possible that their impact varies by dementia subtype. 
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One of the biggest challenges will certainly be the implementation and translation of these 

findings in population-wide preventative programs. One recent attempt to educate and 

train a broader audience in those preventable or potentially modifiable risk factors for 

dementia has been the development of the MIND YOUR MIND website. What public 

health strategy would have the greatest impact on reducing the prevalence and incidence 

of dementia is yet to be established. However, even if those preventative strategies were 

successfully implemented they are unlikely to entirely eliminate dementia occurrence on a 

population level. The delay of symptom onset seems to be a more feasible and not less 

desirable aim given its expected impact on dementia prevalence rates. Computer-

modelling can assist in estimating the actual impact preventive strategies will have by 

delaying the onset of the disease.  

 

Diagnosis and assessment 

 
The diagnosis of the aetiology of dementia is based on a clinical evaluation rather than a 

single test and is only definite once confirmed post-mortem. The clinically most relevant 

and cost-effective diagnostic investigation for dementia and its various subtypes is yet to 

be determined. A basic set of clinical investigations, however, are recommended for 

routine use in patients with suspected dementia. These include haematology, 

biochemistry (including electrolytes, calcium, glucose, renal and liver function), thyroid 

function tests, serum vitamin B12 and folate levels, erythrocyte sedimentation rate (ESR) 

or C-reactive protein (CRP) and CT scan of the brain. Other tests such as Magnetic 

Resonance Imaging (MRI) of the brain, neuropsychological testing are commonly 

performed as well.   

 

While the diagnostic accuracy for in vivo diagnosis of AD has improved significantly over 

the years (reaching more than 90% accuracy in specialist settings), more accurate clinical 

criteria for other types of dementia are still needed. 

 

Cognitive assessments 

 

Regarding cognitive assessments of patients with suspected cognitive impairment there 

are a number of alternatives available beyond the widely used MMSE. These include brief 

screening tools for primary care or to differentiate between dementia subtypes (e.g. 

GPCOG for screening in primary care setting; ACE-R for screening for MCI or FTD or to 

use for differential diagnosis). Future research is warranted to evaluate their utility and 

potential superiority over the MMSE in their intended settings.  

 

The development of culturally appropriate diagnostic and assessment tools is not only 

important for use with minority ethnic groups but also to establish more accurate 

epidemiological data in many parts of the world. The 10/66 Dementia Research Group is 

continuously contributing to the new evidence in those regards. There are already 

assessments available that are less culture specific (e.g. RUDAS). Whether these can 

truly be used in every cultural setting still requires scientific evaluation.  
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Whether a cognitive screening test available for Australian Indigenous communities, 

KICA, can also be administered by unskilled workers and what the best cognitive 

screening tool would be for urban Indigenous communities are yet to be determined. 

 
Biomarkers 
 
Research concerning genomics and proteomics is showing great promise by developing 

biomarkers for future use in predicting AD, confirming clinical diagnoses, and as surrogate 

markers in pharmacological treatment trials. However, to date no single biomarker has 

emerged that is appropriate for routine use in the clinical evaluation of patients with 

suspected AD or other dementias. The most effective biomarkers for diagnosing and 

monitoring progression of the disease are yet to be identified. Current evidence is limited 

as to the incremental gain obtained above traditional forms of assessment (e.g. 

neuropsychological assessment) by using biomarkers.  

 
Neuroimaging: 

 

The field of neuroimaging is developing very quickly. Recent advances such as PiB PET 

or serial MRI scans may help identifying individuals at presymtomatic stages. Which tool 

is best able to predict the course of the disease and accurately discriminate between 

those with MCI who are likely to progress to dementia and those who are not is yet to be 

identified. Moreover, future research still needs to determine the diagnostic usefulness of 

PET in "real-world" patients (i.e. in clinical populations rather than research participants). 

New lignds are being developed which may make PET scanning for amyloid more 

accessible. 

 

Treatment 

 
Currently, three ChEIs are licensed to treat mild to moderately severe AD in Australia (i.e. 

donepezil, rivastigmine and galantamine). Although they improve the symptoms 

temporarily they do not stop progression of the disease. A fourth drug (memantine), 

licensed to treat moderately severe to severe AD, is a non-competitive n-methyl-D-

aspartate (NMDA) receptor inhibitor that blocks the excessive release of glutamate 

thereby preventing the influx of calcium ions into cells, thought to be associated with 

neuronal degeneration. While some findings indicate benefits for combination use of 

these drug classes, convincing evidence regarding the cumulative effect of these drugs 

over time and whether they can influence the course of the disease is still lacking. 

ChEIs for AD 

Donepezil, rivastigmine and galantamine have all been found to be effective in treating 

AD. However, there are no direct comparisons of ChEIs in head-to-head trials conducted 

independent of pharmaceutical companies.  

The evidence base for long-term use of ChEI is also scant for methodological and ethical 

reasons; (it would be impossible nowadays to gain ethical approval for a long-term 

placebo controlled study of use of ChEIs). Long-term studies have been largely 
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sponsored or supported by pharmaceutical companies and the cost benefits of long-term 

treatment remain contentious. With regards to delayed rates of institutionalisation in 

patients treated with ChEIs, however, recent findings indicate some benefits associated 

with the long-term use of ChEIs though more research is warranted. 

Advances concerning ChEIs treatment over the past three to four years have mainly been 

in dosing or drug delivery: the development of a sustained release 23mg dose of 

donepezil which was approved by the FDA for the U.S. market in 2010 and a rivastigmine 

patch which for the first time offers an effective alternative to oral drug administration. 

There is limited evidence for the benefit of ChEIs for treating BPSD; many of the studies 

are negative or inconsistent. The best evidence currently exists for treating apathy. More 

research is needed studying memantine and BPSD. 

Quality of life has not been an outcome measure in the majority of clinical trials. If at all, it 

has been included as secondary outcome precluding valid conclusions. Thus, whether 

ChEIs in fact can improve patients’ or carers’ quality of life remains unknown. It is advised 

to include quality of life as outcome in future interventional studies of dementia. 

The interaction of pharmacological and psychosocial interventions has been little studied. 

For example is combined therapy with cognitive stimulation and ChEIs more effective 

than either treatment alone in improving the cognitive and functional symptoms as well as 

quality of life in patients with dementia? 

 

ChEIs for non-AD dementia 

 

While ChEIs at least offer some symptomatic relief for AD, the evidence for their use in 

non-AD dementias is still limited.  

 

It has become increasingly apparent that AD and VaD often co-exist, especially in the 

very old. However, clinical trials have focused upon the conditions as separate entities. 

Additionally, very old patients often suffer from other co-morbidities as well. These 

multiple co-morbidities as well as their old age often preclude them from participation in 

clinical trials. Thus, to date there is only very limited evidence for old patients with mixed 

pathologies and co-morbid conditions.  

 

The evidence for ChEIs in DLB is mixed. One problem in performing larger trials has been 

the relative difficulty in recruiting patients with pure DLB and another is the lack of 

incentive for pharmaceutical companies to pursue this line of research which has smaller 

rewards compared to those of treating AD. 

 

Effective treatments for other types of dementia such as FTD are lacking entirely. 

 

Disease modifying drugs 

As outlined above, the development of novel treatment strategies will highly depend on 

advances in genomics and proteomics research and new technologies which allow 
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visualising and quantifying dementia-related brain changes and tissue loss as well as 

tracking these changes over time. A range of novel drugs has developed along several 

lines and is currently under investigation: 

• Drugs targeting the amyloid pathway (including APP inhibitor, α-, β- and ɣ -

secretase). Recently, the focus has shifted from amyloid plaques (now believed to 

represent safety despositories of toxic Aβ) to toxic Aβ oligomers).  

• Passive and active immunisation 

• Inhibition of tau accumulation 

• Chelating agents and other strategies (including targeting mitochondrial dysfunction)  

Many clinical trials studying novel compounds have failed in the past. For most of the 

currently studied investigational drugs – even if they proof to be beneficial – it will take at 

least another decade before they will be marketed. Time and continuous research will 

show which of the above strategies may proof beneficial. 

Non-pharmacological treatments 

The evidence base for non-pharmacological therapies is probably best for BPSD. Recent 

reports indicate benefits from aroma therapy, caregiver education, individualised music 

and muscle relaxation training as treatments of behavioural symptoms. With regards to 

treatment of psychological symptoms such as anxiety and depression, there were also 

benefits from caregiver education, physical activity, recreational activity and validation 

therapy. It should be noted that the majority of those findings are derived from research 

conducted in residential aged care or nursing facilities. Interventions in the home situation 

are still sparse limiting the generalisability of these findings critically. 

To what extent physical activity/exercise is effective in treating cognitive and non-

cognitive symptoms of dementia still needs to be determined by good quality RCTs. 

Larger scale and longer term RCTs are therefore recommended to further evaluate the 

efficacy of physical exercise as an intervention for people with dementia. It has also been 

suggested that outcome measures such as positive affect and quality of life be examined 

in such studies. 

Cognitive rehabilitation and cognitive training have been suggested as non-

pharmacological means of treating dementia. Future research will need to determine what 

benefit cognitive training (and physical exercise) provide for patients and how these 

compare to effects from pharmacological interventions. 

Care and support for people with dementia and their carers 

 

Many questions remain about how to provide the best care and support for people with 

dementia and their family carers. Although the goal to support people with dementia in 

their own home is commonly agreed on, many challenges remain about the best way to 

achieve this and how this relates to quality of life. The following briefly summarises recent 

advances as well as remaining gaps in research evidence concerning acute care, 
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palliative care, activities of daily living, models of care, help and support for carers as well 

as housing and accommodation issues. 

 

Acute Care 

Current research indicates that compared to patients without dementia, those with 

dementia in hospitals have more falls, delirium, behavioural symptoms and other 

complications. Hospital admissions of patients with concurrent dementia have been found 

to be longer and more costly. Moreover, patients with dementia in hospitals face poorer 

overall outcome and higher mortality. In the future, strong efforts should be made to 

develop improved strategies for looking after patients with dementia in hospitals, 

emergency departments and general wards in order to allow for better acute care. 

Educational programs for staff working in areas with high concentrations of people with 

dementia (e.g. orthopaedics) need to be developed. 

 

Palliative Care 

 

The palliative care model focuses on promoting well-being and quality of life by 

addressing the physical, psychosocial, and spiritual aspects of living with serious or life-

threatening diseases. While standard practice in the care of end-stage cancer patients 

palliative care research is still relatively new in the field of dementia. The DCRC 

Consumers and Carers based at QUT have contributed significantly in generating new 

knowledge regarding end-of-life issues in dementia as well as palliative care.  

Their work shows that people with advanced dementia often do not receive adequate or 

appropriate end-of-life care and are not given options, such as palliative care, that are 

often offered to people dying from cancer. Their findings also suggest that families as well 

as healthcare professionals require education and training concerning palliative care. 

There are many unpleasant symptoms associated with end stage dementia and the most 

appropriate and effective care is an approach which aims to palliate these symptoms. 

Research into how best to provide care for individuals with late-stage dementia is 

warranted. 

 

Activities of daily living 

 

Recent findings with regards to feeding practices in dementia care settings highlight the 

importance of ongoing quality assurance. Nutritional supplements prescribed for weight 

loss only marginally increased the energy intake or weight of a patient and failed to show 

beneficial effects on function and morbidity/ mortality. At the same time, reasons for the 

weight loss were hardly assessed at all. Future research will have to address these issues 

further and also investigate how effective different feeding interventions are on improving 

the feeding behaviour of people with dementia and what possible confounding factors 

there are. 

 

Another important key area of dementia research is the prevention of falls and fractures in 

the elderly especially those with cognitive impairment and dementia. Future research 

needs to address this gap in order to help saving costs associated with hospitalisation, 

prolonged rehabilitation or early institutionalisation of affected patients. 
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In regards personal hygiene many gaps remain. A set of therapeutic interventions (i.e. 

person-centred care approaches or OT interventions) have been shown to be beneficial 

when assisting people with dementia with tasks such as showering and bathing. Yet, 

research evidence is still limited and further studies are warranted. Various dental care 

strategies have also been proposed and discussed. However, the best and most effective 

oral hygiene care strategy for people with dementia still needs to be determined. 

 

In many societies, driving is a symbol of independence and the decision to suspend 

someone’s licence has profound social, financial and emotional consequences for the 

individual and his or her family. Thus, driving remains a contentious issue in dementia 

care and research. In 2010, Alzheimer’s Australia NSW presented a new position paper to 

the NSW government advocating for clearer guidelines concerning driving and the 

cessation of driving. Above all GPs, as the primary source of medical care for the older 

population, require clear recommendations as to who is still fit to drive, who should have a 

driving assessment done and how GPs can best address this difficult matter with their 

patients. Moreover, there is a need to develop more specific and more accessible driver 

testing regimens for people with dementia as part of the RTA older drivers testing 

process. According to Alzheimer’s Australia NSW additional compulsory regular testing 

for all licensed drivers with dementia should also be introduced.  

 

Accessing the perspective of people with dementia 

 

With the emergence of person-centred care, the focus of service provision has shifted; 

away from the perspective of healthcare professionals and carers, towards the 

experiences and views of people with dementia. In order to provide best practice, high 

quality person-centred care, a holistic approach in understanding the needs and views of 

persons with dementia and their family is advised. However, research evidence remains 

unclear regarding the following aspects:  

 

• What are the views and experiences of people with dementia? And how can we best 

assess them? 

• How can people with dementia and their carers best be involved in decisions 

regarding their care?  

• Which dementia care option offers the best client outcomes in terms of quality of care 

and clinical outcomes?  

 

The current evidence base is also still limited regarding cost-effectiveness of current 

dementia care options in the community as well as in the residential care setting. Early 

findings indicate the cost-effectiveness of person-centred care in residential care but this 

needs replication and extension to the community setting. 

 

Family carers of people with dementia 

 

The literature on dementia family caregiving is vast and mainly focusing on negative 

outcomes resulting from the caregiving stresses. Higher levels of burden, depression and 

anxiety are well established symptoms reported by many family carers, but also 
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detrimental effects on physical health and decreased social activity have been reported. 

However, many carers also cope very well with their new responsibilities.  

 

There is substantial research which helps identify those carers who will cope well 

throughout their caregiving career as compared to those who are at risk of developing 

stress symptoms and other negative outcomes. The questions now are more fine-grained 

and interactive: which carers looking after which patients with what deficits or problems 

benefit from which interventions? For example what are differences in risk and protective 

factors and in responsiveness to interventions for different cultural and linguistic groups, 

carers of people with younger onset dementia, or for those living in remote areas? Also, 

the effects of family members making the transition to carers as their loved ones develop 

dementia remain to be elucidated. Identification of persons vulnerable to the stress of 

caring would allow preventative interventions. 

 

The most significant recent developments regarding interventions for carers have been 

the incorporation of new technologies into intervention programs and trials of interventions 

for carers in the developing world. Future research will have to replicate those findings for 

different types of carers (e.g. spouses vs adult daughters, husband vs wives, co-residing 

vs non co-residing carers etc) and in different cultural settings. Furthermore it will be 

interesting to see whether adding identified risk factors for carer burden (see above) into 

successful intervention programs will increase their value and effectiveness. 

 

It has been well documented that BPSD contribute significantly to carergiver burden and 

stress. While interventions have been found to increase a carer’s ability to influence the 

occurrence and severity of BPSD, they have largely failed to change the carers’ reactions 

to those symptoms. Future research is warranted to address this issue. 

 

And last but not least there are groups of dementia carers who have previously fallen 

through (research) gaps altogether. These are carers in same-sex-relationships, 

Aboriginal and Torres Strait Islanders looking after a family member with dementia, YOD 

carers or carers of people with an intellectual disability. Aside from normal challenges that 

come from looking after a loved one with dementia, issues concerning stigma, lack of 

dementia literacy, inappropriate service provision and lack of support and awareness in 

the population might put extra pressure on them. Mainstream dementia care is often 

found to be inappropriate for them and not meeting their needs. Future research, 

particularly looking at ways to support them best and to minimise their levels of burden, is 

warranted. The same holds for carers who live in rural and remote areas. Given their local 

isolation appropriate mainstream services might be very hard to access. Alternative ways 

of service delivery need to be developed and put in place. 

 

Housing and accommodation 

 

Most people with dementia are looked after or cared for at home. However, family 

structures have changed drastically in industrialised countries over the years making it 

sometimes very difficult for family members to look after their loved ones at home. In 

order to keep patients with dementia out of residential aged care facilities, cost-effective 

alternatives to home-care as well as nursing homes are required.  
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Research still needs to determine the housing issues and needs of people with dementia 

in the community.  

 

Furthermore the most effective way to assist people with dementia remaining in their own 

homes, including those who live alone without co-resident carers, still needs to be 

identified.  

 

Additionally, different types of housing might be indicated for different stages of dementia. 

 

Europe has taken up a leading role in the development of novel and creative ways of 

providing accommodation for individuals with dementia such as group living projects. 

Apart from anecdotal reports, research evidence is still lacking. More funding is needed to 

develop novel types of housing appropriate to care for those living with dementia in 

Australia.  

 

Assistive technologies recently started to attract the attention of dementia researchers. A 

range of devices such as GPS tracking gadgets or simple reminder devices have been 

suggested to complement rather than to replace usual care. However, research 

concerning assistive technology is still in its infancy. How assistive technology can 

contribute to improving care outcomes for people with dementia still needs to be 

addressed. Future studies also need to determine the individual’s needs and preferences 

as regards these devices before assessing their effectiveness. Otherwise – if needs and 

preferences are not met – chances are that even successful and efficient devices will not 

be taken up by older people with dementia and their carers.  

 

Similarly, environmental design attracted the attention of dementia researchers as a mean 

of modifying the built environment so that dementia care can be delivered in a better way. 

Current research on environmental design has solely focused on situations in institutional 

or residential care facilities. Relatively little is known about housing needs and problems 

of people with dementia in domestic settings. Given the majority of dementia patients is 

cared for at home, more research is needed to explore housing needs and design 

problems of these people in a domestic environment. It will also be interesting to see 

which design features work best in a) home-care settings and b) residential aged care 

facilities. 

 

Education, training and knowledge translation 

 

Issues concerned with education and training of health professionals as well as 

knowledge translation on a broader scale should remain a key priority of future research 

regardless of advances in the past. The following questions deserve critical attention: 

• What are the education and training needs of different categories of staff caring for 

people with dementia?  

• How best to recruit and retain staff and mitigate the stresses that professional carers 

face. 

• What GP training is needed to enhance early diagnosis and maximise treatment and 

management of dementia? 
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• What is the best way to increase knowledge and understanding about dementia, 

including available services, to the general public?   

 

Summary 

 

The Dementia Research Map provides an updated overview of important advances and 

persisting challenges in the field of dementia research.  

 

In many parts of the world there is little information about the prevalence of the disease 

and while our understanding of the underlying pathology of dementia has progressed, our 

understanding of the underlying mechanisms of the disease remains incomplete. A 

definitive diagnostic tool does not currently exist and hence diagnosis at an early stage of 

the disease is problematic and importantly, the currently available treatments are limited 

in their effectiveness. Understanding the experience and needs of people with dementia 

and their carers is still at a very early stage and further research that utilises qualitative as 

well and quantitative methods is warranted.  

 

Over the past years, important gaps have been identified and addressed, but many gaps 

remain. Dementia research is still a relatively young discipline compared to research into 

other areas such cardiovascular diseases or cancer which is at least a generation ahead.  
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