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OVERVIEW

1. Impact of dementia 

2. Systematic review of dementia registries

3. Outcomes of dementia registries 

4. Pilot clinical quality dementia registry in Australia  

5. Time for discussion 



DEMENTIA

• Dementia is an umbrella term describing a syndrome associated with >100 
different diseases.

• The most common types of dementia are Alzheimer’s Disease (AD) (50-
75%), vascular dementia (20-30%), frontotemporal dementia (5-10%), and 
dementia with Lewy bodies (5%).

• Type and severity of symptoms and pattern of development varies with the 
type of dementia. 

• Dementia is related to the impairment of brain functions, including language, 
memory, perception, personality and cognitive skills.



DEMENTIA IN AUSTRALIA 

http://www.aihw.gov.au/dementia, https://www.dementia.org.au



METHOD

SYSTEMATIC REVIEW

• Database/grey literature search (Aug 2016)

• Self-identified “dementia registries”

• Collecting information on patients with a diagnosis of dementia/AD, 
individuals at risk, carers, and control subjects

• In operation any time up to August 2016

• Collecting data on international, national or local/regional/state-wide level



RESULTS 

SYSTEMATIC REVIEW

Thirty-one national, local/regional and international dementia or Alzheimer’s 
Disease registries established in 14 countries over 1986-2015.

Four categories: 

• Dementia research registries

• Preclinical dementia research registries

• Epidemiological dementia registries

• Registries for recruitment for research studies 

• Registries monitoring quality of dementia care 



TYPES OF DEMENTIA REGISTRIES



RESULTS

SYSTEMATIC REVIEW

national/local 

hospital/Uni-based 

planned 

international collaboration 



RESEARCH VOLUNTEER DEMENTIA REGISTRIES 



DEMENTIA RESEARCH REGISTRIES 



QUALITY OF DEMENTIA CARE REGISTRIES 

• Newly diagnosed dementia patients

• 100% of memory clinics in Sweden 

• Annual follow-up 

• Since May 2007

• October 2016: 

• 63,160 patients

• 46,448 follow-ups 



OUTCOMES OF DEMENTIA REGISTRIES 

• Provide epidemiological data, support clinical best practice and facilitate 
research.

• Significantly contribute to outcomes in dementia research, clinical practice 
and policy.

• Inform policy and service planning, and promote cost-effectiveness of 
dementia diagnosis and care.

• Save money and provide a positive return on investment.

SUMMARY



NHMRC Boosting Dementia Research Grant

PILOT DEMENTIA CLINICAL QUALITY REGISTRY

• Dementia has been identified as a National Health Priority Area since 2012. 

• The Australian Commission on Safety and Quality in Healthcare (ACSQHC) 
identified dementia as a priority area for the establishment of a registry in 
December 2016.

• The aim of the current project is to pilot and assess the feasibility of a 
Dementia Clinical Quality Registry (CQR). 

• This project will develop and test methodology for a dementia CQR by 
utilising data acquired from the ASPREE study cohort.



ASPREE (ASPirin in Reducing Events in the Elderly)

• ASPREE is the largest primary prevention aspirin study ever undertaken in 
healthy older people.

• It will determine whether daily low-dose aspirin prevents or delays the onset 
of age-related illness such as cardiovascular disease, dementia, depression 
and certain cancers and if the benefits outweigh the risks, such as bleeding.

• ASPREE is a randomised, double-blind placebo controlled study.

• It involves 16,703 Australian males and females, 70 years of age and older.

• Results of the principal ASPREE study should be known in 2018.

https://aspree.org/aus







CLINICAL PRACTICE GUIDELINES FOR PEOPLE 
WITH DEMENTIA (NHMRC CDPC, 2016)

To provide health professionals and carers in primary care, aged care and 
hospital settings with access to recommendations reflecting current evidence 
on dementia care to better respond to the needs and preferences of the 
person living with dementia. 

These guidelines contain 109 recommendations:

• 29 are evidence-based recommendations

• 7 are consensus-based recommendations 

• 73 are practice points

http://sydney.edu.au/medicine/cdpc/resources/dementia-guidelines.php



MODIFIED DELPHI STUDY 

CQI/MDS DEVELOPMENT

Across stages of dementia:

• Mild Cognitive Impairment (MCI)

• Mild 

• Moderate

• Severe 

Across the continuum of care:

• Pre-diagnosis

• Diagnosis

• Management and treatment 

• Outcomes – living with dementia  



• Proportion of patients diagnosed during last year in reference to the estimated overall dementia 
incidence in Sweden (i.e., approx. 20,000 patients p.a.)

• Proportion of patients undergoing basic dementia work-up (aiming for 90%)

• Proportion of AD patients treated with cholinesterase-inhibitors or memantine (aiming for 80%)

• Proportion of patients with dementia treated with antipsychotics in nursing homes

• Proportion of patients with dementia receiving day-care

• Proportion of patients with dementia living in nursing homes

• Proportion of patients with dementia followed-up at least once a year

CQI/MDS DEVELOPMENT
EXAMPLE FROM THE SWEDISH DEMENTIA REGISTRY (SveDem; Religa et al., 2015)
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RESOURCES 

Dementia Collaborative Research Centres

• http://www.dementiaresearch.org.au/

Centre for Healthy Brain Ageing (CHeBA)

• https://cheba.unsw.edu.au/

Alzheimer’s Australia 

• https://fightdementia.org.au/

ASPREE Study 

• https://aspree.org/aus/

http://www.dementiaresearch.org.au/
http://www.dementiaresearch.org.au/
https://fightdementia.org.au/
https://aspree.org/aus/
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