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Dementia care in Australia

* Has an important impact on quality of life, symptom
progression, mortality

* Monitoring the quality of care is difficult:
* Variety of contexts, many health professionals
* Lack of transparency
* Many people with dementia are not diagnosed until
they reach aged care

* How can routinely-collected linked data contribute to
monitoring of care quality and safety?



Routinely collected data

* Vast data are collected and held by the Australian Institute of Health and Welfare & elsewhere
* Can contribute to dementia care monitoring
* Data sources include:

* Assessments for aged care eligibility (RAS, ACAT)

* Assessments for residential aged care funding (ACFI)

* Health service use (Medicare)

* Pharmaceutical use (PBS)
* Date, cause of death (National Death Index)
* Hospitalisations and emergency department presentations

* Centrelink, Vaccination register, corrections, ?NDIS, etc.
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Demen'l'ia in ROSA Dementia case

* People with dementia can be identified via ascertainment using aged

ACAT, ACFl and pharmaceutical data care assessment data

Monica Cations,'? Catherine Lang,’
Stephanie A. Ward,?"> Maria Crotty,?

* ~40% of estimated prevalent cases Maria C. Inacio'®

* ~47% of estimated incident cases per year

Table 1: People aged 65 years or older with dementia in ROSA cohort, by calendar year.

Identified during year At 31 December of year
Year Identified using Identified using Total unique Deceased? Total alive with Total alivein PRAC  Total alivein HCP  Total alive not currently
ACAP ACFI identified dementia with dementia with dementia in HCP or PRAC®
Pre-2009 - - - - 114,605 78,052 8,740 27,813
2009 25,629 25,075 41,740 32,039 124,763 87,057 9,373 28,333
2010 24,273 20,383 35,998 33,565 127,621 89,640 9,488 28,493
201 24377 21,283 36,841 35,056 129,882 91,339 10,206 28,337
2012 24,625 21,237 37,128 36,026 131,509 91,926 10,539 29,044
2013 23,654 21,433 36,832 35,362 133,471 93,013 10,606 29,852
2014 23335 21,799 37416 36,785 134,580 93,523 9,965 31,002
2015 22,048 22,768 37,673 37,199 135,555 94,649 10,065 30,841

Notes:

ACAP = Aged Care Assessment Pragram; ACFl = Aged Care Funding Instrument; HCP = Home care package; PRAC = Permanent residential aged care
a: Includes those identified and deceased within same year as well as those identified in previous years

b: Includes those in respite or transition care, or not currently using a service




ROSA Outcome Monitoring System

* A monitoring and benchmarking system for

aged care
* 12 quality and safety indicators (so far), e.g.: ~ TheRegistry of Senior Australians outcome
monitoring system: quality and safety indicators for
e Falls residential aged care @
Maria C Inacio ™, Catherine Lang, Gillian E Caughey, Sarah C E Bray,
. .« e Stephanie L Harrison, Craig Whitehead, Renuka Visvanathan, Keith Evans, Megan Corlis,
* Ch ronic OPIOId use Victoria Cornell, Steve Wesselingh
. oy e International Journal for Quality in Health Care,Volume 32, Issue 8, October 2020, Pages
* Welght Ioss a'nd maInUtrItlon 502-510, https:..-"I.-"coi.org_,-'1-[].1-[];3_,:'intq}jc_.-"mzaa0?8 :
* Allows us to track quality and safety
performance over time and across geographic
regions
°

Aged care providers can learn of their performance relative to their peers, direct
resources to improve



An example

* Retrospective cohort / cross-sectional study

* Linked aged care, pharmaceutical,
hospitalisation, Medicare, National Death

Index Data

* All non-Indigenous Australians aged 65+
years who accessed aged care in 2011-2016
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scientific reports

Using data linkage for national
surveillance of clinical quality
indicators for dementia care
among Australian aged care users

Monica Cations?™, Catherine Lang?, Stephanie A. Ward®*?, Gillian E. Caughey“®7,

Maria Crotty™®, Craig Whitehead™®, Susannah Ahern®, John Maddison® & Maria C. Inacio™’



Clinical quality indicators for dementia

Antipsychotic medication use

Cholinesterase inhibitor and
memantine use

High sedative load

Dementia and delirium-related
hospitalisations

Why?

Commonly used despite series side effects and
limited efficacy

Trial recommended for all people with
Alzheimer’s disease

People with dementia are highly susceptible to
adverse drug events

Can indicate preventable complications



Cohort

Total sample = 373,695

Age at first dementia identification 84.1 (6.9)
(in assessment data)
Female 235,703 (63.1)
Born outside Australia 123,009 (32.9)
Primary language other than English 42,779 (11.5)
Days of follow up (median, IQR) 688 (282-1300)
State
Australian Capital Territory 4114 (1.1)
New South Wales 127,830 (34.2)
Northern Territory 780 (0.2)
Queensland 63,986 (17.1)
South Australia 34,252 (9.2)
Tasmania 9379 (2.5)
Victoria 92,911 (24.9)
Western Australia 35,689 (9.6)

ARIA+ region
Major city 245,089 (65.6)
Inner regional 78,320 (21.0)
Outer regional 37,378 (10.0)
Remote 4074 (1.1)
Very remote 1307 (0.4)
Socio-economic status
Most Disadvantaged -1 61,573 (16.5)
2 63,830 (17.1)
3 65,613 (17.6)
4 70,050 (18.8)
Least Disadvantaged- 5 105,029 (28.1)



Trends over time
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Trends over time

Incidence per 1000 person days
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Variation in quality

Tightly bunched = similar
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ariation in quality
Sparsely bunched = large
variation in performance
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Other indicators
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Other indicators

Why?
Unplanned hospital Potentially preventable
admissions complication

Unadjusted unplanned hospitalisation rates between July 2011 - June 2016
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Proportion (%)

Other indicators

Why?
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Limitations

Only aged care users and those diagnosed with dementia monitored
here

Cohort entry at aged care assessment - often later in disease path
Unable to stratify by dementia type

No information re medication indication, hospitalisation details

Timely linkage updates required S

De-identification limits intervention

No Aboriginal or Torres Strait Islanders (working on it)



Implications

* Care quality on these indicators did not meaningfully change over our
time period

* New organisational, policy, regulatory measures required

* Data linkage can facilitate care quality and safety monitoring at a
national level, without additional data collection

* Transparency can help to target
interventions to where they are
needed most




Working together with
ADNeT

* The Australian Dementia Network Clinical Quality
Registry began operations in 2020

* Linked registry, enrolment at diagnosis (memory
clinics, private specialist clinics, etc)

* Facilitates monitoring of early (and ongoing)
clinical care, access to trials



Working together with
ADNeT

Linking ADNeT and ROSA can facilitate care
monitoring from diagnosis to death

Less data collection burden

Captures people who are not formally diagnosed
until aged care assessment

Individual facilities / providers can benchmark
themselves and direct quality improvement efforts




Thank you!

ROSA:

* SA Government-Premier’'s Research and Industry Fund
(2017-2021)

* Medical Research Future Fund (2018-2022)

* The Hospital Research Foundation (2020-2022)

ADNeT:
 National Health and Medical Research Council National
Institute for Dementia Research (2018-2023)

Contact:
Monica.cations@flinders.edu.au
08 8201 3059

Australian
Dementia Network
REGISTRY. CLINICS. TRIALS.
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