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• Update on progress with this project 

• Technical considerations in four promising areas 

1. Indicators relating to diagnosis 

2. Use of antipsychotics 

3. Hospital data 

4. Place of death 

 

What this presentation will cover 



UPDATE ON PROGRESS 
WITH THIS PROJECT 



A recap of the aims of this work 

2 

3 

1 
Collect a small number (2-3?) of dementia care indicators in 
as many countries as possible within the next few years 

Identify the steps that other countries need to take to collect 
these indicators 

Understand the indicators and data on dementia that OECD 
countries currently collect 

4 Make recommendations to help countries develop useful and 
comparable dementia information in the longer term 



Since our last meeting we have carried 

out some scoping research 

Scoping survey 
• “Simple” survey sent out to all 

HCQI delegates 

• Aim was to understand the 
availability of different data 
sources and different possible 
measures related to quality 

• 23 responses received (from 
21 countries) 

Expert interviews 
• Four countries interviewed so 

far 

• Discussed some of the most 
promising areas for indicator 
development 

• Allows a detailed assessment 
of what is possible in each 
country 

• This could serve as a model for 
how we approach the 
feasibility study 
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The scoping survey identified four areas 

that look promising in OECD countries 
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The number of countries able to measure different aspects of dementia care 



We propose to carry out a detailed 

feasibility study on these indicators 

Indicators relating to diagnosis 

Use of antipsychotics 

Place of death 

Indicators based on hospital data 

Four topics suggested by scoping 
research: 

 
Proposed next steps: 

• Semi-structured interviews with 
experts from as many countries 
as possible 

• Modelled on the four interviews 
carried out so far 

• Aim to make a detailed 
assessment of feasibility in all 
OECD countries 



• Improving quality of life is the ultimate goal of many dementia policies. 

• Patient-reported measures are an OECD priority and we discussed them yesterday. 

• But for dementia specifically, this is one of the least feasible things to measure in 
the short term – only 3 countries can do so nationally. 

In the longer term we are also 

interested in quality of life measures 

 

• OECD is partnering with the University of Toronto (UT) to carry out 
exploratory research on carer-reported measures. 

• UT aims to hold an expert meeting in November to explore the 
possibility of developing standardised carer-reported measures. 

• UT is looking for countries who can participate in this study – please 
let us know if your country is interested. 

• Geoff Anderson and Ivy Wong are joining this meeting remotely to 
answer any questions. 

Exploratory work on carer-reported measures 



2017  2016 

An overview of the proposed timeline 

for this work 

19-20 May 2016 
HCQI Expert Group 
discusses scoping 
research and agrees plan 
for feasibility study 

Scoping research 
Jan-Apr 2016 
Identify the most 
promising areas for 
further research through 
a simple questionnaire 
and a small number of 
expert interviews 
COMPLETED 

Feasibility study 
May-Nov 2016 
Detailed 
assessment of the 
feasibility of 
selected indicators, 
possibly through 
further expert 
interviews 

November 2016 
HCQI Expert Group 
assesses feasibility 
of a pilot data 
collection 

Pilot data 
collection 
Jan-Apr 2017 
Subject to an 
assessment 
of feasibility 

Prepare final 
report 
May-Nov 2017 
OECD will publish 
a report on 
measuring and 
comparing 
dementia care in 
late 2017 

University of Toronto project on carer-reported measures 



• Do you agree with the plan to carry out a detailed 
feasibility study on a small number of areas? 

• Are the areas that we have selected for a feasibility study 
the right ones? 

• Are expert interviews the best way to approach the 
feasibility study? 

• Does the timeline make sense? 

• Do you have any comments on the technical issues 
discussed in the paper (and the rest of this presentation)? 

 

Questions for discussion 



1. DIAGNOSIS 



Diagnosis of dementia is a priority for 

many OECD countries 

What objective are we trying to measure? 

A timely diagnosis when someone is first concerned about symptoms can give them 
access to the treatment and support they need. 

Two ways of looking at timely diagnosis… 

At what stage of dementia are 
people typically diagnosed? 

• Relies on stage of dementia being 
recorded for every diagnosis 

• Data only available in four 
countries, all of which have registries 
 

What proportion of people with 
dementia have a diagnosis? 

• Need to measure the number of 
people diagnosed (12 countries) 

• Also need to have an estimate of the 
total number with dementia 
(18 countries) 



Data on diagnoses is often missing 

some people 

QOF HMO data SveDem Hospital data 

In principle, all 
diagnoses are 
recorded 

Data from 
patients’ medical 
records 

Practice-level 
data from 
primary care 

Diagnoses made 
in some settings 
are missing 

Dementia registry 

Covers less than 
40% of prevalent 
cases 

Medicines data 

Hospital data 

BPSD register 

May be able to 
increase coverage 
by linking data 

People who have 
had dementia 
coded in hospital 

Medicines data 

People who have 
used dementia 
medication 

Data can be 
linked but won’t 
identify all cases 

England Israel Sweden Denmark 



Most countries estimate prevalence, but 

a global methodology may be needed 

National prevalence 
estimates 

| 
Based on research from the country 

in question 
| 

Research and estimation 
methodologies may vary, making it 

hard to say if diagnosis rates are 
comparable 

Using a single global 
methodology 

| 
Prevalence estimates in Health at a 
Glance 2015 based on age-specific 
prevalence estimates from a global 

study, and population data 
| 

This avoids methodological 
differences between countries 

| 
But also loses any real differences in 

age-specific prevalence 



Health at a Glance 2015 uses a global 

methodology to estimate prevalence 

Estimated prevalence of dementia per 1,000 population, 2015 and 2035 

Source: OECD analysis of data from Prince et al. (2013) and the United Nations 



2. USE OF 
ANTIPSYCHOTICS 



Use of antipsychotics may be the 

easiest indicator to collect 

This is a relatively feasible indicator 
12 out of 23 countries said they can collect it at a 
national level. A further 2 can collect it locally. 

It builds on OECD work on prescribing data 
• Covers 13-14 countries 
• Rate of prescription among all older people 

Some countries can link to 

diagnostic data 
• e.g. Sweden, Denmark 
• This could exclude people without 

dementia and those with psychosis 
• But good diagnostic data is not 

always available and linking may not 
be possible in all countries 

Is this necessary, or is it good enough 
to count prescriptions for all older 
people? Elderly people prescribed long-term benzodiazepines or related 

drugs, 2013 (or nearest year) 



3. HOSPITAL DATA 



Hospitals are the most promising 

source of administrative data 

0 5 10 15 20

Hospitals

Primary care

Community health care

Long-term care in institutions

Long-term care at home

Disability services

Diagnostic services

Palliative care

Countries that can identify people with 
dementia in administrative data, by care setting 

(out of a total of 23) 



The OECD collects some hospital data 

by diagnostic category 
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How much longer do people with dementia stay in hospital than other people? 
Ratio of average length of stay for people coded as dementia or Alzheimer’s versus all people  



These figures are missing an unknown number of people with 
dementia who pass through hospitals. 
• These data look at people whose primary diagnosis is dementia or Alzheimer’s. 

• Many countries could do better and include secondary diagnoses. 

• But coding of secondary diagnoses tends to be at the doctor’s discretion. There is 
no guarantee dementia will be recorded and there may be variation between 
countries. 

Two possible solutions… 

 

But under-coding of dementia means 

these numbers may not be comparable 

Linking data 

• e.g. Sweden can link hospital data to 
its dementia registry to identify more 
episodes of care for people with 
dementia 

• But this depends on relatively 
complete, patient-level diagnostic 
data – not all countries have this. 

Changing coding practices 

• What would it take to move towards 
dementia always being coded as a 
secondary diagnosis if it is present? 

• Some countries already do this for 
diabetes (e.g. Israel). 

• Relies on clinician behaviour, which 
may take a while to change. 



4. PLACE OF DEATH 



Data from death records is widely 

available, with cause & place of death 
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Almost all countries have death records data 
18 out of 23 countries said they can collect it at a 
national level (plus one locally) 

Cause and location of death is usually included 
% of people whose cause of death is dementia dying in hospital 

Source: Reyniers et al. (2015) 



But coding issues raise serious doubts 

about comparability 

Coding practices vary 
• It’s not obvious when dementia 

should be considered the “cause” 
of death 

• e.g. in Sweden increased 
awareness of dementia seems to 
have led to more dementia 
deaths being coded 

• Some countries record secondary 
causes (e.g. Sweden) but this may 
not be widespread and doesn’t 
mean dementia is always 
recorded 

As with hospital data, coding 
issues could be addressed in 
two ways: 

Linking to diagnostic data 

Changing coding practices 

but this data has its own 
problems…. 

which may not be easy to do…. 



• Do you agree with the plan to carry out a detailed 
feasibility study on a small number of areas? 

• Are the areas that we have selected for a feasibility study 
the right ones? 

• Are expert interviews the best way to approach the 
feasibility study? 

• Does the timeline make sense? 

• Do you have any comments on the technical issues 
discussed in the paper and this presentation? 

 

Questions for discussion 



Staying in touch with the OECD 

Email me tim.muir@oecd.org  

@OECD_social Follow us on Twitter 

www.oecd.org/els Visit our website 

https://twitter.com/OECD_Social

