
MEASURING 
DEMENTIA CARE 
Results of the feasibility study and a proposal for a pilot data 
collection 

Tim Muir, OECD Health Division 



To cover today 

2 

3 

1 
Summary of proposal for pilot data collection 

Details of proposed indicators 

Recap of progress to date 



RECAP OF PROGRESS TO 
DATE 



Phase 1: scoping research 

Phase 2: feasibility study 

Planning phase 

We have been talking about dementia 

indicators for some time now… 

May 2015 

November 2015 

May 2016 

November 2016 

First exploratory discussions with HCQI Expert Group 

Agreed objectives and timeline 

Discuss results of  scoping research 

Discuss feasibility study & proposed pilot data collection 

Addressing Dementia: the OECD Response 

published March 2015 



At our last meeting we discussed the 

results of scoping research 

Indicators relating to diagnosis 

Use of antipsychotics 

Place of death 

Indicators based on hospital data 

Four areas seemed to be 
the most promising: 

We agreed to 
conduct a 
feasibility study 
focusing on these 
areas. 



We have since conducted a feasibility 

study with 15 countries 

Australia 

Belgium 

Canada 

Czech Republic 

Denmark 

England 

France 

Israel 

Latvia 

Luxembourg 

Mexico 

Norway 

Portugal 

Sweden 

Malta 

Semi-structured interviews by phone, 

Skype and in person 

Aimed to understand the processes that 

happen in health and care systems… 

…and the data that is recorded as a 

result. 

Based on this exercise we are proposing to 

collect six indicators on a pilot basis. 

Full details are in the paper. This 

presentation will give a summary. 
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1. Do you agree with the proposal to carry out 
a pilot collection of dementia indicators in 
early 2017? 

2. Do you agree with the six proposed 
indicators? 

3. Do you have any comments on the draft 
definitions in annex 1? 

4. Will your country be able to report some or 
all of these indicators? 

Questions for discussion today 



SUMMARY OF PROPOSAL 
FOR A PILOT DATA 

COLLECTION 



Based on the feasibility study, we have 

considered 14 indicators 

Hospital admissions per 1000 people with dementia 

Avoidable hospital admissions per 1000 people with dementia 

Hospital admissions for hip fracture per 1000 people with dementia 

Hospital admissions for falls per 1000 people with dementia 

Average length of stay in hospital for people with dementia 

Average length of stay for people with dementia admitted to hospital following a hip fracture 

Proportion of people with dementia dying in hospital 

Excess mortality for people with dementia 

30-day and 1-yr fatality for people with dementia admitted to hospital following  hip fracture 

Proportion of people aged over 65 prescribed antipsychotics 

Proportion of people with dementia prescribed antipsychotics 

Proportion of people with dementia with a registered diagnosis 

Proportion of people with dementia with a diagnosis recorded in hospital 

Proportion of people with dementia living in LTC institutions 
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3.2 

4.1 

4.2 
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9.1 
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Of which we are proposing to include 6 

in the pilot data collection 

Hospital admissions per 1000 people with dementia 

Avoidable hospital admissions per 1000 people with dementia 

Hospital admissions for hip fracture per 1000 people with dementia 

Hospital admissions for falls per 1000 people with dementia 

Average length of stay in hospital for people with dementia 

Average length of stay for people with dementia admitted to hospital following a hip fracture 

Proportion of people with dementia dying in hospital 

Excess mortality for people with dementia 

30-day and 1-yr fatality for people with dementia admitted to hospital following  hip fracture 

Proportion of people aged over 65 prescribed antipsychotics 

Proportion of people with dementia prescribed antipsychotics 

Proportion of people with dementia with a registered diagnosis 

Proportion of people with dementia with a diagnosis recorded in hospital 

Proportion of people with dementia living in LTC institutions 

1 
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3.1 

3.2 

4.1 

4.2 
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We will give countries the option of 

providing data for another four 

Hospital admissions per 1000 people with dementia 

Avoidable hospital admissions per 1000 people with dementia 

Hospital admissions for hip fracture per 1000 people with dementia 

Hospital admissions for falls per 1000 people with dementia 

Average length of stay in hospital for people with dementia 

Average length of stay for people with dementia admitted to hospital following a hip fracture 

Proportion of people with dementia dying in hospital 

Excess mortality for people with dementia 

30-day and 1-yr fatality for people with dementia admitted to hospital following  hip fracture 

Proportion of people aged over 65 prescribed antipsychotics 

Proportion of people with dementia prescribed antipsychotics 

Proportion of people with dementia with a registered diagnosis 

Proportion of people with dementia with a diagnosis recorded in hospital 

Proportion of people with dementia living in LTC institutions 
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Three of the proposed indicators use 

hip fracture as a “sentinel” condition 

 

 

In Out 

How many people with 
dementia are admitted to 

hospital with hip fractures? 

+ 

How long do they 
stay in hospital on 

average? 

How likely are they to die 
within 30 days / 1 year of 

admission? 

3.1 4.2 7 

Rationale 
• Falls / hip fractures are an important risk for people with dementia 

• Better primary and long-term care can reduce incidence 

• A long stay in hospital can be damaging for people with dementia 

• Better acute care and rehabilitation can reduce LoS and fatality 

• Compare people with dementia with the rest of the population to see if cross-country 
differences are general or dementia-specific 



The rest capture other aspects of 

dementia care 

All-cause hospital admissions for people with dementia 
• Easy to collect 

• A broader picture of how well health systems keep people out of hospital 

• Important context for hip fracture indicator 

• Again need to compare people with dementia with wider population 

Proportion of people with dementia dying in hospital 
• Most people would prefer not to die in hospital, but this requires good 

access to end-of-life care in other settings 

• Specific challenges in providing end-of-life care to people with dementia 

• Compare people with dementia with the rest of the population 

Proportion of over-65s prescribed antipsychotics 
• A major quality issue for long-term care 

• Established OECD methodology to build on 

• Few countries can look at people with dementia specifically 



Proposed pilot collection process 

Additional module to be included in HCQI 
data collection in early 2017 

Discuss the results at the next HCQI 
meeting in May 

Publication on 
comparing dementia 
care planned for late 
2017 

Assess whether any 
indicators are suitable 
for inclusion in regular 
collection 



DETAILS OF PROPOSED 
INDICATORS 



Hospital admissions per 1000 people 

with dementia 

1 

2 

1 

Count admissions with primary or secondary diagnosis of  

dementia 

Link patient data to identify other admissions where the 

patient had a diagnosis of  dementia recorded in hospital in 

the last three years 

3 
OECD prevalence estimates, based on the World 

Alzheimer’s Report 2015 and UN population data  

For a full definition, please refer to annex 1 of the paper circulated ahead of the meeting 

Age and sex standardised rate 

Compare to non-dementia population 



Hospital admissions per 1000 people 

with dementia 

1 

Relevance 
 Keeping people with 

dementia out of  hospital 

is important 

 But some admissions 

will be unavoidable 

 Important context for 

other indicators 

 

Validity 
 Linking admissions can 

improve the 

identification of  people 

with dementia 

 But some cases will still 

be missed 

 

Feasibility 

12/15 
countries in the feasibility 

study can report this 

indicator 

Key questions 

• What is the effect of under-coding on the validity of this indicator? 

• To what degree is this mitigated by linking patient data?  



Hospital admissions for hip fracture per 

1000 people with dementia 

1 

2 

3.1 

Count admissions with primary diagnosis of  fractured 

neck of  femur and secondary diagnosis of  dementia 

Link patient data to identify other admissions with primary diagnosis 

of  fractured neck of  femur where the patient had a diagnosis of  

dementia recorded in hospital in the last three years 

3 
OECD prevalence estimates, based on the World 

Alzheimer’s Report 2015 and UN population data  

For a full definition, please refer to annex 1 of the paper circulated ahead of the meeting 

Age and sex standardised rate 

Compare to non-dementia population 



Hospital admissions for hip fracture per 

1000 people with dementia 

3.1 

Relevance 
 Preventing falls is an 

important aim of  

primary and long-term 

care 

Validity 
 Use linked admissions to 

improve identification of  

people with dementia 

 Will not include less 

serious falls that did not 

lead to a fracture 

 

Feasibility 

12/15 
countries in the feasibility 

study can report this 

indicator 

Key questions 

• Is hip fracture the best choice for a sentinel condition? 

• How will under-coding of dementia affect this indicator? 



Average LoS for people with dementia 

admitted to hospital for hip fracture 

3 

4.2 

Total days spent in hospital for admissions included in the 

denominator 

For a full definition, please refer to annex 1 of the paper circulated ahead of the meeting 

Age and sex standardised 

Compare to non-dementia population 

1 

2 

Count admissions with primary diagnosis of  

fractured neck of  femur and secondary diagnosis of  

dementia 

Link patient data to identify admissions where the 

patient had a diagnosis of  dementia recorded in 

hospital in the last three years 



Average LoS for people with dementia 

admitted to hospital for hip fracture 

4.2 

Relevance 
 LoS is not usually 

considered an indicator 

of  quality 

 But there is evidence 

that time spent in 

hospital can be harmful 

for people with dementia 

Validity 
 Gets around case mix 

issues with all-cause LoS 

 Under-coding of  

dementia remains an 

issue 

 

Feasibility 

12/15 
countries in the feasibility 

study can report this 

indicator 

Key questions 

• Does this tell us anything about quality, or should it just be used as 
context for other indicators? 

• How will under-coding of dementia affect this indicator? 



30-day and 1-yr fatality for people with 

dementia admitted for hip fracture 

4 

7 

Number of  admissions included in the denominator where the 

person died within 30 (or 365) days of  admission 

For a full definition, please refer to annex 1 of the paper circulated ahead of the meeting 

Age and sex standardised 

Compare to non-dementia population 

1 

2 

Count admissions with primary diagnosis of  fractured neck of  

femur and secondary diagnosis of  dementia 

Link patient data to identify admissions where the patient had a 

diagnosis of  dementia recorded in hospital in the last three years 

3 

Link to death records to identify admissions where the patient 

had dementia recorded on a death record within 365 days of  

admission 



30-day and 1-yr fatality for people with 

dementia admitted for hip fracture 

7 

Relevance 
 Mortality risks for hip 

fracture patients are 

three times as high as the 

general population 

 Many people with 

dementia are at high risk 

of  hip fracture 

Validity 
 Avoids major validity 

issues with all-cause 

mortality indicator 

 Under-coding of  

dementia remains an 

issue 

 

Feasibility 

8/15 
countries in the feasibility 

study can report this 

indicator 

Key questions 

• This requires linking multiple years of hospital data to death 
records – how challenging will this be? 



Proportion of people with dementia 

dying in hospital 

3 

5 

Number of  deaths in the denominator for which the place of  

death is recorded as hospital 

For a full definition, please refer to annex 1 of the paper circulated ahead of the meeting 

Age and sex standardised 

Compare to non-dementia population 

1 

2 

All deaths with dementia recorded anywhere on the 

death record 

Link to hospital data to identify people who died 

after having hospital admission in the reference year 

or three previous years where dementia was recorded 

as a primary or secondary diagnosis 



Proportion of people with dementia 

dying in hospital 

5 

Relevance 
 Place of  death is an 

important outcome for 

end-of-life care 

 However, in some cases, 

dying in hospital will not 

be inappropriate 

Validity 
 Linking death records to 

hospital data improves 

the identification of  

people with dementia 

 People dying in hospital 

are more likely to be in 

hospital data, so this will 

be an overestimate 

 

Feasibility 

8/15 
countries in the feasibility 

study can report this 

indicator 

Key questions 

• This requires linking multiple years of hospital data to death 
records – how challenging will this be? 

• How serious an issue is the likelihood of this methodology to 
overestimate the proportion dying in hospital? 



Proportion of people aged over 65 

prescribed antipsychotics 

1 

8.1 

Number of  people aged over 65 with at least one 

prescription for antipsychotic drugs outside of  hospital 

within the reference year 

For a full definition, please refer to annex 1 of the paper circulated ahead of the meeting 

Age and sex standardised 

3 Total population aged over 65 in the reference year 



Proportion of people aged over 65 

prescribed antipsychotics 

8.1 

Relevance 
 Use of  antipsychotics is 

a major quality issue for 

dementia care 

 But this indicator will 

include people without 

dementia 

Validity 
 Uses an established 

approach looking at 

prescribing data 

 Data in some countries 

may not cover LTC 

institutions 

 

Feasibility 

11/15 
countries in the feasibility 

study can report this 

indicator 

Key questions 

• Will the inclusion of people without dementia be a major problem 
for this indicator? 

• What proportion of antipsychotic prescribing is appropriate? 



1. Do you agree with the proposal to carry out 
a pilot collection of dementia indicators in 
early 2017? 

2. Do you agree with the six proposed 
indicators? 

3. Do you have any comments on the draft 
definitions in annex 1? 

4. Will your country be able to report some or 
all of these indicators? 

Questions for discussion today 


