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Overview of the Presentation

* Background
e Study overview
* Developing the ‘long list’

* Delphi design
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g Background: Outcomes in
dementia research

Inconsistency across trials of outcomes measured in non-pharmacological
interventions for dementia so difficult to compare across studies

Current outcomes measured may not reflect what outcomes are important to people
with dementia as there has been little input by people with dementia or those
involved in their day to day lives.

Nearly two thirds of people with dementia live at home but outcome measures in
existing studies don’t necessarily reflect the right outcomes from dementia care in
community settings

Current investigations focus on how measured rather than what measured.
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1. Which outcomes should be measured from the perspective of
people with dementia, care partners, health and social care

professionals and policy makers, service commissioners, and
research leaders?

2. How should such outcomes be measured?
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Focus groups & A review of existing
interviews & registered studies

Delphi surveys (and consensus meeting)
An agreement on a list of outcomes that are important
to people with dementia

Systematic review to identify how outcomes
identified as important should be measured

Phase 4 Stated preference survey to explore the preferences of
key stakeholders for different aspects of outcomes
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Systematic review to identify how outcomes
identified as important should be measured

Phase 4 Stated preference survey to explore the preferences of
key stakeholders for different aspects of outcomes
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Summary: outcome extraction & developing the long list University * *

ALOIS studies
248/ 1009 screened
50% random sample (n=129)
1,083 outcomes extracted
Reduced to 17 domains

* 77 outcomes

Policy documents
* 38 key docs and reports

* 11 outcomes

Qualitative data
People living with dementia (n=17) Int and FG
Care partners (n=18) Int and FG
Health care professionals (n=18) FG

Policy makers, service commissioners and research leaders (n=5) Int

* 80 outcomes

Key reviews and

qualitative papers OUTCOMES MERGED
122/169

* 4 domains

*8 reviews & papers

* 1 outcome
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Literature outcomes &

what people with dementia say

From literature
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From qualitative data

Outcome Emphasis Outcome Emphasis
Activities Frequency Activities Meaningfulness
Relationships Quality Relationships Quality
Safety/risk Actual safety or risk Feeling safe and Person with

e.g. falls

secure

dementia’s feelings
of safety or security
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From literature From qualitative data
Outcome Emphasis Outcome Emphasis

Activities Frequency Activities Meaningfulness
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From literature From qualitative data
Outcome Emphasis Outcome Emphasis
Activities Frequency Activities Meaningfulness

“Yeah... not all the games, | must admit,
not all the games ..... but, well, they get

very boring really.... Well, it’s all
children’s games really.” (pau) J
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At with people with dementia
ACTIVITY ACTIVITY
(literature outcome) (qualitative outcome)

ACCESS TO MEANINGFUL ACTIVITY & STIMULATION I
(Bamford & Bruce, (2000), quality of life outcomes)

‘Being able to do things that you enjoy or want to
keep doing’
(Delphi outcome item)

CONSULTATION WITH PEOPLE WITH DEMENTIA

Member Involvement feedback via Memory cafes, PPI events,
local dementia groups

ACCESS TO MEANINGFUL ACTIVITY & STIMULATION
(Qual coding framework, V1 & V2)

ADVISORY GROUP, CLINICAL & DOCUMENT REVIEW

Feedback , suggestions & review of ‘I statement’ documents
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We will ask all stakeholders to rate
the importance of each outcome
using a 2-round Delphi survey.

Rat| ng Not Particularly
scale Important

Somewhat Important wVery Important

If 70% rate as very important the outcome will go to R2, if 70%
rate as not particularly important the outcome will be
discarded.
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- Methodological questions

) What is the best way to achieve consensus on
® accessible outcome item descriptors?

7 What is the best way of including people with dementia
® in Phase 2 of the study (2 round Delphi survey)?

? We welcome your questions .... ‘
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Thank you for listening

For further information please contact:

s.reilly@lancaster.ac.uk
h.morbey@I|ancater.ac.uk
idclancaster@lancaster.ac.uk

The support of the Economic and Social Research Council (ESRC) and National
Institute for Health Research (NIHR) is gratefully acknowledged.

This work forms part of the ESRC/NIHR Neighbourhoods and Dementia mixed
methods study.
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