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Overview of presentation

A Importance of outcomes when measuring
effectiveness of services

A Our recent research exploring outcomes that
matter to people living with dementia

A Implications for assessing the effectiveness o
postdiagnostic support



Background

A Growing interest in demonstrating
effectiveness of our care and services,
including post diagnostic support.

A Measuring effectiveness fraught with
challenges.

A Not least because people living with dementiz
have not had a voice.



Study aim

AEstablish consensus from key stakeholders on wha
outcomes are the most important

ARecommendninimum set of outcomes & outcome
measures

For more information see: http://www.comet-initiative.orq



http://www.comet-initiative.org/

Research questions

1. Which outcomes should be measured from the
perspective opeople living with dementia care
partners, health and social care professionals and
nolicy makers, service commissioners, and research
eaders?

2. How should these outcomes be measured?



3 phase mixed method study design

Focus groups &
Interviews (n=55)

Delphi surveys and consensus
meeting

Agree list of outcomes important ig

Systematic review
identify how to measureutcomes
from Phase 2
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* outcomes

62 instances of people living with dementia being involved (17 participants in phase 1 and 18 consultessaarcbers
when designing the accessible Delphi process, 21 participated in the Delphi survey and 6 in the consensus meetin



Phase 2: Co design
Delphi survey of 54 outcomes
& Consensus meeting
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What matters most to people living with dementia

@G Lannmer Urarsty 200

This is an agreed set of core outcome items for use when evaluating health and social care interventions for people with
dementia living at home. Over 350 participants (people living with dementia, care partners, health & social care professionals,

policymakers and researchers) took part in the study to agree the areas of everyday life that are the most
important to people living with dementia.



What matters most to people living with dementia

Continuing good relationships with people who

are important to you : ) ?)
Being able to communicate with others . ?E—-—" ; éa\'zf .
Feeling safe and secure at home ( \\\h I‘ ( (({;9 ‘:: : 'xr i
Feeling valued and respected by others _E“\ﬁ ‘-? {J;z% Y< \ 'i" ,fJI
Feeling able to havela laugh with other mplei_ CB i\}

|I » Being able to do things that you enjoy and want to keep doing

ﬁ WP? s T | + Keeping interested in things you like

%‘ff S; ] '==i ; + Being aware of your surroundings indoors and outdoors
3 T]j_LHH + Being able to find your way around a familiar place

Not falling at home or when out and about
Being able to see, hear and understand
Feeling able to keep your identity
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QUALITATIVE PAPER

What is important to people with dementia
living at home? A set of core outcome items

for use in the evaluation of non-pharmacological
community-based health and social

care interventions

SioBHAN T. ReILLY!, ANDREW . E. HARDING', HAZEL MoRBEY', FARAZ AHMED ', PAULA R, WALLIAMSON??,
CAROLINE SWARBRICK, IRACEMA LEROI?, LINDA DAVIES®, DAVID REEVES®, FIONA HOLLAND®, MARK HANN®,
JoHN KeaDpy’#

Abstract

Objectives: inconsistency in outcome measurement in dementia care trials impedes the comparisons of f effectiveness between
trials. The key aim of this st tudy is to establish an agreed standardised core outcome set (COS) for use when evaluating non-
pharmacological health and social care interventions for people with dementia living at home.

Mcthod: we used a mixed-methods research design, including substantive qualitative research with five key stakcholders
proups. We consulted with people living with dementia for many aspects of this research. We applied a medified two-round
54 item Delphi approach to attain consensus on core outcomes. The COS was finalised in a face-to-face consensus meeting
He TN B



Relevance for
post diagnostic support?

Cartoons by Tony Husbanc



Continuing good relationships

Cwho~
S \H Darlvagy can W falle aboot N
Koo Pre dhegnany 1n e (oot
AST

Cartoons by Tony Husbal



Being able to communicate
with others
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Being able to have a laugh with
other people
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Cartoons by Tony Husband




Being able to do things that you
enjoy and want to keep doing

Cartoons by Tony Husband



