
A review of recommended outcomes and measurement tools within Core Outcome Sets (COS) developed for dementia
Anna Kearney1*, Hanh Dao2^, Paula R Williamson1, Susanna Dodd1

1Dep. of Healh Daa Science, Universiy of Liverpool. 2 Universiy of Queensland. *Auhor ^Presenng Auhor

Mehods
Design: Review of published COS for use in dementia

Identification of studies: COS developed for people living with any type of dementia were identified through the
COMET database by searching for COS categorised within ‘Neurological conditions’. Searches were undertaken
on the 14th Nov 2022. Hand searches of references within eligible papers were also undertaken.

Inclusion / exclusion criteria : All COS developed for use in dementia, Alzheimer's disease and Mild Cognitive
Impairment were included with no limitations on interventions or setting. Quality Indicators were excluded.

Data extraction: COS scope (population, intervention), stakeholders and COS development methods, and the
outcomes and tools recommended within each COS.

Quality Assessment: Quality of the COS development was assessed using COS-STAD guidance2 although it is
noted that many of the COS were developed before the guidance was published. Therefore informal quality
measures such as the inclusion of patient stakeholders (patients, carers or patient organisations) were given par-
ticular emphasis.

Analysis: Recommended outcomes were classified against COMET’s outcome taxonomy3. Where needed clas-
sification considered any recommended tools to understand the focus of the outcome itself. Any classification
queries were resolved through discussion with clinical teams working in dementia care. Measurement tools were
then grouped by outcome across COS.

Conclusions

A core outcome set (COS) is a minimum set of health outcomes to be measured for a given condition. COS can
be developed for specific populations, interventions, or settings, so several COS may exist for a condition e.g.,
dementia.

COS are regularly identified and collated in the COMET initiative database1which is a free, online, searchable
resource aimed at helping people looking to develop or implement core outcome sets.

As of June 2023 there are 769 published COS on the COMET database. However, this doesn't guarantee that a
set will be available for use with a particular population or intervention.

The development of well-designed COS takes time and resources. Where multiple COS exist, a review of previ-
ously recommended outcomes and measurement tools could be used as a method for creating a new COS.

AIM: To review exisng core oucome ses or demena and o assess he overlap in oucomes

and measuremen insrumens recommended wihin hem

Reerences:
1htps://www.come-iniave.org/
2Kirkham JJ e al. (2017) Core Oucome Se-STAndards for Developmen: The COS-STAD recommendaons. PLoS Med 14(11): e1002447.
3Dodd S e al. A axonomy has been developed for oucomes in medical research o help improve knowledge discovery. J Clin Epidemiol. 2018;96:84-92.

Resuls

Assessing he commonaliy o oucomes recommended across mulple COS provides urher evidence o
which oucomes are likely o be mos imporan o sakeholders. Physical and cognive unconing ou-
comes were common o mos COS. Oher requenly recommended oucome domains included socieal /
care burden, global qualiy o lie and psychiaric (including behavioural) oucomes. This daa will be used
by a COM-IC sakeholder panel along wih daa on oucomes used in regisries and indusry in order o cre-
ae a new COS or use wih demena care services in Ausralia. Given here was litle commonaliy across
measuremen insrumens updaed assessmens o exisng and new ools is warraned when selecng in-
srumens or he COM-IC COS oucomes.
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Deah Moraliy/survival 1 1

Physiological/ clinical* Eye 1 1
Injury and poisoning 1 1 2

Nervous sysem 1 1

Psychiaric 1 1 1 1 1 1 6

Lie Impac (Funconing) Physical unconing 1 1 1 1 1 1 1 1 1 1 3 4 17

Social unconing 1 2 3

Role unconing

Emoonal unconing 1 1 4 3 9

Cognive unconing 1 1 1 1 2 2 2 1 2 1 3 17

Oher lie Impac Global qualiy o lie 1 2 1 1 1 6

Perceived healh saus

Delivery o care 1 2 3

Personal circumsances

Resource use Economic 1 1 2

Hospial 1 1 2

Need or urher inervenon
Socieal/carer burden 4 2 5 2 1 14

Adverse even Adverse evens/eecs 1 2 3

TOTAL OUTCOMES 4 9 2 2 3b 3 8 11 2 11 5 7 13 7 87

14 COS or demena were idenfed rom 10 papers

Only included proessional / clini-

cal people

Included PwD as well as people

rom charies and carers

Included represenaves rom chari-

es as well as carers bu no PwD

OUTCOMES: 87 oucomes were recommend across 15 domains wihin he oucomes axonomy
Cognive and physical unconing oucomes were mos requenly recommended.

QUALITY: Hal he COS included people wih demena in he developmen process

Oher

Serial srucural MRI

Physical unconing

ADCS-ADL

ADCS-ADL-SEV

ADFACS

AMPS

BADLS

LAWTON-PSMS-IADL

SCOPE:Mos COS were or use in research. Several specifed a sage o demena or inervenon.

Cognive unconing

ADAS-COG

CDR

CDR-SOB

CIBIC_PLUS

GBS

MMSE

MoCA

SIB

Emoonal unconing

CSDD

GDS-15

Psychiaric

CMAI

NPI

NPI-NH

RMPBC

SIB

Global QOL

DQOL

EQ-5D

QOL-AD

QUALIDEM

QWVB-SA

TOOLS : 8/14 (57%) o COS included measuremen ools or he recommended oucomes. There

was litle overlap o ools across COS

e-hanh dao-ran@msakearney Email: a.kearney@liverpool.ac.uk Email: h.daoran@uq.edu.au

Socieal/ Carer burden

EQ-5D

GHQ– 12 or 28

HADS

MBI

NPI (carer disress)

NPI-NH

RMPBC (carer reac-
on)

SCQ27/ SSCQ7

WHQOL_BREF

ZBI

*Only physiological oucome domains recommended wihin COS have been included here due o space. The ull lis o domains is lised in he axonomy3
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Background

COM-IC
Core Oucome Measures

or Improving Care

COM-IC is developing a se o oucome

measures or demena services in Ausralia.

Wan o join a working group or he nex

sages o COM-IC?

Conac us or more inormaon

come-iniave.org/

com-ic.sudy@uq.edu.au

htps://chsr.cenre.uq.edu.au/com-ic


