
   

Copyright  and  Reuse:  Copyright  and  Moral  Rights  remain  with  the  author(s)  and/or

copyright  holders.  Copies  of  full  items  can  be  used  for  personal  research  or  study,

educational, or not-for-profit purposes without prior permission or charge, unless otherwise

indicated,  provided  that  the  authors,  title  and  full  bibliographic  details  are  credited,  a

hyperlink and/or URL is given for the original metadata page and the content is not changed

in any way. For full details of reuse please refer to City Research Online policy.

City Research Online:            http://openaccess.city.ac.uk/            publications@citystgeorges.ac.uk

Citation:  Kelly, S., Cowan, A., Akdur, G., Irvine, L., Peryer, G., Welsh, S., Rand, 
S., Lang, I. A., Towers, A-M., Spilsbury, K., et al (2023). Outcome measures from 
international older adult care home intervention research: a scoping review. Age 
and Ageing, 52(5), afad069. doi: 10.1093/ageing/afad069 

This is the published version of the paper.

This version of the publication may differ from the final published version. To cite 
this item please consult the publisher's version.

Permanent repository link: https://openaccess.city.ac.uk/id/eprint/32046/

Link to published version: https://doi.org/10.1093/ageing/afad069

City Research Online
City St George’s, University of London

https://openaccess.city.ac.uk/policies.html
mailto:publications@citystgeorges.ac.uk
http://openaccess.city.ac.uk/


1

Age and Ageing 2023; 52: 1–10
https://doi.org/10.1093/ageing/afad069

© The Author(s) 2023. Published by Oxford University Press on behalf of the British Geriatrics Society.
This is an Open Access article distributed under the terms of the Creative Commons Attribution

License (https://creativecommons.org/licenses/by/4.0/), which permits unrestricted reuse, distribution,
and reproduction in any medium, provided the original work is properly cited.

REVIEW

Outcome measures from international
older adult care home intervention research:
a scoping review

Sarah Kelly1,2, Andy Cowan1, Gizdem Akdur3, Lisa Irvine3, Guy Peryer4,5, Silje Welsh6,
Stacey Rand7, Iain A. Lang8,9, Ann-Marie Towers10,11, Karen Spilsbury12,13, Anne Killett4,5,
Adam Lee Gordon14,15, Barbara Hanratty16,17, Liz Jones18, Julienne Meyer18,19,
Claire Goodman3,5, Jennifer Kirsty Burton6

1Cambridge Public Health, University of Cambridge, East Forvie Site, Robinson Way, Cambridge CB2 0SR, UK
2THIS Institute, University of Cambridge, Clifford Allbutt Building, Cambridge Biomedical Campus, Cambridge CB2 0AH, UK
3Centre for Research in Public Health and Community Care, University of Hertfordshire, College Lane, Hatfield AL10 9AB, UK
4School of Health Sciences, University of East Anglia, Norwich Research Park, Norwich NR4 7TJ, UK
5NIHR Applied Research Collaboration, East of England, CB2 8AH, UK
6School of Cardiovascular and Metabolic Health, University of Glasgow, New Lister Building, Glasgow Royal Infirmary, Alexandra
Parade, Glasgow G31 2ER, UK
7Personal Social Services Research Unit, University of Kent, Cornwallis Central, Canterbury CT2 7NF, UK
8Department of Health and Community Sciences, University of Exeter, St Luke’s Campus, Exeter EX1 2LU, UK
9NIHR Applied Research Collaboration, South West Peninsula, EX1 2LU, UK
10Centre for Health Services Studies, Cornwallis Central, University of Kent, Canterbury CT2 7NF, UK
11NIHR Applied Research Collaboration, Kent Surrey and Sussex, BN3 7HZ, UK
12School of Healthcare, University of Leeds, Baines Wing, Leeds LS2 9JT, UK
13NIHR Applied Research Collaboration, Yorkshire and Humber, BD9 6RJ, UK
14Unit of Injury, Recovery and Inflammation Sciences (IRIS), School of Medicine, University of Nottingham, Royal Derby Hospital,
Uttoxeter Road, Derby DE22 3DT, UK
15NIHR Applied Research Collaboration, East Midlands, LE5 4PW, UK
16Population Health Sciences Institute, Newcastle University, Campus for Ageing and Vitality, Newcastle-upon-Tyne NE4 5PL, UK
17NIHR Applied Research Collaboration, North East and North Cumbria, NE3 3XT, UK
18National Care Forum, Friars House, Manor House Drive, Coventry CV1 2TE, UK
19City, University of London, Northampton Square, London EC1V 0HB, UK

Address correspondence to: Jennifer Kirsty Burton. Tel: +44 141 956 0517. Email: Jenni.Burton@glasgow.ac.uk

Abstract

Background: Care homes are increasingly important settings for intervention research to enhance evidence-informed care.
For such research to demonstrate effectiveness, it is essential that measures are appropriate for the population, setting and
practice contexts.
Objective: To identify care home intervention studies and describe the resident outcome measures used.
Design: Scoping review.
Methods: We reviewed international care home research published from 2015 to August 2022. We searched MEDLINE,
EMBASE, CINAHL and ASSIA. We included any intervention study conducted in a care home, reporting resident outcomes.
We extracted resident outcome measures, organised these using the domains of an adapted framework and described their use.
Results: From 7,330 records screened, we included 396 datasets reported in 436 publications. These included 12,167 care
homes and 836,842 residents, with an average of 80 residents per study. The studies evaluated 859 unique resident outcomes
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2,030 times using 732 outcome measures. Outcomes were evaluated between 1 and 112 times, with 75.1% of outcomes
evaluated only once. Outcome measures were used 1–120 times, with 68.4% of measures used only once. Only 14 measures
were used ≥20 times. Functional status, mood & behaviour and medications were the commonest outcome domains assessed.
More than half of outcomes were assessed using scales, with a fifth using existing records or administrative data.
Conclusions: There is significant heterogeneity in the choice and assessment of outcomes for intervention research in care
homes. There is an urgent need to develop a consensus on useful and sensitive tools for care homes, working with residents,
families and friends and staff.

Keywords: care home, homes for the aged, long-term care, outcome measures, core outcome set, older people

Key Points

• Intervention studies in care homes have the potential to shape evidence-informed care.
• Resident outcome measures used in such research must be contextually appropriate.
• We found significant heterogeneity in outcome assessment in international care home research, disproportionate to the

diversity of interventions tested.
• This contributes to research waste as evidence is more difficult to synthesise; thus, we welcome the development of core

outcome sets for care homes.
• However, there is an urgent need to develop a consensus on useful and sensitive tools for care homes, working with residents,

families and friends and staff.

Background

UK care homes provide a home and range of services
for adults with complex care needs. Older adults account
for most of the UK care home population and are the
focus of this review. Residents typically live with frailty,
disability, multimorbidity and/or dementia [1, 2]. The need
for care home places is anticipated to grow [3], due to the
increased prevalence and complexity of care needs associated
with population ageing [4]. The impact of the COVID-19
pandemic on residents [5, 6] has emphasised the need for
better data to understand the characteristics and needs of
this population [7].

To ensure people can live well in care homes, it is impor-
tant that approaches to care are evidence-informed. How-
ever, producing this evidence requires an understanding of
how to describe and measure relevant resident outcomes
of care delivery, including health, function and quality of
life. Intervention research conducted in care homes has been
increasing rapidly [8, 9]. However, care home research is
challenging [10] and many findings from well-designed trials
conducted in care homes have been equivocal [9].

Using research measures and indices, designed for clini-
cal settings, in care homes is methodologically challenging.
The consideration of appropriate outcome measures should
reflect the objectives of long-term care to meet residents’
needs and sustain their quality of life, rather than yield mea-
surable improvements in health or functioning. The use of
patient-reported outcome measures (PROMS) is challenging
due to high levels of cognitive impairment [11], and staff
often act as proxies. However, unlike health care settings, the
majority of the care home workforce do not have clinical
training and the way they interpret and understand such
scales is not well understood [11]. Care home research must
respect the care home context and minimise burden and

intrusion [12]. Specific evidence on how best to collect data
and measure outcomes in these settings is needed to inform
future study design and maximise the usefulness of care
home research for practice and policy.

A previous mapping review identified the interventions
and outcomes studied in care home trials [8]. However, to
capture both recent increased research activity and broader
methodological approaches used in testing interventions
provides an opportunity to explore how outcomes are
measured and identify measurement tools used in care
home research. Our aim in this scoping review was to
identify intervention studies in care homes and map the key
outcomes and outcome measures used and their frequency
of use. It was undertaken to inform the development of a
minimum data set for use by UK care homes [13] for which
purpose there was involvement from care home staff and
family members.

Methods

Review question and objectives

We undertook a scoping review of the international literature
to

• identify and characterise intervention studies conducted in
care homes

• identify and categorise resident outcomes
• describe the frequency of use of measurement tools (‘out-

come measures’)
• describe the data sources used to generate outcome

measures

We used a scoping review approach because of the value
of this method to explore available literature and map the
nature and type of available evidence [14, 15].
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Care home setting

We recognise that there is heterogeneity in the terminology
used to describe long-term care settings internationally [16],
with the term ‘nursing home’ previously recommended [17].
However, there are important structural differences in resi-
dential long-term care provision internationally [18], and it
is important terminology that reflects the organisation and
delivery of care. Therefore, for consistency, we have used the
term ‘care home’ inclusively to mean long-term residential
care settings where older adults receive 24-hour care and
support, with or without on-site registered nursing staff.

Conduct and reporting

Methods for the conduct and reporting of the scoping
review followed the guidelines of the PRISMA-ScR state-
ment [15]. The protocol was registered on PROSPERO
(CRD42020155923) nested with a related systematic review
[19]. For this scoping review, we focused on studies pub-
lished after 2015 and undertaken in OECD (Organisation
for Economic Cooperation and Development) countries
[20]. This reflected our interest in mapping the most recent
research practice from countries of similar economic status
and health and social care resources to the UK, to inform
the development of a minimum data set.

Information sources and search strategy

We searched the following databases: MEDLINE, EMBASE,
CINAHL and ASSIA on December 2019, updated to
August 2022. Our search strategy was developed with advice
from an experienced information specialist, reported in full
in Supplementary Materials Appendix 1. The database search
strategy combined a range of keywords and medical subject
heading terms related to (1) intervention studies and (2)
care home settings, including other terms to identify long-
term care facilities internationally [16]. We searched for grey
literature, including the Open Grey database and websites
of national and professional organisations relevant to care
homes and older people (Appendix 1). Where abstracts
or theses were identified, we searched for subsequent
peer-reviewed publications.

Eligibility criteria

Any type of intervention study conducted in care homes
between 2015 and 2022, including randomised controlled
trials (RCTs), non-randomised controlled trials, before and
after studies, quality improvement studies and other inter-
vention designs was eligible for inclusion. We excluded
reviews and conference abstracts. We only included papers
published in English. Studies in which the intervention
was delivered to a mixed population including care home
residents and older adults living in other community settings
were excluded.

Outcomes (and associated outcome measures) eligible
for inclusion related to resident health and care outcomes
including, but not limited to, measures of function, qual-
ity of life, quality of care, resident- and family-reported

outcomes and health resource use. Studies that reported
staff outcomes that did not also report outcomes for res-
idents were excluded. Studies that were solely qualitative
(e.g. collected data using interviews and focus groups) were
excluded.

Screening and data extraction

We managed the database search using Covidence software
[21]. Titles and abstracts were screened by two independent
reviewers (from SK, AC, GA, LI, GP and JKB) with disagree-
ments resolved by a third experienced reviewer (from SK, LI,
GP and JKB). Full texts were screened by single experienced
reviewers (from SK, AC and JKB) with uncertainties resolved
within the team by discussion.

We undertook data extraction using a structured Excel
template with data recorded at the study level and at the
outcome level. Data from each study were extracted by a
single reviewer (from SK, AC, GA, LI, SW, SR, IL, AMT,
KS, AK and JKB), with guidance provided to improve con-
sistency. Following data extraction, the database was subject
to review and cleaning to align reporting across all studies.
For each study included, data were extracted relating to
author, year of publication(s)(based on online publication),
country(ies), study design, number of homes, number of
resident participants, type of care home (residential, nursing
or both), study aim, eligibility for participation (all residents
or subset), description of intervention, description of any
control, timing of outcome assessment (converted months),
outcomes and outcome measures reported including how
(electronic/paper/both) and by whom these were reported.
We did not a conduct formal quality assessment of the
included studies.

Synthesis

Using the aim and intervention description, we further clas-
sified interventions to describe the target of the intervention
and type of intervention used. The approach taken was
adapted from that used by Gordon et al. in their mapping
review [8].

To organise the large number of outcomes measures iden-
tified, we used the main domains of the International Res-
ident Assessment Instrument for Long-Term Care Facilities
(interRAI-LTCF) [22] as the basis of an outline framework,
similar to a best-fit framework synthesis approach [23, 24].
This was chosen as it was specifically developed for care
homes and has clearly defined domains for a range of out-
comes relevant to residents. The interRAI-LTCF domains
[22] used to categorise outcomes were

• activities & interests (activity preferences and involvement
and daytime sleep);

• cognition (including delirium and dementia);
• communication & vision;
• continence;
• disease & diagnoses;
• functional status (including activities of daily living, loco-

motion and physical function);
3
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Figure 1. PRISMA Flow diagram summarising study selection.

• health conditions (including falls, sleep, fatigue, pain);
• medications (including nutritional supplements);
• mood & behaviour;
• oral & nutritional status (including anthropometry, dehy-

dration and dental/oral cavity issues);
• psychosocial wellbeing (social and unsettled relationships,

sense of involvement, loneliness and major life stressors);
• skin condition (including pressure ulcers);
• treatments & procedures (including oral health outcomes,

hospital/emergency department admissions/other trans-
fers & restraint use).

We note that there are other interRAI instruments for
outcomes important to care homes, including palliative care
[25]; however, we used the LTCF domains for this review.
Some outcomes could potentially fit into more than one
domain; for example, oral health–related outcomes may be
classified under ‘oral & nutritional status’ or ‘treatments
& procedures’, as both have some dental/oral health sub-
categories. In such cases, we chose one domain, assigning
them to ‘oral & nutritional status’. Some additional impor-
tant outcomes did not clearly fit into any interRAI-LTCF
domain, including blood tests, microbiological & virological
specimens, anticipatory care/palliative/end-of-life care, mor-
tality and quality of life. We added separate domains to our
classification framework to include these. We also included
an ‘other’ domain for outcomes that could not be classified.
The frequency of use was calculated by counting the number
of times each measure was used. Where similar versions of the
same measurement tool were used (e.g. translated versions;
adapted versions for use in care homes), these were com-
bined. Finally, we classified how an outcome was measured
noting whether it was based on a biological test/measure,

new data collection for study reporting, the review of existing
records/administrative data, using a scale, or captured by
technology.

Participant and public involvement and engagement

Emerging results of the review were shared with people
working in care homes and with family members of care
home residents, to gauge feedback about the utility and
feasibility of use of these types of measures in care homes
and to compare research findings to experiences in practice.

Results

Search results

From 7,330 records screened, 1,078 full texts were reviewed
and 436 papers reporting data from 396 datasets were
included. References for all included studies are listed in
Supplementary materials Appendix 2. The PRISMA flow
chart is shown in Figure 1. Our findings include published
journal articles (n = 430) and student theses (n = 6).

Characteristics of included studies

Year of publication

A growing numbers of studies were published year-on-year,
with 43 in 2015, rising to 66 in 2021.

Country

Studies were conducted in 27 out of the 38 OECD countries,
and four studies were undertaken in multiple countries. Of

4

D
ow

nloaded from
 https://academ

ic.oup.com
/ageing/article/52/5/afad069/7165263 by guest on 17 January 2024

https://academic.oup.com/ageing/article-lookup/doi/10.1093/ageing/afad069#supplementary-data


Older adult care home intervention research

studies in a single country, the top five were USA (n = 66,
16.7%), Australia (n = 50, 12.6%), UK (n = 43, 10.9%),
Germany (n = 30, 7.6%) and Canada (n = 26, 6.6%).

Study design

Just under half of all the studies used randomised controlled
trial designs (n = 193, 48.7%). Other designs used were
pilot/feasibility studies (n = 87, 22.0%), before-and-after
studies (n = 66, 16.7%), non-randomised studies (n = 22,
5.6%), and studies (n = 28, 7.1%) of another design.

Setting

Most studies (n = 318, 80.3%) were undertaken in homes
with nursing staff, with n = 43 (10.9%) in residential homes
and n = 35 (8.8%) including both settings.

Number of homes per study

A total of 12,167 homes were included in the studies. The
number of homes included in each study varied from 1 to
1,238, with a median of six homes per study [inter-quartile
range (IQR) 15]. Six studies did not report the number of
homes involved in their research.

Number of residents per study

A total of 836,842 residents were included in the studies. The
number of residents included in each study varied from 2 to
127,497, with a median of 80 residents per study [IQR 196].
Twenty-five studies did not report the number of residents
involved; their unit of analysis was usually the care home and
not the residents.

Full details of the year of publication, country, study
design and distribution of sample sizes are summarised in
Appendix 3, Supplementary Tables 1–4.

Eligibility

Eligibility to participate in the study was restricted in most
of the studies (n = 302, 76.3%), with n = 94 (23.7%) open to
all residents in the home at the time of the study.

Timing of outcome assessment

Outcome assessment timing was varied, ranging from 0.2
to 48 months (mean of 6.6 months), taking account of the
longest point of outcome assessment reported in the datasets.
Eight studies undertook continuous outcome assessment,
and three assessed their intervention immediately at the
end of sessions. Ten studies did not report when outcome
assessment was undertaken.

Classification of interventions

Interventions targeted a range of areas affecting residents
within included homes: medicine management & prescrib-
ing (n = 56, 14.1%), physical function/performance/activity
(n = 21, 5.3%), cognition (n = 20, 5.1%), hospital transfer-
/length of stay (n = 19, 4.8%) and oral health (n = 19, 4.8%)
were the five commonest. The type of interventions was

also varied with multi-component (n = 90, 22.7%), exercise
(n = 41, 10.4%), education/training (n = 38, 9.6%), technol-
ogy (n = 28, 7.1%) and pharmacological (n = 24, 6.1) as the
five commonest. The characteristics of a study table sum-
marising study design, the number of homes and residents,
intervention target and type are included in Appendix 4,
Supplementary Table 5. Full reporting of the aim, interven-
tion, and control (where applicable) for the included studies
is in Appendix 5, Supplementary Table 6.

Resident outcomes and categorisation

The 396 included datasets reported a total of 2,030 resident
outcomes (range 1–37 outcomes, and median four outcomes
[IQR four] reported per dataset). Of the 2,030 resident
outcomes assessed, 859 were unique resident outcomes.
These outcomes were assessed between 1 and 112 times; 645
(75.1%) were only assessed once.

Using the adapted interRAI LTCF-domains, all outcomes
were classified. Of the 2,030 outcomes, the most com-
monly evaluated domain was functional status (n = 304,
15.0%) followed by mood & behaviour (n = 272, 13.4%),
medications (n = 169, 8.3%), cognition (n = 157, 7.7%),
health conditions (n = 154, 7.6%), treatments & procedures
(n = 142, 7.0%), quality of life (n = 140, 6.9%) and oral &
nutritional status (n = 138, 6.8%) (Figure 2). The frequency
of outcome use for the top 14 domains between 2015 and
2021 (reporting complete years only) is shown in Figure 3.

Outcome measurement

A total of 732 outcome measures were used between 1 and
120 times; 501 measures (68.4%) were used only once.
Fourteen measures were used ≥20 times, of which only
four were used more >50 times (Table 1). A total of 419
scales were used on 1,036 occasions. These scales were used
between 1 and 53 times each; 297 scales (70.9%) were used
only once. Only 35 scales were used ≥5 times, of which nine
scales were used >20 times. These nine scales (and adapted
interRAI LTCF-domains) were the Neuropsychiatric Inven-
tory (mood & behaviour), EQ-5D (quality of life), Mini
Mental State Examination (cognition), Cohen Mansfield
Agitation Inventory (mood & behaviour), Geriatric Depres-
sion Scale (mood & behaviour), Cornell Scale for Depression
in Dementia (mood & behaviour), Barthel Index (functional
status), the Timed Up and Go Test (functional status), and
Quality of Life in Late Stage Dementia (quality of life)
(Table 2). The full reporting of the frequency of use of scale-
based measures is shown in Appendix 6, Supplementary
Table 7.

Data sources to generate outcome measures

Sources of outcome measures were scales (n = 1,036, 51.0%),
review of existing records or administrative data (n = 430,
21.2%), biological tests or measurements (n = 293, 14.4%),
new data collection for the study (n = 190, 9.4%) and data
derived from technology (n = 58, 2.9%). For 23 measures
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Figure 2. Summary of percentage of measures per adapted inter-RAI LTCF domain reported, of all outcome measures reported.

Figure 3. Frequency of reporting of measures by Inter-RAI LTCF Framework domain between 2015 and 2021.

(1.1%), the data source used for generating the measure was
not reported.

Whether outcomes were collected using electronic or
paper methods was poorly reported. For 74.9%, n = 1,521
of outcomes, this was not reported or unclear. Where there
was a clear statement of recording, 15.9%, n = 323 used
electronic outcome measurement, 8.8%, n = 178 used paper-
based methods and 0.4%, n = 8 used both.

Outcome data were reported by care home staff (n = 491,
24.2%), residents (n = 351, 17.3%), researchers (n = 289,
14.2%), healthcare professionals (n = 232, 11.4%) and oth-
ers including relatives (n = 114, 5.6%). In over a quarter of

cases, who reported an outcome was unclear or not reported
(n = 553, 27.2%).

Discussion

Overview

Our scoping review characterises the care home intervention
literature from 2015 to 2022, with the evidence of a growing
research area. Significant heterogeneity was seen in outcome
measurement with a wide range of measures used, but the
majority of these were used only once. We found a bias
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Table 1.Frequency of use of all outcome measures used ≥20
times
Outcome measure Number of uses
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Care home/resident records 120
Blood tests 98
Medical records/charts 56
Neuropsychiatric Inventory (NPI) 53
EuroQoL (EQ-5D) 43
Mini Mental State Examination (MMSE) 41
Cohen Mansfield Agitation Inventory (CMAI) 37
Outcome measure method of assessment not reported 35
Geriatric Depression Scale (GDS) 30
Cornell Scale for Depression in Dementia (CSDD) 29
Barthel Index (BI) 27
Timed-up-and-go-Test (TUGT) 26
Quality of Life in Late-Stage Dementia (QUALID) 21
Dynamometer 20

towards the collection of outcomes using scales. Functional
status was the most common focus of outcome measure-
ment. There was a poor quality of reporting on whether
outcomes were captured using electronic or paper measures
and who reported outcome measures. Sample size data were
skewed with most studies involving <100 residents. Largest
sample sizes were associated with the use of routinely col-
lected administrative data, evaluating changes in policy at a
regional or national level.

While care home research is undertaken to address a
broad range of problems, challenges and conditions for the
individuals living there, the diversity of measures used to
measure similar attributes creates challenges learning from
research findings and making recommendations for practice
and policy.

Findings in context

There is a continued growth of care home intervention
research, first described by Gordon et al. in their review
of trials published on 2009 [8]. Furthermore, interventions
targeting quality of life, valued by care home residents and
their families [26], have been more widely studied in recent
years. However, outcomes around continence and communi-
cation & vision accounted for 1.2% and 1.0%, respectively,
despite their prevalence and significance to everyday care
[27, 28].

Many of the outcome measures use measurement instru-
ments developed in hospitals or other clinical settings. Most
care home residents are living with greater levels of frailty and
in worse health than older people in other settings [9, 29],
and challenges in implementing tools developed elsewhere
have been reported [30]. Of the nine scales used in ≥20
studies, two are for depression, two are for quality of life,
one is for neuropsychiatric symptoms, one is for agitation,
one is for cognition, one is for activities of daily living
and one is a test of functional mobility. Of these, only the
Neuropsychiatric Inventory has a specific version for use in

Table 2. Frequency of use of the scale-based outcome
measures used ≥5 times

Outcome measure Number
of uses

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Neuropsychiatric Inventory (NPI)
[Neuropsychiatric Inventory Nursing Home Version]

53
[20]

EuroQoL (EQ-5D) 43
Mini Mental State Examination 41
Cohen Mansfield Agitation Inventory 37
Geriatric Depression Scale 30
Cornell Scale for Depression in Dementia 29
Barthel Index 27
Timed Up and Go Test 26
QUALID: Quality of Life in Late-Stage Dementia 21
QOL-AD: Quality of Life in Alzheimer’s Disease 19
Short Physical Performance Battery 18
QUALIDEM: Quality of Life for People with Dementia 12
Berg Balance Scale 12
DEMQoL: Dementia Quality of Life 11
Short Form Health Survey score 11
Pittsburgh Sleep Quality Index 10
Palliative care Outcome Scale 9
Tinetti Performance Oriented Mobility Test 9
Dementia Care Mapping 8
Montreal Cognitive Assessment 8
Trail making test 8
Hospital Anxiety and Depression Scale 7
Mini Nutritional Assessment 7
Activities of Daily Living (ADL) score 6
Falls Efficacy Scale 6
Apathy Evaluation Scale 6
Observed Emotion Rating Scale 6
WHO International Classification of Functioning, Disability
and Health

6

Brief Pain Inventory 5
Confusion Assessment Method 5
Functional Independence Measure 5
Geriatric Anxiety Inventory 5
Medication Appropriateness Index 5
Mobilisation-Observation-Behaviour-Intensity-Dementia Pain
Scale

5

Pain Assessment in Advanced Dementia 5

nursing home settings and this version was used in 20/53
instances (37.7%). There is some evidence of limited clinical
utility in care homes and for residents with dementia of
the depression measures [31, 32]. Even outside of the care
home setting, limitations in the Barthel Index for measuring
changes in treatment effects in terms of responsiveness have
been reported, with marked ceiling effects [33, 34].

It was interesting to note the paucity of measures tailored
to social care and concepts such as social-care-related quality
of life, which have been shown to be acceptable and feasible
to capture [35]. The dominance of clinical and health-
orientated measures is apparent throughout the international
literature summarised in this review. This issue is recognised
across aged-care service users, where more recent tools eval-
uating quality of life are noted to focus on more than health
status alone [36].
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Fully reviewing the measurement properties of outcome
measures for care homes is outside the scope of this review.
There is a need for more formal evaluation of the psychome-
tric and measurement properties of tools used for research
in care homes. An earlier review of quality-of-life measures
for use in care homes found 13 measures used, noting that
no data were available about responsiveness for any of these
measures [37]. A proposed repository of trials in care homes
[38] may provide a mechanism for more in-depth research.

Quality of life is well recognised to be of particular impor-
tance to the older adult population living in care homes
[26]. However, measurement can be challenging [11], as can
sensitivity of measures to the impact of interventions [35, 39,
40]. It is recognised that not all older people living in care
homes are able to provide self-reported outcomes, particu-
larly for complex measures such as quality of life. Therefore,
it is essential that measures are designed inclusively to enable
participation and allowing both self-report and proxy report
is ideal [11]. However, proxy-reported measures also need
to have validity when another person is reporting quality of
life on residents’ behalf, an active topic of ongoing research
internationally [41–43].

The heterogeneity of outcome assessment approaches is
not unique to the care home research field [44, 45] but is
important in this field given the growth of research and inter-
est in learning how to use findings to inform practice. It is
essential to avoid research waste, and the use of such a diverse
range of measures, often used just once, contributes to this
problem. Some work is underway, through the COMET ini-
tiative [46], to develop core outcome sets (COSs) for future
trials in care homes [47, 48]. A COS is an agreed ‘standard-
ised set of outcomes that should be measured and reported,
as a minimum, in all clinical trials in specific areas’ [46].

Strengths and limitations

Strengths of this review include a structured search of four
databases, the inclusion of international studies and the
scope: we have collated outcome measurement instruments
across a wide range of different interventions and study
designs to reflect the breadth of recent research in care
homes. We have mapped outcomes to an adapted version
of an international framework for long-term care, enabling
both the tool/measure analysis and domain analysis of the
body of literature.

Limitations include our focus on higher-income coun-
tries, omitting research undertaken in China, Hong Kong,
Indonesia, India and other non-OECD countries, account-
ing for 138 studies excluded at full-text review. We cannot
comment on the quality of the literature identified as we
did not undertake formal quality assessment. We have not
described the totality of outcome assessment in the included
studies as we focused on resident outcome measures. Those
related to staff and relative experiences are not captured,
although their views of residents are included. Of note, these
findings focus on outcome measures reported in research
papers, and so they reflect the types of outcomes which
researchers felt it was important to measure in the context

of a given intervention, rather than measures that necessarily
capture outcomes that are important for day-to-day delivery
in care homes or what care home residents and staff would
desire to have measured.

Conclusions

Care home intervention research is growing, but our review
highlights the heterogeneity in outcome assessment and
inconsistent use of measures. There is an urgent need to
apply outcome measures that are appropriate and sensitive
to the care home context, working with residents, family
and friends and staff to ensure that research studies are
measuring what matters most and in the most efficient and
least burdensome way. This requires a collaborative approach
to research, with key stakeholders involved from the
outset in designing contextually appropriate outcome
ascertainment [19].

Supplementary Data: Supplementary data mentioned in
the text are available to subscribers in Age and Ageing online.

Acknowledgements: The review team would like to thank
Isla Kuhn for helpful discussions on search strategy devel-
opment; Professor George Heckman for helpful discussions
around the inter-RAI Long Term Care facility measures; and
Dr Rachael Carroll for assistance in retrieving key papers.

Declaration of Conflicts of Interest: None.

Declaration of Sources of Funding: This research is
funded by the National Institute for Health and Care
Research (NIHR) Health Service Research and Delivery
programme (HS&DR NIHR127234) and supported by
the NIHR Applied Research Collaboration (ARC) East of
England, South West Peninsula, Kent, Surrey and Sussex,
Yorkshire and Humber, East Midlands and North East and
North Cumbria. C.G., K.S. and A.L.G. are NIHR Senior
Investigators. The views expressed are those of the authors
and not necessarily those of the NIHR or the Department of
Health and Social Care. J.K.B. is supported by a Joint NHS
Education for Scotland/Chief Scientist Office (NES/CSO)
Postdoctoral Clinical Lectureship. The funder played no part
in the conduct of this review.

Data Availability Statement: Full references for all included
studies and all results tables are presented in Supplementary
Materials.

References

1. Barker RO, Hanratty B, Kingston A, Ramsay S, Matthews
FE. Changes in health and functioning of care home residents
over two decades: What can we learn from population-based
studies? Age Ageing 2021; 50: 921–7.

2. Stewart R, Hotopf M, Dewey M et al. Current prevalence of
dementia, depression and behavioural problems in the older
adult care home sector: the South East London Care Home
Survey. Age Ageing 2014; 43: 562–7.

8

D
ow

nloaded from
 https://academ

ic.oup.com
/ageing/article/52/5/afad069/7165263 by guest on 17 January 2024

https://academic.oup.com/ageing/article-lookup/doi/10.1093/ageing/afad069#supplementary-data


Older adult care home intervention research

3. Wittenberg R, Hu B, Jagger C et al. Projections of care for
older people with dementia in England: 2015 to 2040. Age
Ageing 2020; 49: 264–9.

4. Kingston A, Robinson L, Booth H, Knapp M, Jagger C,
for the MODEM project. Projections of multi-morbidity in
the older population in England to 2035: estimates from the
Population Ageing and Care Simulation (PACSim) model.
Age Ageing 2018; 47: 374–80.

5. Morciano M, Stokes J, Kontopantelis E, Hall I, Turner
AJ. Excess mortality for care home residents during the
first 23 weeks of the COVID-19 pandemic in England: a
national cohort study. BMC Med 2021; 19: 71. https://doi.o
rg/10.1186/s12916-021-01945-2.

6. Burton JK, McMinn M, Vaughan JE, Fleuriot J, Guthrie B.
Care-home outbreaks of COVID-19 in Scotland March to
May 2020: national linked data cohort analysis. Age Ageing
2021; 50: 1482–92.

7. Hanratty B, Burton JK, Goodman C, Gordon AL, Spilsbury
K. Covid-19 and lack of linked datasets for care homes. BMJ
2020; 369: m2463. https://doi.org/10.1136/bmj.m2463.

8. Gordon AL, Logan PA, Jones RG, Forrester-Paton C, Mamo
JP, Gladman JR. A systematic mapping review of randomized
controlled trials (RCTs) in care homes. BMC Geriatr 2012;
12: 31. https://doi.org/10.1186/1471-2318-12-31.

9. National Institute for Health Research. Advancing
Care: Research with Care Homes. Southampton: NIHR
Dissemination Centre, 2017 [cited 9 August 2022]:
Available from: https://evidence.nihr.ac.uk/wp-content/u
ploads/2020/03/Advancing-Care-Final-1.pdf .

10. Luff R, Ferreira Z, Meyer J. Care Homes. London: NIHR
School for Social Care Research, 2011 [cited 18 May 2018]:
Available from: http://eprints.lse.ac.uk/41191/1/SSCR_Me
thods_Review_8_web.pdf .

11. Towers A-M, Smith N, Allan S et al. Care home residents’
quality of life and its association with CQC ratings and work-
force issues: the MiCareHQ mixed-methods study. Health
Serv Delivery Res 2021; 9: 19.

12. Goodman C, Baron N, Machen I et al. Culture, consent,
costs and care homes: enabling older people with dementia to
participate in research. Aging Ment Health 2011; 15: 475–81.

13. Burton JK, Wolters AT, Towers AM et al. Developing a mini-
mum data set for older adult care homes in the UK: exploring
the concept and defining early core principles. Lancet Healthy
Longevity 2022; 3: e186–93.

14. Peters MD, Godfrey CM, Khalil H, McInerney P, Parker
D, Soares CB. Guidance for conducting systematic scoping
reviews. Int J Evid Based Healthc 2015; 13: 141–6.

15. Tricco AC, Lillie E, Zarin W et al. PRISMA extension for
scoping reviews (PRISMA-ScR): checklist and explanation.
Ann Intern Med 2018; 169: 467–73.

16. Burton JK, Quinn TJ, Gordon AL, MacLullich AMJ, Reynish
EL, Shenkin SD. Identifying published studies of care home
research: an international survey of researchers. J Nurs Home
Res 2017; 3: 99–102.

17. Sanford AM, Orrell M, Tolson D et al. An international
definition for “nursing home”. J Am Med Dir Assoc 2015;
16: 181–4.

18. Siegel EO, Backman A, Cai Y et al. Understanding contextual
differences in residential LTC provision for cross-National
Research: identifying internationally relevant CDEs. Geron-
tol Geriatr Med 2019; 5: 233372141984059. https://doi.o
rg/10.1177/2333721419840591.

19. Peryer G, Kelly S, Blake J et al. Contextual factors influencing
complex intervention research processes in care homes: a
systematic review and framework synthesis. Age Ageing 2022;
51: afac014. https://doi.org/10.1093/ageing/afac014.

20. OECD (Organisation for Economic Co-operation and Devel-
opment). List of OECD Member Countries. 2021 [cited 25
May 2021]; Available from: https://www.oecd.org/about/do
cument/ratification-oecd-convention.htm.

21. Covidence. Covidence Lets you Create and Maintain Sys-
tematic Reviews Online. Melbourne, Australia: Alfred Health;
2015 [cited 14 September 2015]; Available from: www.covide
nce.org

22. interRAI. Long-Term Care Facilities. 2022 [cited 9 August
2022]; Available from: https://catalog.interrai.org/category/lo
ng-term-care-facilities.

23. Carroll C, Booth A, Cooper K. A worked example of
"best fit" framework synthesis: a systematic review of views
concerning the taking of some potential chemopreventive
agents. BMC Med Res Methodol 2011; 11: 29. https://doi.o
rg/10.1186/1471-2288-11-29.

24. Carroll C, Booth A, Leaviss J, Rick J. "Best fit" framework
synthesis: refining the method. BMC Med Res Methodol
2013; 13: 37. https://doi.org/10.1186/1471-2288-13-37.

25. interRAI. Palliative Care. 2022 [cited 11 December 2022];
Available from: https://catalog.interrai.org/category/palliati
ve-care.

26. Owen T, Meyer J, Cornell M, Dudman P, Ferreira Z,
Hamilton S, et al. My Home Life: Promoting Quality of Life
in Care Homes. York: Joseph Rowntree Foundation, 2012
[cited 9 August 2022]: Available from: http://www.myhomeli
fe.org.uk/wp-content/uploads/2015/02/JRF-report-on-care-
home-quality-of-life-full.pdf .

27. Buswell M, Goodman C, Roe B et al. What works to improve
and manage fecal incontinence in care home residents living
with dementia? A realist synthesis of the evidence. J Am Med
Dir Assoc 2017; 18: 752–760.e1.

28. Rabiee P, Mann R, Birks Y, Wilberforce M. The experience
of loneliness and living with sight loss in English care homes.
J Aging Stud 2021; 57: 100913. https://doi.org/10.1016/j.ja
ging.2021.100913.

29. Sackley C, Walker M, Burton C et al. An occupational therapy
intervention for residents with stroke related disabilities in
UK care homes (OTCH): cluster randomised controlled trial.
BMJ 2015; 350: h468. https://doi.org/10.1136/bmj.h468.

30. McCartney K, Robinson K, Horne JC, Logan PA, FINCH
study team. 31DEMQOL: fit for purpose in care homes? Age
Ageing 2018; 47: iii9–12.

31. Li Z, Jeon YH, Low LF et al. Validity of the geriatric depres-
sion scale and the collateral source version of the geriatric
depression scale in nursing homes. Int Psychogeriatr 2015; 27:
1495–504.

32. Jeon YH, Li Z, Low LF et al. The clinical utility of the
Cornell scale for depression in dementia as a routine assess-
ment in nursing homes. Am J Geriatr Psychiatry 2015; 23:
784–93.

33. Balu S. Differences in psychometric properties, cut-off scores,
and outcomes between the Barthel index and modified Rankin
scale in pharmacotherapy-based stroke trials: systematic liter-
ature review. Curr Med Res Opin 2009; 25: 1329–41.

34. Harrison JK, McArthur KS, Quinn TJ. Assessment scales
in stroke: clinimetric and clinical considerations. Clin Interv
Aging 2013; 8: 201–11.

9

D
ow

nloaded from
 https://academ

ic.oup.com
/ageing/article/52/5/afad069/7165263 by guest on 17 January 2024

https://doi.org/10.1186/s12916-021-01945-2
https://doi.org/10.1186/s12916-021-01945-2
https://doi.org/10.1136/bmj.m2463
https://doi.org/10.1186/1471-2318-12-31
https://evidence.nihr.ac.uk/wp-content/uploads/2020/03/Advancing-Care-Final-1.pdf
https://evidence.nihr.ac.uk/wp-content/uploads/2020/03/Advancing-Care-Final-1.pdf
http://eprints.lse.ac.uk/41191/1/SSCR_Methods_Review_8_web.pdf
http://eprints.lse.ac.uk/41191/1/SSCR_Methods_Review_8_web.pdf
https://doi.org/10.1177/2333721419840591
https://doi.org/10.1177/2333721419840591
https://doi.org/10.1093/ageing/afac014
https://www.oecd.org/about/document/ratification-oecd-convention.htm
https://www.oecd.org/about/document/ratification-oecd-convention.htm
http://www.covidence.org
http://www.covidence.org
https://catalog.interrai.org/category/long-term-care-facilities
https://catalog.interrai.org/category/long-term-care-facilities
https://doi.org/10.1186/1471-2288-11-29
https://doi.org/10.1186/1471-2288-11-29
https://doi.org/10.1186/1471-2288-13-37
https://catalog.interrai.org/category/palliative-care
https://catalog.interrai.org/category/palliative-care
http://www.myhomelife.org.uk/wp-content/uploads/2015/02/JRF-report-on-care-home-quality-of-life-full.pdf
http://www.myhomelife.org.uk/wp-content/uploads/2015/02/JRF-report-on-care-home-quality-of-life-full.pdf
http://www.myhomelife.org.uk/wp-content/uploads/2015/02/JRF-report-on-care-home-quality-of-life-full.pdf
https://doi.org/10.1016/j.jaging.2021.100913
https://doi.org/10.1016/j.jaging.2021.100913
https://doi.org/10.1136/bmj.h468


S. Kelly et al.

35. Towers A-M, Smith N, Palmer S, Welch E, Netten A.
The acceptability and feasibility of using the adult social
care outcomes toolkit (ASCOT) to inform practice in care
homes. BMC Health Serv Res 2016; 16: 523. https://doi.o
rg/10.1186/s12913-016-1763-1.

36. Siette J, Knaggs GT, Zurynski Y, Ratcliffe J, Dodds L,
Westbrook J. Systematic review of 29 self-report instruments
for assessing quality of life in older adults receiving aged
care services. BMJ Open 2021; 11: e050892. https://doi.o
rg/10.1136/bmjopen-2021-050892.

37. Aspden T, Bradshaw SA, Playford ED, Riazi A. Quality-
of-life measures for use within care homes: a systematic
review of their measurement properties. Age Ageing 2014; 43:
596–603.

38. Irvine L, Burton JK, Ali M, Quinn TJ, Goodman C. Protocol
for the development of a repository of individual participant
data from randomised controlled trials conducted in adult
care homes (the virtual international care homes trials archive
(VICHTA)). Trials 2021; 22: 157. https://doi.org/10.1186/
s13063-021-05107-w.

39. Froggatt K, Best A, Bunn F et al. A group intervention to
improve quality of life for people with advanced dementia
living in care homes: the Namaste feasibility cluster RCT.
Health Technol Assess 2020; 24: 1–140.

40. van Rijckevorsel-Scheele J, Willems R, Roelofs P, Koppelaar
E, Gobbens RJJ, Goumans M. Effects of health care inter-
ventions on quality of life among frail elderly: a systematized
review. Clin Interv Aging 2019; Volume 14: 643–58.

41. Usman A, Lewis S, Hinsliff-Smith K et al. Measuring health-
related quality of life of care home residents, compari-
son of self-report with staff proxy responses for EQ-5D-
5L and HowRu: protocol for assessing proxy reliability in
care home outcome testing. BMJ Open 2018; 8: e022127.
https://doi.org/10.1136/bmjopen-2018-022127.

42. Hughes LJ, Farina N, Page TE, Tabet N, Banerjee S.
Adaptation of the DEMQOL-proxy for routine use in care
homes: a cross-sectional study of the reliability and validity of

DEMQOL-CH. BMJ Open 2019; 9: e028045. https://doi.o
rg/10.1136/bmjopen-2018-028045.

43. Ratcliffe J, Khadkha J, Crocker M, Lay K, Caughey G,
Cleland J, et al. Measurement Tools for Assessing Quality of
Life, Consumer Satisfaction and Consumer Experience across
Residential and in-Home Aged Care: Summary Report.
Australia: Flinders University, 2021 [cited 23 February 2023]:
Available from: https://www.health.gov.au/sites/default/files/
documents/2022/07/measurement-tools-for-assessing-quali
ty-of-life-consumer-satisfaction-and-consumer-experience-a
cross-residential-and-in-home-aged-care-summary-report.
pdf .

44. Ali M, English C, Bernhardt J, Sunnerhagen KS, Brady M,
VISTA-Rehab Collaboration. More outcomes than trials: a
call for consistent data collection across stroke rehabilitation
trials. Int J Stroke 2013; 8: 18–24.

45. Harrison JK, Noel-Storr AH, Demeyere N, Reynish EL,
Quinn TJ. Outcome measures in a decade of dementia and
mild cognitive impairment trials. Alzheimers Res Ther 2016;
8: 48. https://doi.org/10.1186/s13195-016-0216-8.

46. COMET Initiative. Core Outcome Measures in Effectiveness
Trials (COMET) Initiative. 2022 [cited 9 August 2022];
Available from: http://www.comet-initiative.org/.

47. Millar AN, Daffu-O’Reilly A, Hughes CM et al. Development
of a core outcome set for effectiveness trials aimed at optimis-
ing prescribing in older adults in care homes. Trials 2017; 18:
175. https://doi.org/10.1186/s13063-017-1915-6.

48. Shepherd V, Islam I, Wood F et al. Development of a
core outcome set for the evaluation of interventions to
prevent COVID-19 in care homes (COS-COVID-PCARE
study). BMC Geriatr 2022; 22: 710. https://doi.org/10.1186/
s12877-022-03395-8.

Received 11 December 2022; editorial decision 17 March
2023

10

D
ow

nloaded from
 https://academ

ic.oup.com
/ageing/article/52/5/afad069/7165263 by guest on 17 January 2024

https://doi.org/10.1186/s12913-016-1763-1
https://doi.org/10.1186/s12913-016-1763-1
https://doi.org/10.1136/bmjopen-2021-050892
https://doi.org/10.1136/bmjopen-2021-050892
https://doi.org/10.1186/s13063-021-05107-w
https://doi.org/10.1186/s13063-021-05107-w
https://doi.org/10.1136/bmjopen-2018-022127
https://doi.org/10.1136/bmjopen-2018-028045
https://doi.org/10.1136/bmjopen-2018-028045
https://www.health.gov.au/sites/default/files/documents/2022/07/measurement-tools-for-assessing-quality-of-life-consumer-satisfaction-and-consumer-experience-across-residential-and-in-home-aged-care-summary-report.pdf
https://www.health.gov.au/sites/default/files/documents/2022/07/measurement-tools-for-assessing-quality-of-life-consumer-satisfaction-and-consumer-experience-across-residential-and-in-home-aged-care-summary-report.pdf
https://www.health.gov.au/sites/default/files/documents/2022/07/measurement-tools-for-assessing-quality-of-life-consumer-satisfaction-and-consumer-experience-across-residential-and-in-home-aged-care-summary-report.pdf
https://www.health.gov.au/sites/default/files/documents/2022/07/measurement-tools-for-assessing-quality-of-life-consumer-satisfaction-and-consumer-experience-across-residential-and-in-home-aged-care-summary-report.pdf
https://www.health.gov.au/sites/default/files/documents/2022/07/measurement-tools-for-assessing-quality-of-life-consumer-satisfaction-and-consumer-experience-across-residential-and-in-home-aged-care-summary-report.pdf
https://doi.org/10.1186/s13195-016-0216-8
http://www.comet-initiative.org/
https://doi.org/10.1186/s13063-017-1915-6
https://doi.org/10.1186/s12877-022-03395-8
https://doi.org/10.1186/s12877-022-03395-8


© 2022 Abbott. All rights reserved. All trademarks referenced are trademarks of either the Abbott group of companies or their respective owners.  
Any photos displayed are for illustrative purposes only. Any person depicted in such photos is a model. COL-07987-02 10/22

NOW
K N O W  F A S T E R  S O  Y O U 
C A N  A C T  Q U I C K E R

ID NOW™ PLATFORM

Now, you can provide rapid molecular 
respiratory testing for COVID-19, 
influenza, RSV and strep A in any 
acute care setting, where and when 
it’s needed most.

NOW
IMPROVED WORKFLOW
with single patient swab for 
COVID-19 and influenza A & BIDNOW. ABBOTT 

https://www.globalpointofcare.abbott/en/lp/id-now-eme-2022.html?utm_source=ageandaging&utm_medium=pdfdownload&utm_campaign=knowfasterpdfjune

	 Outcome measures from international   older adult care home intervention research:   a scoping review
	Background
	Methods
	Results
	Discussion
	Conclusions
	6 Supplementary Data:
	7  Acknowledgements:
	8 Declaration of Conflicts of Interest:
	9 Declaration of Sources of Funding:
	10 Data Availability Statement:


