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Abstract
Objectives: Informal carers play a critical role in supporting people with demen-
tia. We conducted a scoping review and a qualitative study to inform the iden-
tification and development of carer-reported measures for a dementia clinical 
quality registry.
Methods: Phase 1—Scoping review: Searches to identify carer-reported health 
and well-being measures were conducted in three databases (MEDLINE, 
PsycINFO and Embase). Data were extracted to record how the measures were 
administered, the domains of quality-of-life addressed and whether they had 
been used in a registry context. Phase 2—Qualitative study: Four focus groups 
were conducted with carers to examine the acceptability of selected measures 
and to identify outcomes that were important but missing from these measures.
Results: Phase 1: Ninety-nine carer measures were identified with the top four 
being the Zarit Burden Interview (n = 39), the Short-Form12/36 (n = 14), the Brief 
Coping Orientation to Problems Experienced scale and the Sense of Coherence 
scale (both n = 9). Modes of administration included face-to-face (n = 50), postal 
(n = 11), telephone (n = 8) and online (n = 5). No measure had been used in a 
registry context. Phase 2: Carers preferred brief measures that included both out-
come and experience questions, reflected changes in carers' circumstances and 
included open-ended questions.
Conclusions: Carer-reported measures for a dementia clinical quality registry 
need to include both outcome and experience questions to capture carers' percep-
tions of the process and outcomes of care and services. Existing carer-reported 
measures have not been used in a dementia registry context and adaption and 
further research are required.
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1   |   INTRODUCTION

Dementia is a global public health priority and represents 
one of the greatest challenges for health and social ser-
vices across the world.1 Worldwide, over 55 million people 
have dementia.1,2 With population ageing, the number of 
people living with dementia is estimated to increase sig-
nificantly, reaching 78 million in 2030 and 139 million in 
2050 worldwide.2

Informal carers play a critical role in supporting people 
with dementia and are a key determinant of patient out-
comes such as quality of life and entry to residential aged 
care.3–6 Informal carers may vary from family members to 
friends and neighbours, with the former identified as pro-
viding the majority of the care.7–9 A report by Alzheimer's 
Disease International estimated that worldwide, 84% of 
people with dementia lived at home and an annual 82 bil-
lion hours of informal care were provided to this group, 
equating to 2089 h per year or 6 h per day per person with 
dementia.9 Informal carers provide a wide range of sup-
port, such as assisting with activities of daily living in-
cluding personal care, making decisions about care and 
treatment options, and organising care and services.1,7–9 
Informal carers typically know the person with dementia 
well and therefore provide crucial information to help de-
velop effective personalised and need-based interventions 
and care plans.1

There is clear evidence that caring for a person living 
with dementia can have both positive and negative im-
pacts on carers' lives. The positive aspects of caregiving 
include strengthening of the relationship, spiritual and 
personal growth, increasing meaning in life, and experi-
encing feelings of accomplishment.10–12 The negative as-
pects include carer burden or stress, poor psychological 
or physical health, social isolation and financial hard-
ship.6,10,13 Compared with carers of people with other dis-
eases, carers of people with dementia report higher levels 
of stress, burden, depression and anxiety, poorer physical 
health and greater financial difficulties.14 Consequently, 
carers of people with dementia are sometimes referred to 
as ‘the invisible second patients’ in recognition of these 
challenges associated with the care they give.15

1.1  |  Including carer-reported measures 
in a dementia clinical quality registry

High-quality clinical care can better support people with 
dementia and their families and improve their quality of 
life.6,16,17 Yet, variations in the quality of clinical care for 
people with dementia are reported frequently.18

Clinical quality registries (CQRs), that is, organisations 
that ‘systematically monitor the quality (appropriateness 

and effectiveness) of health care, within specific clinical 
domains, by routinely collecting, analysing and reporting 
health-related information’,19 are increasingly recognised 
worldwide as a valuable tool to reduce variations, and im-
portantly, drive improvements in the provision of clinical 
care. Several dementia CQRs have been established interna-
tionally, such as the Swedish Dementia Registry (SveDem), 
Norwegian Dementia Registry (NorKog) and the Danish 
Dementia Registry, with evidence showing that dementia 
CQRs can drive quality improvements in the diagnosis, 
management and care of people with dementia and sup-
port for their carers, as well as reduce cost of dementia.20 
Against this background, the Australian Dementia Network 
(ADNeT) Registry has been established at dementia diag-
nostic services across Australia, to monitor and improve 
the quality of care and patient outcomes for people with 
dementia and mild cognitive impairment and their carers.21

While the inclusion of patient-reported measures has 
been emphasised in CQR data collection to provide a patient 
perspective on the impact and health outcomes of clinical 
care and to inform patient-centred care,22–25 less attention 
has been paid to carer-reported measures. In this paper, a 
carer-reported measure was defined as a measurement of 
the carers' health and well-being-related outcomes that are 
directly reported by the carer. Examples include quality-
of-life measures, burden, stress/distress, coping strategies, 
satisfaction, efficacy, health rating, consequences of care 
or measures indicating the level of carer function and par-
ticipation beyond the home. Carer-reported measures do 
not include proxy-rated measures that are completed by 
carers but focus on patient outcomes.

Given the vital roles that carers play in supporting 
people with dementia and the impact of caregiving on 
carers, the ADNeT Registry also includes carer-reported 
measures, in addition to patient-reported measures.21 
Including carer-reported measures in dementia CQRs 
can help to understand the changes in caregiving over 
the course of disease and the impact of clinical care from 
carers' perspective. It can also inform the development of 
interventions that aim at improving outcomes for carers, 

Policy Impact
Existing carer-reported measures have not been 
used in a dementia clinical quality registry con-
text and adaption and further research are re-
quired. Importantly, carer-reported measures 
for a dementia clinical quality registry need to 
include both outcome and experience questions 
to capture carers' perceptions of the process and 
outcomes of care and services.
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which ultimately will help carers to provide better support 
to people living with dementia.

Although there have been a few reviews on quality of 
life or well-being measures for informal carers of people 
with dementia,26–28 none of these reviews have considered 
the use of these measures in the context of a dementia 
CQR. A CQR aims at enroling an entire population within 
a clinical domain; therefore, the carer-reported measures 
need to be able to be used at scale, and by a real-world clin-
ical population. To our knowledge, none of the existing de-
mentia CQRs include carer-reported measures. To inform 
the identification and/or development of carer-reported 
measures for the ADNeT Registry, we conducted a system-
atic scoping review and a qualitative study. The aim of the 
scoping review was to identify carer-reported measures, 
which could potentially be used in a dementia CQR. The 
aim of the qualitative study was to examine the acceptabil-
ity of carer-reported outcome measures identified from the 
scoping review and to identify outcomes that were import-
ant to carers but missing from identified measures.

2   |   METHODS

2.1  |  Phase 1: A systematic scoping 
review

2.1.1  |  Research questions and study design

The key research questions guiding this review were as 
follows:

1.	 What carer-reported measures have been used in de-
mentia research?

2.	 Have the identified measures been used in a dementia 
CQR?

3.	 What quality-of-life domains were addressed in identi-
fied measures?

4.	 How were the measures administered?

A scoping review was undertaken following the meth-
odological framework of Arksey and O'Malley (2005) due 
to the broad and exploratory nature of the review ques-
tions.29 Scoping reviews are not eligible for registration 
with PROSPERO; however, the review is reported ac-
cording to the Preferred Reporting Items for Systematic 
Reviews and Meta-Analysis (PRISMA) statement.

2.1.2  |  Data search and selection

We completed a systematic search of three databases: 
Ovid MEDLINE, PsycINFO and Embase on 21st August 

2018 using a combination of three groups of Medical 
Subject Headings (MeSH):(1) dementia, Alzheimer's 
disease, Cognitive dysfunction, Cogniti*, (2) Carer 
OR Caregiver OR Care*, (3) quality of life, well-being, 
care*burden, care*stress. The search was limited to 
full-text, peer reviewed articles published in English be-
tween 2008 and 2018 to identify the most current carer-
reported measures.

2.1.3  |  Inclusion/exclusion criteria

Inclusion criteria were primary studies that (1) included 
adult informal carers (i.e. aged ≥18 years) for people with 
dementia living in the community (as they require sig-
nificantly more support from informal carers compared 
to those living in residential aged care facilities), (2) in-
cluded a carer-reported measure as an outcome measure, 
(3) interventional studies that were primarily directed to-
wards the carers (as these would measure carer health 
and well-being as an outcome) and (4) conducted in 
Australia and countries that have similar socio-economic 
status (e.g. the US, Canada, UK, European Union and 
New Zealand).

Exclusion criteria were (1) studies of informal carers 
for people with dementia in hospitals, palliative care or 
residential care, (2) interventional studies that were pri-
marily directed to people with dementia as these were less 
likely to include carer outcomes as a primary outcome, (3) 
drug trials, (4) studies examining psychometric properties 
of a measure, (5) studies focussing on proxy reported ‘pa-
tient’ outcomes and (6) qualitative studies, commentaries, 
debates or editorials, economic evaluations or systematic 
reviews.

2.1.4  |  Screening

Search results were imported into and managed through 
Covidence software with duplicates removed. Two re-
searchers (Authors 5 and 12) independently screened ti-
tles and abstracts against inclusion and exclusion criteria. 
Articles meeting the inclusion criteria were assessed for 
eligibility via full-text review. Disagreements were dis-
cussed, with discordant decisions managed by a third re-
viewer (Author 3).

2.1.5  |  Data extraction

Data extracted included study design, country, participant 
demographics, dementia subtype, carer-reported meas-
ures that were used and their administration methods.
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2.1.6  |  Data analysis

Descriptive analysis of the study characteristics was per-
formed. Content analysis was conducted to categorise 
the key attributes of the measures and the administration 
methods.

2.2  |  Phase 2: A descriptive 
qualitative study

2.2.1  |  Aims and study design

Following the scoping review, a descriptive qualitative 
study was conducted via focus groups with people who 
identified as a carer for someone with dementia.

A descriptive qualitative design31 was chosen as our 
focus was on exploring the experience of caregiving and 
to obtain acceptability information about selected carer-
reported outcomes.

2.2.2  |  Participants and recruitment

Eligible participants were people who self-identified 
as current informal carers of a family member with 
dementia and lived either at home or in residential 
aged  care. Recruitment was through an advertise-
ment on the website of consumer organisations, so-
cial media, word of mouth and flyers to relevant carer 
organisations and groups. Ethics approval was obtained 
from the Monash  University Human Research Ethics 
Committee (Project ID: 16840, Approval date: 15th 
October 2018).

After receiving expressions of interest from potential 
participants, a research assistant screened them to con-
firm eligibility. Four focus groups were conducted to suit 
the availability and geographical areas of participants. All 
participants provided verbal consent to participate (as per 
our ethics approval) and to the recording before the focus 
group commenced. The focus groups were conducted 
between November 2018 and March 2019 and were 82–
97 min in length.

2.2.3  |  Data collection

Each focus group started with questions about the 
participants' experience of caring for someone with 
dementia (these results will be reported in a separate 
publication). Participants were then provided with se-
lected carer-reported measures, including the top three 

measures identified from the scoping review and two 
additional measures. These additional measures were 
included because none of the carer-reported measures 
identified from the scoping review had been used in the 
context of a dementia CQR. To address this implementa-
tion gap, the researchers contacted colleagues working 
in the CQR registry field for carer-reported measures 
that could potentially be used in a dementia CQR. The 
Cancer Survivors Partners Unmet Needs (CaSPUN) sur-
vey and the Carer Experience Survey (CES) were iden-
tified through this process. The CaSPUN survey was 
recommended because it has extensive questions spe-
cific to the impact of the disease on the relationship be-
tween the person with the disease and the carer.31 The 
CES was recommended because it is brief and assesses 
carer quality of life beyond health.32 As a result, five 
carer-reported measures were explored in the qualita-
tive study.

Participants were asked to complete these measures 
while interacting with other participants and ‘think-
ing aloud’.33 They discussed (1) whether the questions 
in the selected measures made sense?, (2) what the 
questions meant to them?, (3) what they felt was miss-
ing from the measures (if anything)? and (4) any ques-
tions or words in the measures that they would like to 
remove or change? The number of carer-reported mea-
sures discussed at each focus group ranged from one to 
three, depending on the size of the focus groups and the 
time available following the initial phase of the focus 
group discussion. All focus groups were facilitated by 
experienced qualitative researchers (Authors 3, 5, 12 
and 14).

2.2.4  |  Data analysis

The focus group recording was transcribed verbatim 
by an author (Author 9). As per descriptive qualitative 
studies,30 content analysis was conducted using deduc-
tive coding processes by two authors (Authors 9 and 14). 
Both authors had extensive experience in qualitative 
studies.

Specifically, the two authors developed a set of key 
codes based on the aims of this phase. These key codes 
included question and response wording, length of mea-
sures, instructions for completion, missing questions and 
overall impressions of the measures. One author (Author 
9) then went through the transcript, assigned the pre-
defined set of key codes to the transcript, and selected 
quotes. Finally, the two authors met and discussed the 
assignment of key codes and the selection of quotes until 
consensus was reached.
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3   |   RESULTS

3.1  |  Phase 1: A systematic scoping 
review

3.1.1  |  Study characteristics

The search yielded 2005 papers with 92 meeting inclu-
sion criteria after full-text screening (Figure  1). These 
papers reported the results of 88 studies with seven pa-
pers merged into three studies as they reported data from 
the same cohort at different time points.34-40 Twenty-two 
(25%) of the studies were conducted in the United States, 
nine were in Spain (20%), eight were multicountry (9%), 
seven were in Italy (8%) and the remainder were spread 
across 16 individual countries. Study designs ranged from 
cross-sectional (n  =  69), comparative cross-sectional 
(n = 6), longitudinal prospective cohort (n = 12), to one 
retrospective cohort study.

A total number of 19,829 participants (carers) were 
included in the 88 studies. The ages of the carers ranged 
from 20 years41 to 96 years.42 The descriptors of the people 

they cared for included dementia (n  =  45), Alzheimer's 
disease (n  =  29) and frontotemporal dementia (n  =  4). 
While most studies included carers of one particular type 
of dementia, six studies included carers of two types8,43-47 
and three studies included carers of all three types41,48,49 
(Table 1).

3.1.2  |  What carer-reported measures were 
used in dementia research?

Ninety-nine carer-reported measures were administered 
in these studies. The five most commonly used scales were 
as follows: the Zarit Burden Interview (ZBI) (n = 39), the 
Short-Form 12 or 36 (SF-12/36) (n = 14), the Brief Coping 
Orientation to Problems Experienced scale (Brief COPE) 
(n = 9), the Sense of Coherence scale (SOC) (n = 9) and 
the Caregiver Burden Inventory (CBI) (n  =  8). The re-
maining measures were utilised across one to five studies 
(Figure 2).

None of the measures identified have been used as a 
carer-reported measure in a dementia CQR context.

F I G U R E  1   PRISMA flow diagram
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3.1.3  |  What quality-of-life domains were 
addressed in identified measures?

The five most used measures were mapped across health 
and well-being domains to identify similarities and dif-
ferences (Table 2). Four measures collected data on emo-
tional and social status, and three on physical and stress/
burden status. Additional areas covered by these meas-
ures included coping, financial impact, motivation, pain, 
role functioning and time dependence. Most of these areas 
were covered in the remaining measures, which ranged 
from stress-related, to personality coping, to emotional, 
mood and sleep scales.

3.1.4  |  How were the measures 
administered?

The mode of delivery for the identified carer-reported 
measures varied from face-to-face (n  =  50), to postal 
(n = 11), telephone (n = 8) and online (n = 5). Thirteen 
did not state the collection method and four used more 
than one method.

3.2  |  Phase 2: A descriptive 
qualitative study

3.2.1  |  Participant characteristics

Four focus groups were conducted with a total of 15 par-
ticipants (focus group 1: n = 2; focus group 2: n = 3; focus 
group 3: n  =  7; focus group 4: n  =  3). Most of the par-
ticipants were female (n = 10) and lived in metropolitan 
Melbourne (n = 8). Thirteen participants reported being 

the spouse or partner of the person living with dementia, 
and of them, 12 lived at home with the person with de-
mentia and the remaining carer's spouse lived in a resi-
dential aged care facility. The other two participants were 
adult children caring for a parent with dementia who 
lived in residential aged care facilities.

3.2.2  |  Carer Experience Scale

Three groups (i.e. Groups 1 to 3) reviewed the CES. 
Participants liked the measure because it was brief and 
easy to complete:

It's very easy…it's more comprehensive…this 
one gives you an opportunity to add anything.

They also liked the inclusion of a question on activities 
they enjoy outside their caring role. They commented that 
this measure can be improved by a more personal approach, 
for example, the use of ‘I' instead of ‘You’ statements.

3.2.3  |  CaSPUN

Two groups (i.e. Groups 2 and 3) reviewed the CaSPUN. 
The overall comment was that the measure was too long 
and that the wording required significant revision:

By the time somebody gets to 35 questions, 
they are going to be exhausted, it's a bit long.

I just find the language up the top, like, “No 
unmet need is currently unmet”. I find I never 
like having to answer things in the negative… 

F I G U R E  2   Number of studies for each carer measure
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You finish up with a double negative and you 
are not sure what you have answered.

3.2.4  |  Zarit Burden Interview

Two groups (i.e. Groups 3 and 4) reviewed the ZBI. The ZBI 
had the most positive feedback. Participants found it to be 
clearer and more comprehensive than the other measures 
presented in the focus groups. They also felt that the ques-
tions helped to capture the changes in their circumstances:

These sorts of questions change depending 
on the stage you are at. So, in my case I've 
seen these questions before when [person 
they care for] was at home. Now he's not at 
home, he's in care [a residential aged care]. It 
becomes a totally different set of answers but 
yes, they are all relevant.

Participants did not like the use of the word ‘burden’ in 
the survey title and suggested using a more neutral term:

Dementia Questionnaire for Carers…Yeah, it's 
loaded you know, “Burden” … I like the Zarit 
with a different title.

3.2.5  |  Short-Form 12 or 36

One group (i.e. Group 4) reviewed the SF-12/36. The group 
felt that it was not a preferred tool for carers because it did 
not ask the right questions and was difficult to follow:

This would not be asking the questions that I 
would want to be asked…I think the other sur-
veys get more information than this one would 
… This is difficult to follow and read and to 
work with using underlines and so on. There's 
nowhere where you can write additional stuff, 
additional “Do you have any notes to add”.

3.2.6  |  Brief COPE

One group (i.e. Group 4) reviewed the Brief COPE. 
Participants felt that the response options were unclear in 
terms of the subjective interpretation of the terms and that 
positively framed responses were easier to understand:

We've got the first scale questions, the one 
to four, “I haven't been doing this at all” is 
clear. “I've been doing this a little bit” and “a 

medium amount” aren't quite as clear. Maybe 
“I do this sometimes” or “I do this often” and 
then “I do this all the time” might be a better 
way of putting that. Do not have the negative.

Participants also suggested using present tense in the 
sentences so participants can relate better to the questions:

I would make it more in the present, like “I re-
turn to work to just take my mind off things” 
and make the person think about it more. 
Like I'm doing…or “currently”.

3.2.7  |  Carer outcomes missing 
from the measures

Participants were asked to identify outcomes that were 
important to them but missing from the pretend meas-
ures. Participants proposed outcomes in three domains: 
(1) carer's social needs, (2) carer health needs and (3) ac-
cess to and use of services for people with dementia and 
their carers (see Table 3). Carers also felt that it was im-
portant to include open-ended questions to enable the op-
portunity to share additional information if desired.

4   |   DISCUSSION

Informal carers play a vital role in supporting people with 
dementia and are integral to the quality of life of people 
with dementia.3,4,6,7,9,10 Given this, it is important to in-
clude carer-reported measures in a dementia CQR, where 
the key objective is to monitor the quality of care and ser-
vice and to drive quality improvement initiatives. This 
paper reports the results of a systematic scoping review 
and a descriptive qualitative study that were conducted 
to inform the identification and/or development of carer-
reported measures for a dementia CQR.

This scoping review included 88 studies, in which 99 
carer-reported measures were identified. None had been 
utilised in the context of a dementia CQR. Most of the 
identified measures were administered via face-to-face, 
followed by postal and phone administration. The five 
most used scales reported included the ZBI, the SF-12/36, 
the Brief COPE, the SOC, and the CBI, with four collect-
ing data on emotional and social health and three on phys-
ical health and stress/burden.

The qualitative study explored the acceptability of five 
carer measures, including three measures identified from 
the review (i.e. the ZBI, the SF-12/36 and the Brief COPE) 
and two measures used in CQRs for other diseases (i.e. 
the CaSPUN and the CES). Of the five measures, carers 
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preferred the ZBI and the CES. The ZBI was preferred be-
cause it was clear and comprehensive, and the questions 
helped to capture the changes in carers' circumstances. 
However, carers did not like the term ‘burden’ in the title 
and suggested using a more neutral term. The CES was 
preferred because it was brief and easy to complete, and 
it included a question on activities enjoyed outside their 
caring role. However, carers suggested using a more per-
sonal approach in the questions, such as using ‘I' instead 
of ‘You’ in the statements. Carers did not like the remain-
ing three measures (i.e. the SF-12/36, the Brief COPE and 
the CaSPUN) because the measures were too long, did 
not ask the right questions, or were difficult to complete. 
Overall, carers preferred a brief measure that captured 
activities outside of the caring roles, could be used to un-
derstand changes in carers' circumstances and included 
open-ended questions for carers to provide additional in-
formation on carer outcomes and experiences.

Carers also felt that questions relating to their social 
and health needs and service access/usage were import-
ant to understand the impact of caregiving on carers' 
lives, but these were missing in some carer measures. 
Such questions are important to understand the impact 
of care and services utilisation among patients and car-
ers and their experience of care and services, allowing a 
more complete picture of the patients' and carers' per-
ceptions of both the process and the outcomes of care 
and services.23,50

Taken together, the results from the scoping review and 
the qualitative study suggested that the ZBI and the CES 
are two carer-reported measures that could potentially be 
used in a dementia CQR; however, adaption and further 
research exploring feasibility and acceptability via focus 
groups, interviews or surveys of when and how the carer-
reported measure is administered is required before being 
used in a dementia CQR.

T A B L E  3   Additional domains suggested by carers (from Qualitative Study)

Domain Proposed topic Quotes

Carer social needs •	 Time for yourself
•	 Activities outside the caring role
•	 Quantitative data on hours on 

different types of social activities

•	 About not looking after yourself or not caring as much about 
your own health and wellbeing and how much exercise you are 
getting

•	 Another good question would be about social connections. So 
“I've been more isolated since the diagnosis” or “My circle of 
friends has changed”

•	 Do you get enough support from family?
•	 Do you get enough support from friends?
•	 How many hours per week do you spend doing X, Y, Z and get 

a bit of a view of during a day and then over a whole week in 
terms of rest, sleep, activities, time out with other friends and 
family, for yourself … to give a picture.

•	 Is the carer having regular holidays?

Carer health needs •	 Help with own health problems
•	 Carer's mental health
•	 Cares' sexual health
•	 Change in the way that carers look 

after themselves

•	 How tired and exhausted are you? And maybe about diet and 
sleep and “I'm getting enough sleep”, “I'm taking supplements”, 
“I'm doing meditation”

•	 How much longer before you totally collapse and burnout?
•	 None of these questions refer to sexuality or your sex life, 

“Do you feel that you have any sex life at all?” That might be 
important for people…also maybe the other way around, that 
your partner is interested, and you aren't … Intimacy

Services for people 
with dementia and 
their carers

•	 Service and support for people with 
dementia

•	 Service and support for carers
•	 Unmet needs of carers

•	 What are the things that could make life better for me, the 
carer?

•	 Could ask how easy it is to deal with a number of different 
services and maybe break them up into government services, 
things like Centrelink [government welfare], …, and then other 
care and respite services – maybe on a scale.

•	 Due to my family member's dementia, I/we need help accessing 
legal services

•	 I'd also consider adding “Getting help and advice from 
professional organisations”

•	 Are you getting assistance from organisations? Are you getting 
assistance from the government?

•	 Is the carer getting enough respite?
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4.1  |  Limitations and strengths

Our study has addressed an important gap in the literature 
in what carer-reported measures could be implemented 
into dementia CQRs. The combination of a scoping re-
view and a qualitative study provided information based 
on existing research evidence and reflected the end-user's 
perspective.

Nonetheless, the results of this study should be consid-
ered in the light of its limitations. First, we have conducted 
only a scoping review, which did not include specific assess-
ment of the quality of reviewed studies. Second, different 
numbers of measures were reviewed across the four focus 
groups and two measures (i.e. SF-12/36 and Brief COPE) 
were reviewed by only one focus group. This meant that 
there was limited feedback from the two measures, and fu-
ture studies need to consider having relatively equal number 
of participants and measures across focus groups to ensure 
that all measures had similar opportunities for consumer 
feedback. Third, the number of participants in the focus 
groups was relatively small; however, analysis indicated that 
90% of themes from a study are evident in three to six focus 
groups.51 The focus groups did not explore the needs of car-
ers for people with different types of dementia or the needs 
of groups such as people from the Aboriginal and Torres 
Strait Islander communities or Culturally and Linguistically 
Diverse communities. Future research leveraging the de-
mentia registry data can identify population groups at differ-
ent sites to inform sampling for interviews and focus groups 
to explore carer needs for these specific groups. Of the two 
preferred measures, the ZBI has undergone linguistic val-
idation for several languages52; however, the CES has not 
been validated in languages other than in English.53

5   |   CONCLUSIONS

There has been a growing interest in and use of CQRs 
around the globe to drive continuous quality improvements 
in clinical care. The inclusion of carer-reported measures is 
important for a dementia CQR to reflect carers' perspec-
tives on the quality and outcomes of care and services. 
Our scoping review identified nearly 100 carer-reported 
measures from earlier dementia research, but none have 
been used in a registry context. Our qualitative study found 
that carers prefer brief measures that include questions re-
lated to their social and health needs and use of services. 
Additionally, the measures need to reflect changes in car-
ers' circumstances, take a personal approach when asking 
questions and include an open-ended question.

Our studies suggest that the ZBI and the CES are two 
carer-reported measures that potentially could be used in a 
dementia CQR; however, adaption and further exploration 

is required. Future carer-reported measures for a dementia 
registry need to include both outcome and experience mea-
sures to help present a more complete picture of carers' per-
ceptions on the process and outcomes of care and services.

ACKNOWLEDGEMENT
The funder had no role in the conduct of this work.  Open 
access publishing facilitated by Monash University, as 
part of the Wiley - Monash University agreement via the 
Council of Australian University Librarians.

CONFLICTS OF INTEREST
No conflicts of interest declared.

DATA AVAILABILITY STATEMENT
The data that support the findings of this study are availa-
ble on request from the corresponding author. The data are 
not publicly available due to privacy or ethical restrictions.

ORCID
Xiaoping Lin   https://orcid.org/0000-0002-8785-0694 
Darshini Ayton   https://orcid.org/0000-0002-2754-2024 

REFERENCES
	 1.	 World Health Organization. Global action plan on the pub-

lic health response to dementia 2017–2025. World Health 
Organization; 2017.

	 2.	 World Health Organization. Dementia – Key facts. Accessed 
September 17, 2021. https://www.who.int/news-room/fact-
sheet​s/detai​l/dementia

	 3.	 Toot S, Swinson T, Devine M, Challis D, Orrell M. Causes of 
nursing home placement for older people with dementia: 
a systematic review and meta-analysis. Int Psychogeriatr. 
2017;29(2):195-208. doi:10.1017/S1041610216001654

	 4.	 Belger M, Haro JM, Reed C, et al. Determinants of time to in-
stitutionalisation and related healthcare and societal costs in a 
community-based cohort of patients with Alzheimer's disease 
dementia. Eur J Health Econ. 2019;20(3):343-355. doi:10.1007/
s10198-018-1001-3

	 5.	 Cepoiu-Martin M, Tam-Tham H, Patten S, Maxwell CJ, Hogan 
DB. Predictors of long-term care placement in persons with 
dementia: a systematic review and meta-analysis. Int J Geriatr 
Psychiatry. 2016;31(11):1151-1171. doi:10.1002/gps.4449

	 6.	 Livingston G, Sommerlad A, Orgeta V, et al. Dementia preven-
tion, intervention, and care. Lancet. 2017;390(10113):2673-2734.

	 7.	 Cheng S. Dementia caregiver burden: a research update and 
critical analysis. Curr Psychiatry Rep. 2017;19(9):64.

	 8.	 Ducharme F, Lachance L, Kergoat M-J, Coulombe R, Antoine 
P, Pasquier F. A comparative descriptive study of characteris-
tics of early- and late-onset dementia family caregivers. Am J 
Alzheimers Dis Other Demen. 2016;31(1):48-56.

	 9.	 Wimo A, Gauthier S, Prince M. on behalf of ADI’s Medical 
Scientific Advisory Panel and the Alzheimer’s Disease 
International publications team. Global estimates of informal 
care. Alzheimer's disease international (ADI) and Karolinska 
Institute; 2018.

https://orcid.org/0000-0002-8785-0694
https://orcid.org/0000-0002-8785-0694
https://orcid.org/0000-0002-2754-2024
https://orcid.org/0000-0002-2754-2024
https://www.who.int/news-room/fact-sheets/detail/dementia
https://www.who.int/news-room/fact-sheets/detail/dementia
https://doi.org//10.1017/S1041610216001654
https://doi.org//10.1007/s10198-018-1001-3
https://doi.org//10.1007/s10198-018-1001-3
https://doi.org//10.1002/gps.4449


      |  51LIN et al.

	10.	 Lindeza P, Rodrigues M, Costa J, Guerreiro M, Rosa MM. Impact 
of dementia on informal care: a systematic review of family care-
givers' perceptions. BMJ Support Palliat Care. 2020;bmjspcare-
2020-002242. doi:10.1136/bmjspcare-2020-002242

	11.	 Carbonneau H, Caron C, Desrosiers J. Development of a con-
ceptual framework of positive aspects of caregiving in dementia. 
Dementia. 2010;9(3):327-353. doi:10.1177/1471301210375316

	12.	 Quinn C, Toms G. Influence of positive aspects of demen-
tia caregiving on caregivers' well-being: a systematic review. 
Gerontologist. 2019;59(5):e584-e596. doi:10.1093/geront/gny168

	13.	 Gilhooly KJ, Gilhooly MLM, Sullivan MP, et al. A meta-review 
of stress, coping and interventions in dementia and demen-
tia caregiving. BMC Geriatr. 2016;16(1):106. doi:10.1186/
s12877-016-0280-8

	14.	 Alzheimer's Association. 2020 Alzheimer's disease facts and 
figures. Alzheimers Dement. 2020;16(3):391-460. doi:10.1002/
alz.12068

	15.	 Brodaty H, Donkin M. Family caregivers of people with demen-
tia. Dialogues Clin Neurosci. 2009;11(2):217-228.

	16.	 Fazio S, Pace D, Maslow K, Zimmerman S, Kallmyer B. 
Alzheimer's Association dementia care practice recommen-
dations. Gerontologist. 2018;58(Suppl_1):S1-S9. doi:10.1093/
geront/gnx182

	17.	 Pink J, O'Brien J, Robinson L, Longson D. Dementia: assess-
ment, management and support: summary of updated NICE 
guidance. BMJ. 2018;361:k2438. doi:10.1136/bmj.k2438

	18.	 Cations M, Lang C, Ward SA, et al. Using data linkage for 
national surveillance of clinical quality indicators for de-
mentia care among Australian aged care users. Sci Rep. 
2021;11(1):10674. doi:10.1038/s41598-021-89646-x

	19.	 Australian Commission on Safety and Quality in Health Care. 
Framework for Australian clinical quality registries. ACSQHC; 
2014.

	20.	 Krysinska K, Sachdev PS, Breitner J, Kivipelto M, Kukull 
W, Brodaty H. Dementia registries around the globe and 
their applications: a systematic review. Alzheimers Dement. 
2017;13(9):1031-1047. doi:10.1016/j.jalz.2017.04.005

	21.	 Lin X, Wallis K, Ward SA, Brodaty H, Sachdev PS, Naismith 
SL, Krysinska K, McNeil J, Rowe CC, Ahern S. The protocol 
of a clinical quality registry for dementia and mild cogni-
tive impairment (MCI): the Australian Dementia Network 
(ADNeT) Registry. BMC geriatrics. 2020;20(1):330. https://doi.
org/10.1186/s1287​7-020-01741​-2

	22.	 Ruseckaite R, Maharaj AD, Krysinska K, Dean J, Ahern S. 
Developing a preliminary conceptual framework for guidelines 
on inclusion of patient reported-outcome measures (PROMs) 
in clinical quality registries. Patient Relat Outcome Meas. 
2019;10:355-372. doi:10.2147/prom.S229569

	23.	 Wilcox N, McNeil JJ. Clinical quality registries have the poten-
tial to drive improvements in the appropriateness of care. Med 
J Aust. 2016;205(S10):S21-S26. doi:10.5694/mja15.00921

	24.	 Blood Z, Tran A, Caleo L, et al. Implementation of patient-
reported outcome measures and patient-reported experi-
ence measures in melanoma clinical quality registries: a 
systematic review. BMJ Open. 2021;11(2):e040751. doi:10.1136/
bmjopen-2020-040751

	25.	 Williams K, Sansoni J, Morris D, Grootemaat P, Thompson C. 
Patient-reported outcome measures: Literature review. ACSQHC; 
2016.

	26.	 Dow J, Robinson J, Robalino S, Finch T, McColl E, Robinson L. 
How best to assess quality of life in informal carers of people 

with dementia; A systematic review of existing outcome mea-
sures. PLoS One. 2018;13(3):e0193398. doi:10.1371/journal.
pone.0193398

	27.	 Cunningham NA, Cunningham TR, Roberston JM. 
Understanding and measuring the wellbeing of carers of people 
with Dementia. Gerontologist. 2018;59(5):e552-e564. doi:10.1093/
geront/gny018

	28.	 Page TE, Farina N, Brown A, et al. Instruments measuring the 
disease-specific quality of life of family carers of people with 
neurodegenerative diseases: a systematic review. BMJ Open. 
2017;7(3):e013611. doi:10.1136/bmjopen-2016-013611

	29.	 Arksey H, O'Malley L. Scoping studies: towards a method-
ological framework. Int J Soc Res Methodol. 2005;8(1):19-32. 
doi:10.1080/1364557032000119616

	30.	 Kim H, Sefcik JS, Bradway C. Characteristics of qualitative 
descriptive studies: a systematic review. Res Nurs Health. 
2017;40(1):23-42. doi:10.1002/nur.21768

	31.	 Hodgkinson K, Butow P, Hobbs KM, Hunt GE, Lo SK, Wain 
G. Assessing unmet supportive care needs in partners of 
cancer survivors: the development and evaluation of the 
Cancer Survivors' Partners Unmet Needs measure (CaSPUN). 
Psychooncology. 2007;16(9):805-813. doi:10.1002/pon.1138

	32.	 Rand S, Malley J, Vadean F, Forder J. Measuring the out-
comes of long-term care for unpaid carers: comparing the 
ASCOT-Carer, Carer Experience Scale and EQ-5D-3 L. 
Health Qual Life Outcomes. 2019;17(1):184. doi:10.1186/
s12955-019-1254-2

	33.	 Charters E. The use of think-aloud methods in qualitative re-
search: an introduction to think-aloud methods. Brock Educ J. 
2003;12(2):68-82.

	34.	 Cooper C, Katona C, Orrell M, Livingston G. Coping strat-
egies, anxiety and depression in caregivers of people with 
Alzheimer's disease. Int J Geriatr Psychiatry. 2008;23(9):929-
936. doi:10.1002/gps.2007

	35.	 Cooper C, Owens C, Katona C, Livingston G. Attachment style 
and anxiety in carers of people with Alzheimer's disease: results 
from the LASER-AD study. Int Psychogeriatr. 2008;20(3):494-
507. doi:10.1017/S104161020700645X

	36.	 Riedijk S, Duivenvoorden H, Rosso S, Van Swieten J, Niermeijer 
M, Tibben A. Frontotemporal dementia: change of familial 
caregiver burden and partner relation in a Dutch cohort of 
63 patients. Dement Geriatr Cogn Disord. 2008;26(5):398-406. 
doi:10.1159/000164276

	37.	 Riedijk S, Duivenvoorden H, Van Swieten J, Niermeijer M, 
Tibben A. Sense of competence in a Dutch sample of informal 
caregivers of frontotemporal dementia patients. Dement Geriatr 
Cogn Disord. 2009;27(4):337-343. doi:10.1159/000207447

	38.	 Välimäki T, Martikainen J, Hongisto K, et al. Decreasing sense 
of coherence and its determinants in spousal caregivers of per-
sons with mild Alzheimer's disease in three year follow-up: 
ALSOVA study. Int Psychogeriatr. 2014;26(7):1211-1220. 
doi:10.1017/S1041610214000428

	39.	 Välimäki T, Martikainen J, Hongisto K, Väätäinen S, Sintonen 
H, Koivisto A. Impact of Alzheimer's disease on the family 
caregiver's long-term quality of life: results from an ALSOVA 
follow-up study. Qual Life Res. 2016;25(3):687-697. doi:10.1007/
s11136-015-1100-x

	40.	 Välimäki TH, Vehviläinen-Julkunen KM, Pietilä A-MK, Pirttilä 
TA. Caregiver depression is associated with a low sense of co-
herence and health-related quality of life. Aging Ment Health. 
2009;13(6):799-807. doi:10.1080/13607860903046487

https://doi.org//10.1136/bmjspcare-2020-002242
https://doi.org//10.1177/1471301210375316
https://doi.org//10.1093/geront/gny168
https://doi.org//10.1186/s12877-016-0280-8
https://doi.org//10.1186/s12877-016-0280-8
https://doi.org//10.1002/alz.12068
https://doi.org//10.1002/alz.12068
https://doi.org//10.1093/geront/gnx182
https://doi.org//10.1093/geront/gnx182
https://doi.org//10.1136/bmj.k2438
https://doi.org//10.1038/s41598-021-89646-x
https://doi.org//10.1016/j.jalz.2017.04.005
https://doi.org/10.1186/s12877-020-01741-2
https://doi.org/10.1186/s12877-020-01741-2
https://doi.org//10.2147/prom.S229569
https://doi.org//10.5694/mja15.00921
https://doi.org//10.1136/bmjopen-2020-040751
https://doi.org//10.1136/bmjopen-2020-040751
https://doi.org//10.1371/journal.pone.0193398
https://doi.org//10.1371/journal.pone.0193398
https://doi.org//10.1093/geront/gny018
https://doi.org//10.1093/geront/gny018
https://doi.org//10.1136/bmjopen-2016-013611
https://doi.org//10.1080/1364557032000119616
https://doi.org//10.1002/nur.21768
https://doi.org//10.1002/pon.1138
https://doi.org//10.1186/s12955-019-1254-2
https://doi.org//10.1186/s12955-019-1254-2
https://doi.org//10.1002/gps.2007
https://doi.org//10.1017/S104161020700645X
https://doi.org//10.1159/000164276
https://doi.org//10.1159/000207447
https://doi.org//10.1017/S1041610214000428
https://doi.org//10.1007/s11136-015-1100-x
https://doi.org//10.1007/s11136-015-1100-x
https://doi.org//10.1080/13607860903046487


52  |      LIN et al.

	41.	 Bakker C, de Vugt ME, van Vliet D, et al. Unmet needs and health-
related quality of life in young-onset dementia. Am J Geriatr 
Psychiatry. 2014;22(11):1121-1130. doi:10.1016/j.jagp.2013.02.006

	42.	 McLennon SM, Habermann B, Rice M. Finding meaning as a 
mediator of burden on the health of caregivers of spouses with 
dementia. Aging Ment Health. 2011;15(4):522-530. doi:10.1080/
13607863.2010.543656

	43.	 Brodaty H, Woodward M, Boundy K, Ames D, Balshaw R. 
Prevalence and predictors of burden in caregivers of people 
with dementia. Am J Geriatr Psychiatry. 2014;22(8):756-765. 
doi:10.1016/j.jagp.2013.05.004

	44.	 Armstrong N, Schupf N, Grafman J, Huey ED. Caregiver bur-
den in frontotemporal degeneration and corticobasal syn-
drome. Dement Geriatr Cogn Disord. 2013;36(5–6):310-318. 
doi:10.1159/000351670

	45.	 Diehl-Schmid J, Schmidt E-M, Nunnemann S, et al. Caregiver bur-
den and needs in frontotemporal dementia. J Geriatr Psychiatry 
Neurol. 2013;26(4):221-229. doi:10.1177/0891988713498467

	46.	 Luchsinger JA, Tipiani D, Torres-Patiño G, et al. Characteristics 
and mental health of hispanic dementia caregivers in New York 
City. Am J Alzheimers Dis Other Demen. 2015;30(6):584-590. 
doi:10.1177/1533317514568340

	47.	 Rosness TA, Mjørud M, Engedal K. Quality of life and depres-
sion in carers of patients with early onset dementia. Aging Ment 
Health. 2011;15(3):299-306. doi:10.1080/13607861003713224

	48.	 Bednarek A, Mojs E, Krawczyk-Wasielewska A, et al. 
Correlation between depression and burden observed in in-
formal caregivers of people suffering from dementia with 
time spent on caregiving and dementia severity. Eur Rev Med 
Pharmacol Sci. 2016;20(1):59-63.

	49.	 Fonareva I, Amen AM, Ellingson RM, Oken BS. Differences in 
stress-related ratings between research center and home envi-
ronments in dementia caregivers using ecological momentary 
assessment. Int Psychogeriatr. 2012;24(1):90-98. doi:10.1017/
S1041610211001414

	50.	 Kingsley C, Patel S. Patient-reported outcome measures 
and patient-reported experience measures. BJA Educ. 
2017;17(4):137-144. doi:10.1093/bjaed/mkw060

	51.	 Guest G, Namey E, McKenna K. How many focus groups are 
enough? Building an evidence base for nonprobability sample 
sizes. Field Methods. 2016;29(1):3-22.

	52.	 ePROVIDE. Zarit Burden Interview (ZBI). Accessed September 
20, 2022. https://eprov​ide.mapi-trust.org/instr​ument​s/zarit​
-burde​n-inter​view

	53.	 University of Birmingham. The Carer Experience Scale. 
Accessed September 20, 2022. https://www.birmi​ngham.
ac.uk/resea​rch/activ​ity/mds/proje​cts/haps/he/iceca​p/ces/
index.aspx

How to cite this article: Lin X, Ward SA, 
Pritchard E, et al. Carer-reported measures for a 
dementia registry: A systematic scoping review 
and a qualitative study. Australas J Ageing. 
2023;42:34-52. doi: 10.1111/ajag.13148

https://doi.org//10.1016/j.jagp.2013.02.006
https://doi.org//10.1080/13607863.2010.543656
https://doi.org//10.1080/13607863.2010.543656
https://doi.org//10.1016/j.jagp.2013.05.004
https://doi.org//10.1159/000351670
https://doi.org//10.1177/0891988713498467
https://doi.org//10.1177/1533317514568340
https://doi.org//10.1080/13607861003713224
https://doi.org//10.1017/S1041610211001414
https://doi.org//10.1017/S1041610211001414
https://doi.org//10.1093/bjaed/mkw060
https://eprovide.mapi-trust.org/instruments/zarit-burden-interview
https://eprovide.mapi-trust.org/instruments/zarit-burden-interview
https://www.birmingham.ac.uk/research/activity/mds/projects/haps/he/icecap/ces/index.aspx
https://www.birmingham.ac.uk/research/activity/mds/projects/haps/he/icecap/ces/index.aspx
https://www.birmingham.ac.uk/research/activity/mds/projects/haps/he/icecap/ces/index.aspx
https://doi.org/10.1111/ajag.13148

	Carer-­reported measures for a dementia registry: A systematic scoping review and a qualitative study
	Abstract
	1|INTRODUCTION
	1.1|Including carer-­reported measures in a dementia clinical quality registry

	2|METHODS
	2.1|Phase 1: A systematic scoping review
	2.1.1|Research questions and study design
	2.1.2|Data search and selection
	2.1.3|Inclusion/exclusion criteria
	2.1.4|Screening
	2.1.5|Data extraction
	2.1.6|Data analysis

	2.2|Phase 2: A descriptive qualitative study
	2.2.1|Aims and study design
	2.2.2|Participants and recruitment
	2.2.3|Data collection
	2.2.4|Data analysis


	3|RESULTS
	3.1|Phase 1: A systematic scoping review
	3.1.1|Study characteristics
	3.1.2|What carer-­reported measures were used in dementia research?
	3.1.3|What quality-­of-­life domains were addressed in identified measures?
	3.1.4|How were the measures administered?

	3.2|Phase 2: A descriptive qualitative study
	3.2.1|Participant characteristics
	3.2.2|Carer Experience Scale
	3.2.3|CaSPUN
	3.2.4|Zarit Burden Interview
	3.2.5|Short-­Form 12 or 36
	3.2.6|Brief COPE
	3.2.7|Carer outcomes missing from the measures


	4|DISCUSSION
	4.1|Limitations and strengths

	5|CONCLUSIONS
	ACKNOWLEDGEMENT
	CONFLICTS OF INTEREST
	DATA AVAILABILITY STATEMENT

	REFERENCES


