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abstract
aim: To develop and validate a questionnaire to measure health CE at governance level.
method: This study used qualitative and quantitative methods (including focus groups, cognitive interviews and an 
international survey), and consisted of two phases. In Phase 1, an initial list of items was generated and refined with 
feedback from health consumer representatives. In Phase 2, a draft survey was distributed to n=227 consumers from 
New Zealand, Australia and Canada. The benefit and relevance of using the questionnaire was explored through face-
to-face interviews with five CE leaders from New Zealand healthcare organisations.
results: The proposed questionnaire comprises 25 statements relating to CE. Respondents indicate their level of agree-
ment with the statements on a five-point Likert-type scale. Focus group and cognitive interview participants found the 
questionnaire relevant and easy to understand. The questionnaire scores correlated with the PPEET, another instru-
ment measuring consumer engagement, and showed excellent internal consistency (Cronbach’s alpha=0.97), unidi-
mensionality and test-retest reliability (r=0.84).
conclusion: The proposed questionnaire measures CE at governance level and can be used for international com-
parisons and benchmarking. It showed sound psychometric properties and its value and relevance was recognised by 
health consumer representatives and leaders with CE roles in New Zealand healthcare organisations. 

A growing body of evidence suggests that 
improved consumer engagement (CE) can    
lead to better health outcomes, and con-

tribute to improvements in health service qual-
ity and patient safety.1,2 CE has been recognised 
globally as one of the key priorities within health 
systems’ continuous development and a require-
ment for patient-centred care.1–5 The Health Qual-
ity & Safety Commission (HQSC) and Ministry of 
Health (MoH) of New Zealand identifies CE as one 
of their key priorities and recognises it as central 
to improving quality across the national health-
care system.2,6 

CE in health focuses on consumers and care 
providers working together to promote and facil-
itate active patient, whānau (family) and public 
involvement at all levels of health systems.1,7 An 
important part of CE, recognised as a right of all 
people by the World Health Organisation (WHO),8 
is engaging patients in health systems governance 

to inform the design and implementation of 
healthcare services.1 Health systems governance 
level engagement may include, for example, being 
a member of a project team, steering group, con-
sumer group or board.9 Specifically, CE at gover-
nance level is characterised by bi-directional flow 
of information and shared power and responsibil-
ity, with consumers being active partners in defin-
ing agendas and making decisions.1

To facilitate CE many healthcare organisations 
have established consumer groups. Within the 
New Zealand health context these are typically 
called consumer councils, consumer advisory 
groups or consumer boards. HQSC describes con-
sumer councils as:

key mechanisms through which 
consumers can participate in how health 
and disability services are delivered 
in different communities. In this way, 
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consumer representatives can provide 
feedback on current services and tell 
providers what is important to them. 
They can give advice and input into 
strategic direction and planning of 
services. Consumer councils are made 
up entirely of consumer representatives 
and have slightly different ways of 
working, with some having a strong 
relationship with clinical governance 
and reporting to the board.1 

The increased commitment to improving CE 
in New Zealand and globally has necessitated the 
need for robust CE evaluations.11 This includes 
the recently announced reforms of health ser-
vices within New Zealand which signals a priority 
outcome as ‘partnership at all levels of the system 
and empowering consumers of care to design ser-
vices which work for them’, and a strong focus on 
partnering with Indigenous Māori community.6

An effective evaluation tool enables assessing 
outcomes of CE, learning from current practices, 
and demonstrating the impact of new policies 
and investments. However, a recent systematic 
review of questionnaires to measure CE at gov-
ernance level11 found that most of the identified 
tools lacked scientific rigour, were not proven to 
be reliable, and were not easy to read or under-
stand. Many of the tools were developed for a 
single project or not made publicly available. In 
light of these findings, there is an urgent need to 
develop a psychometrically sound questionnaire 
to measure CE at governance level.

The overall aim of the current project was to 
develop and validate a questionnaire to measure 
health consumer representatives’ CE at gover-
nance level named the Middlemore Consumer 
Engagement Questionnaire (MCE-Q). This mixed 
methods study used a range of qualitative and 
quantitative methods and consisted of two phases. 
The aims for each phase were:

1. To develop an instrument to measure CE at 
governance level (Phase 1).

2. To demonstrate the reliability and validity of 
this instrument (Phase 2).

We aimed to explore if consumers felt enabled 
and supported to contribute to improving health-
care systems. We partnered with the Counties 
Manukau (CM) Health Consumer Council (the Con-
sumer Council) to bring together a team of health 
researchers, consumers, practitioners and statis-

ticians, with expertise in consumer experience, 
psychometrics, co-design and Indigenous issues 
across a wide array of settings. The question-
naire we planned to develop and validate aimed 
to measure the self-perceived level of engagement 
of consumers contributing at governance level, 
and to facilitate continuous healthcare systems 
improvement, decision-making processes and 
international comparisons relating to CE.

The purpose of this paper is to describe the 
development of the MCE-Q. In the next section, 
methods and findings from Phase 1 are reported, 
as they informed the subsequent data collection 
and analysis in Phase 2. This is followed by a sec-
tion reporting methods and findings from Phase 
2. Finally, an integrated discussion of the projects 
findings, limitations and conclusion are provided. 

PHASE 1
Phase 1 focused on generating candidate items 

relevant to CE and developing the questionnaire. 
We first established an advisory group, which 
supported the project team, providing expertise 
in areas including CE, Māori health and Pasifika 
health. 

Phase 1 methods
Study design

Phase 1 was guided by recommendations by 
Churchill12 and Streiner et al,13 for developing 
outcome measures. It consisted of multiple steps, 
including domain specification, item generation, a 
focus group, cognitive interviews, and an in-depth 
review of the proposed questionnaire. Figure 1 
presents the steps of Phase 1.

Setting and location
The study was conducted in Auckland, New 

Zealand, between July and October 2020. This 
time scale included a range of disruptions caused 
by the global COVID-19 pandemic, but the conduct 
of this study was not interrupted.

Data collection
Content domain specification

The first step was to define the content domain 
of the proposed questionnaire. This process was 
based on published literature relating to CE, pre-
viously completed work of the Consumer Council 
and project team, and the team’s expertise in con-
sumer experience, and measurement. Our focus 
was also on aligning our working definition with 
the CE-related components identified by the HQSC 
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and WHO.2,8 We also aimed to identify any poten-
tial subdomains which could then be psychomet-
rically assessed in Phase 2.

Item generation
We included multiple data sources to generate 

potential items for the MCE-Q. First, a list of ini-
tial items was formulated during a workshop with 
the Consumer Council. Next, a literature review 
was conducted to identify any relevant scientific 
publications and existing tools. As a result, a fur-
ther set of candidate items were identified and 
included in the item list. Finally, the item list was 
reviewed and refined by the project team, who 
focused on deleting any duplicate or otherwise 
redundant items, and on item readability.

Focus group with health consumer representatives
We conducted a workshop-style focus group 

including participants who were current or for-
mer Consumer Council members. The Consumer 
Council was established to represent the inter-
ests of consumers and bring an inpatient and 
ambulatory consumer and family perspective to 
development of the Counties Manukau Health 
plans, policies, publications, and operational deci-
sions and to raise issues being identified in the 
community. It includes people from a variety of 
backgrounds who have a strong consumer under-
standing of the healthcare system and represent 
the voices of their communities. Potential partic-
ipants were invited to take part via an invitation 
email sent out by the Consumer Council’s secre-
tariat. There were no exclusion criteria. The focus 
group lasted approximately two hours, was facil-
itated by three members of the project team (LM, 
TA, KC),  and was audio-recorded. The purpose of 
the focus group was to review the questionnaire 
instructions, proposed items, recall period and 

response format, and potentially generate further 
items. Recognition of time and expertise, in the 
form of koha (gift), and support with transporta-
tion was provided to all consumer participants of 
the focus groups. Basic demographic data were 
collected.

Cognitive interviews
Following analysis of the focus group data, two 

members of the project team conducted cognitive 
interviews14 with a purposively selected sample 
of current and former members of the Consumer 
Council. We used cognitive interviewing to evalu-
ate whether the survey respondents interpreted 
the survey instructions and items as they were 
intended, and whether the survey format enabled 
the respondents to select responses that matched 
their answers.14 

Consumer representatives were invited to take 
part via an invitation email. Our sampling strat-
egy focused on ensuring gender, ethnicity and 
length of Consumer Council service representa-
tion. There were no exclusion criteria.

Consumer participants were interviewed indi-
vidually, face-to-face. They were asked to ‘think-
aloud’15 as they completed a refined version of 
the proposed questionnaire. The interviewer 
explored any potential issues as participants 
responded to items. All interviews were audio-re-
corded. Basic demographic data were collected.

In-depth review
Our project team met regularly throughout the 

data collection period to review the transcripts 
and refine the questionnaire. The questionnaire 
instructions and items were reviewed for clar-
ity and redundancy. Any issues were resolved by 
discussion.

Figure 1: Phase 1 steps.
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Data analysis
The focus group discussion was transcribed 

verbatim and analysed using Directed Content 
Analysis,16 focusing specifically on defining CE, 
any items with perceived lack of clarity, and on 
generating new candidate items. The proposed 
items and instructions were refined to improve 
comprehension by participants and to elicit expe-
riences related to CE at governance level. 

Cognitive interviews were transcribed, and 
analysed using Directed Content Analysis, focus-
ing specifically on identifying items that were not 
easily understood, and on the acceptability of the 
proposed response categories.

We used the Flesch Reading Ease score17 to test 
the readability of the questionnaire instructions 
and items.

Ethics
Ethical approval for the study (Phase 1 and 2) 

was received from the Auckland Health Research 
Committee (AH3350).

Phase 1 findings
Content domain specification

The content domain of the proposed question-
naire is health CE at governance level. For the 
purpose of this study, we employed the follow-
ing definition of CE at governance level (adapted 
from Abelson et al18 and Baker et al19):

Consumer engagement at governance 
level is characterised by shared power 
and responsibility, with consumers being 
active partners in defining agendas 
and making decisions. Information 
flows bi-directionally throughout the 
process of engagement, and decision-
making responsibility is shared.

This definition suggests there may be some 
subdomains within the overall domain of CE, for 
example, shared power, responsibility, active par-
ticipation and decision-making. We planned to 
explore any potential subdomains in Phase 2.

Item generation 
In our prior work which initiated the current 

project, the Consumer Council and project team 
generated a set of 27 candidate items relating to 
CE that were included in the initial item bank for 
the proposed CE questionnaire. These items con-
sidered consumers’ experiences of being involved 
in governance groups, for example, I feel that my 

views are heard and I feel confident when challeng-
ing views expressed by other members of the group. 
Next, a literature review conducted by a trained 
academic librarian, generated a further set of 
items. In total, the initial list included 112 candi-
date items. 

The project team iteratively reviewed the ini-
tial list of items and selected 36 that appeared to 
represent the content domain of CE most strongly. 
All items were then reviewed for readability, 
ensuring they used brief and plain language and 
had consistent item valence (positive versus neg-
ative wording). 

We intended to use a Likert-type scale to indi-
cate the level of agreement with each of the items. 
The proposed response categories ranged from 
‘strongly disagree’ (scored ‘1’) to ‘strongly agree’ 
(scored ‘5’). We planned to explore the prefer-
ence for using the middle response category (‘nei-
ther agree, nor disagree) with the focus group 
and interview participants. Scores for each item 
would be summated to give the total score.

The list of 36 items was then formatted into 
a prototype draft of the questionnaire. This 
included questionnaire instructions (formulated 
by the project team) and the proposed response 
categories. This draft was then discussed with 
consumer representatives during a focus group.

Focus group with the Consumer Council 
members

Six participants took part in the focus group 
(Table 1). 

Participants found the questionnaire instruc-
tions to be generally easy to understand. However, 
they thought more clarity was needed around the 
meaning of ‘a health consumer in general’ versus 
‘a health consumer at governance level’. Some 
participants noted that the difference between 
the two referred to the level of responsibility and 
argued that a health consumer at governance 
level represents not only their own lived experi-
ence, but also their community’s. Participants also 
argued that it was important to set the context as 
clear as possible in the instructions, for example: 
Rate each item thinking about your engagement in 
[group] over the last [number] months.

Next, participants reviewed all 36 candidate 
items. Overall, participants all agreed that the 
questions were relevant and that most should be 
included in a measure of CE at governance level. 
They noted similarities between some items (for 
example, ‘My opinions are listened to and val-
ued’ and ‘I feel that my views are heard’), and 
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argued for rewording and/or clarification of some 
of them (for example, replacing barriers with 
challenges in ‘There are barriers that impact my 
ability to contribute in meetings’). Furthermore, 
participants argued that the questionnaire must 
consider respondents’ cultural background, with 
one of the participants stating that ‘cultural sen-
sitivity is universal’. Finally, as most participants 
thought that the use of a five-point Likert-type 
response scale was appropriate, we decided to 
include the middle response category ‘neither 
agree, nor disagree’.

The project team read and discussed the focus 
group transcripts, and iteratively reviewed the 
questionnaire draft. A number of refinements 
were made, that included clarifying the instruc-
tions and item wording, providing examples 
where appropriate, incorporating the principle 
of partnership into some of the items, and further 
improving the readability of the questionnaire. 
No items were deleted following the focus group.

Cognitive interviews
Next, the prototype questionnaire was tested 

through cognitive interviews with five partici-
pants (Table 2).
Participants found the questionnaire instructions 
and majority of items easy to understand. They 
suggested rephrasing some of the items to avoid 
unnecessary ambiguity, which resulted in further 
improvements to the questionnaires readability. 
Overall, participants thought that the question-
naire was easy to complete and that it covered a 
broad spectrum of areas relating to CE at gover-
nance level.

Drafting the questionnaire
After a number of revisions incorporating find-

ings from the focus group and cognitive interviews, 
the project team prepared a further questionnaire 
draft for psychometric performance testing in 
Phase 2. The questionnaire included 36 CE items 
using a five-point Likert-type response format (Sup-
plementary Table 1) and nine demographic ques-

Table 1: Demographic characteristics of the focus group participants.

Age Gender Ethnicity

55 M Tongan

45 F Chinese

64 F Samoan

58 F NZ European

83 M NZ European

52 F Māori

Table 2: Demographic characteristics of cognitive interviews participants.

Age Gender Ethnicity

55 M Tongan

27 M Māori

54 F European

45 F Chinese

79 F NZ European
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tions (Supplementary Table 2). The Flesch Reading 
Ease score was 61, suggesting the questionnaire was 
written in Plain English and easily understood, on 
average, by a student aged 13–15 years. 

The proposed questionnaire was then uploaded 
to REDCap database20 to enable an anonymous, 
online distribution to health consumer representa-
tives in Phase 2.

PHASE 2
Phase 2 focused on testing the following psy-

chometric properties of the proposed question-
naire: construct and concurrent validity, internal 
consistency and test-retest reliability.

Phase 2 methods
Study design

Phase 2 consisted of a main CE survey study 
with health consumer representatives and a qual-
itative interview study with CE leaders conducted 
concurrently. This was followed by an additional 
test-retest survey study.

Setting and location
The project team was based in Auckland, New 

Zealand. The survey was conducted online with 
participants from New Zealand, Australia and 
Canada between December 2020 and July 2021. 

Data collection
Main CE survey 

The proposed questionnaire was administered 
via the REDCap database20 and completed anony-
mously. The work of Comrey and Lee21 and Hair et 
al22 suggests that having a sample size of 200 and 
above would be sufficient for carrying out a reli-
ability analysis. The survey was distributed by invi-
tation via district health boards Consumer Council 
chairpersons from around New Zealand, the HQSC, 
the Consumer Health Forum of Australia, and the 
British Columbia Patient Safety & Quality Council 
in Canada. 

To test the proposed questionnaires concurrent 
validity, we selected a similar questionnaire, the 
Patient and Public Engagement Evaluation Tool 
(PPEET).18 PPEET was developed at McMaster Uni-
versity (Canada) by public and patient engagement 
experts and is widely used in Canada and other 
countries by healthcare organisations.23 PPEET 
includes 13 items and takes about two to three min-
utes to complete. A consecutive sub-sample of par-
ticipants were invited to complete the validation 
measure, PPEET. 

CE leaders’ interviews
We interviewed New Zealand CE leaders (for 

example, chairs, managers) of organisations/
groups formally involving health consumer rep-
resentative at governance level, with at least three 
years of experience in a leadership role. They 
were purposively selected from within the proj-
ect lead’s (LM) professional network and invited 
via email to take part. There were no exclusion 
criteria.

CE leaders were interviewed individually, face-
to-face. The interviewer (LW) used an interview 
guide to explore participants’ perspectives on 
measuring CE and how such data could be used 
in the future. The interviews were audio-recorded 
and transcribed verbatim. We expected to inter-
view between 5–10 people, depending on the 
depth and richness of the collected data.24

Test-retest CE survey 
Following the initial survey, the proposed ques-

tionnaire was refined based on statistical analysis 
and then underwent an evaluation of its test-re-
test reliability. We aimed to recruit a sample of 
n=30 participants to complete the refined version 
of the proposed questionnaire on two occasions, 
approximately one week apart.

Data analysis
All statistical analyses were performed using 

R,25 SAS/STAT software version 9.426 and SPSS ver-
sion 26.0 (SPSS Inc., Chicago, IL). Respondents 
with over 10% missing values were removed from 
the analysis dataset. The data entries were double 
checked to ensure accuracy. 

The demographics of the respondents and the 
response profiles were presented descriptively in 
terms of counts and proportions.

Principal Component Analysis (PCA)27 was 
performed to confirm construct validity. PCA is 
a method for factor extraction and a variable-re-
duction technique. It is used to reduce the num-
ber of variables (ie questionnaire items) while 
retaining as much of the original variance as pos-
sible.27 It was also used to test whether the under-
lying construct (ie CE) loads onto all or only some 
of the variables. Pearson’s correlations were pro-
duced for all the 36 items. Both Kaiser–Meyer–
Olkin (KMO) Test and Bartlett’s Test of Sphericity 
were conducted to confirm the appropriateness 
of conducting the PCA. The KMO statistic varies 
between 0 and 1.0. Values >0.5 are considered 
‘barely acceptable,’ and >0.9 are deemed most 
suitable.28 For Bartlett’s Test, a significant statistic 
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(P≤0.05) means it can efficiently perform a PCA 
on the dataset.28 For the PCA, an oblique rotation 
was chosen as the underlying items are related. 
The number of components to be retained was 
determined using a scree plot with parallel anal-
ysis. Items that were strongly correlated (above 
0.7) with the other items were removed from the 
survey. 

Concurrent validity was evaluated using Pear-
son’s correlation coefficient to assess the correla-
tion between the proposed questionnaire and 
PPEET. For both test-retest reliability and con-
struct validity, the agreement at the individual 
item level was assessed. The relative reliability 
was determined by calculating the two-way ran-
dom Intraclass correlation coefficient (ICC) for 
absolute agreement of single measures. The 95% 
confidence interval (CI) was calculated for each 
ICC. Reliability was considered poor for ICC val-
ues <0.40, fair for values between 0.40–0.59, good 
for values between 0.60–0.74, and excellent for 
values between 0.75–1.00.29 ICC values above 0.75 
were considered acceptable for test-retest reli-
ability.30 Cronbach’s alpha coefficient was utilised 
to test internal consistency, which ranges from 
0–1.0. Streiner et al considered an alpha value of 
>0.7 as acceptable.13 

Interviews with CE leaders were analysed 
using Directed Content Analysis, focusing specif-
ically on participants’ perceptions of what consti-
tutes CE at governance level, and the usefulness 
of the proposed questionnaire in measuring and 
improving CE.

Phase 2 findings
Main CE survey results

Two hundred and twenty-nine participants 
from three countries completed the anonymous 
CE survey (Table 3 and Table 4). Most participants 
were 45 years or older (84.3%), and approxi-
mately two thirds identified as female. The high-
est scored items were item 3 (‘I am able to express 
my views freely’), 4 (‘participation in this group 
is important to me’), and 10 (‘I feel safe to speak 
from my personal perspective, for example, my 
cultural perspective, my community’s perspec-
tive’, etc). Items with the lowest scores were item 
22 (‘I was well oriented to the work of this group’), 
24 (‘the work achieved by this group has met my 
expectations’), 33 (‘I would not change anything 
about this group’), and the reverse-scored item 12 
(‘there are things that reduce my ability to con-
tribute in meetings, for example, related to my 
cultural background or use of jargon’).

Construct validity
Out of the 229 participants, there were 208 

responses that had all the items completed; hence 
factor analysis was carried out on the 208 sam-
ple. Based on principal component analysis (Sup-
plementary Table 3 and Figure 2), all items fitted 
under one dimension, which explained 53% of the 
total variance. All items with correlations above 
0.75 were reviewed for potential redundancy. As 
a result, 11 items were removed (Supplementary 
Table 4). The KMO and Bartlett’s test confirmed that 
all items were intercorrelated (r=0.96, P<0.0001) 
and the sample size was adequate.

Concurrent validity
A sample of 87 participants completed both the 

proposed survey and PPEET survey. Pearson’s cor-
relation coefficient between total scores from the 
two surveys was high (0.93).

Internal consistency
Cronbach’s alpha for the initial 36-item scale 

was 0.97. For the final 25 items Cronbach’s alpha 
was 0.96 and all corrected item-total correlations 
ranged from 0.42 to 0.85, suggesting satisfactory 
internal consistency.

Test-retest reliability
Thirty-four participants took part in the test-re-

test evaluation. The results for both ICC (0.84) and 
Cronbach’s alpha (0.91) met the criterion, indicat-
ing that the proposed tool has high test-retest reli-
ability (Supplementary Table 5).

CE leaders interviews
We interviewed five CE leaders (Table 5).
Consumer engagement was unanimously viewed 

as a ‘unique partnership’ with an organisation to 
‘amplify the voice of the communities’, especially 
for populations who experience health inequities 
such as Māori, Pasifika and those living with dis-
abilities. One participant argued it was important 
to engage consumers ‘in a way that meets their 
needs [and the community’s]’; the community 
should be ‘part of the solution, or [part of] the pro-
cess to getting a solution’. There appeared to be 
a strong desire for consumer engagement to be 
‘part of [the] organisational structure ... built in [to 
processes] and in everything we do.’ Participants 
thought that health consumers have the potential 
to be involved in strategic decision-making, but 
currently had little involvement from the start and 
throughout any such initiatives. 

Participants argued that there is currently 
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Table 3: Participant demographics in CE survey.

Demographics NZ (n=137) Australia (n=60) Canada (n=32) Total (n=229)

Age group

23–44 24 (17.5%) 11 (18.3%) 3 (9.7%) 38 (16.7%)

45–64 79 (57.7%) 23 (38.3%) 20 (64.5%) 122 (53.5%)

>=65 34 (24.8%) 26 (43.3%) 8 (25.8%) 68 (29.8%)

Gender

Male 48 (35%) 24 (40%) 8 (25%) 80 (34.9%)

Female 89 (65%) 36 (60%) 24 (75%) 149 (65.1%)

Years since governance group established

<3 years 48 (35%) 24 (41.4%) 10 (31.3%) 82 (36.1%)

3-5 years 36 (26.3%) 14 (24.1%) 6 (18.8%) 56 (24.7%)

>5 years 53 (38.7%) 20 (34.5%) 16 (50%) 89 (39.2%)

Number of governance 
group members

    

4 or less 6 (4.4%) 2 (3.5%) 3 (9.4%) 11 (4.8%)

5–9 46 (33.6%) 19 (32.8%) 4 (12.5%) 69 (30.4%)

10–19 71 (51.8%) 20 (34.5%) 14 (43.8%) 105 (46.3%)

20 or more 14 (10.2%) 17 (29.3%) 11 (34.4%) 42 (18.5%)

Governance group’s meeting frequency

Weekly 5 (3.7%) 2 (3.5%) 3 (9.4%) 10 (4.4%)

Monthly 87 (63.5%) 30 (51.7%) 15 (46.9%) 132 (58.1%)

Quarterly 31 (22.6%) 21 (36.2%) 6 (18.8%) 58 (25.6%)

Other 14 (10.2%) 5 (8.6%) 8 (25%) 27 (11.9%)

Years as member of the governance group

<1 year 35 (25.6%) 12 (20.7%) 10 (31.3%) 57 (25.1%)

1–3 years 54 (39.4%) 18 (31%) 13 (40.6%) 85 (37.4%)

>3 years 48 (35%) 28 (48.3%) 9 (28.1%) 85 (37.4%)

Years of experience as consumer representative

<1 year 24 (17.7%) 6 (10.3%) 4 (12.5%) 34 (15%)

1–3 years 29 (21.3%) 14 (24.1%) 8 (25%) 51 (22.6%)

>3 years 83 (61%) 38 (65.5%) 20 (62.5%) 141 (62.4%)
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Table 4: Participant ethnicities across the three countries.

New Zealand (n=137) Australia (n=60) Canada (n=32)

NZ European 87 (63.5%) Australian 44 (73.3%)
English/Welsh/
Scottish/British

20 (62.5%)

Māori 36 (26.3%)
North-west 
European

7 (11.7%) European 8 (25.0%)

Chinese 8 (5.8%)
New Zealand 
Peoples

3 (5%) Inuit/Metis 2 (6.3%)

Samoan 5 (3.6%)
Australian 
Aboriginal

2 (3.3%) Chinese 2 (6.3%)

Tongan 5 (3.6%)
South-east 
Asian

3 (5.0%) South Asian 1 (3.1%)

Cook Island 
Māori

2 (1.5%)
North African 
and Middle 
Eastern

1 (1.7%) Black 1 (3.1%)

Other 12 (8.8%)
Southern and 
Central Asian

1 (1.7%) West Asian 1 (3.1%)

Sub-Saharan 
African

1 (1.7%)

Table 5: CE leaders demographic characteristics.

Gender Age [years] Ethnicity

M 40 Australian

F 56 NZ European

F 54 NZ European

F 57 NZ European

F 51 NZ European
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limited exploration into the experience of con-
sumers at governance level beyond regular group 
meetings/hui or individual reflection and feed-
back sessions with their managers. Reportedly, 
there was no ‘formal evaluation’ process used to 
consistently review consumer’s experiences of 
working at governance levels in their organisa-
tions. However, all managers acknowledged that 
monitoring consumer experience was a necessary 
‘mechanism for improvement’ and thought that 
the proposed questionnaire would be useful in 
facilitating this on an annual or bi-annual basis.

The managers felt that the tool could help to 
identify gaps in understanding, relating to orien-
tation and organisational expectations and high-
light whether consumers were working in the 
most appropriate spaces within an organisation. 
It also provided a ‘platform’ for less vocal mem-
bers of the group to share their opinions and made 
‘[the consumer’s] needs better known to [the man-
agers] … and therefore the [consumer] contribu-
tion is more effective’. Gathering feedback from 
consumers was seen as important, with one par-
ticipant proposing that feedback from any survey 
tool should be ‘shared openly with consumers,’ 
and that an ‘action plan’ should be formed and 
then enacted appropriately.

I think with anything, you can do a 
survey, but it’s about what you do 
with it... what sort of action plan 
will come from those results?

DISCUSSION 
In this paper we report findings from a study 

developing and validating a novel questionnaire 
to measure CE at governance level. We built and 
expanded on the strengths of previously published 
CE-related measures by working closely with con-
sumer representatives and CE leaders from a wide 
range of backgrounds, and focusing on psychomet-
ric performance of the proposed tool. The MCE-Q 
comprises 25 items (Supplementary Table 6) rep-
resenting one domain, uses a five-point Likert-
type response format, and can be completed in 
approximately 10 minutes. It can be downloaded 
by copying the link below*. The MCE-Q showed 
face, construct and concurrent validity, and excel-
lent internal consistency and test-retest reliabil-
ity. It can be used by healthcare organisations to 
monitor how well they engage their consumer 

representatives at governance level, identify areas 
for improvement and make national and interna-
tional comparisons. 

Healthcare providers’ focus, relating to health 
consumers’ engagement, has been primarily on 
consultation.1 The mounting evidence showing 
that healthcare outcomes (including patient out-
comes) can be improved by greater CE2,5 made 
many providers realise the need to create part-
nerships with the consumers and engage them 
across all levels of healthcare systems, including 
at the governance level.1 The results of our sur-
vey, specifically the relatively low ratings for two 
items relating to consumer group orientation/
onboarding and consumers’ expectations, suggest 
that the current processes for creating consumer–
provider partnerships may be insufficient. The 
proposed questionnaire can serve as a tool to bet-
ter understand the processes of developing and 
maintaining the consumer-provider partnerships, 
and to monitor how well healthcare organisations 
are engaging with their consumers at governance 
level. This questionnaire could also supplement 
existing organisational performance quality and 
safety indicators such as the New Zealand HQSC’s 
Quality Safety Marker for Consumer Engagement, 
as it provides the consumers at governance level 
perspective on how well healthcare organisations 
perform in this area.

Limitations and future work
In this project, we developed a questionnaire 

with and for health consumers and groups that 
form the general population. We did not focus on 
the preferences of any specific groups or commu-
nities, but rather on developing a tool that can be 
used by all for benchmarking and making national 
and international comparisons. Inadvertently, the 
proposed questionnaire may not be sensitive to 
the needs and preferences of such groups or com-
munities, some of whom experience relentless 
health inequities and whose voices are pertinent to 
healthcare improvement. The MCE-Q can highlight 
a need for improvements around cultural safety 
for a particular group. If such need was identi-
fied, we recommend a more nuanced exploration 
of the issue for the specific group using methods 
that offer high cultural responsiveness and are 
informed, for example, by Talanoa or kaupapa 
Māori methodology. One example of such a group 
are the Indigenous Māori peoples of New Zealand. 
Indeed, the legal obligations of Te Tiriti o Waitangi 

*https://koawatea.countiesmanukau.health.nz/co-design/tools-and-resources
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reinforce the necessity to develop and validate a 
CE at governance level tool specific to Māori. The 
undertaking of an Indigenous tool would be best 
led and developed in the New Zealand context by 
Māori. We recommend that future research be 
conducted to enable Māori to exercise their rights 
as Indigenous peoples and as partners through Te 
Tiriti o Waitangi.

Another limitation is that only New Zealand 
based CE leaders were interviewed. We inter-
viewed people in senior management roles who 
are currently involved in a range of CE initiatives 
in New Zealand. The dialogue quality during the 
interviews was high and we found that partici-
pants’ views aligned with the current international 
CE research: the improvement of CE being one of 
the key priorities for healthcare systems, the lack 
of a psychometrically sound CE measure, and 
the need to better understand how to effectively 
engage consumers in the development and deliv-
ery of care services.3,5,31 As we were engaging with 
Australian and Canadian health consumer organi-
sations, we found there was a clear recognition of 
the role of CE in healthcare systems. CE organisa-
tions from both countries supported us with the 
distribution of the proposed survey. While there 
are undoubtedly differences between the New 
Zealand and those two (and likely other) countries’ 
healthcare systems, the role of CE in the delivery 
and quality improvement of these systems is rec-
ognised globally. Thus, we believe that this sample 
provided sufficient information power24 for under-

standing participant’s perspectives on measur-
ing CE and the proposed tool could be used in the 
future in New Zealand and other countries.

Notably, our focus was on recruiting a sample 
size sufficient to carry out the necessary psycho-
metric analysis of the proposed questionnaire and 
not on measuring CE per se.  As such, the Phase 2 
survey was not powered to produce generalisable 
results relating to the state of CE at governance 
level in the three participating countries. Never-
theless, the questionnaire we developed can now 
be used for monitoring CE by individual organisa-
tions, and also at national and international level.

Finally, we only used Classical Test Theory 
methods to develop the MCE-Q. We are planning 
to apply Item response theory and use Rasch 
Analysis to further improve the psychometric per-
formance of the questionnaire.

CONCLUSION
The MCE-Q is a novel instrument to measure 

CE at governance level. It showed sound psycho-
metric properties and its value, and relevance 
was recognised by both health consumer rep-
resentatives and decision-makers representing 
healthcare organisations in New Zealand. It can 
be used by healthcare organisations around the 
world for benchmarking, making national and 
international comparisons, and to drive the qual-
ity of health services to better meet the needs of 
the people they serve.
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