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Abstract

Background Co-design with consumers and healthcare professionals is widely used in applied health research.
While this approach appears to be ethically the right thing to do, a rigorous evaluation of its process and impact

is frequently missing. Evaluation of research co-design is important to identify areas of improvement in the methods
and processes, as well as to determine whether research co-design leads to better outcomes. We aimed to build

on current literature to develop a framework to assist researchers with the evaluation of co-design processes

and impacts.

Methods A multifaceted, iterative approach, including three steps, was undertaken to develop a Co-design Evalua-
tion Framework: 1) A systematic overview of reviews; 2) Stakeholder panel meetings to discuss and debate findings
from the overview of reviews and 3) Consensus meeting with stakeholder panel. The systematic overview of reviews
included relevant papers published between 2000 and 2022. OVID (Medline, Embase, PsycINFO), EBSCOhost (Cinahl)
and the Cochrane Database of Systematic reviews were searched for papers that reported co-design evaluation

or outcomes in health research. Extracted data was inductively analysed and evaluation themes were identified.
Review findings were presented to a stakeholder panel, including consumers, healthcare professionals and research-
ers, to interpret and critique. A consensus meeting, including a nominal group technique, was applied to agree
upon the Co-design Evaluation Framework.

Results A total of 51 reviews were included in the systematic overview of reviews. Fifteen evaluation themes were
identified and grouped into the following seven clusters: People (within co-design group), group processes, research
processes, co-design context, people (outside co-design group), system and sustainment. If evaluation methods were
mentioned, they mainly included qualitative data, informal consumer feedback and researchers'reflections. The Co-
Design Evaluation Framework used a tree metaphor to represent the processes and people in the co-design group
(below-ground), underpinning system- and people-level outcomes beyond the co-design group (above-ground). To
evaluate research co-design, researchers may wish to consider any or all components in the tree.

Conclusions The Co-Design Evaluation Framework has been collaboratively developed with various stakeholders
to be used prospectively (planning for evaluation), concurrently (making adjustments during the co-design process)
and retrospectively (reviewing past co-design efforts to inform future activities).
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» While stakeholder engagement in research seems ethi-
cally the right thing to do, a rigorous evaluation of its
process and outcomes is frequently missing.

» Fifteen evaluation themes were identified in the litera-
ture, of which research process, cognitive and emotional
factors were the most frequently reported.

o The Co-design Evaluation Framework can assist
researchers with research co-design evaluation and
provide guidance regarding what and when to evaluate.

o The framework can be used prospectively, concur-
rently, and retrospectively to make improvements to
existing and future research co-design projects.

Introduction

Lots of money is wasted in health research that does not
lead to meaningful benefits for end-users, such as health-
care professionals and consumers [1-3]. One contributor
to this waste is that research often focusses on questions
and outcomes that are of limited importance to end-users
[4, 5]. Engaging relevant people in research co-design
has increased in order to respond to this issue. There is
a lack of consensus in the literature on the definition and
processes involved in undertaking a co-design approach.
For the purposes of this review, we define research co-
design as meaningful end-user engagement that occurs
across any stage of the research process, from the research
planning phase to dissemination of research findings [6].
Meaningful end-user engagement refers to an explicit
and measurable responsibility, such as contributing to
writing a study proposal [6]. The variety of research co-
design methods can be seen as a continuum ranging from
limited involvement, such as consulting with end-users,
to the much higher effort research approaches in which
end-users and researchers aim for equal decision-mak-
ing power and responsibility across the entire research
process [6]. Irrespective of the intensity of involvement,
it is generally recommended that a co-design approach
should be based on several important principles such as
equity, inclusion and shared ownership [7].

Over time, increasing attention has been given to
research co-design [6, 8]. Funding bodies encour-
age its use and it is recommended in the updated UK
MRC framework on developing and evaluating com-
plex interventions [9]. End-user engagement has an

Equator reporting checklist [10] and related work has
been reported by key organisations, such as the James
Lind Alliance in the UK (www.jla.nihr.ac.uk), Patient
Centered Outcomes Research Institute in the US (www.
pcori.org) and Canadian Institutes of Health Research
(https://cihrirsc.gc.ca/e/41592.html). In addition, peer
reviewed publications involving co-design have risen
from 173 per year in 2000 to 2617 in 2022 (PubMed),
suggesting a growing importance in research activities.

Engaging end-users in the health research process is
arguably the right thing to do, but the processes and
outcomes of co-design have rarely been evaluated in
a rigorous way [6]. Existing anecdotal evidence sug-
gests that research co-design can benefit researchers,
end-users and lead to more robust research processes
[11-19]. Both researchers and end-users have reported
positive experiences of engaging in the co-design pro-
cess. Potential benefits include a better understand-
ing of community needs, more applicable research
questions, designs and materials and improved trust
between the researchers and end-users. Several reviews
on conducting research co-design have concluded that
co-design can be feasible, though predominantly used
in the early phases of research, for example formulat-
ing research questions and developing a study pro-
tocol [6, 11-19]. However, these reviews highlighted
that engagement of end-users in the research process
required extra time and funding and had the risk of
becoming tokenistic [6, 11-19].

The use of resources in co-design studies might need
to be justified to the funder as well as its impacts. A
rigorous evaluation of research co-design processes
and outcomes is needed to identify areas of potential
improvement and to determine the impact of research
co-design. Several overviews of reviews on research
co-design have been published but with no or limited
focus on evaluation [20-23]. Moreover, current litera-
ture provides little guidance around how and what to
evaluate, and which outcomes are key.

This study thus had two aims:

1. To conduct a systematic overview of reviews to iden-
tify evaluation methods and process and outcome
variables reported in the published health research
co-design literature.

2. To develop a framework to assist researchers with
the evaluation of co-design processes and impacts.
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Methods

This project used a multifaceted, iterative approach to
develop a Co-design Evaluation Framework. It con-
sisted of the following steps: 1) A systematic overview
of reviews; 2) Stakeholder panel meetings to discuss and
debate findings from the overview of reviews and 3) Con-
sensus meeting with stakeholder panel. The reporting
checKlist for overviews of reviews was applied in Addi-
tional file 1 [24].

Step 1: A systematic overview of reviews

We conducted a systematic overview of reviews [25],
reviewing literature reviews rather than primary studies,
to investigate the following question: What is known in
the published literature about the evaluation of research
co-design in health research? The protocol of our sys-
tematic overview of reviews was published in the PROS-
PERO database (CRD42022355338).

Sub questions:

« What has been co-designed and what were the objec-
tives of the co-design process?

+ Who was involved and what was the level of involve-
ment?

« What methods were used to evaluate the co-design
processes and outcomes?

+ What was evaluated (outcome and process measures)
and at what timepoint (for example concurrently, or
after, the co-design process)?

« Was a co-design evaluation framework used to guide
evaluation?

Search strategy

We searched OVID (Medline, Embase, PsycINFO),
EBSCOhost (Cinahl) and the Cochrane Database of
Systematic reviews on the 11th of October 2022 for

Table 1 Inclusion and exclusion criteria for the overview of reviews
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literature reviews that reported co-design evaluation or
outcomes in health research. The search strategy was
based on previous reviews on co-design [6, 14, 26] and
refined with the assistance of a research librarian and the
research team (search terms in Additional file 2). Papers
published from January 2000 to September 2022 were
identified and retrieved by one author (SP).

Study selection

Database records were imported into EndNote X9 (The
EndNote Team, Philadelphia, 2013) and duplicates
removed. We managed the study selection process in the
software program Covidence (Veritas Health Innovation,
Melbourne, Australia). Two independent reviewers (SP,
MK or LG) screened the titles and abstracts of all stud-
ies against the eligibility criteria (Table 1). Discrepancies
were resolved through discussion or with a third reviewer
(either SP, MK or LG, depending on which 2 reviewers
disagreed). If there was insufficient information in the
abstract to decide about eligibility, the paper was retained
to the full-text screening phase. Full-text versions of
studies not excluded at the title and abstract screening
phase were retrieved and independently screened by two
reviewers (SP, MK or LG) against eligibility criteria. Disa-
greements were resolved through discussion, or with a
third reviewer, and recorded in Covidence.

Data extraction of included papers was conducted
by one of three reviewers (SP, MK or LG). A sec-
ond reviewer checked a random sample of 20% of
all extracted data (LG or SP). Disagreements were
resolved through regular discussion. Data were
extracted using an excel spreadsheet developed by
the research team and included review characteristics
(such as references, type of review, number of included
studies, review aim), details about the co-design pro-
cess (such as who was involved in the co-design,
which topics the co-design focused on, what research

Inclusion criteria

Exclusion criteria

« Any kind of literature review, or paper that contains a literature review

- Papers not available in English

as part of a multi-method paper, that reported on evaluation or outcomes - Reviews published in journals that are not peer-reviewed (including

of research co-design in health (or any synonym of research co-design)

« Research co-design with end-users including any individual or group
who may potentially receive the healthcare intervention (e.g., consumers,
family/carers), and/or deliver the intervention (e.g., healthcare profession-
als), and others who are impacted by the healthcare intervention (e.g.,
health managers, administration staff, funding bodies)

- Papers on guideline implementation were included if they focused

on research (rather than solely implementation practice) and consumers
and/or healthcare professionals were engaged in co-design

reviews published in books)

« Reviews of solely non-published reports
- Grey literature
« Papers with no formal literature review (if there was insufficient data

reported on methods and findings of the review)

- Papers that solely reported on stakeholders as participants in research
- Papers about students who are being trained to become a healthcare

professional

« Co-design with children (up to 18 years old)
- Papers about health policy, health service development and public health

initiatives, such as public health campaigns

« Overviews of reviews
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phase(s) the co-design covered, in which research
phase the co-design took place and what the end-
users’ level of involvement was) and details about the
co-design evaluation (what outcomes were reported,
methods of data collection, who the participants of the
evaluation were, the timepoint of evaluation, whether
an evaluation framework was used or developed and
conclusions about co-design evaluation).

Types of end-users’ involvement were categorised
into four groups based on the categories proposed
by Hughes et al. (2018): 1. Targeted consultation; 2.
Embedded consultation; 3. Collaboration and co-pro-
duction and 4. User-led research, see Table 2.

Data extraction and analysis took place in three
iterative phases (Fig. 1), with each phase contain-
ing one third of the included studies. Each phase of
data extraction and analysis was followed by stake-
holder panel meetings (see step 2 below). This step-
wise approach enabled a form of triangulation wherein
themes that emerged through each phase were dis-
cussed with the stakeholder panel and incorporated
both retrospectively (re-coding data in the prior phase)
and prospectively (coding new data in the next phase).

All reported outcomes of research co-design in the
first phase (one third of all data) were inductively
coded into themes, according to the principles of
thematic analysis [28]. Two researchers (SP and MK)
double coded 10% of all data and reached consensus
through discussion. Given that consensus was high,
one researcher (SP) continued the coding while having
frequent discussions and reviews within the research
team. In phase 2 (also one third of all data), deductive
coding was based on the themes identified in the first
round. Data of the first phase were re-coded, if new
codes emerged during the stakeholder panel meeting.
The same process took place for the third phase.

Table 2 Types of end-users’'involvement (adapted from [27])
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Step 2: Stakeholder panel meetings to discuss and debate
findings from the overview of reviews

Results from step 1 were presented to the stakeholder
panel to interpret and critique the review findings. The
panel consisted of ten people, including a mix of con-
sumers, healthcare professionals and researchers. Stake-
holders were selected for their experience or expertise
in research co-design. The number of meetings was not
pre-determined, rather, it was informed by the outcomes
from step 1. The number of stakeholders in each meeting
ranged from six to ten.

A core group from the broader stakeholder panel (SP,
MK, LG, JF) with a breadth of research experience and
methodological expertise discussed the themes arising
from both steps 1 and 2 and considered various ways
of presenting them. Multiple design options were con-
sidered and preliminary frameworks were developed.
Following discussion with the stakeholder panel, it was
agreed that the evaluation themes could be grouped into
several clusters to make the framework more compre-
hensible. The grouping of evaluation themes into clus-
ters was informed by reported proposed associations
between evaluation themes in the literature as well as the
stakeholder panel’s co-design experience and expertise.
Evaluation themes as well as clusters were agreed upon
during the stakeholder panel meetings.

Step 3: Consensus meeting with stakeholder panel

The consensus meeting included the same stake-
holder panel as in step 2. The meeting was informed
by a modified Nominal Group Technique (NGT). The
NGT is a structured process for obtaining information
and reaching consensus with a target group who have
some association or experience with the topic [29].
Various adaptations of the NGT have been used and
additional pre-meeting information has been suggested
to enable more time for participants to consider their

Type Explanation

Targeted consultation

People are contacted and consulted on specific aspects of the study, for example tasks such as a research proposal,

wording of information sheets or surveys. Those involved may not be otherwise involved in the design of the study
and may not receive much information regarding subsequent progress, outputs or impact

Embedded consultation

People with relevant lived experience are consulted regularly throughout the research cycle from initial ideas

and proposals to dissemination of findings. People may be individual representatives on steering or advisory groups
or be representing a user-led organisation. The research team retains ownership and control over the research study

with regular input from the public
Collaboration and co-production

People with relevant lived experience are active members of the research team, contributing to key decisions

regarding the research process as well as the findings. Relationships are reciprocal and collaborative, with shared
control across researchers, patients and the public, based on specific areas of expertise

User-led research

People with lived experience are supported to lead the research, and take a systematic approach to redirecting

the team through each stage from selecting the topic, writing proposals, designing the intervention, collecting
and analysing data, and disseminating findings
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Development & Refinement of the Co-design Evaluation
Framework

Consensus Meeting with Stakeholders

Data Analysis

Stakeholder Panel
Meeting

| Data Extraction

Fig. 1 Iterative phases in the process of the Co-design evaluation framework development

contribution to the topic [30]. The modified NGT uti-
lised in this study contained the following: (i) identifi-
cation of group members to include experts with depth
and diverse experiences. They were purposively identi-
fied at the start of this study for their expertise or expe-
rience in research co-design and included: a patient
consumer, a clinician, three clinician researchers and
six researchers with backgrounds in behavioural sci-
ences, psychology, education, applied ethics and par-
ticipatory design. All authors on this paper were invited
by e-mail to attend an online meeting; (ii) provision of
information prior to the group meeting included find-
ings of the overview of reviews, a draft framework and
objectives of the meeting. Five authors with extensive
research co-design experience were asked to prepare a
case example of one of their co-design projects for shar-
ing at the group meeting. The intention of this exercise
was to discuss the fit between a real-world example and
the proposed framework; (iii) hybrid meeting facilitated
by two researchers (SP & JF) who have experience in
facilitating consensus meetings. Following presentation

of the meeting materials, including the preliminary
framework, group members were invited to silently
consider the preliminary framework and generate ideas
and critiques; iv) participants sharing their ideas and
critiques; v) clarification process where group members
shared their co-design example project and discussed
the fit with components of the initial framework, and
vi) silent voting and/or agreement on the framework
via a personal email to one of the researchers (SP).

Results

Step 1: Systematic overview of reviews

The database searches identified a total of 8912 papers.
After removing 3016 duplicates and screening 5896
titles and abstracts, 148 full texts were sought for
retrieval. Sixteen were not retrieved as they were not
available in English (n=2) or full-text was not available
(n=14). Of the remaining 132 papers assessed for eli-
gibility, 81 were excluded. The final number of papers
included in this overview of reviews was 51 (See Fig. 2).
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[ Identification of studies via databases and registers ]
Records removed before
g screening:
= . . i Duplicate records removed
I Records identified from: (n = 3016)
& Databases (n = 8912) > R d ked as ineligibl
= Registers (n = 0) ecords marked as ineligible
5 by automation tools (n = 0)
= Records removed for other
reasons (n = 0)
A4
Records screened Records excluded
—>
(n = 5896) (n =5748)
A4
o Reports sought for retrieval Reports not retrieved
—>
E (n=148) (n=16)
[}
g
[¥]
@ v
Reports assessed for eligibility Reports excluded:
(n=132) —»| « No research co-design
evaluation (n = 54)
« No formal literature review (n =
12)
o Co-design with children (n = 4)
D e Public health initiatives (n = 2)
o Overviews of reviews (n = 9)
A4

Studies included in review
(n=51)

Fig. 2 PRISMA flow chart (based on [31]) of overview of reviews

Characteristics of the included studies

Of the 51 included reviews [11, 12, 14, 32—-79], 17 were
systematic reviews, 12 were scoping reviews, 14 did
not report the type or method of review, three were
narrative reviews, two were qualitative evidence syn-
thesis, another two were a structured literature search
and one was a realist review. The number of studies
included in the reviews ranged from 7 to 260. Nineteen
reviews focused on co-design with specific popula-
tions, for example older people, people with intellec-
tual disabilities, people living with dementia and 32
reviews included co-design with a range of end-users.
The co-design focused in most cases on a mix of top-
ics (n=31). Some reviews were specifically about one
clinical topic, for example critical care or dementia.
In ten cases, the clinical topics were not reported. Co-
design took place during multiple research phases.

Thirty-six reviews covered co-design in agenda/prior-
ity setting, 36 in study design, 30 in data collection, 25
in data analysis and 27 in dissemination. With regards
to the research translation continuum, most of the co-
design was reported in practice and community-based
research (7=32), three reviews were conducted in
basic research and 11 in human research. The types of
end-users’ involvement in co-design ranged from tar-
geted consultation (n=14) to embedded consultation
(n=20), collaboration and co-production (n=14) to
end-user- led research (n=6), including papers cover-
ing multiple types of involvement. Seventeen papers
did not report the types of involvement. The reported
co-design included a variety of time commitments,
from a minimum of a one-off 60-min meeting to multi-
ple meetings over multiple years. Twenty-seven reviews
did not report details about the end-users’ types of
involvement.
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Step 2: Stakeholder panel meetings to discuss and debate
findings from the overview of reviews

Identtified evaluation themes

Fifteen evaluation themes were identified and were
arranged into two higher level groups: 1. within the
co-design team and 2. broader than co-design team
(Table 3). The themes related to the first group (within
the co-design team) included: Structure and compo-
sition of the co-design group, contextual enablers/
barriers, interrelationships between group members,
decision making process, emotional factors, cognitive
factors, value proposition, level/ quality of engagement,
research process, health outcomes for co-design group
and sustainment of the co-design team or activities. The
themes within the second group (broader than co-design
team) included: Healthcare professional-level outcomes,
healthcare system level outcomes, organisational level
outcomes and patient and community outcomes.

The research process was the most frequently reported
evaluation theme in the reviews (17 =44, 86% of reviews),
followed by cognitive factors (n=35, 69%) and emo-
tional factors (n=34, 67%) (Table 4). Due to variability
in reporting practices, it was not possible to specify the
number of primary studies that reported specific evalu-
ation themes. Evaluation methods for the themes were
not reported in the majority of reviews (n=43, 84%). If
evaluation methods were mentioned, they were mainly
based on qualitative data, including interviews, focus
groups, field notes, document reviews and observations
(see overview with references in Additional file 3). Sur-
vey data was mentioned in three reviews. Many reviews
reported informal evaluation based on participant expe-
riences (e.g. informal feedback), reflection meetings, nar-
rative reflections and authors’ hypotheses (Additional
file 3). The timing of the evaluation was only mentioned
in two papers: 1. Before and after the co-design activities
and 2. Post co-design activities. One paper suggested that
continuous evaluation might be helpful to improve the
co-design process (Additional file 3).

The systematic overview of reviews found that some
authors reported proposed positive associations between
evaluation themes (Table 5). The most frequently
reported proposed association was between level/quality
of engagement and emotional factors (n=5, 10%). How-
ever, these proposed associations did not seem to have
any empirical evidence and evaluation methods were not
reported.

All evaluation themes were grouped into the following
clusters (Table 6): People (within co-design group), group
processes, research processes, co-design context, people
(outside co-design group), system and sustainment.

Only one paper reported the evaluation in connection
to the research phases (Agenda/priority setting, study
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design, data collection, data analysis and dissemination).
This paper reported the following outcomes for the fol-
lowing research phases [58]:

+ Agenda/priority setting: Research process; Level/
quality of engagement; Cognitive factors; Attributes
of the co-design group; Interrelationships between
group members; Sustainment of the co-design team
or activities; Patient and community outcomes.

o Study design: Attributes of the co-design group;
Interrelationships between group members; Level/
quality of engagement; Cognitive factors; Emotional
factors; Research process.

The various research phases in which consumers
could be involved, as well as the clusters of evaluation
themes, informed the design of the co-design evaluation
framework.

Step 3: Consensus meeting with stakeholder panel

Two main options were voted on and discussed within
the stakeholder panel. The two main options can be
found in Additional file 4. Draft 2 was the prefered option
as it was perceived as more dynamic than draft 1, repre-
senting a clearer interplay between the two contexts. The
stakeholder panel suggested a few edits to the draft, such
as the inclusion of bi-directional arrows in the tree trunk
and a vertical arrow from underground to above ground
with the label ‘impact’

The final version of the Co-design Evaluation frame-
work is presented in Fig. 3.

Figure 3 presents co-design evaluation as the below-
ground and above-ground structures of a tree. The tree
metaphor presents the processes and people in the
co-design group (below-ground) as the basis for sys-
tem- and people-level outcomes beyond the co-design
group (above-ground). To evaluate research co-design,
researchers may wish to consider any or all components
in this Figure. These evaluation components relate to the
methods, processes, and outcomes of consumer involve-
ment in research.

The context within the co-design group (the roots
of the tree) consists of the people, group processes and
research processes, with various evaluation themes (dot
points) related to them, as well as contextual barriers
and enablers that relate to situational aspects that might
enable or hinder consumer engagement. The context out-
side the co-design group, i.e., the wider community (the
branches and leaves of the tree), comprises people who
were not involved in the research co-design process, the
system-level and sustainment-related outcomes. These
above ground groups are potential beneficiaries or tar-
gets of the co-design activities.
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Table 4 Reported evaluation themes and measurement
methods

Number
of reviews
(%)
Reported outcomes
+ Research process 44 (86%)
- Cognitive factors 35 (69%)
- Emotional factors 34 (67%)
- Interrelationships between group members 30 (59%)
- Patient and community outcomes 25 (49%)
- Structure and composition of the co-design group 22 (43%)
- Decision making process 19 (37%)
- Contextual enablers/barriers 16 (31%)
- Level/quality of engagement 14 (27%)
- Organisational- level outcomes 7 (14%)
- Sustainment of the co-design team or activities 7 (14%)
« Healthcare professional-level outcomes 6 (12%)
- Healthcare system-level outcomes 6 (12%)
« Value-proposition 2 (4%)
- Health outcomes for co-design group 1 (2%)
Measurement methods for reported outcomes
- Not reported 43 (84%)
- Participant experiences (e.g. informal feedback) 10%)
- Interviews 8%)
- Surveys 6%
6%,
- Focus groups

5
4
3
« Authors'hypotheses 3
2
- Reflection meetings 1
- Narrative reflections 1
- Field notes 1
» Document reviews 1

1

- Observations

The arrows in the middle of the trunk represent the
potential mutual influence of the two contexts, suggest-
ing that an iterative approach to evaluation might be
beneficial. For example, when deciding the composition
of the co-design group, it may be important to have an
appropriate representation of the people most impacted
by the problem issue or topic at hand. Or, if a co-designed
healthcare intervention does not achieve the desired out-
comes in the wider context, the co-design group might
consider potential ways to improve the intervention or
how it was delivered. Evaluation of a research co-design
process might start with the foundations (the roots of
the tree) and progress to above ground (the tree grows
and might develop fruit). Yet, depending on the aim of
the evaluation, a focus on one of the two contexts, either
below or above ground, might be appropriate.

Which, and how many, components are appropri-
ate to evaluate depends on the nature of the co-design
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approach and the key questions of the evaluation. For
example, if a co-design approach is used in the very early
stages of a research program, perhaps to identify priori-
ties or to articulate a research question, then 'below’ the
ground components are key. While a randomised study
comparing the effects of a co-designed intervention ver-
sus a researcher-designed intervention might only con-
sider ’above’ the ground components.

The white boxes on the right-hand side of Fig. 3 indi-
cate the research phases, from agenda/priority setting to
dissemination, in which consumers can and should be
involved. This co-design evaluation framework may be
applied at any phase of the research process or applied
iteratively with a view to improving future co-design
activities.

Discussion

This systematic overview of reviews aimed to build on
current literature and develop a framework to assist
researchers with the evaluation of research co-design.
Fifty-one included reviews reported on fifteen evalua-
tion themes, which were grouped into the following clus-
ters: People (within co-design group), group processes,
research processes, co-design context, people (outside
co-design group), system and sustainment. Most reviews
did not report measurement methods for the evalua-
tion themes. If methods were mentioned, they mostly
included qualitative data, informal consumer feedback
and researchers’ reflections. This finding strengthens
our argument that a framework may be helpful in sup-
porting methodologically robust studies to assess co-
design processes and impacts. The Co-Design Evaluation
Framework has adopted a tree metaphor. It presents the
processes and people in the co-design group (below-
ground) as the underpinning system- and people-level
outcomes beyond the co-design group (above-ground).
To evaluate stakeholder involvement in research,
researchers may wish to consider any or all components
in the tree. Which, and how many, components are
appropriate to evaluate depends on the nature of the co-
design approach and the key questions that stakehold-
ers aim to address. Nonetheless, it will be important that
evaluations delineate what parts of the research project
have incorporated a co-design approach.

The Equator reporting checklist for Research Co-
Design, GRIPP2, provides researchers with a series of
concepts that should be considered and reported on
when incorporating patient and public involvement in
research [10]. These concepts include, but are not lim-
ited to, methods of involving patients and the public in
research and intensity of engagement. The Co-Design
Evaluation Framework is not intended as a replacement
for the GRIPP2, rather, it can be used prospectively to
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Table 5 Reported proposed associations between evaluation themes
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Number
of reviews
(%)
Reported proposed associations between evaluation themes

- Level/quality of engagement and emotional factors +5(10%)

- Level/quality of engagement and interrelationships between group members +3(6%)

- Cognitive factors and emotional factors 2 (4%)

- Level/quality of engagement and research process + 2 (4%)

- Level/quality of engagement and cognitive factors « 2 (4%)

- Level/quality of engagement and healthcare system-level outcomes < 1(2%)

- Level/quality of engagement and contextual enablers/barriers < 1(2%)

- Level/quality of engagement and value-proposition + 1 (2%)

- Level/quality of engagement and decision making process <1 (2%)

- Decision making process and emotional factors < 1(2%)

- Emotional factors and research process -1 (2%)

- Interrelationships between group members and research process <1 (2%)

« Decision making process and research process + 1 (2%)

- Decision making process and patient and community outcomes -1 (2%)

Measurement methods for reported proposed associations
- Not reported 100%

Table 6 Clusters of evaluation themes

Clusters

Evaluation themes

People (within co-design group)

Group processes

Research processes

Co-design context
People (outside co-design group)

System

Sustainment

« Emotional factors

- Cognitive factors

« Value-proposition

+ Health outcomes for co-design group

- Structure and composition of the group

- Interrelationships between group members
« Decision making processes

- Level/quality of engagement

- Sustainment of co-design team

« Research quality

« Relevance of the research to local context
and the target population

- Efficiency of the research process

- Contextual enablers/barriers

« Healthcare professional-level outcomes
- Patient and community outcomes

« Healthcare system- level outcomes
o Nation
o State/ province

- Organisational- level outcomes

« Sustainment of co-designed interventions
(incl. adaptations as required)

« Sustainment of co-design team

beyond the current project

- Sustainment of people-level outcomes

« Sustainment of system-level outcomes

inform development of the co-design project or retrop-  that co-design evaluation projects might address. The
sectively to inform completion of the GRIPP2. Table 7 framework could be used at multiple points within co-
provides hypothetical examples of research questions design projects, including prospectively (planning for
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/N

Sustainment

as required)

System

« Healthcare system
level outcomes
o Nation
o State/ province

« Organisational
level outcomes

Impact

Group

processes

« Structure and
composition
of the group

« Interrelationships
between group

People

members « Emotional factors
« Decision making « Cognitive factors
plirEEsEs « Value-proposition

« Level/quality
of engagement

« Health outcomes
for co-design group

Fig. 3 Research Co-design evaluation framework

evaluation before the co-design process has started),
concurrently ( incorporating improvements during the
co-design process) and retrospectively (reviewing past
co-design efforts to inform future projects).

Our systematic overview of reviews identified mul-
tiple evaluation themes. Some of these overlapped with
reported values associated with public involvement in
research [80], community engagement measures [15] and
reported impacts of patient and public involvement in
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Context outside the co-design group

Sustainment of co-designed
interventions (incl. adaptations

Sustainment of co-design team
beyond the current project
Sustainment of people level
and system level outcomes

People

« Healthcare
professional-
level outcomes

« Patient and
community
outcomes

Potential
consumer
involvementin...

Dissemination
Data analysis

Data collection

Research

processes Study design

+ Research quality d L.

* Relevance of the Agen a/Prlorlty
research to local setting

context and the
target population
Efficiency of the
research process

Contextual barriers/enablers

Context within the co-design group

research, as described by others [16, 81, 82]. The added
value of our systematic overview of reviews is that we
went beyond a list of items and took it one step further
by looking at evaluation themes, potential associations
between evaluation themes, clusters of evaluation themes
and ultimately developed a framework to assist others
with research co-design evaluation.

Some reviews in our overview of reviews proposed
potential associations between evaluation themes. Yet,
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Table 7 Example questions to consider for prospective, concurrent and retrospective use of the framework

General example questions to consider

Specific evaluation theme example questions to consider

Prospective «Which evaluation themes are important to our group?
- How will those themes be evaluated?
«When will the evaluation take place?

+Who are the participants in the evaluation?

« Now that we have started our evaluation, what are
the most important signals that we should respond

to now, by changing our co-design process?

+ Now that we have identified some room for improve-
ment in our co-design process, what expertise can we
draw on to decide how to improve? (this might include
consumer expertise)

« Do other/additional evaluation themes need to be
included in subsequent evaluation moments?

Concurrent

Retrospective - Now that we are at the end of the study, is there
evidence that the co-design process and/or product
(e.g. if an intervention was designed) could be improved
next time?

+ What expertise can we draw on to decide

how to improve future co-design activities?

- Do we have evidence that other/additional evalua-
tion themes need to be included in future co-design
projects?

- Structure and composition of the co-design group: Who should be part

of the co-design group so that relevant lived experiences and areas

of expertise are included?

« Decision making process: How can co-design members be supported

to equally engage in the decision making process? And how can we evalu-
ate that?

- Level/quality of engagement: What activities are the co-design members
involved in and what is the attendance rate for the co-design sessions/
meetings?

« Emotional factors: How do co-design members feel about being engaged
in the co-design process?

« Healthcare system level outcomes: Is there evidence that the co-designed
outcome/ intervention/ innovation has been adopted within the targeted
healthcare context? If yes, what was its reach?

« Patient and community outcomes: Did the co-design approach influence
people in the community? If yes, what patient and community outcomes
were achieved?

these proposed associations were not empirically tested.
One of the included studies [58] proposed conditions
and mechanisms involved in co-design processes and
outcomes related to diabetes research. Although it is a
promising starting point, this should be further explored.
A realist evaluation including other research topics and
other approaches, such as the use of logic models, which
was also recognised in the updated MRC framework [9],
might help to build on explorations of included mecha-
nisms of action [83] and give insight into how core ingre-
dients contribute to certain co-design processes and
outcomes. As recognised by others [6, 84], the report-
ing practice of research co-design in the literature could
be improved as details about context, mechanisms and
expected outcomes are frequently missing. This will also
help us to gain a better understanding of what works for
whom, why, how and in which circumstances.

The lack of a consistent definition of co-design makes
it challenging to identify and synthesise the literature, as
recognised by others [6]. Given that there are so many
different terms used in the literature, there is a risk that
we might have missed some relevant papers in our over-
view of reviews. Nevertheless, we tried to capture as
many as possible synonyms of co-design in our search
terms. The absence of quality assessment of included
studies in our overview of reviews can be seen as a limi-
tation. However, our overview of reviews did not aim to
assess existing literature on the co-design process, but
rather focused on what to evaluate, how and when. We

did note whether the reported evaluation themes were
based on empirical evidence or authors’ opinions. Pri-
mary studies reported in the included reviews were not
individually reviewed as this was outside the scope of this
paper. A strength in our methods was the cyclical pro-
cess undertaken between steps 1 and 2. Analysis of the
data extracted from the overview was refined over three
phases following rigorous discussions with a diverse and
experienced stakeholder panel. It was a strength of our
project that a mix of stakeholders were involved, includ-
ing consumers, healthcare professionals and researchers.

Stakeholders are frequently engaged in research but
if research co-design processes and outcomes are not
evaluated, there will be limited learning from past experi-
ences. Evaluation is essential to make refinements during
existing projects and improve future co-design activi-
ties. It is also critical for ensuring commitments to the
underpinning values of c-odesign are embedded within
activities.

A systematic review of all primary studies within
the included reviews of this overview of reviews,
would allow greater depth relating to the practicalities
of how to evaluate certain themes. It would lead to a
better understanding of existing measures and meth-
ods and which evaluation areas need further develop-
ment. Future research should also focus on whether
co-design leads to better outcomes than no co-design
(only researcher-driven research). To our knowl-
edge, this has not been explored yet. Moreover, future
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research could gain better insight into the mechanisms
of change within co-design and explore potential asso-
ciations between evaluation themes for example, those
proposed in the included reviews between level/quality
of engagement and emotional factors.

Conclusion

We followed a systematic, iterative approach to develop
a Co-Design Evaluation Framework that can be applied
to various phases of the research co-design process.
Testing of the utility of the framework is an impor-
tant next step. We propose that the framework could
be used at multiple points within co-design projects,
including prospectively (planning for evaluation before
the co-design process has started), concurrently (to
incorporate improvements during the co-design pro-
cess) and retrospectively (reviewing past co-design
efforts to inform future projects).

Abbreviations
MRC Medical Research Council
GRIPP  Guidance for Reporting Involvement of Patients and the Public

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/513012-024-01394-4.

Supplementary Material 1.
Supplementary Material 2.
Supplementary Material 3.
Supplementary Material 4.

Acknowledgements
The authors would like to thank the graphic designers, Jenni Quinn and Kevin
Calthorpe, for their work on Fig. 3.

Authors’ contributions

SP coordinated the authorship team, completed the systematic literature
searches, synthesis of data, framework design and substantial writing. MK and
LG were the second reviewers for the systematic overview of reviews. MK, LG
and JF assisted with framework design. SP, LG, JF, SB, ET, JC, KD, SR, VP and
MK participated in the stakeholder meetings and the consensus process. All
authors commented on drafts and approved the final submitted version of
the manuscript.

Funding
Not applicable.

Availability of data and materials

All data generated during this study are included either within the text or as a
supplementary file.

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Page 14 of 16

Competing interests
The authors declare that they have no competing interests.

Author details

'School of Health Sciences, The University of Melbourne, Melbourne, Australia.
Department of Health Services Research, Peter MacCallum Cancer Centre,
Melbourne, Australia. * Sir Peter MacCallum Department of Oncology, Faculty
of Medicine, Dentistry and Health Sciences, The University of Melbourne,
Melbourne, Australia. “Centre for Implementation Research, Ottawa Hospital
Research Institute, Ottawa, Canada. *Victorian Comprehensive Cancer Centre,
Melbourne, VIC, Australia. °Emergency Research, Murdoch Children’s Research
Institute, Melbourne, Australia. ”Department of Critical Care, The University

of Melbourne , Melbourne, Australia. #School of Nursing, Faculty of Health,
Ottawa, Canada. Emergency Medicine, Faculty of Medicine, Ottawa, Canada.
"Neurological Rehabilitation Group Mount Waverley, Mount Waverley, Aus-
tralia. "' The ALIVE National Centre for Mental Health Research Translation, The
University of Melbourne, Melbourne, Australia.

Received: 1 April 2024 Accepted: 31 August 2024
Published online: 11 September 2024

References

1. Chalmers |, Glasziou P. Systematic reviews and research waste. Lancet.
2016;387(10014):122-3.

2. Chalmers |, Glasziou P. Avoidable waste in the production and reporting
of research evidence. Lancet. 2009;374(9683):86-9.

3. Glasziou P, Altman DG, Bossuyt P, Boutron |, Clarke M, Julious S, et al.
Reducing waste from incomplete or unusable reports of biomedical
research. Lancet. 2014,383(9913):267-76.

4. loannidis JP. Why Most Clinical Research Is Not Useful. PLoS Med.
2016;13(6):21002049.

5. Oliver S. Patient involvement in setting research agendas. Eur J Gastroen-
terol Hepatol. 2006;18(9):935-8.

6. Slattery P, Saeri AK, Bragge P. Research co-design in health: a rapid over-
view of reviews. Health Res Policy Syst. 2020;18(1):17.

7. NiShéE, Harrison R. Mitigating unintended consequences of co-design
in health care. Health Expect. 2021,24(5):1551-6.

8. Peters S, Sukumar K, Blanchard S, Ramasamy A, Malinowski J, Ginex P,
et al. Trends in guideline implementation: an updated scoping review.
Implement Sci. 2022;17:50.

9. Skivington K, Matthews L, Simpson SA, Craig P, Baird J, Blazeby JM, et al.
A new framework for developing and evaluating complex interventions:
update of Medical Research Council guidance. BMJ. 2021,374:n2061.

10. Staniszewska S, Brett J, Simera |, Seers K, Mockford C, Goodlad S, et al.
GRIPP2 reporting checklists: tools to improve reporting of patient and
public involvement in research. BMJ. 2017;358;j3453.

11. Domecq JP, Prutsky G, Elraiyah T, Wang Z, Nabhan M, Shippee N, et al.
Patient engagement in research: a systematic review. BMC Health Serv
Res. 2014;14:89.

12. Manafo E, Petermann L, Mason-Lai P, Vandall-Walker V. Patient engage-
ment in Canada: a scoping review of the "how” and “what” of patient
engagement in health research. Health Res Policy Syst. 2018;16(1):5.

13. Fergusson D, Monfaredi Z, Pussegoda K, Garritty C, Lyddiatt A, Shea B,
et al. The prevalence of patient engagement in published trials: a system-
atic review. Res Involv Engagem. 2018;4:17.

14. Vat LE, Finlay T, Jan Schuitmaker-Warnaar T, Fahy N, Robinson P, Boudes
M, et al. Evaluating the “return on patient engagement initiatives”in
medicines research and development: A literature review. Health Expect.
2020;23(1):5-18.

15. Luger TM, Hamilton AB, True G. Measuring Community-Engaged
Research Contexts, Processes, and Outcomes: A Mapping Review. Mil-
bank Q. 2020,98(2):493-553.

16. Modigh A, Sampaio F, Moberg L, Fredriksson M. The impact of patient
and public involvement in health research versus healthcare: A scoping
review of reviews. Health Policy. 2021;125(9):1208-21.

17. Clavel N, Paquette J, Dumez V, Del Grande C, Ghadiri DPS, Pomey
MP, et al. Patient engagement in care: A scoping review of recently
validated tools assessing patients’and healthcare professionals’ prefer-
ences and experience. Health Expect. 2021;24(6):1924-35.


https://doi.org/10.1186/s13012-024-01394-4
https://doi.org/10.1186/s13012-024-01394-4

Peters et al. Implementation Science

20.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31

32.

33.

34,

35.

36.

37.

38.

(2024) 19:63

. Newman B, Joseph K, Chauhan A, Seale H, Li J, Manias E, et al. Do

patient engagement interventions work for all patients? A systematic
review and realist synthesis of interventions to enhance patient safety.
Health Expect. 2021;24:1905 No Pagination Specified.

. Lowe D, Ryan R, Schonfeld L, Merner B, Walsh L, Graham-Wisener L,

et al. Effects of consumers and health providers working in partner-
ship on health services planning, delivery and evaluation. Cochrane
Database Syst Rev. 2021;9:CD013373.

Price A, Albargouni L, Kirkpatrick J, Clarke M, Liew SM, Roberts N, et al.
Patient and public involvement in the design of clinical trials: An over-
view of systematic reviews. J Eval Clin Pract. 2018;24(1):240-53.

. Sarrami-Foroushani P, Travaglia J, Debono D, Braithwaite J. Implement-

ing strategies in consumer and community engagement in health
care: results of a large-scale, scoping meta-review. BMC Health Serv
Res. 2014;14:402.

Abrams R, Park S, Wong G, Rastogi J, Boylan A-M, Tierney S, et al. Lost in
reviews: Looking for the involvement of stakeholders, patients, public
and other non-researcher contributors in realist reviews. Research
Synthesis Methods. 2021;12(2):239-47.

Zych MM, Berta WB, Gagliardi AR. Conceptualising the initiation of
researcher and research user partnerships: a meta-narrative review.
Health Res Policy Syst. 2020;18(1):24.

Gates M, Gates A, Pieper D, Fernandes RM, Tricco AC, Moher D, et al.
Reporting guideline for overviews of reviews of healthcare interven-
tions: development of the PRIOR statement. BMJ. 2022,378:e070849.
Pollock A, Campbell P, Brunton G, Hunt H, Estcourt L. Selecting and
implementing overview methods: implications from five exemplar
overviews. Syst Rev. 2017;6(1):145.

Greenhalgh T, Hinton L, Finlay T, Macfarlane A, Fahy N, Clyde B,

et al. Framewaorks for supporting patient and public involvement in
research: Systematic review and co-design pilot. Health Expectations:
An International Journal of Public Participation in Health Care & Health
Policy. 2019;22(4):785-801.

Hughes M, Duffy C. Public involvement in health and social sci-

ences research: A concept analysis. Health Expectations: An Interna-
tional Journal of Public Participation in Health Care & Health Policy.
2018;21(6):1183-90.

Braun V, Clarke V. Using thematic analysis in psychology. Qual Res
Psychol. 2008;3(2):77-101.

Waggoner J, Carline JD, Durning SJ. Is There a Consensus on Consensus
Methodology? Descriptions and Recommendations for Future Consen-
sus Research. Acad Med. 2016;91(5):663-8.

Harvey N, Holmes CA. Nominal group technique: an effective method
for obtaining group consensus. Int J Nurs Pract. 2012;18(2):188-94.
Page MJ, McKenzie JE, Bossuyt PM, Boutron |, Hoffmann TC, Mulrow CD,
et al. The PRISMA 2020 statement: an updated guideline for reporting
systematic reviews. BMJ. 2021;372:n71.

Baldwin JN, Napier S, Neville S, Clair VAWS. Impacts of older people’s
patient and public involvement in health and social care research: a
systematic review. Age Ageing. 2018;47(6):801-9.

Bench S, Eassom E, Poursanidou K. The nature and extent of service
user involvement in critical care research and quality improvement: A
scoping review of the literature. Int J Consum Stud. 2018;42(2):217-31.
Bethell J, Commisso E, Rostad HM, Puts M, Babineau J, Grinbergs-Saull
A, et al. Patient engagement in research related to dementia: a scoping
review. Dementia. 2018;17(8):944-75.

Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall C,
et al. A systematic review of the impact of patient and public involve-
ment on service users, researchers and communities. The Patient:
Patient-Centered Outcomes Research. 2014;7(4):387-95.

Di Lorito C, Birt L, Poland F, Csipke E, Gove D, Diaz-Ponce A, et al. A
synthesis of the evidence on peer research with potentially vulner-
able adults: how this relates to dementia. Int J Geriatr Psychiatry.
2017;32(1):58-67.

Di Lorito C, Bosco A, Birt L, Hassiotis A. Co-research with adults with
intellectual disability: A systematic review. J Appl Res Intellect Disabil.
2018;31(5):669-86.

Fox G, Fergusson DA, Daham Z, Youssef M, Foster M, Poole E, et al. Patient
engagement in preclinical laboratory research: A scoping review. EBio-
Medicine. 2021;70:103484.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

Page 150f 16

Frankena TK, Naaldenberg J, Cardol M, Linehan C, van Schrojenstein
Lantman-de Valk H. Active involvement of people with intellectual dis-
abilities in health research - a structured literature review. Res Dev Disabil.
2015;45-46:271-83.

Fudge N, Wolfe CD, McKevitt C. Involving older people in health research.
Age Ageing. 2007,;36(5):492-500.

George AS, Mehra V, Scott K, Sriram V. Community participation in health
systems research: A systematic review assessing the state of research, the
nature of interventions involved and the features of engagement with
communities. PLoS One. 2015;10(10):ArtID e0141091.

Legare F, Boivin A, van der Weijden T, Pakenham C, Burgers J, Legare

J, et al. Patient and public involvement in clinical practice guidelines:

A knowledge synthesis of existing programs. Med Decis Making.
2011,31(6):E45-74.

McCarron TL, Clement F, Rasiah J, Moran C, Moffat K, Gonzalez A, et al.
Patients as partners in health research: a scoping review. Health Expect.
2021;24:1378 No Pagination Specified.

Miller J, Knott V, Wilson C, Roder D. A review of community engagement
in cancer control studies among indigenous people of Australia, New
Zealand, Canada and the USA. Eur J Cancer Care. 2012;21(3):283-95.
Shen S, Doyle-Thomas KAR, Beesley L, Karmali A, Williams L, Tanel N,

et al. How and why should we engage parents as co-researchers in
health research? A scoping review of current practices. Health Expect.
2017,20(4):543-54.

Velvin G, Hartman T, Bathen T. Patient involvement in rare diseases
research: a scoping review of the literature and mixed method evaluation
of Norwegian researchers'experiences and perceptions. Orphanet J Rare
Dis. 2022;17(1):212.

Wiles LK, Kay D, Luker JA, Worley A, Austin J, Ball A, et al. Consumer
engagement in health care policy, research and services: A system-

atic review and meta-analysis of methods and effects. PLoS One.
2022;17:€0261808.no pagination

Cook N, Siddigi N, Twiddy M, Kenyon R. Patient and public involvement in
health research in low and middle-income countries: a systematic review.
BMJ Open. 2019;9(5):e026514.

Chambers E, Gardiner C, Thompson J, Seymour J. Patient and carer
involvement in palliative care research: An integrative qualitative evi-
dence synthesis review. Palliat Med. 2019;33(8):969-84.

Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall

C, et al. Mapping the impact of patient and public involvement on
health and social care research: a systematic review. Health Expect.
2014;17(5):637-50.

Boaz A, Hanney S, Jones T, Soper B. Does the engagement of clinicians
and organisations in research improve healthcare performance: a three-
stage review. BMJ Open. 2015;5(12):2009415.

Boivin A, LEsperance A, Gauvin FP, Dumez V, Macaulay AC, Lehoux P,

et al. Patient and public engagement in research and health system
decision making: A systematic review of evaluation tools. Health Expect.
2018;21(6):1075-84.

Anderst A, Conroy K, Fairbrother G, Hallam L, McPhail A, Taylor V. Engag-
ing consumers in health research: a narrative review. Aust Health Rev.
2020;44(5):806-13.

Arnstein L, Wadsworth AC, Yamamoto BA, Stephens R, Sehmi K, Jones

R, et al. Patient involvement in preparing health research peer-reviewed
publications or results summaries: a systematic review and evidence-
based recommendations. Res Involv Engagem. 2020;6:34.
Becerril-Montekio V, Garcia-Bello LA, Torres-Pereda P, Alcalde-Rabanal
J,Reveiz L, Langlois EV. Collaboration between health system decision
makers and professional researchers to coproduce knowledge, a scoping
review. Int J Health Plann Manage. 2022,28:28.

Bird M, Ouellette C, Whitmore C, Li L, Nair K, McGillion MH, et al. Preparing
for patient partnership: A scoping review of patient partner engagement
and evaluation in research. Health Expect. 2020;23:523 No Pagination
Specified.

Dawson S, Campbell SM, Giles SJ, Morris RL, Cheraghi-Sohi S. Black and
minority ethnic group involvement in health and social care research: A
systematic review. Health Expect. 2018;21(1):3-22.

Harris J, Haltbakk J, Dunning T, Austrheim G, Kirkevold M, Johnson M,

et al. How patient and community involvement in diabetes research
influences health outcomes: A realist review. Health Expectations: An



Peters et al. Implementation Science (2024) 19:63

59.

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

74.

75.

76.

77.

78.

International Journal of Public Participation in Health Care & Health
Policy. 2019;22(5):907-20.

Hubbard G, Kidd L, Donaghy E. Involving people affected by cancer in
research: a review of literature. Eur J Cancer Care. 2008;17(3):233-44.
Hubbard G, Kidd L, Donaghy E, McDonald C, Kearney N. A review of
literature about involving people affected by cancer in research, policy
and planning and practice. Patient Educ Couns. 2007;65(1):21-33.

Jones EL, Williams-Yesson BA, Hackett RC, Staniszewska SH, Evans D,
Francis NK. Quality of reporting on patient and public involvement within
surgical research: a systematic review. Ann Surg. 2015,261(2):243-50.
Drahota A, Meza RD, Brikho B, Naaf M, Estabillo JA, Gomez ED, et al.
Community-Academic Partnerships: A Systematic Review of the State

of the Literature and Recommendations for Future Research. Milbank Q.
2016,94(1):163-214.

Forsythe LP, SzydlowskiV, Murad MH, Ip S, Wang Z, Elraiyah TA, et al. A
systematic review of approaches for engaging patients for research on
rare diseases. J Gen Intern Med. 2014;29(Suppl 3):788-800.

Lander J, Hainz T, Hirschberg |, Strech D. Current practice of pub-

lic involvement activities in biomedical research and innovation:

a systematic qualitative review. PLoS One [Electronic Resourcel.
2014,9(12):113274.

Lee DJ, Avulova S, Conwill R, Barocas DA. Patient engagement in the
design and execution of urologic oncology research. Urol Oncol.
2017,35(9):552-8.

Malterud K, Elvbakken KT. Patients participating as co-researchers in
health research: A systematic review of outcomes and experiences.
Scandinavian Journal of Public Health. 2020;48(6):617-28.

Miah J, Dawes P, Edwards S, Leroi |, Starling B, Parsons S. Patient and pub-
lic involvement in dementia research in the European Union: a scoping
review. BMC geriatr. 2019;19(1):220.

Nilsen ES, Myrhaug HT, Johansen M, Oliver S, Oxman AD. Methods of con-
sumer involvement in developing healthcare policy and research, clinical
practice guidelines and patient information material. Cochrane Database
Syst Rev. 2006;2006(3):CD004563.

Oliver S, Clarke-Jones L, Rees R, Milne R, Buchanan P, Gabbay J, et al.
Involving consumers in research and development agenda setting

for the NHS: developing an evidence-based approach. Health Technol
Assess. 2004;8(15):1-148 [lI-IV.

Orlowski SK, Lawn S, Venning A, Winsall M, Jones GM, Wyld K, et al.
Participatory Research as One Piece of the Puzzle: A Systematic Review
of Consumer Involvement in Design of Technology-Based Youth Mental
Health and Well-Being Interventions. JMIR Hum Factors. 2015;2(2):e12.

Pii KH, Schou LH, Piil K, Jarden M. Current trends in patient and public
involvement in cancer research: A systematic review. Health Expectations:
An International Journal of Public Participation in Health Care & Health
Policy. 2019;22(1):3-20.

Sandoval JA, Lucero J, Oetzel J, Avila M, Belone L, Mau M, et al. Process
and outcome constructs for evaluating community-based participa-
tory research projects: a matrix of existing measures. Health Educ Res.
2012;27(4):680-90.

Sangill C, Buus N, Hybholt L, Berring LL. Service user’s actual involvement
in mental health research practices: A scoping review. Int J Ment Health
Nurs. 2019;28(4):798-815.

Schelven F, Boeije H, Marien V, Rademakers J. Patient and public involve-
ment of young people with a chronic condition in projects in health and
social care: A scoping review. Health Expect. 2020;23:789 No Pagination
Specified.

Schilling I, Gerhardus A. Methods for Involving Older People in Health
Research-A Review of the Literature. International Journal of Environmen-
tal Research & Public Health [Electronic Resource). 2017;14(12):29.
Shippee ND, Domecq Garces JP, Prutsky Lopez GJ, Wang Z, Elraiyah

TA, Nabhan M, et al. Patient and service user engagement in research:

a systematic review and synthesized framework. Health Expect.
2015;18(5):1151-66.

Vaughn LM, Jacquez F, Lindquist-Grantz R, Parsons A, Melink K. Immi-
grants as research partners: A review of immigrants in community-based
participatory research (CBPR). J Immigr Minor Health. 2017;19(6):1457-68.
Walmsley J, Strnadova |, Johnson K. The added value of inclusive research.
J Appl Res Intellect Disabil. 2018;31(5):751-9.

Page 16 of 16

79. Weschke S, Franzen DL, Sierawska AK, Bonde LS, Strech D. Schorr SG.
Reporting of patient involvement: A mixed-methods analysis of current
practice in health research publications. medRxiv; 2022. p. 21.

80. Gradinger F, Britten N, Wyatt K, Froggatt K, Gibson A, Jacoby A, et al.
Values associated with public involvement in health and social care
research: A narrative review. Health Expectations: An International Journal
of Public Participation in Health Care & Health Policy. 2015;18(5):661-75.

81. Hoekstra F, Mrklas KJ, Khan M, McKay RC, Vis-Dunbar M, Sibley KM, et al.
A review of reviews on principles, strategies, outcomes and impacts
of research partnerships approaches: A first step in synthesising the
research partnership literature. Health Res Pol Syst. 2020;18(1):51 no
pagination.

82. Stallings SC, Boyer AP, Joosten YA, Novak LL, Richmond A, Vaughn YC,
et al. A taxonomy of impacts on clinical and translational research from
community stakeholder engagement. Health Expect. 2019;22(4):731-42.

83. Grindell C, Coates E, Croot L, O'Cathain A. The use of co-production,
co-design and co-creation to mobilise knowledge in the manage-
ment of health conditions: a systematic review. BMC Health Serv Res.
2022;22(1):877.

84. Staley K."Is it worth doing?” Measuring the impact of patient and public
involvement in research. Res Involv Engagem. 2015;1:6.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.



	Evaluation of research co-design in health: a systematic overview of reviews and development of a framework
	Abstract 
	Background 
	Methods 
	Results 
	Conclusions 

	Contributions to the literature
	Introduction
	Methods
	Step 1: A systematic overview of reviews
	Search strategy
	Study selection

	Step 2: Stakeholder panel meetings to discuss and debate findings from the overview of reviews
	Step 3: Consensus meeting with stakeholder panel

	Results
	Step 1: Systematic overview of reviews
	Characteristics of the included studies

	Step 2: Stakeholder panel meetings to discuss and debate findings from the overview of reviews
	Identified evaluation themes

	Step 3: Consensus meeting with stakeholder panel

	Discussion
	Conclusion
	Acknowledgements
	References


