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A B S T R A C T

Background

Partnering with consumers in the planning, delivery and evaluation of health services is an essential component of person-centred care.
There are many ways to partner with consumers to improve health services, including formal group partnerships (such as committees,
boards or steering groups). However, consumers' and health providers' views and experiences of formal group partnerships remain unclear.

In this qualitative evidence synthesis (QES), we focus specifically on formal group partnerships where health providers and consumers
share decision-making about planning, delivering and/or evaluating health services. Formal group partnerships were selected because
they are widely used throughout the world to improve person-centred care.
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For the purposes of this QES, the term 'consumer' refers to a person who is a patient, carer or community member who brings their
perspective to health service partnerships. 'Health provider' refers to a person with a health policy, management, administrative or clinical
role who participates in formal partnerships in an advisory or representative capacity.

This QES was co-produced with a Stakeholder Panel of consumers and health providers. The QES was undertaken concurrently with a
Cochrane intervention review entitled E�ects of consumers and health providers working in partnership on health services planning, delivery
and evaluation.

Objectives

1. To synthesise the views and experiences of consumers and health providers of formal partnership approaches that aimed to improve
planning, delivery or evaluation of health services.

2. To identify best practice principles for formal partnership approaches in health services by understanding consumers' and health
providers' views and experiences.

Search methods

We searched MEDLINE, Embase, PsycINFO and CINAHL for studies published between January 2000 and October 2018. We also searched
grey literature sources including websites of relevant research and policy organisations involved in promoting person-centred care.

Selection criteria

We included qualitative studies that explored consumers' and health providers' perceptions and experiences of partnering in formal group
formats to improve the planning, delivery or evaluation of health services.

Data collection and analysis

Following completion of abstract and full-text screening, we used purposive sampling to select a sample of eligible studies that covered
a range of pre-defined criteria, including rich data, range of countries and country income level, settings, participants, and types of
partnership activities. A Framework Synthesis approach was used to synthesise the findings of the sample. We appraised the quality of
each study using the CASP (Critical Appraisal Skill Program) tool. We assessed our confidence in the findings using the GRADE-CERQual
(Confidence in the Evidence from Reviews of Qualitative research) approach.

The Stakeholder Panel was involved in each stage of the review from development of the protocol to development of the best practice
principles.

Main results

We found 182 studies that were eligible for inclusion. From this group, we selected 33 studies to include in the final synthesis. These studies
came from a wide range of countries including 28 from high-income countries and five from low- or middle-income countries (LMICs).

Each of the studies included the experiences and views of consumers and/or health providers of partnering in formal group formats. The
results were divided into the following categories.

Contextual factors influencing partnerships: government policy, policy implementation processes and funding, as well as the
organisational context of the health service, could facilitate or impede partnering (moderate level of confidence).

Consumer recruitment: consumer recruitment occurred in diKerent ways and consumers managed the recruitment process in a minority
of studies only (high level of confidence). Recruiting a range of consumers who were reflective of the clinic's demographic population
was considered desirable, particularly by health providers (high level of confidence). Some health providers perceived that individual
consumers' experiences were not generalisable to the broader population whereas consumers perceived it could be problematic to aim
to represent a broad range of community views (high level of confidence).

Partnership dynamics and processes: positive interpersonal dynamics between health providers and consumers facilitated partnerships
(high level of confidence). However, formal meeting formats and lack of clarity about the consumer role could constrain consumers’
involvement (high level of confidence). Health providers’ professional status, technical knowledge and use of jargon were intimidating
for some consumers (high level of confidence) and consumers could feel their experiential knowledge was not valued (moderate level
of confidence). Consumers could also become frustrated when health providers dominated the meeting agenda (moderate level of
confidence) and when they experienced token involvement, such as a lack of decision-making power (high level of confidence)

Perceived impacts on partnership participants: partnering could aKect health provider and consumer participants in both positive and
negative ways (high level of confidence).

Perceived impacts on health service planning, delivery and evaluation: partnering was perceived to improve the person-centredness
of health service culture (high level of confidence), improve the built environment of the health service (high level of confidence), improve
health service design and delivery e.g. facilitate 'out of hours' services or treatment closer to home (high level of confidence), enhance
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community ownership of health services, particularly in LMICs (moderate level of confidence), and improve consumer involvement in
strategic decision-making, under certain conditions (moderate level of confidence). There was limited evidence suggesting partnering may
improve health service evaluation (very low level of confidence).

Best practice principles for formal partnering to promote person-centred care were developed from these findings. The principles were
developed collaboratively with the Stakeholder Panel and included leadership and health service culture; diversity; equity; mutual respect;
shared vision and regular communication; shared agendas and decision-making; influence and sustainability.

Authors' conclusions

Successful formal group partnerships with consumers require health providers to continually reflect and address power imbalances
that may constrain consumers' participation. Such imbalances may be particularly acute in recruitment procedures, meeting structure
and content and decision-making processes. Formal group partnerships were perceived to improve the physical environment of health
services, the person-centredness of health service culture and health service design and delivery. Implementing the best practice principles
may help to address power imbalances, strengthen formal partnering, improve the experiences of consumers and health providers and
positively aKect partnership outcomes.

P L A I N   L A N G U A G E   S U M M A R Y

What are consumers and health providers' views and experiences of working in formal partnerships to plan, deliver and evaluate
health services?

Key messages

-Power imbalances between health providers and consumers can limit consumer participation in health service planning, delivery and
evaluation.

-Power imbalances in the partnership may happen because of the ways consumers are recruited, how meetings are run, and how decisions
are made.

-To have successful partnerships with consumers, health providers need to address these power imbalances.

-Some consumers and health providers believed that partnerships improved the culture and environment of the health service, as well as
how health services were planned and developed.

Why is it important that consumers and health providers work together to plan, deliver and evaluate health services?

In the past, health providers decided how health services were planned, delivered and evaluated. More recently there has been a focus
on designing services to better meet the needs, preferences and values of consumers. This has led to consumers partnering with health
providers to design, deliver and evaluate health services. ONen partnerships between consumers and health providers happen in formal
group formats, such as committees, hospital boards or working groups.

What did we want to find out?

We wanted to explore the views and experiences of consumers and health providers working in partnership to plan, deliver and evaluate
health services. We also wanted to identify best practice principles for partnering in formal group formats. 

What did we do?

We conducted a qualitative evidence synthesis (QES) to understand the views and experiences of health providers and consumers working
in partnership. A QES brings together and analyses the results from individual qualitative studies. Qualitative studies use data that are
collected through interviews, focus groups, questionnaires and observations.

The QES was conducted with a Stakeholder Panel of consumers and health providers. The Panel worked with the research team to decide
which questions to answer, what studies should be included, whether the analysis was comprehensive and to develop the best practice
principles.

We searched databases for qualitative studies that explored consumers’ and health providers' views and experiences of partnering in
formal group formats. We searched for studies published from January 2000 to October 2018. We also searched websites of organisations
involved in person-centred care, and asked experts to share relevant studies.

From these searches we selected 33 studies for in-depth analysis. The studies were from diKerent countries and settings (e.g. hospital or
community clinics) and involved diKerent people (including under-represented patients) and diKerent types of formal group partnerships
(e.g. committees or steering groups).
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We combined the results of the studies and looked for common themes. These themes became our findings. We rated our confidence in
each of the findings based on the relevance, quality and quantity of the data. We grouped the findings into categories.

What did we find?

Our analysis identified 19 findings, which we grouped into the following five categories.

Contextual factors influencing partnerships: government policy, processes, funding, and the organisational context of the health service
influenced partnering.

Consumer recruitment:consumer recruitment occurred in various ways. In a few studies consumers managed the recruitment process.
Some people (particularly health providers) felt consumers should reflect the range of people who used the health service. Some health
providers thought that the experience of some consumers did not reflect the broader population. Consumers sometimes found it diKicult
to represent a broad range of community views.

Partnership dynamics and processes:positive relationships between health providers and consumers improved  partnerships. Formal
meetings and being unclear about the consumer role could limit consumers’ involvement. Health providers’ professional status, technical
knowledge, and use of jargon could be intimidating for consumers. Consumers sometimes felt their knowledge was not valued. Consumers
could become frustrated when they lacked decision-making power, and when health providers dominated the meeting agenda.

Perceived impacts on partnership participants:formal partnerships could aKect health providers and consumers in both positive and
negative ways.

Perceived impacts on health service planning, delivery and evaluation:people perceivedformal partnerships may improve health service
culture and the physical environment of the health service. They also felt partnerships may improve health service design and delivery.

How can these findings be put into practice?

Best practice principles for partnering in formal group formats were developed from the findings. Principles included leadership and
health service culture; diversity; equity; mutual respect; shared vision and regular communication; shared agendas and decision-making;
influence and sustainability.

What are the limitations of the evidence?

Most of the findings in this review are rated as "high" or "moderate" confidence, which means the evidence for the findings is strong.
However, one finding that showed people perceived formal partnerships improved health service evaluation, was rated as "very low"
confidence because it was based on weaker evidence.

How up to date is this evidence?

This evidence is up to date to October 2018. The review took longer than usual to complete because co-produced research takes time, and
the review was completed during the COVID-19 pandemic. Because most of the findings are rated "high" or "moderate" confidence, we
believe an updated search may not substantially change the results.
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B A C K G R O U N D

Introduction

This qualitative evidence synthesis (a summary and synthesis
of qualitative research, or QES) focuses on how consumers and
health providers work in partnership to improve the planning,
delivery, and evaluation of health services. In this review, the
term 'consumer' refers to a person who is a patient, carer
or community member who brings their perspective to health
service partnerships. The term also includes consultants who are
employed by the health service to represent the patient or carer
perspective. The term 'health provider' refers to a person who
provides a health policy, management, administrative or clinical
perspective.

For the purposes of this review, partnership approaches included
formal meeting formats involving both consumers and health
providers (such as committees, councils, boards, health facility
committees, and steering groups). These partnerships are related
to a specific part of a health service (e.g. redesigning a mental
health unit), the whole health service (e.g. decision-making on a
hospital quality and safety committee), or a policy or programme of
care aKecting multiple health services (e.g. co-design of a region's
maternal and child health services policy).

This QES is linked to a Cochrane intervention review (a summary
and synthesis of trials) titled E�ects of consumers and health
providers working in partnership on health services planning,
delivery and evaluation (Lowe 2021). The intervention review
included five trials and concluded that there was not enough
evidence to determine if formal partnerships had any eKects
on a wide range of outcomes for consumers, providers or
health services, compared to usual practice, or compared with
other non-partnership approaches. This QES and the published
intervention review were conducted concurrently and the QES
findings supplement the findings of the latter. Specifically, in this
QES, we sought to understand consumers' and health providers'
views and experiences of formal partnership approaches, including
how they worked across a range of settings and the barriers and
facilitators to optimal partnerships. By examining the features
that may facilitate or impede the eKectiveness of formal group
partnerships, this QES helps to better understand why the diKerent
partnerships examined by randomised trials analysed by the
intervention review did not work.

Person-centred health services and formal partnership
approaches

The global move towards person-centred care in health services is
a major, and relatively recent, phenomenon. Historically, medical
dominance, in which health providers made decisions on behalf
of, and without necessarily involving, patients dominated the
planning and delivery of health care (Bleakley 2014; Coulter 1999;
Richards 2013). Although there is no universally agreed definition,
the Institute for Patient- and Family-Centered Care defines person-
centred care as "planning, delivery, and evaluation of health
care that is grounded in mutually beneficial partnerships among
healthcare providers, patients, and families" (IPFCC 2012). This
definition, like many others, emphasises that partnerships with
consumers underpin person-centred care.

Partnering with consumers across all levels of a health service is a
key facilitator in the delivery of person-centred care. A report from
the Australian Commission on Safety and Quality in Health Care
identified partnering with consumers as one of seven attributes of
high performing person-centred healthcare organisations (ACSQHC
2018). Similarly, a qualitative study by Luxford 2011, which explored
the facilitators and barriers to person-centred care in healthcare
institutions in the United States, found that a key facilitator to
achieving person-centred care was the involvement of consumers
throughout a health service. In this QES, we focused on the
involvement of consumers in partnerships relating to the planning,
delivery and evaluation of healthcare services, rather than their
involvement in their own individual health care.

Description of the phenomenon of interest

We explored how consumers and health providers worked
in formal group partnerships (such as committees, councils,
boards or steering groups) to improve the planning, delivery
and evaluation of health services). Examples of consumer/health
provider partnerships we aimed to include were health policy
committees, hospital advisory boards, experience-based co-design
working groups on a ward or partnerships to co-produce health
information or evaluate aspects of a health service. Formal group
partnerships are part of a range of methods used by health
services to involve consumers in collective decision-making. Other
methods, which are beyond the scope of this review, include
collecting individual patient feedback about services, creating
a stand-alone committee of consumers to provide advice on
diKerent topics, conducting one-oK focus groups or consultations
with consumers and engaging with consumers via social media
(ACSQHC 2021; Walsh 2021; WHO 2016).

How the QES was co-produced

This QES was co-produced by researchers working with a group
of Australian stakeholders in health (herein called the Stakeholder
Panel) using new Cochrane co-production methods (Merner 2021;
Merner 2019New Reference;  Pollock 2015; Pollock 2017). The
Stakeholder Panel consisted of 18 people who had a wide range
of expertise: six were consumer representatives with experience
in service improvement, research or policy; six were health
providers with expertise in clinical governance; and six were
involved in researching, developing or implementing healthcare
quality and safety policy and standards. The Stakeholder Panel has
been involved since the beginning of the review. Recruitment of
panel members, involvement in topic selection, development and
publication of the protocol are described elsewhere (Merner 2018;
Merner 2019New Reference).

Following publication of the protocol, on 23 November 2018,
we convened a one-day, face-to-face meeting of the Stakeholder
Panel in Melbourne to contribute to study selection for the review.
We began the meeting with an explanation of full-text screening
methods, and how they fit within the overall QES process. We then
formed small groups (comprising researchers plus stakeholders)
and applied the inclusion criteria to 20 full-text qualitative research
articles. Decisions about inclusion for each article were made via
consensus. Following the meeting, four stakeholders (CW, NR, AM,
RC) contributed to full-text screening of further articles (which were
dual-screened by a member of the research team (BM, DL, LW,
LS)). Further detail of the full-text screening workshop is provided
elsewhere (Merner 2019a; Merner 2019b).
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On 7 December 2021, aNer the preliminary data analysis had
occurred and the findings were draNed, we held a Zoom
Stakeholder Panel meeting to discuss the findings of the review
and to further develop and refine the best practice principles.
Stakeholder Panel members who had been involved in the review
process were invited to be co-authors and provided feedback on
draNs as well as final approval to publish.

Why it was important to conduct this QES

Cochrane's evidence base explicitly regarding approaches to
improve person-centred care, including improving person-centred
healthcare services, is limited. We sought to add to the evidence by
exploring how consumers and health providers working together in
formal group partnerships improved person-centred healthcare by
contributing to planning, delivering and evaluating health services.
Governments and health authorities are increasingly encouraging
or requiring health services to demonstrate how they have included
consumers in decision-making about the health service (see for
example ACSQHC 2021a; AHRQ 2017; Health Canada 2019; Monitor
2014) This is a burgeoning area in healthcare policy, and health
services are seeking guidance informed by evidence, as the input
from the Stakeholder Panel demonstrated.

The findings of the QES contribute to understanding the findings
of Lowe 2021 which investigated the eKectiveness of partnerships
between consumers and health providers. The results of the QES
were integrated with the studies in  Lowe 2021 using a matrix
approach to describe the barriers and facilitators of partnership-
working within each of the trials.

Additionally, as the review has been co-produced with a
Stakeholder Panel, it provides a valuable resource for other
systematic review authors (both within and outside Cochrane)
who are seeking to include consumers, health providers and
policymakers in reviews.

O B J E C T I V E S

Overall aims

• To synthesise the views and experiences of consumers and
health providers of formal partnership approaches that aimed
to improve planning, delivery or evaluation of health services.

• To identify best practice principles for formal partnership
approaches in health services by understanding consumers' and
health providers' views and experiences.

Objectives

• To analyse the ways consumers and health providers worked
in formal group partnerships (including recruitment processes,
how agendas were structured and meetings were led).

• To understand consumers' and health providers' views and
experiences of working in formal partnership formats.

• To investigate the barriers and facilitators to formal partnering
and how these promoted or impeded person-centred planning,
delivery or evaluation of health services.

M E T H O D S

Criteria for considering studies for this review

Types of phenomena of interest

We included qualitative studies that focused on working in formal
group partnerships to improve planning, delivery or evaluation of
health services. Partnering is defined as "healthcare organisations,
healthcare providers and policymakers actively working with
people who use the healthcare system to ensure that health
information and services meet people's needs" (ACSQHC 2018).
For the purposes of this review, formal group partnerships were
operationalised as consumers and health providers meeting jointly
and regularly in formal group formats (e.g. committees, councils,
working groups) to share decision-making for the purpose of
planning, delivery or evaluation in one or more health service(s).

Studies meeting the following criteria were eligible for inclusion.

• Consumers and health providers were engaged in formal group
formats, such as committees, councils, boards or steering
groups.

• The group involved at least one consumer and at least one
health provider.

• The group met jointly, more than once via face-to-face or
electronic modes.

• The group was either ongoing or time-limited (for example,
groups formed for a specific project).

• The group made joint decisions for planning and/or delivery
and/or evaluation of health services.

We excluded studies that involved partnering with consumers
for decision-making about an individual's care or treatment, and
studies focused on partnering with consumers for health services
research (planning, undertaking, or disseminating research),
including a health service's management of research (research
funding panels, setting research priorities, research ethics, and
governance). We included studies which involved partnering
with consumers for health provider education, but only when
these partnerships included formal group formats (e.g. a training
committee or delivering joint training).

Types of studies

This review included primary, empirical qualitative studies that
included a description of the sampling strategy, data collection
procedures and the type of data analysis undertaken (Hannes
2011). We also included the qualitative component of mixed
methods studies. We excluded opinion pieces, vignettes and
editorials.

Types of settings

The setting for outcomes of the partnering approaches was health
services. For the purposes of this review, health services were
defined as healthcare organisations that provided direct care to
patients in primary settings (e.g. community health centre, general
practitioner practice), secondary settings (e.g. specialist outpatient
clinics), or tertiary settings (e.g. hospitals). We also included home
and residential services but only when the primary focus was on
providing health or nursing care (e.g. home-based nursing services,
nursing homes, residential rehabilitation services or hospices).
Studies from rural and urban settings were eligible for inclusion,
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as well as those from high-income and low- and middle-income
countries.

Types of participants

For the purposes of the QES, the terms 'consumer' and 'health
provider' were defined as follows.

• 'Consumer' referred to a person who was a patient, carer or
community member who brought their perspective to health
service partnerships. The term also included consultants who
were employed by the health service to represent the patient or
carer perspective.

• 'Health provider' referred to a person who had a health
policy, management, administrative, or clinical role and
who participated in formal partnerships in an advisory or
representative capacity. A health provider did not include a
person whose primary role was a health researcher.

We excluded health provider participants who assumed the role of
consumers in a partnership, as their primary role was to represent
providers rather than consumers.

We analysed data from consumer and health provider participants
separately, when possible. We included the findings of studies
when the views of consumers or health providers were combined,
as long as the findings addressed the objectives of this review.
We also included data where consumer or health provider views
were combined with other types of participants (e.g. community
development oKicers). However, when analysed separately, we did
not include the views of other types of participants.

Search methods for identification of studies

Electronic searches

We searched the following databases on 3 October 2018:

• MEDLINE (OvidSP) (1946 to 2 October 2018).

• Embase (OvidSP) (1947 to 2 October 2018).

• PsycINFO (OvidSP) (1806 to 2 October 2018).

• CINAHL (EBSCO) (1937 to 2 October 2018).

Consistent with a qualitative paradigm, a purposive sampling
approach was used to develop the search strategy, rather than an
exhaustive and comprehensive approach (Noyes 2022). Informal
scoping searches of our topic in MEDLINE showed a proliferation of
studies about partnering with consumers published aNer 2000. Our
search results were therefore limited by publication date and we
considered studies published from January 2000. We also restricted
the search to English language studies only due to the challenges
associated with translating qualitative research articles, and a
lack of translating expertise within the author team (i.e. no two
members of the research team spoke the same language other than
English). This decision was informed by the language restrictions
used in a previous Cochrane QES (see Ames 2017). There were no
geographic restrictions.

We present the search strategies in  Appendix 1  to  Appendix 2.
The strategies were developed by the Information Specialist for

Cochrane Consumers and Communication and were informed
by searching guidelines from the Cochrane Qualitative and
Implementation Methods Group (Harris 2018). ANer a review of
preliminary search results, we applied the McMaster University
Health Information Research Unit qualitative filter (Wong 2004)
to increase specificity (consistent with our purposive sampling
approach). On testing, this filter has been shown to have 61%
sensitivity, 99% specificity, 37% precision and 99% accuracy.

Searching other databases

We searched the ProQuest Theses and Dissertations database.
In March 2019, using keywords, we also searched the
websites of key national and international organisations
involved in promoting person-centred care, including The
King's Fund (https://www.kingsfund.org.uk/), The Health
Foundation (https://www.health.org.uk), National Institute for
Health and Care Excellence (https://www.nice.org.uk), Planetree
(https://www.planetree.org), Picker Institute Europe (https://
www.picker.org), Institute for Health Improvement (www.ihi.org),
World Health Organization (https://www.who.int), Australian
Commission on Safety and Quality in Health Care (https://
www.safetyandquality.gov.au/), and the Agency for Healthcare
Research and Quality (https://www.ahrq.gov).

We also searched reference lists of sampled studies and relevant
systematic reviews. This resulted in the identification of a further
127 studies that were not in the databases above.

Additionally, we searched the included studies in the linked
intervention review by Lowe 2021 for eligible qualitative trial sibling
studies.

Data collection and analysis

Selection of studies

Data extraction and management

All titles and abstracts were screened independently by at
least two review authors (BM, LS, DL, LW, LGW, CC, CG).
Using  Covidence  soNware, each author classified each title and
abstract as either irrelevant ('no'), relevant (yes') or potentially
relevant ('maybe'). Studies were classified as 'irrelevant' if two
review authors graded as 'no'. Where there was a combination of
yes/no or maybe/no, then the conflict was resolved either through
discussion or consulting a third review author. Studies that were
graded yes/yes or maybe/yes or maybe/maybe progressed to full-
text review.

Each full-text article was screened for inclusion or exclusion by
at least two people independently. This included screening by
Stakeholder Panel members (CW, NR, DM, FM, RC, MG, AM, PB, SB)
and at least one member of the research team (BM, LS, DL, LW, CC,
SH). Discrepancies were resolved by discussion or by consulting
a third review author. We listed all potentially relevant papers
excluded from the review at this stage as excluded studies, with
reasons provided in the 'Characteristics of excluded studies' table.
We reported the screening and selection process in an adapted
PRISMA flow chart shown in Figure 1 (Liberati 2009). We identified
182 studies that met our inclusion criteria.
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Figure 1.   PRISMA flow diagram
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Sampling of included studies

Given the high number of included studies and large volume of
data, synthesising all of the studies would have threatened the
quality of the synthesis (Cochrane EPOC 2017). Therefore, we used
purposive sampling to reduce the number of included studies to
a manageable amount. Our sampling frame involved these three
steps.

1. All eligible studies were initially rated by one review author
(BM, LS or SH) using the 5-point data richness scale developed
by  Ames 2019. The scale ranks data richness from 1 (very little
qualitative data related to the synthesis objective) to 5 (a large
amount and depth of qualitative data that relate in depth to the
synthesis objective). A second review author (BM, SH or LS) checked
the ratings and disagreements were resolved by consensus or
consulting a third review author. Any studies rated 4 of 5 by at least
one author progressed to the next step.

2. One review author (SH) sampled to achieve balance across the
following criteria.

• Country and income region (e.g. low- and middle-income
countries, high-income countries)

• Jurisdictional and geographical setting (e.g. provincial or state,
rural or metropolitan)

• Service type (e.g. tertiary or primary health service)

• Service provision purpose (e.g. cancer, mental health,
emergency department, all areas)

• Purpose of partnering (e.g. quality improvement, health service
governance, evaluation)

• Breadth of services covered (e.g. partnering across a range of
services compared to studies focusing on a single service)

• Populations (e.g. consumers, carers, health professionals,
managers, policymakers, under-represented populations)

This process was checked by a second review author (BM) and any
disagreements were resolved by consensus.

3. Any gaps remaining in the sampling frame were examined and
studies with data richness of 3 that would fill the gaps were sought.

At the end of this sampling process, 33/182 studies were selected
for inclusion in the final synthesis.

One review author (LS or BM) then extracted data from
each study using a form adapted from Cochrane Consumers
and Communication's Data Extraction Template (available at:
cccrg.cochrane.org/author-resources) and the NICE 2012 Examples
of Evidence Tables for Qualitative Studies. We extracted the
following data: details of the study (methodology, data collection
and analysis methods, setting, geographic location), details of the
participants (number and description of participants, methods
of recruitment, sampling and inclusion criteria), details of the
partnering approach (type of partnering, participants in the
partnering approach). All extracted data were checked for accuracy
against the data extraction sheets by a second review author (AV).

Data were entered into  NVivo 2018  which is soNware used for
analysing qualitative data. One review author entered the data
initially (LS) and it was checked for accuracy by a second review
author (BM).

Appraisal of study quality

We appraised the quality of each included study using the Critical
Appraisal Skills Programme (CASP) tool (CASP 2018). We chose
the CASP because it provided for the assessment of the following
domains of methodological strengths and limitations: clear aims
and research question, congruence between the aims and the
research design, rigour of sampling and data collection to address
the question, and appropriate application of the method (Noyes
2018). Five members of the author team with qualitative methods
experience (BM, SH, VX, LGW, DL) each assessed the quality of
three studies and then a consensus meeting was held to agree on
the ratings and determine how the CASP would be applied to the
remaining studies.

The CASP tool was then applied to each sampled study by one
review author (BM, VX, LGW, DL, LS). A second review author,
also with qualitative methods experience, checked each appraisal
for discrepancies. Any disagreements were resolved through
discussion or consultation with a third review author. We did not
exclude any studies on the basis of quality because this may have
resulted in the loss of valuable insights (Hannes 2011). However,
the appraisal formed part of the review authors' judgements
when conducting the GRADE-CERQual assessment (Lewin 2018;
described below), which determined how much confidence we had
in each finding of the synthesis.

Data synthesis

As per the protocol, we originally intended to conduct a 'Thematic
synthesis' of the data (Thomas 2008). We began by selecting the
five articles in the sample considered most relevant to the synthesis
objective (CroN 2016; Johns 2014; MacDonald 2015; Nathan 2014;
Sharma 2016). Each of these articles was then coded line-by-line
by at least two review authors independently (BM, DL, LGW, VX).
ANer discussing the line-by-line coding process, review authors
(BM, DL, LGW, VX) decided to change the synthesis method to
'Framework synthesis' (Oliver 2008) for two reasons. Firstly, we
reflected that many of the studies in our QES directly addressed
the review objectives and therefore a synthesis method that
allowed explicit consideration of the objectives as part of a coding
framework would be preferable (Dixon-Woods 2011). Secondly, we
considered the time required for line-by-coding of the remaining
28 studies was not feasible within the time available for the project
(Booth 2018). Following the change to Framework Synthesis, BM
developed a draN framework based on the review objectives, with
the most common codes from the line-by-line coding already
completed, being categorised under the relevant objective. This
draN framework was discussed by BM, DL, LGW and VX, who made
further revisions and additions.

Once the framework was finalised, the sampled articles were
uploaded into NVivo 2018. Data in the articles were then indexed
against the framework by two review authors (BM, LS). To ensure
the authors were coding similarly, BM and LS compared their
indexing on five articles. Any diKerences in coding were discussed
and resolved by consensus. Once the review authors established
they were applying the framework similarly, only one review author
(BM or LS) indexed the remaining articles.

Once all articles were indexed, two review authors (BM, LS) began
constructing a picture of the data "as a whole" by charting emerging
themes and sub-themes occurring across the data set. These
themes were then tested and refined, by comparing and contrasting
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data both within and across themes. The final themes were then
discussed at a meeting with members of the research team (BM,
DL, CC, VX, LGW, SH) as well as a Stakeholder Panel member (CW).
Further refinements were then made. The finalised themes became
our 'findings' for the purposes of this review. The 19 findings
were then grouped into five overarching categories to provide a
structured narrative for the Findings section (Ames 2019a).

Assessment of confidence in the review findings

We used the GRADE-CERQual approach to assess confidence in
the review findings (Lewin 2018). GRADE-CERQual assesses the
extent to which the findings of the review are representative of
the phenomenon being explored (Lewin 2018). The assessment
is based on four components: the methodological limitations
of the studies contributing to the finding; the relevance to the
review question of the studies contributing to the review finding;
the adequacy of the data supporting the review finding; and
the coherence of the review finding (Lewin 2015). ANer making
judgements about these four components, we gave each finding
an overall rating of confidence as high, moderate, low or very low.
We applied the GRADE-CERQual assessment to each review finding
through discussion by two review authors working collaboratively
(BM, AV). We have presented a 'CERQual evidence profile' for
each finding. This includes the assessment for each CERQual
component, the overall CERQual assessment, and the studies
contributing to each finding. The 'Summary of Qualitative Findings'
tables also included the overall confidence assessment for each
finding, and the justification of the confidence assessment.

Using the synthesised qualitative findings to supplement a published
Cochrane eFectiveness review

We used a matrix approach to integrate the findings of the QES
with the findings of the concurrent Lowe 2021 intervention eKects
review (Harden 2018). This approach has been used previously by
Cochrane authors (see, for example, Ames 2019a). As the sampled
qualitative articles mainly came from studies unrelated to the trials,
the review authors adapted the QES findings into key questions to
ask about the design of the interventions. These questions were
listed along one side of a matrix with each of the included trials
in  Lowe 2021  plotted against them. When a question had been
addressed in the design of the trial, this was marked as "y" for "yes".
When the question had not been addressed, this was marked as "n".
This helped to identify which questions were routinely addressed
in trials, and the gaps that should be considered when designing
future trials.

Developing the best practice principles

To provide an initial framework for the development of the best
practice principles, the key questions used in the matrix approach,
which reflected the findings of the review, were adapted into draN
statements of best practice. The statements were then considered
at a teleconference of the Stakeholder Panel. Members of the panel
discussed the principles and formulated key recommendations
for changes to the draN principles. Recommendations included
the following: that the principles did not suKiciently address the
power imbalances in formal partnerships and diversity needed in
formal partnerships; that the principles needed to be broader, but
supported with additional practical examples from the findings
to enhance applicability; that the language of some of the draN
principles needed to be strengthened. The draN principles were
then revised by BM and SH and further feedback was sought from

the Stakeholder Panel via email. Further minor changes were made
on the basis of the feedback and the final draN was approved by the
review authors and Stakeholder Panel members.

Author reflexivity

Regular meetings of the author team and stakeholder panel
enhanced the authors' awareness of their own role in the research
process. For example, stakeholder meetings helped the review
authors to identify underlying biases in applying the selection
criteria to full-text studies. During the data analysis phase, only
review authors with qualitative methods experience or training
(BM, LS, SH, LGW, VX, LW, DL) were directly involved in coding
and quality appraisal of the included studies. These review
authors met regularly to uncover underlying assumptions that
may have influenced the initial coding and quality appraisal
ratings, such as their own interactions with the health system,
their professional backgrounds and experiences of consumer
involvement in health services and research. These review authors
all shared a perspective that consumer involvement in health
service design, delivery and evaluation could be improved.

The Stakeholder Panel also met to discuss the draN findings.
At the meeting, stakeholders were asked for their perceptions
of the findings, including any potential gaps in the analysis or
unexpected findings. At this stage, some stakeholders expressed
surprise that training of health providers was not identified in
the findings. Following the meeting, this led to re-checking the
primary data with "health provider training" as a sensitising
concept and realising there was a small, but suKicient, amount
of data overlooked in the initial analysis, which suggested that
training of health providers about consumer involvement could
be useful. Thus, the draN findings were updated with these new
data. However, other suggestions for potential missing findings
from the stakeholder panel, for example, "characteristics of
eKective consumer representatives", was not found when the data
were re-checked and therefore were not included. This process
ensured that risk to rigour from competing personal biases was
acknowledged and minimised.

Relevance to consumers

We have outlined in the  Background  how a multidisciplinary
Stakeholder Panel was involved in the development of this
QES. The Stakeholder Panel involved six consumers who all
participated in various aspects of the co-production process, hence
ensuring increased relevance of review content and implications
for consumers. Consumer panel members were also key in
the development of the best practice principles for partnering
developed in this review. The implementation of the best practice
principles will be highly relevant for consumers as they aim to
increase consumer participation in health service partnerships.

R E S U L T S

Included studies

We screened 13,463 abstracts and assessed 608 full-text articles.
We excluded 426 studies (Characteristics of excluded studies) and
182 studies met our inclusion criteria. From these 182 studies,
we sampled 33 studies for analysis (Characteristics of included
studies). Our study flow is illustrated in Figure 1. The 149 studies
that met the inclusion criteria but were not sampled into the
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synthesis can be found in Table 1 (as well as the reason they were
not sampled).

All 33 sampled studies were published between January 2000 and
October 2018 and were published in English. Of these, 28 were
from high-income countries/regions including the USA (6), England
(5), Australia (5), Canada (4), Belgium (1), the Netherlands (1), New
Zealand (1), Norway (1), Scotland (1), Northern Ireland (1), Wales
(1), Republic of Ireland (1). Five studies were from the following low-
or middle-income countries (LMICs): Nepal (1), Kenya, Tanzania and
Zambia (combined) (1), Kenya (1), Zambia (1), and Uganda (1).

The range of settings included regional health authorities and
commissioning organisations, hospital and primary healthcare
in both metropolitan and rural areas. The sample included
both generalist and specialist health services. Specialist services
included adult and paediatric mental health, cancer, palliative care,
paediatrics and chronic diseases.

Consumer populations were predominantly service users and
community representatives. Health provider populations included
health professionals, healthcare managers and policymakers.

Data collection methods mainly involved interviews, but
observations, document analysis and focus groups were also
included. Transcriptions were thematically analysed in the majority
of studies.

Methodological limitations of the included qualitative
studies

There was poor reporting of researcher reflexivity in many of the
included studies, which limited the transparency regarding the role
of the researcher. Due to this lack of reporting, it is unclear whether
the researcher/s may have influenced participants' responses or
the analysis of these responses. All studies gave some description
of the context, participants, sampling, data collection and analysis
methods. A few studies did not have formal ethics approval and this
was noted during the CASP assessment.

Confidence in the findings

Based on our CERQual assessments, we had high confidence in
12 findings and moderate confidence in six findings, indicating
they were good representations of the phenomenon of interest.
We rated one finding as very low confidence indicating a weaker
fit with the phenomenon of interest. Our main concerns with the
very low confidence finding were data relevance, adequacy and
coherence. Concerns about relevance were related to the finding
only including studies from two countries and settings (compared
to other findings which included a wide range of countries and
settings). Concerns about adequacy related to only two studies
contributing to this finding (other findings typically comprised
more than 10, up to 30, studies). We were also concerned about the
coherence because some of the data supporting the finding were
conflicting. Overall, the methodological quality of the included
studies was high.

The GRADE-CERQual evidence profile tables supporting the
assessment of confidence in each finding can be found in Appendix
3  We start each section of the findings with a link to the
'CERQual summary of qualitative findings' table where a summary
assessment from that section is presented.

Findings identified

The 19 findings are divided into the following five categories:
(1) contextual factors influencing partnerships; (2) consumer
recruitment; (3) partnership dynamics and processes; (4) perceived
impacts on consumers and health providers; and (5) perceived
impacts on health service delivery, planning and evaluation.

Category 1: Contextual factors influencing partnerships

There are two findings under this category (Findings 1 and 2). The
'Summary of qualitative findings' table for this category is shown
in Table 2.

Finding 1: Government policy, policy implementation processes
and funding influenced working in partnership in health
services. Supportive government policies that were poorly
translated into practice could hinder partnerships. Inadequate
funding could also constrain partnerships (moderate level of
confidence).

Evidence from several studies suggested that supportive
government policies facilitated partnerships between health
providers and consumers (Abelson 2004; Attree 2011; Byskov 2014;
Jivanjee 2007; Johns 2014; Wiig 2013). These included policies
that emphasised the importance of consumer involvement in
service planning and delivery (Attree 2011; Byskov 2014; Jivanjee
2007), that created new structures for consumer involvement
in healthcare governance (Abelson 2004), and policymakers
collaborating with consumers to meet shared goals (Johns 2014).
Three of these studies suggested such policies needed to be
supported with resources to make a positive diKerence to
partnerships (Abelson 2004; Attree 2011; Jivanjee 2007). However,
a Norwegian study concluded the eKectiveness of policy levers on
working in partnership at the hospital level was unclear:

"At the hospital (meso) level, we do not know which national policy
levers (policy expectations, statutory law/regulation, sanctions,
guidance, publication of information, etc.) work best to improve the
hospitals’ patient involvement and use of patient experience in QI,
meaning that this is a relatively evidence-light zone in which to make
policy decisions." (Wiig 2013, p.10).

Ten studies from a range of geographic areas and healthcare
settings demonstrated that supportive government policies that
were poorly integrated into practice could have a neutral
or negative impact on partnerships (Attree 2011; CroN 2016;
Gurung 2017; Heenan 2004; Jivanjee 2007; Kidd 2007; MacDonald
2015; Potter 2016; Scholz 2018; Wiig 2013). Reasons for poor
implementation included insuKicient direction or resources about
how to integrate policies into practice (CroN 2016; Heenan
2004; Jivanjee 2007; Kidd 2007; MacDonald 2015; Potter 2016;
Wiig 2013) and policymakers not enacting their own policies
into practice (Gurung 2017). Evidence suggests a lack of clarity
about translating policies into practice could lead to barriers in
consumers' participation in partnerships (Attree 2011; CroN 2016;
Gurung 2017; Heenan 2004; Jivanjee 2007; Kidd 2007; MacDonald
2015; Wiig 2013). For example, CroN 2016 (p. 127) stated:

"On the one hand, organisational managers were aware of the
need to engage in [patient involvement] in line with national policy.
However, their interpretation of policy led them to engage in rational
ideologies of control, which constrained the PI group, only allowing
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them to contribute through formally determined, and managerially
led, discussions."

In a further example, Kidd 2007 (p. 217) stated:

"Having no agreed-upon definition meant that the development of
processes to support the implementation of consumer participation
was lacking. This lack of clear process appeared to contribute to
the reluctance of clinicians to embrace the concept of consumer
participation fully. Julie (clinician) identified the usefulness of a clear
process and the dangers inherent if the process was not formalized"

'In a formal way, a process in place would give it some respectability
or credibility rather than just ‘should we have some more?’ just
because that’s what you should do. . . and then not listen. The thing
is, they are just a consumer that’s the feeling and it’s disrespectful,
it’s rude and it’s a waste of time.'".

Three studies, including two from low- and middle-income
countries, found that government policies that restricted local
decision-making undermined the eKectiveness of partnerships
(Byskov 2014; Heenan 2004; Schaaf 2017). Restriction of local
decision-making included central government policies interfering
with local priority-setting processes (Byskov 2014), late payments
from central government aKecting a partnership's ability to deliver
on its mandate (Schaaf 2017), and government's inability to
delegate decision-making power to community members due to its
statutory obligations (Heenan 2004).

Evidence from six studies suggested that inadequate funding
constrained partnerships (Attree 2011; Goodman 2011; Heenan
2004; Jivanjee 2007; Kidd 2007; Schaaf 2017). InsuKicient
funding constrained partnerships by restricting implementation
of consumer participation activities (Kidd 2007; Heenan 2004),
restricting the partnership's autonomous and longer-term
decision-making (Attree 2011; Goodman 2011), payment of
consumer members and travel time (Jivanjee 2007; Schaaf 2017).

Finding 2: The organisational context of the health service,
including management, culture and policies, could function
as a facilitator or barrier to working in partnership. Attitudes
of senior leaders and managers of the health service could
influence partnership-working (moderate level of confidence).

Eight studies from high-income countries suggested organisational
management, culture and policies can facilitate or constrain
partnerships (Boivin 2014; CroN 2016; IPFCC 2018; Jivanjee 2007;
Potter 2016; Restall 2013; Scholz 2018; Sitzia 2006). Partnership
working could be limited in organisations where management
and policies were rigid, controlled by health providers or lacking
institutional commitment (CroN 2016; Jivanjee 2007; Sitzia 2006).
In contrast, organisations with supportive cultures and policies
facilitated partnership development (CroN 2016; IPFCC 2018;
Malfait 2018; Potter 2016; Restall 2013; Scholz 2018; Sitzia 2006;
Wiig 2013). Organisations that embedded partnerships across all
levels and valued consumers as equal partners could facilitate
partnerships (IPFCC 2018; Malfait 2018; Potter 2016; Scholz 2018;
Sitzia 2006; Wiig 2013).

The attitudes and buy-in of senior leaders and managers was also
an important barrier or facilitator to partnership development in
high-, middle- and low-income countries (Boivin 2014; Byskov 2014;
CroN 2016; Heenan 2004; IPFCC 2018; Johns 2014; Sitzia 2006; Wiig

2013). Leaders or managers could use their positions of power
to influence the level of support for partnership-working (Boivin
2014; Byskov 2014; Wiig 2013), to determine how consumers were
involved in partnerships (CroN 2016), as well as to sustain and build
capacity in partnership working (IPFCC 2018; Johns 2014). A lack of
commitment from leadership could result in perceptions of token
involvement (Heenan 2004; Sitzia 2006) as demonstrated in this
quotation:

"both service users and NHS sta� said that they did not believe that
a genuine commitment to [patient and public involvement] existed
among senior NHS managers and clinicians in Trusts, as exemplified
by this hospital lead cancer nurse:'there are so many interests within
an organisation, that the service user interests are low down on the
spectrum, there’s lip service paid to it, in reality.'" (Interview 46)
(Sitzia 2006, p. 68).

Category 2: Consumer recruitment

The category of consumer recruitment includes three findings
(Findings 3 to 5). The 'Summary of qualitative findings' table for the
findings in this category is shown in Table 3.

Finding 3: Consumers were recruited to partnerships in
diFerent ways. They were oGen selected according to specific
criteria, including social and demographic characteristics and
communication skills; however these could be competing
priorities. Consumers managed the recruitment of other
consumer members in a minority of studies (high level of
confidence).

Nine studies reported consumers were recruited according to
specific criteria (Abelson 2004; Boivin 2014; Byskov 2014; Gurung
2017; Jivanjee 2007; Johns 2014; Maher 2017; Scholz 2018; Sharma
2016). Of these studies, five studies included selecting consumers
to balance relevant social or demographic characteristics (Boivin
2014; Byskov 2014; Gurung 2017; Johns 2014; Maher 2017). Two
studies reported consumers' communication skills were also
an important factor in their recruitment (Maher 2017; Sharma
2016). However, both emphasised that recruiting for balance and
communication skills could be competing priorities. As  Sharma
2016 stated:

"Identifying patients with excellent communication skills as well as
recruiting membership reflective of the patient population served
emerged as dual and possibly competing priorities. By specifically
recruiting excellent communicators, patients who may be more
comfortable in facilitated meeting settings may be more likely to be
nominated. These findings suggest that more time and resources are
needed to recruit and support patients from hard-to-reach groups
served by the clinic." (p. 781).

In five studies, consumers managed the recruitment of other
consumer members, or members were chosen via a popular
vote (CroN 2016; Durey 2016; Goodman 2011; Johns 2014;
Rutebemberwa 2009). Consumers choosing their own members
could be empowering, for example, in a study where health
providers partnered with Australian Aboriginal communities:

"Many participants discussed the value of increasing the capacity of
[District Aboriginal Health Action Groups] by encouraging members
to choose their representatives, which placed authority in the hands
of the Aboriginal community. Participants talked about how this
process shi=ed the decision making about community health issues
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to Aboriginal people rather than a top-down approach with health
providers identifying the health issues. This approach led to health
service providers changing practice and that was viewed as positive
at the community level.
'Aboriginal people say they are the most consulted people in the
world, so I think we can definitely say, ‘Yes, we have been consulted,
but we have got an outcome from it and people will want to be
consulted now because there has been action from it’ (HPAS 4)"
(Durey 2016, p. 9).

However, one study in a low-income country suggested health
providers could find it challenging when consumers chose their
own representatives. For example, health providers could be
frustrated when the people voted in by the community did not have
the skills they considered necessary to perform committee tasks
(Goodman 2011).

Finding 4: Recruiting a broad range of consumers who reflected
the health services' demographic populations was considered
desirable, particularly by health providers. Strategies to
increase recruitment of consumers from underserved groups
could include practical supports, flexible meeting times,
payment and reimbursement (high level of confidence).

In 12 studies, recruiting a broad range of consumer members
whose demographic characteristics reflected the health service's
population were sought, particularly by health providers (Attree
2011; Boivin 2014; CroN 2016; Goodman 2011; Greene 2018; IPFCC
2018; Maher 2017; Nathan 2014; Newberry 2005; Scholz 2018;
Sharma 2016; Sitzia 2006). When consumer members were not
considered "representative", their legitimacy could be questioned
(Boivin 2014; Greene 2018; Nathan 2014; Newberry 2005; Scholz
2018).

Recruiting consumers from under-served populations may be
facilitated through providing practical support and flexibility
(DeCamp 2015; Kidd 2007; Maher 2017; McDaid 2009; Newberry
2005; Scholz 2018; Sharma 2016; Sitzia 2006). Practical supports
included convenient meeting times (such as outside work hours),
childcare, food, interpreters, accessible venues, support for people
with communication disabilities and transport (DeCamp 2015;
Kidd 2007; McDaid 2009; Newberry 2005; Scholz 2018; Sitzia
2006). One study reported consumers also wanted flexible meeting
arrangements, including breaks within meetings, and being able to
pause their involvement with the committee as needed (Sharma
2016).

Payment and reimbursement of expenses (particularly transport)
could also be helpful in encouraging consumer participation
(Byskov 2014; DeCamp 2015; Goodman 2011; Haarsma 2015;
Jivanjee 2007; Maher 2017; McDaid 2009; Schaaf 2017; Scholz 2018).
However, in one study, a clinician expressed the view that paying
consumers would have a negative eKect on achieving a "true
consumer perspective" (Kidd 2007).

Finding 5: Some health providers perceived that individual
consumers' experiences were not generalisable to the broader
population. Consumers perceived it could be problematic to
represent a broad range of views within the community,
although peer networks and access to external data could assist
consumers to access a wider range of views (high level of
confidence).

Several studies suggested that some health providers did not
perceive individual consumers’ personal experiences as being
relevant to broader consumer experiences and viewpoints (Boivin
2014; Greco 2006; Greene 2018; Lewis 2014; Rutebemberwa 2009;
Sitzia 2006; Wiig 2013). For example, a health provider in one study
stated:

“It is important to integrate users in all types of projects. But it
is di�icult to find user representatives who are contributing to the
project with constructive input. Our experience is that users are
preoccupied with their own tragedy or their own patient history. They
need the comprehensive perspective, and the user representatives
with the capacity to apply a holistic perspective are really good.
But our experience is that the user representatives o=en have a
hidden agenda. I think we are asking for the professional user
representative”. (Wiig 2013, p. 9)

However, in one study, a health provider expressed that consumers'
personal experiences motivated their involvement in health
services, and therefore, should be viewed positively (Scholz 2018).

Some consumers perceived it was diKicult to represent the broad
range of views within the community (Gurung 2017; MacDonald
2015; Newberry 2005; Potter 2016; Sharma 2016; Sitzia 2006). Two
studies reported that consumers who had access to peer networks
or external data (such as consumer feedback surveys) found these
resources useful in informing their contributions (Newberry 2005;
Sharma 2016).

Category 3: Partnership dynamics and processes

The category of partnership dynamics and processes includes
seven findings (Findings 6 to 12). The 'Summary of qualitative
findings' table for the findings in this category is shown in Table 4.

Finding 6: Positive interpersonal dynamics between health
providers and consumers facilitated partnerships. Mutual
respect, commitment, two-way dialogue and information
exchange were helpful. Trust, accountability, regular group
communication and strong relationships with decision-makers
were also facilitators. Partnerships that were equitable with
shared values, a shared vision and shared decision-making
powers were preferable. Skilled facilitators, moderators
and consumer coordinators could help to facilitate positive
interpersonal dynamics (high level of confidence).

There was a range of interpersonal and group features that
facilitated partnerships. Firstly, partnerships that were supportive
and included mutual respect, commitment, two-way dialogue and
information exchange were positively regarded (Abelson 2004;
Attree 2011; Boivin 2014; Byskov 2014; CroN 2016; DeCamp 2015;
Durey 2016; Greene 2018; Haarsma 2015; Heenan 2004; Johns 2014;
Maher 2017; Malfait 2018; Newberry 2005; Restall 2013; Schaaf
2017; Scholz 2018; Sitzia 2006). Secondly, trust, accountability,
regular group communication and developing strong relationships
with decision-makers also enhanced group-working (Abelson 2004;
CroN 2016; DeCamp 2015; Durey 2016; Goodman 2011; Johns 2014;
Kidd 2007; Maher 2017; MacDonald 2015; Restall 2013; Schaaf
2017).  Schaaf 2017  (p. 855) described mechanisms used in a
Zambian partnership for information exchange and accountability:

"... [The Citizen Voice and Action social accountability program]
entailed interface meetings that promoted bi-directional information
sharing. Community and government representatives from all three
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sites emphasized the mutually constitutive nature of the interface
meetings, where community members aired their grievances ... and
asked questions. At the same time, government o�icials noted that
the meetings provided an important space for them to be able to
explain government policy, respond to community concerns, and
describe the challenges they faced in trying to strengthen health
services."

Thirdly, partnerships that were equitable with shared values,
vision and decision-making powers were preferable (Byskov 2014;
Durey 2016; Goodman 2011; IPFCC 2018; Johns 2014; Restall
2013; Rutebemberwa 2009; Schaaf 2017; Scholz 2018; Sharma
2016; Sitzia 2006). In contrast, diKering expectations or values
among group members could impede the partnership (Boivin 2014;
Goodman 2011; Heenan 2004; Jivanjee 2007; Kidd 2007; Lewis 2014;
Sharma 2016).

Nine studies reported that certain characteristics of the leader or
chairperson could facilitate partnerships (Byskov 2014; CroN 2016;
Durey 2016; Haarsma 2015; Johns 2014; MacDonald 2015; Malfait
2018; Newberry 2005; Sitzia 2006). These characteristics included
being impartial and equitable (Byskov 2014; CroN 2016; MacDonald
2015; Malfait 2018; Newberry 2005), helping people feel valued
(Johns 2014) ,and developing a shared vision for the partnership
(Johns 2014). Two studies suggested a consumer chairperson
helped to facilitate equality in the partnership (Durey 2016; Sitzia
2006).

Evidence from six studies showed that skilled facilitators,
moderators and consumer coordinators were helpful in ensuring
equal participation in partnerships (Abelson 2004; Boivin 2014;
Greco 2006; Nathan 2014; Sharma 2016; Sitzia 2006). Skilled
facilitators and moderators could manage group processes to
ensure consumers' views were actively sought during discussions
and shaped into tangible projects (Boivin 2014; Sharma 2016; Sitzia
2006). As Boivin 2014 (pp. 336-7) explained:

"We hired an expert in communication as our lead moderator, who
was assisted by 2 comoderators with formal training in health
care (employees of the regional health authority). We observed
that the lead moderator had less content expertise and was more
focused on e�ective group processes, paying close attention to the
setting and enforcing ground rules, supporting a relaxed atmosphere
conducive to deliberation and compromise, and asking for frequent
clarifications when technical language was used."

One study also reported that a consumer coordinator, employed by
the health provider, helped consumers to get 'buy-in' for their ideas
among health service decision-makers (Nathan 2014).

Finding 7: Lack of clarity about the consumer role constrained
consumers’ involvement in partnerships. Consumers could
become frustrated and confused when their role was unclear.
Some health providers were unsure about the consumer role
and so providing training in consumer engagement may help
(high level of confidence).

Consumers’ own lack of clarity about their role and unmet
expectations could be a barrier in participating in partnerships
(CroN 2016; DeCamp 2015; Goodman 2011; Haarsma 2015; Jivanjee
2007; Kidd 2007; Lewis 2014; MacDonald 2015; Newberry 2005;
Sharma 2016). Lack of clarity could lead to confusion, frustration
and uncertainty for consumers (CroN 2016; DeCamp 2015; Haarsma

2015; Kidd 2007; Lewis 2014; MacDonald 2015; Newberry 2005).
As CroN 2016 (pp. 126-7) stated:

"The group was asked by the lay chair to identify what they feel their
contribution to the [Clinical Commissioning Group] should represent.
There was a lot of confusion amongst members about their potential
contribution … The chair had di�iculty keeping the group on point
… Two general managers attended the meeting, and they were
responsible for setting the agenda. By the end of the meeting the
managers had taken over the running of the session to ensure all
the agenda items were discussed in a more structured manner (Field
Notes: 11/04/2014)".

Similarly, health providers’ lack of clarity about the role of
consumers could also be a barrier (CroN 2016; Greene 2018;
Haarsma 2015; Kidd 2007; Maher 2017; Newberry 2005; Scholz
2018; Sharma 2016). Some health providers faced challenges in
defining a "consumer" (Kidd 2007; Scholz 2018), understanding
what consumers could oKer (Greene 2018; Kidd 2007), and knowing
what to ask of consumers (Maher 2017).

Lack of clarity about the consumer role could also lead to
dissonance and conflict between consumer and health provider
members of the partnership (Goodman 2011; Jivanjee 2007;
Sharma 2016).

Training health providers about engaging with consumers may
assist health providers to work with consumers (Greene 2018; IPFCC
2018; Restall 2013).

Finding 8: Formal meeting formats constrained the
participation of some consumers in partnerships. Health
providers could facilitate consumer involvement through
providing training, less formal meeting structures and
consumer-only spaces (high level of confidence).

Formal meetings with explicit and implicit rules of participation
could be intimidating for consumers (Lewis 2014; Malfait 2018;
McDaid 2009; MacDonald 2015; Newberry 2005; Sitzia 2006).
Formal meeting structures were more familiar to those from large
organisational workplaces (MacDonald 2015; Lewis 2014).  Lewis
2014  stated that such structures could be disproportionately
marginalising for women, people with low socio-economic status
and young people:

"... the beginning stages of board membership can be quite
intimidating. This intimidation stems in no small part from the
formality of the board process, which most o=en entails very
specific rules of order - making motions, seconding, voting, and
understanding the various roles and titular responsibilities of the
members. A failure to understand basic governance and how to
participate can only serve to compound additional nervousness of
joining the board and performing alongside other experienced board
members, many of whom have professional expertise." (p. 107)

In contrast, one study found that formal meeting procedures were
important for the partnership's eKectiveness (Johns 2014).

Training consumers oNen facilitated their participation in
partnerships (Attree 2011; Boivin 2014; Byskov 2014; Durey 2016;
Goodman 2011; Greene 2018; Gurung 2017; Heenan 2004; IPFCC
2018; Jivanjee 2007; Johns 2014; Malfait 2018; McDaid 2009;
Newberry 2005; Restall 2013; Schaaf 2017; Scholz 2018; Sharma
2016; Wiig 2013). Training purposes mainly included building
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technical expertise as well as understanding committee processes
and governance (Attree 2011; Boivin 2014; Byskov 2014; Durey 2016;
Goodman 2011; Greene 2018; Gurung 2017; Johns 2014; McDaid
2009; Newberry 2005; Restall 2013; Sharma 2016). Less formal,
smaller meetings, sub-committees and consumer-only meetings
also promoted consumers' participation (Boivin 2014; MacDonald
2015; Newberry 2005; Restall 2013).

Finding 9: Health providers’ professional status, technical
knowledge and use of jargon were intimidating for some
consumers. Increasing the proportion of consumers in the
partnership could help address feelings of intimidation (high
level of confidence).

Eight studies identified that health providers’ professional
status and technical knowledge resulted in some consumers
feeling inferior, frustrated, less confident and/or anxious about
contributing to discussions (Gurung 2017; Jivanjee 2007; Lewis
2014; Malfait 2018; McDaid 2009; Newberry 2005; Rutebemberwa
2009; Scholz 2018). As Scholz 2018 (p. 926) stated:

"A consumer recounted her experience of being on a committee by
saying "I was really intimidated by the people, like the [medical
specialist] who was there was very matter of fact that he was the
boss. It was very much a tier, and I was at the bottom (P4)."

In a study conducted in Nepal, consumers who were less educated,
more socio-economically disadvantaged and from rural areas,
could feel particularly intimidated by health providers. However,
even those consumers who were educated still felt a sense of
inferiority because they lacked technical knowledge (Gurung 2017).

In a Belgian study about partnerships in general hospitals and
psychiatric hospitals, Malfait 2018 (p. 386) found power imbalances
in committees related to health providers' professional status and
knowledge:

"the identified conditions for actual involvement seem strategies
mainly aimed at overcoming imbalances of power in the stakeholder
committee. Concerning power imbalances, such imbalances do exist
and are perhaps consciously installed, possibly reflected by the small
group of patients and the public in the stakeholder committees. As
pointed out before, interaction between professionals and patients
starts from an inherent power imbalance ashealthcare professionals
have a strong professional dominance over patients due to a
comprehensive knowledge on practices and professional expertise
and knowledge"

Jargon and technical language was also a barrier for some
consumers (Greene 2018; Maher 2017; McDaid 2009; Newberry
2005; Potter 2016; Scholz 2018). As Greene 2018 stated:

"The patient partner role is new to the patient volunteers,
particularly in the beginning when many patient partners feel
intimidated by the new vocabulary, as well as by the people with
whom they are interacting."

Power imbalances in formal meeting formats could be reduced
through increasing the number of consumers in the partnership
(Boivin 2014; Durey 2016; Lewis 2014; McDaid 2009; Newberry 2005;
Schaaf 2017; Scholz 2018). As Lewis 2014 (page number not given)
recounted:

"Service user participants also came up with a number of other
practical suggestions for progressing user involvement. These
included an equal representation of service users and providers at
committee meetings in order to achieve a 'fairer balance of power'
and using voting instead of consensus-working for decision-making".

Suggestions of proportions of consumer members in partnerships
varied across studies from one-third membership (Newberry 2005)
to equal or majority membership (Lewis 2014; Durey 2016; McDaid
2009; Scholz 2018).

Finding 10: When health providers dominated the meeting
agenda, consumers could become frustrated. Some consumers
wanted more opportunities to shape their role, contribute their
priorities and lead or share the agenda (moderate level of
confidence).

Eleven studies reported that health providers dominated the
agenda in partnerships (CroN 2016; Goodman 2011; Greene 2018;
Heenan 2004; Lewis 2014; Malfait 2018; McDaid 2009; MacDonald
2015; Nathan 2014; Scholz 2018; Wiig 2013). Health provider
dominance ranged from pre-determining the agenda without
consumer input (McDaid 2009; Nathan 2014; Wiig 2013), not
accommodating contributions perceived to be outside health
providers' priorities (CroN 2016; Greene 2018; Lewis 2014), allowing
but not encouraging consumer contributions to the agenda
(MacDonald 2015), only allowing consumer issues to be raised
as "any other business" (MacDonald 2015) and/or assuming
consumers would not want to be involved in particular agenda
items (Scholz 2018).

Six studies reported consumers felt frustrated and constrained
when health providers controlled the agenda (Abelson 2004;
CroN 2016; Lewis 2014; McDaid 2009; MacDonald 2015; Newberry
2005). Some consumers felt health provider control led to token
consumer contributions (Abelson 2004; CroN 2016; Lewis 2014).
Three studies found that consumers wanted opportunities to shape
their own role, contribute their own priorities and provide feedback
about services without adverse consequences (CroN 2016; DeCamp
2015; Lewis 2014). Consumer-led or shared agendas may facilitate
consumer participation (CroN 2016; Jha 2018; Johns 2014; Schaaf
2017; Sitzia 2006).

Finding 11: Consumers could feel their experiential knowledge
was not valued by health providers, leading to feelings
of being dismissed or overridden. Some health providers
perceived consumers' contributions were not as valuable in
the partnership. Mutual respect for knowledge and expertise
facilitated partnerships (moderate level of confidence).

Five studies suggested consumers perceived their experiential
knowledge was not valued by health providers (Attree 2011; Gurung
2017; Haarsma 2015; McDaid 2009; Newberry 2005). This could
lead to feelings of being dismissed or overridden (McDaid 2009;
Newberry 2005), ignored (Newberry 2005) or not being taken
seriously, as Haarsma 2015 (p. 3196) found:

"Professionals’ recognition of experiential knowledge was very
important to patient representatives, but they complained that they
were not being taken seriously by the professionals of the [palliative
care networks]. Several patient representatives talked in terms of
volunteers vs. professionals, and how big a gap there can be between
the two.
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'I might be putting it too bluntly, but I just think the management
team is an entirely di�erent group. They're professionals; we can't
compare ourselves to them. (Patient representative B5)'".

Three studies suggested health providers perceived consumers'
knowledge as less valuable (CroN 2016; Haarsma 2015; Newberry
2005). Reasons for this included perceiving consumers lacked the
knowledge and experience to contribute in a meaningful way
(CroN 2016), lacked analytical skills (Haarsma 2015) and could only
contribute to decisions where their experience was directly relevant
(Newberry 2005). Additionally, three studies suggested some health
providers experienced discomfort listening to consumers' personal
experiences and grievances (Lewis 2014; McDaid 2009; Sitzia 2006).
In contrast, mutual respect for knowledge and expertise was shown
to facilitate partnerships in six studies (Kidd 2007; Newberry 2005;
Potter 2016; Restall 2013; Scholz 2018; Sitzia 2006). As Sitzia 2006 (p.
71) stated:

"[National Health Service] sta� were acknowledged as having
specialist knowledge of the local NHS environment, particularly
with regard to policy constraints, funding mechanisms, local
history and influential actors. Service users, notably, were
acknowledged as having specialist knowledge and insights about
the patients’ experience. These knowledges seemed to be regarded
as complementary, both types as useful and relevant to the group’s
work, and their delimitation one of the unwritten ‘‘ground rules’’."

Finding 12: Consumers could experience token involvement
in partnerships, including a lack of decision-making power,
being leG out of key discussions and being unable to contribute
ideas outside health providers' priorities. Token involvement
resulted in consumers feeling frustrated. Consumers valued
contributing to tangible changes in health policy and services
(high level of confidence).

Eighteen studies included examples of token involvement of
consumers in partnerships (Abelson 2004; Attree 2011; Boivin 2014;
CroN 2016; Goodman 2011; Gurung 2017; Haarsma 2015; Heenan
2004; Kidd 2007; Lewis 2014; McDaid 2009; Nathan 2014; Newberry
2005; MacDonald 2015; Restall 2013; Scholz 2018; Sitzia 2006;
Wiig 2013). Token involvement included having no power over
decision-making processes (Attree 2011; Boivin 2014; CroN 2016;
Goodman 2011; Gurung 2017; Heenan 2004; Sitzia 2006; Wiig 2013),
"rubber-stamping" decisions already made (Abelson 2004; Attree
2011; Lewis 2014; MacDonald 2015; Restall 2013), being unable
to contribute outside managerially-determined priorities (CroN
2016; Lewis 2014), not being included in key discussions (Gurung
2017; Scholz 2018), lack of staK engagement with operationalising
consumer participation policies (Kidd 2007), including consumers
because it was "the proper thing to do" (McDaid 2009) and not
listening to consumers' suggestions (Haarsma 2015; Nathan 2014;
Newberry 2005). Many consumers felt frustrated and dissatisfied
with token involvement (Abelson 2004; Gurung 2017; Haarsma
2015; Heenan 2004; Lewis 2014; Sitzia 2006; Wiig 2013). Consumers
valued seeing tangible changes to health policy and services as a
result of their contributions (Abelson 2004; Attree 2011; DeCamp
2015; Durey 2016; Greene 2018; Haarsma 2015; Heenan 2004; IPFCC
2018; Maher 2017; Malfait 2018; Nathan 2014; Schaaf 2017; Sitzia
2006).

Category 4: Perceived impacts on partnership participants

The category of perceived impacts on partnership participants
includes one finding (Finding 13). The 'Summary of qualitative
findings' table for finding 13 is shown in Table 5.

Finding 13: Working in partnership could aFect health
provider and consumer participants in both positive and
negative ways. Health providers perceived consumers provided
a unique perspective that could improve services, but
they were concerned about the time pressures and unmet
expectations that could accompany their involvement in
partnerships. Consumers perceived there were benefits of
working in partnership, including empowerment, increased
confidence, knowledge and skills. However, they reported
that participating in partnerships could be physically and/or
emotionally demanding (high level of confidence).

Many health providers perceived consumers provided a unique
perspective that could improve services (Attree 2011; Boivin 2014;
Byskov 2014; CroN 2016; Goodman 2011; Greene 2018; Jivanjee
2007; Maher 2017; Nathan 2014; Potter 2016; Restall 2013; Scholz
2018; Sitzia 2006). However, in six studies, some health providers
perceived negative impacts from working in partnership. These
impacts included not having enough time to participate in the
partnership (Goodman 2011; Greco 2006; Schaaf 2017; Sitzia 2006;
Wiig 2013), and setting up expectations they could not meet (Greco
2006; Restall 2013). In one study from a low income country, health
providers perceived the consumers had too much power:

"Several health workers complained that since the committees
had been told the facility was theirs, they had started acting like
“watchdogs”, trying to supervise everything the health workers were
doing and undermining them" (Goodman 2011, page number not
given).

Consumers perceived the personal benefits of working in
partnership were empowerment, as well as increased confidence,
knowledge and skills (CroN 2016; DeCamp 2015; Durey 2016;
Greco 2006; Greene 2018; Newberry 2005; Potter 2016; Restall
2013; Schaaf 2017; Sitzia 2006). However, consumers could also
find partnerships physically and/or emotionally demanding (Attree
2011; Heenan 2004; Jivanjee 2007; Kidd 2007; McDaid 2009;
Newberry 2005; Schaaf 2017; Sitzia 2006). Demands included
sustaining participation over long periods (Attree 2011; Heenan
2004; Schaaf 2017), becoming emotionally aKected by the role
(Jivanjee 2007; Sitzia 2006), participating while experiencing
chronic or acute illness (Attree 2011; Kidd 2007; McDaid 2009;
Newberry 2005; Restall 2013) and while trying to meet basic needs,
such as housing and food (Restall 2013).

Category 5: Perceived impacts on health service planning,
delivery and evaluation

The category of 'perceived impacts on health service planning,
delivery and evaluation' includes six findings (Findings 14 to 19).
The 'Summary of qualitative findings' table for the findings in this
category is shown in Table 6.

Finding 14: Working in partnership was perceived to improve
consumer involvement in strategic decision-making, under
certain conditions (moderate level of confidence).
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Studies reported varied perceptions about whether partnership-
working improved consumer involvement in strategic decision-
making processes (Attree 2011; Byskov 2014; CroN 2016; Durey
2016; Haarsma 2015; Restall 2013; Schaaf 2017). Two studies
conducted in low-income countries reported partnership-working
increased community input into priority-setting (Byskov 2014;
Schaaf 2017). Success in these two studies was related to
supportive policies, leadership capacity and commitment of
stakeholders. Durey 2016’s study reported community involvement
in decision-making in local health issues increased. The authors
related this to the two-way dialogue between partners and shared
learning.  CroN 2016  reported consumer involvement in strategic
issues occurred when partnerships were more collaborative, and
consumers were encouraged to contribute outside of their formal,
managerially-determined roles.  Restall 2013  found that creative
strategic solutions resulted when health providers valued the
diversity of consumers' perspectives on diKerent policy issues.

Two studies found consumers’ ability to influence strategic level
changes (such as commissioning decisions or macro-level policy)
was limited (Attree 2011; Haarsma 2015). This related to the
partnership's primary focus being on operational rather than
strategic issues.

Finding 15: Working in partnership was perceived to enhance
community ownership of health services, particularly in low-
and middle-income countries (moderate level of confidence).

Evidence from six studies - three in low- and middle-income
countries - suggested working in partnership improved community
ownership of health services (Byskov 2014; CroN 2016; Durey 2016;
Goodman 2011; Johns 2014; Schaaf 2017). Byskov 2014 found that
encouraging community involvement in key decisions helped to
foster a sense of ownership of the health service. In Schaaf 2017's
study conducted in Zambia, regular meetings with community
members were recognised by the community as a new channel for
aggregating a collective community voice. Goodman 2011  found
that providing additional funds for the partnership to manage,
including to plan and implement more activities, helped with
community ownership of the health service.

In two Australian studies, the authors also found community
ownership of health services increased (Durey 2016; Johns
2014).  Durey 2016's study found a key factor in increasing
ownership was encouraging Aboriginal community members to
choose their own representatives:

"Participants talked about how this process shi=ed the decision-
making about community health issues to Aboriginal people rather
than a top-down approach with health providers identifying the
health issues" (no page number given).

Finding 16: Working in partnership was perceived to lead
to improvements in the person-centredness of health service
culture (high level of confidence).

Eight studies showed that working in partnership led to a greater
willingness from health providers to collaborate with consumers
(Attree 2011; Byskov 2014; Durey 2016; Greco 2006; Goodman 2011;
Jha 2018; Sharma 2016; Wiig 2013). Working in partnership could
also lead to strengthened relationships between consumers and
health providers (Attree 2011; CroN 2016; Durey 2016; Restall 2013;
Schaaf 2017). Five studies reported health providers experienced

increased focus and understanding of the patient's needs and
experiences in their decision-making processes (DeCamp 2015;
Greene 2018; IPFCC 2018; Schaaf 2017; Sharma 2016).

Finding 17: Working in partnership was perceived to lead to
improvements in the built environment of the health service
(high level of confidence).

Improvements in the built environment of health services were
reported in 10 studies (Attree 2011; DeCamp 2015; Greene 2018;
Haarsma 2015; Johns 2014; Nathan 2014; Schaaf 2017; Scholz
2018; Sharma 2016; Sitzia 2006). Improvements included successful
funding applications for new buildings (Johns 2014), planning the
layout of new buildings or services (Attree 2011; Scholz 2018; Sitzia
2006 ), improving the physical space of existing facilities (DeCamp
2015; Greene 2018; Nathan 2014; Sharma 2016), and improved
access for people with a disability (Haarsma 2015).

Finding 18: Working in partnership was perceived to lead to
improvements in health service design and delivery (high level
of confidence)

Some health providers and partnership groups perceived
partnering contributed to improvements in health service design
and delivery (Attree 2011; Durey 2016; DeCamp 2015; Greene
2018; Johns 2014; Nathan 2014; Restall 2013). Specific examples
of improvements included increased awareness of health services
(Johns 2014), providing medical treatment closer to home (Attree
2011), establishing ‘out of hours’ care (Attree 2011) and developing
culturally-sensitive services (Durey 2016).

Both health providers and consumers perceived that partnerships
improved communication with patients and patient information
(Attree 2011; DeCamp 2015; Greene 2018; Maher 2017; Nathan 2014;
Schaaf 2017; Sitzia 2006). Examples included the development
of new written resources for patients (including web-based
information) (Attree 2011; DeCamp 2015; Greene 2018), draNing
of scripts to help clinicians explain the rationale for goal-setting
(Greene 2018), improving the telephone system menu (Greene
2018), development of new forms for patients (Greene 2018), and
the development of standards for breaking bad news to patients
(Sitzia 2006).

However, in three studies, some partnerships experienced
no improvements in service design and delivery.  Heenan
2004  and  Nathan 2014  both found that consumers had tried to
communicate their ideas, but health providers had not taken action
to implement them. Also, Lewis 2014 argued that consumers’ views
were controlled and constrained by health providers to maintain
the status quo.

Finding 19: Working in partnership may lead to improvements
in health service evaluation (very low level of confidence).

Two studies showed working in partnership led to improvements
in health service evaluation (CroN 2016; Jivanjee 2007).  Jivanjee
2007  (p. 378) reported the involvement of consumers on an
evaluation team "contributed to increased accuracy of the data
because of their experiences and their local knowledge".
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Supplementing the Cochrane intervention review with
synthesised qualitative findings - matrix results

The Cochrane intervention review found there was insuKicient
robust evidence to determine the eKects of consumers and
providers working in partnership to plan, deliver and evaluate
health services (Lowe 2021). The results of the intervention review
were impacted by the small number of trials included (n = 5).
The included trials had myriad diKerences in terms of setting,
population, context, outcomes and partnership purposes which
hampered comparisons between them. In addition, many of the
included trials also did not measure, at least directly, outcomes
related to health services planning, delivery and evaluation
leading to uncertain judgements of eKectiveness of partnership
approaches on these outcomes. Given this, the review concluded
"... qualitative research methods may be particularly suited to
better understanding elements of successful partnerships, and so
to inform development of eKective approaches" (Lowe 2021, p.26).

Despite the uncertain evidence of eKectiveness, we developed a
matrix approach to ascertain whether key aspects of successful
partnering, as shown by our QES, were incorporated in the trials.
The matrix consisted of 12 questions derived from our findings
that we applied to the primary studies in the intervention review
(see Appendix 4, and a list of all the studies included in the analysis
is shown in Appendix 5).

Based on the findings of the QES, we explored whether the trialists
had described the following aspects of working in partnership.

1. Was the partnership conducted in a supportive government
policy context?

2. Was the partnership conducted in a supportive organisational
context?

3. Were consumers involved in the recruitment process?

4. Were resources in place to recruit and support members from
groups who are underserved?

5. If expected to represent other consumers, were consumers
facilitated to do this (e.g. with external data, peer networks etc)?

6. Were strategies used to facilitate positive interpersonal
dynamics in the partnership?

7. Were consumers oKered training and practical support to
facilitate their participation in the partnership?

8. Were consumers and health providers both clear about the
expectations of the consumer role, and were consumers
involved in shaping their role?

9. Were strategies used to decrease the potential for consumers to
feel intimidated a) in a formal group formats and b) working with
health providers?

10.Were strategies used to ensure consumers could contribute
meaningfully to the agenda, including leading the meeting and/
or contributing their own priorities?

11.Were consumers involved meaningfully in decision-making in
the partnership?

12.Were strategies used to reduce negative eKects of partnerships
on both health providers and consumers?

The matrix table shown in  Appendix 4  demonstrates that most
of the trials did not describe the government or organisational
context in which the trial was taking place. Three of the five trials
also did not include consumers in recruiting consumer members

for the partnership. In most of the trials, the consumer members
were paid for their time and/or reimbursed for their expenses,
had access to peer networks or external data to inform their
contributions and received training. External facilitators were also
used in most trials. Several of the trials used strategies that
may have lessened consumers' feelings of intimidation during
meetings, including having an equal number of consumers as
health providers, having consumers co-facilitate sessions and
having access to consumer-only meetings prior to participating
in the partnership with health providers. However, many studies
did not provide opportunities for consumers to develop their
own role, or contribute their own priorities in discussions. In
addition, the decision-making processes were not well-described,
so it was diKicult to determine whether consumers had been
involved meaningfully in decision-making. Finally, consideration
of the positive and negative impacts of partnerships on consumer
and health provider members was generally not addressed. These
impacts may aKect the sustainability of partnerships over the
longer-term e.g. consumer fatigue, lack of time for health providers.

Best practice principles of working in partnership

The principles below are based on the findings of the review and
were developed in collaboration with the Stakeholder Panel.

Leadership and health service culture

Formal partnering is supported and endorsed by government
stakeholders and health service leadership.

Examples of best practice

• Government policies and standards endorse the importance of
formal partnering in service planning, delivery and evaluation.

• Governments support the implementation of policies and
standards of formal partnering into health services through
guidance documents, funding and structures that support
formal partnership decision-making.

• Health service leaders are committed to building capacity in
formal partnering. Formal partnering is embedded across all
levels of the health service.

Diversity

Formal partnering opportunities are accessible to a diverse range
of consumers.

Examples of best practice

• Time and resources are dedicated to recruiting consumers
from underserved populations, such as Indigenous populations,
culturally and linguistically diverse groups, LGBTIQA+
communities (including people who identify as lesbian,
gay, bisexual, transgender, intersex, queer, asexual, agender,
aromantic or have other diverse sexual orientations or gender
identities), people from low socio-economic groups and people
with disabilities.

• Any recruitment criteria and processes for consumer
representatives balance the need for specific skills with the need
to promote diversity (e.g. previous committee experience may
privilege people from professional backgrounds).

• Meeting times are accessible for a broad range of consumers
(e.g. meeting outside work hours or on weekends may be
preferable).
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• Meeting arrangements are flexible (e.g. breaks are provided in
meetings, consumers can pause their involvement for a period
of time in a formal partnership when needed).

• Other resources are provided during meetings to support a
diverse range of consumers to participate (e.g. childcare, food,
accessible venues, support for people with communication
disabilities and access to interpreters).

• Remunerating consumers for their time and/or expenses (such
as transport to meetings) may improve access to a more diverse
range of consumers.

Equity

Consumers have access to the support they need, to contribute
equitably in formal partnerships with health providers. Power
imbalances between health providers and consumers in formal
partnerships are identified and addressed.

Examples of best practice

• Consumers are involved in recruiting new consumers for formal
partnerships (e.g. consumers choose their own representatives
and/or are involved in the recruitment strategy).

• The proportion of consumers to health providers in a formal
partnership is equitable (e.g. consumers could comprise one
third, one half or majority membership of a formal partnership).

• Less formal, smaller meetings or sub-committees may be more
accessible for some consumers than large, formal meeting
structures.

• Consumers have access to consumer-only meetings to help
support their involvement in formal partnerships.

• Consumers have access to peer networks or data (such as
consumer feedback surveys) to inform their contributions.

• Remunerating consumers for their time and/or expenses (such
as transport to meetings) may help to reduce power imbalances.

• Consumers are oKered ongoing training about the health
service, formal partnerships and conducting their role.

Mutual respect, shared vision, and regular communication

Consumers and health providers are respected for their knowledge
and expertise. The consumer role is clear to both consumers and
health providers. They share a common vision for the formal
partnership, and foster commitment and trust. Consumers and
health providers communicate regularly, exchange information
and have strong relationships with senior decision-makers in the
health service.

Examples of best practice

• The chairperson is impartial, helps all partners feel valued and
facilitates the development of a shared vision for the formal
partnership.

• Consumers are involved in shaping their role and/or are clear
about the expectations of the role.

• Training is provided to health providers to reflect on potential
assumptions about the role of consumers and the value of their
contributions, and how to partner with consumers.

• When needed, skilled facilitators and moderators may help to
ensure consumers' views are actively sought and integrated into
decisions.

• Employment of a consumer coordinator may help to facilitate
buy-in of consumers’ ideas with senior leadership.

Shared agendas and decision-making

Consumers and health providers share agenda setting and
decision-making in formal partnerships.

Examples of best practice

• Consumers may lead or co-lead a formal partnership.

• Consumers are actively involved in agenda-setting. Token
involvement in agenda-setting is avoided, including health
providers pre-determining the agenda without consumer input,
health providers not accommodating contributions perceived to
be outside the health service’s priorities, health providers only
allowing consumer issues to be raised as "any other business"
and health providers assuming consumers do not want to be
involved in particular agenda items.

• Consumers understand the decisions to be made and are
involved in the decision-making process. Token involvement
in decision-making is avoided, including consumers having no
power over decision-making processes, consumers being asked
to "rubber-stamp" decisions already made and consumers not
being included in key discussions.

• When the formal partnership is tasked with providing advice or
options, rather than final decisions, consumers’ suggestions and
ideas are listened to and followed up.

Influence

By working in formal partnerships, consumers have influence
by contributing to tangible improvements in health policy and
services, i.e. in the promotion of and delivery of more person-
centred care. These improvements can occur in strategic decision-
making and community ownership of health services, health
service culture and the built environment, health service design,
delivery and evaluation.

Sustainability

Consumers and health providers involved in formal partnerships
may experience both positive and negative impacts of their
involvement over time. Negative impacts should be addressed to
avoid undermining the sustainability of the formal partnership.

Examples of impacts for consumers

• Positive impacts: increased confidence, knowledge and skills.

• Negative impacts: diKiculty sustaining participation over long
periods, becoming emotionally aKected by the role and
managing the impact of a chronic or acute illness while
participating in formal partnerships.

Examples of impacts for health providers

• Positive impacts: benefit from the unique perspective provided
by consumers.

• Negative impacts: not having suKicient time to participate in
formal partnerships, perceiving they are setting up consumer
expectations they cannot meet.
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D I S C U S S I O N

Summary of key findings

Partnering underpins person-centred care. As stated by the IPFCC,
person-centred care is the "planning, delivery, and evaluation of
health care that is grounded in mutually beneficial partnerships
among healthcare providers, patients, and families" (IPFCC 2012).
Overall, the findings of the QES suggest that, in formal partnerships
at least, mutually beneficial partnerships remain elusive. The
influences on, and power imbalances in, formal group partnerships
are symptomatic of broader patterns of inequality between health
providers and consumers in health services that impact on the
provision of person-centred care.

The QES showed that formal group partnerships were shaped
by government, via government policies and funding as well as
the culture and leadership of the health service. This finding
is supported by previous literature (Gilson 2003). Consistent
with earlier research, health providers' own attitudes towards
consumers were strongly influenced by their managers and broader
organisational management practices (Gilson 2003).

The findings also showed that formal partnerships were influenced
by the nature and process of recruitment practices. Although
health services oNen desired consumers who represented the
demographics of their clinic population, sometimes their selection
criteria (e.g. wanting excellent communication skills) could
undermine this. The findings showed that recruiting a diverse
range of consumers required tailored supports, such as flexible
meeting times, remuneration and practical supports (such as
interpreters). Previous literature has shown that approaches to
increasing the diversity of the consumers involved in decision-
making processes, including in formal group formats, should
recognise that some groups have more constraints on their
participation than others (Gilson 2003). Excluding these groups
from decision-making processes may also further exacerbate their
disadvantage (Gilson 2003).

The findings demonstrated that partnerships were facilitated by
positive interpersonal dynamics between health providers and
consumers. The importance of positive interpersonal dynamics in
partnerships is supported by Gilson 2003 (p. 1461) who stated:

"if undertaken freely and openly, the process of communication
and dialogue with others requires us to confront the mismatches
between our own beliefs and those of others, enabling self-
reflection and learning. Such discourse can not only encourage
mutual respect, but also generate the mechanisms, such as shared
understandings, persuasion, promises, that align self-interest with
the collective interest and so build trust".

Consumers could also perceive that health providers did not
value their experiential knowledge, and this was supported
by the perceptions of some health providers that consumers'
knowledge was less valuable. Health providers' perceptions of
their knowledge as superior has been studied previously. Grimen
2009 argues that enhanced technical health knowledge is essential
to being a health professional, in a similar way that enhanced
technical legal knowledge is vital for being a lawyer. They
suggest that rather than seeking to equalise knowledge between
consumers and health providers, the solution may be to encourage
more self-reflection from health providers (including during their

professional education) about the power such knowledge bestows
on their relationship with consumers (Grimen 2009). Sensitive
use of health providers' discretionary power to create optimal
conditions for collaboration is supported by other literature
(Østergaard 2015).

The findings also showed that some consumers could find formal
group formats intimidating. This finding highlights that formal
group formats are only one tool from among many in a toolbox
for health services to engage with consumers to improve person-
centred care (AHRQ 2018). Improving formal partnerships to
become more equitable may also be a way of nudging a broader
cultural shiN in health services whereby consumers invite health
providers to design services, rather than the other way around.
Another finding of the QES was that some consumers and health
providers experienced a lack of clarity about consumers' roles.
Health providers' lack of clarity about the consumer role was
an interesting finding and suggests that eKorts to centre health
services around consumers is still an aspiration rather than a reality.

We also found that health providers oNen controlled the agenda of
meetings, and the decision-making process. Previous research has
shown that agenda-setting is an institutional form that allows the
exercise of considerable power by health providers. Firstly, because
quote: "it concerns what is up for grabs in an interaction and what
is not, and who decides" (Grimen 2009, p. 27), and also allows them
to define the participants' world view e.g. by defining what illness
is versus what normal is. Such institutional forms can significantly
impact on how power is used, and transformational change may
occur when they are openly discussed and critiqued, including with
participation from health providers (Grimen 2009).

Over time, the findings demonstrated that formal partnering
could have mixed impacts on consumers and health providers.
Consumers could feel empowered and benefit from increased
knowledge and skills. However, they could also find formal
partnering physically and/or emotionally demanding. Health
providers perceived that consumers had a unique perspective on
health services, but health providers also felt pressured for time
and perceived they were unable to meet consumers' expectations.

In the companion intervention review, Lowe 2021 concluded there
was not enough evidence to determine if formal partnerships had
any eKects compared to usual practice, or compared with other
non-partnership approaches. Interestingly though, our findings
showed that health providers and consumers perceived positive
impacts of formal partnering on person-centred culture, built
environment, design and delivery of services. There may be a
couple of reasons for this discrepancy. Firstly, measuring outcomes
related to health service culture, built environment, design
and delivery of services using quantitative data is challenging.
Secondly, to demonstrate there were improvements in outcomes
such as health service culture, design and delivery, measurements
would need to be taken from the broader patient population rather
than solely from the partnership members. However, some of the
included studies in the companion review did not collect data from
this broader patient population.

Finally, implementation of the best practice principles for
partnering developed in this review may be complex. Whilst
partnering with consumers is core to person-centred care, the
findings of this review suggest that in practice, partnering is still
perceived as an "optional extra" for many health services. Further
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alignment of health services with the goals of person-centred
care may assist in facilitating the system-wide changes needed to
foster successful partnerships (Byrne 2020). This might happen, for
example, by ensuring health providers are supported with the time
and resources critical to building strong, trusting and accountable
partnerships with consumers.

Overall completeness and applicability of evidence

This QES was co-produced with an Australian Stakeholder Panel of
consumers, health providers and policymakers. The contributions
of the Stakeholder Panel, at various stages across the QES process,
were a strength and enhanced the applicability of this review to
health services. The best practice principles, for example, could not
have been developed without their input. However, a limitation
of the Stakeholder Panel was that it included only Australian
representatives. While adhering to principles of scientific research,
and basing any suggested changes or additions to the review
within that context, the lens of the stakeholders was the Australian
health system. Whilst the best practice principles are based on
the QES findings, it is possible that they are more applicable
to the Australian context given the consumers, practitioners and
policymakers shaping their formation were all based in Australia.

A limitation of this review was that the database searches were
conducted in October 2018. The lapse in time between the search
date and review completion incorporates the additional time
needed for co-production, including during a pandemic. We believe
that findings in this QES are not greatly sensitive to change as there
is already a large body of contributing evidence from a wide range of
settings and participants. Adding more studies to an already large
body of evidence is unlikely to change our confidence in most of
the review findings. The only finding rated as very low confidence
was Finding 19 Working in partnership could lead to improvements in
health service evaluation. Our confidence in this finding was rated
down primarily due to relevance and adequacy, as findings were
based on only two studies in two countries and settings.This finding
would therefore be strengthened by additional studies from a range
of countries in a range of diKerent healthcare settings.

There were other limitations in the data set. Firstly, whilst we
included studies from a range of countries (including low- and
middle-income countries), there were some gaps in the consumer
populations sampled. In particular, we were unable to find any
studies fitting the eligibility criteria that included consumers who
had an intellectual disablity or cognitive impairment (such as
dementia). Secondly, we only included studies in English, due to a
lack of translating capacity in the author team. Finally, we defined
the term 'health provider' broadly, to ensure we included studies
from health policy as well as health service planning, delivery and
evaluation. However, a narrower definition of health provider (e.g.
limiting the definition to health practitioners) may have yielded
results more tailored to specific health provider roles.

Agreements and disagreements with other studies or
reviews

The findings of our QES resonate strongly with the results of
other recent systematic and scoping reviews about partnering
with consumers in health services (Biddle 2021; Bombard 2018;
Brett 2014; Liang 2018).  Bombard 2018's systematic review of
consumer engagement in the design, delivery, and evaluation of
health services included 48 studies. They included a wider range

of involvement approaches than our review (including one-oK
consultations with consumers) but found many similar facilitators
including institutional commitment, involving consumers in
recruitment, striving for a wide representation of consumers,
creating flexible environments, oKering stipends or reimbursement
for participation, using external facilitators and including a
higher proportion of consumers than providers. Given our QES
included studies from more low- and middle income countries
than Bombard 2018 (where over 50 per cent of studies originated in
the UK), this suggests these facilitators have relevance in a broader
range of geographical settings.

Biddle 2021  also captured a broader range of consumer
involvement approaches than our QES, and a broader range
of settings (including research facilities as well as health
services). They also restricted their search to European public
and private facilities (excluding the UK). Their results supported
several of our key findings including that consumer involvement
could be tokenistic and lacking in influence, that health
providers' professional knowledge was privileged over consumers'
experiential knowledge and that consumer involvement was
negatively aKected by a policy/practice gap. The broader scope
of Biddle 2021 suggests that some findings of our review may be
applicable to a wider range of consumer involvement approaches,
as well as diKerent settings (including research facility-consumer
partnerships).

In a scoping review of consumer involvement in hospital health
services (including 10 studies),  Liang 2018  also found barriers
and facilitators similar to our review. These included that barriers
occurred mainly at the provider level, involved negative beliefs
about patient roles and input, and that challenges existed
in resolving diKerences in management and patient priorities.
Facilitators similar to our QES included formalising patient roles,
facilitating informal interactions and active solicitation of patient
input. The similarity of our findings to a scoping review in a
more narrow context (hospitals rather than health services more
generally) indicates our findings are also applicable to more
specific healthcare settings.

Finally, Brett 2014 conducted a systematic review of the impacts of
consumer involvement in the UK National Health Service. Similar
to our review, the authors found that working with consumers
contributed to changing health provider attitudes about the value
of user involvement.

Summary of integrating the qualitative findings with a
Cochrane intervention eFects review

We integrated the results of the QES with the corresponding
Cochrane intervention eKects review (Lowe 2021) using a
matrix approach. The results showed that facilitators of formal
partnering used in the trials included remuneration for consumers,
consumers' access to peer networks or data to inform their
contributions and use of external facilitators. The trials also oNen
included strategies to lessen consumers' feelings of intimidation,
including having an equal number of consumers as health
providers, having consumers co-facilitate sessions and having
access to consumer-only meetings prior to participating in the
partnership with health providers. Barriers to formal partnering
within the trials included lack of opportunities for consumers
to develop their own role, or contribute their own priorities
in discussions. Vague descriptions of decision-making processes
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oNen made it diKicult to determine whether consumers had been
involved meaningfully in decision-making. Consideration of the
government and organisational context, as well as the positive and
negative impacts of partnerships on consumer and health provider
members were also oNen neglected.

The results suggest that future randomised controlled trials of
partnering in formal group formats could be improved by designing
the partnership intervention to optimise partnership facilitators,
as found in this QES. The findings also suggest that future trials
could include additional outcome measures such as consumer
involvement in shaping the consumer role, consumers' ability to
contribute their own priorities and consumers' satisfaction with
decision-making processes.

A U T H O R S '   C O N C L U S I O N S

Successful partnerships with consumers require health providers
to continually reflect on and address power imbalances that
may constrain consumers' participation. Such imbalances may be
particularly acute in recruitment procedures, meeting structure
and content, and decision-making processes. Formal partnerships
can have both positive and negative impacts on consumers and
health providers.

The findings of the QES were developed into best practice
principles for formal partnering to promote person-centred health
services. These principles focused on the facilitators of positive
partnership formation and process, and practical strategies to
support implementing the principles into practice. The following
were the best practice principles.

Leadership and health service culture

Formal partnering is supported and endorsed by government
stakeholders and health service leadership.

Examples of best practice

• Government policies and standards endorse the importance of
formal partnering in service planning, delivery and evaluation.

• Governments support the implementation of policies and
standards of formal partnering into health services through
guidance documents, funding, and structures that support
formal partnership decision-making.

• Health service leaders are committed to building capacity in
formal partnering. Formal partnering is embedded across all
levels of the health service.

Diversity

Formal partnering opportunities are accessible to a diverse range
of consumers.

Examples of best practice

• Time and resources are dedicated to recruiting consumers
from underserved populations, such as Indigenous populations,
culturally and linguistically diverse groups, LGBTIQA+
communities, people from low socio-economic groups, and
people with disabilities.

• Any recruitment criteria and processes for consumer
representatives balance the need for specific skills with the need

to promote diversity (e.g. previous committee experience may
privilege people from professional backgrounds).

• Meeting times are accessible for a broader range of consumers
(e.g. meeting outside work hours or on weekends may be
preferable)

• Meeting arrangements are flexible (e.g. breaks are provided in
meetings, and consumers can pause their involvement for a
period of time in a formal partnership when needed).

• Other resources are provided during meetings to support a
diverse range of consumers to participate (e.g. childcare, food,
accessible venues, support for people with communication
disabilities, and access to interpreters).

• Remunerating consumers for their time and/or expenses (such
as transport to meetings) may improve access to a more diverse
range of consumers.

Equity

Consumers have access to the support they need, to contribute
equally equitably in formal partnerships with health providers.
Power imbalances between health providers and consumers in
formal partnerships are identified and addressed.

Examples of best practice

• Consumers are involved in recruiting new consumers for formal
partnerships (e.g. consumers choose their own representatives
and/or are involved in the recruitment strategy).

• The proportion of consumers to health providers in a formal
partnership is equitable (e.g. consumers could comprise one
third, one half or majority membership of a formal partnership).

• Less formal, smaller meetings or sub-committees may be more
accessible than large, formal meeting structures.

• Consumers have access to consumer-only meetings to help
support their involvement in formal partnerships.

• Consumers have access to peer networks or data (such as
consumer feedback surveys) to inform their contributions.

• Remunerating consumers for their time and/or expenses (such
as transport to meetings) may improve equity.

• Consumers are oKered ongoing training about the health
service, formal partnerships and conducting their role.

Mutual respect, shared vision, and regular
communication

Consumers and health providers are respected for their knowledge
and expertise. The consumer role is clear to both consumers and
health providers. They share a common vision for the formal
partnership, and foster commitment and trust. Consumers and
health providers communicate regularly, exchange information,
and have strong relationships with senior decision-makers in the
health service.

Examples of best practice

• The chairperson is impartial, helps all partners feel valued, and
facilitates the development of a shared vision for the formal
partnership.

• Consumers are involved in shaping their role and/or are clear
about the expectations of the role.
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• Training is provided to health providers to reflect on potential
assumptions about the role of consumers and the value of their
contributions, and how to partner with consumers.

• When needed, skilled facilitators and moderators may help to
ensure consumers' views are actively sought and integrated into
decisions.

• Employment of a consumer coordinator may help to facilitate
buy-in of consumers’ ideas with senior leadership.

Shared agendas and decision-making

Consumers and health providers share agenda-setting and
decision-making in formal partnerships.

Examples of best practice

• Consumers may lead or co-lead a formal partnership.

• Consumers are actively involved in agenda-setting. Token
involvement in agenda-setting is avoided, including health
providers pre-determining the agenda without consumer input,
health providers not accommodating contributions perceived to
be outside the health service’s priorities, health providers only
allowing consumer issues to be raised as "any other business"
and health providers assuming consumers do not want to be
involved in particular agenda items.

• Consumers understand the decisions to be made and are
involved in the decision-making process. Token involvement
in decision-making is avoided, including consumers having no
power over decision-making processes, consumers being asked
to "rubber-stamp" decisions already made and consumers not
being included in key discussions.

• When the formal partnership is tasked with providing advice or
options, rather than final decisions, consumers’ suggestions and
ideas are listened to and followed up.

Influence

By working in formal partnerships, consumers contribute to
tangible improvements in health policy and services, i.e., in
the promotion of and delivery of more person-centred care.
These improvements can occur in strategic decision-making and
community ownership of health services, health service culture
and the built environment, health service design, delivery and
evaluation.

Sustainability

Consumers and health providers involved in formal partnerships
may experience both positive and negative impacts of their
involvement over time. Negative impacts should be addressed to
avoid undermining the sustainability of the formal partnership.

Examples of impacts for consumers

• Positive impacts: increased confidence, knowledge and skills.

• Negative impacts: diKiculty sustaining participation over long
periods, becoming emotionally aKected by the role and
managing the impact of a chronic or acute illness while
participating in formal partnerships.

Examples of impacts for health providers

• Positive impacts: benefit from the unique perspective provided
by consumers.

• Negative impacts: not having suKicient time to participate in
formal partnerships, perceiving they are setting up consumer
expectations they cannot meet.

Implications for research

Randomised controlled trials that incorporate the best practice
principles of formal partnership approaches are required. Ideally,
these trials should also examine how formal partnering approaches
in health services planning, delivery and evaluation impact on
patients' day-to-day clinical care. Qualitative research focusing
on the barriers and facilitators to implementing the best practice
principles would also contribute to our understanding of whether,
and how the principles work in practice.

A C K N O W L E D G E M E N T S

  The rreview authors gratefully acknowledge the input and
guidance of the Stakeholder Advisory Panel formed for this review.
The Australian-based Stakeholder Advisory Panel consisted of
consumers, healthcare professionals and health policy makers.
The members of the Panel were: Leslie Arnott (Consumer
Representative, Victoria), Susan Biggar (National Engagement
Advisor, Australian Health Practitioner Regulation Agency, Australia
and Consumer Representative, Victoria), Noni Bourke (Chief
Executive OKicer, Kooweerup Regional Health Service, Victoria),
Paul Bryden (Consumer Representative, Queensland), Renee
Chmielewski (Manager, Planning and Patient Experience, The
Royal Victorian Eye and Ear Hospital, Victoria), Leia Earnshaw
(Consumer Representative, Australian Capital Territory), Marie
Gill (Gill and Wilcox consultancy, Victoria), Fiona Martin
(Clinical Practice Lead/Health Psychologist, CatholicCare Victoria,
Melbourne), Louise McKinlay (Senior Executive Director, System
Improvement; Commissioning and System Improvement (CSI),
Department of Health, Victoria ), David Menzies (Manager,
Chronic Disease Programs, South Eastern Melbourne Primary
Health Network, Victoria), Nancy Messino (Clinical Trials Quality
OKicer, Victorian Comprehensive Cancer Centre, Victoria), Anne
Mussared (Consumer Representative, South Australia), Naomi
Poole (Director, Strategy and Innovation, Australian Commission
on Safety and Quality in Health Care, Sydney NSW), Nora Refahi
(Consumer Representative, Victoria), Lorraine Smith (Professor,
School of Pharmacy, Faculty of Medicine and Health, University of
Sydney, NSW) and Cheryl Wardrope (Senior Engagement OKicer,
Clinical Governance, Metro South Hospital and Health Service,
Eight Mile Plains, Queensland).

The author team acknowledges Anne Parkhill, Information
Specialist with Cochrane Consumers and Communication who
designed the search approach, executed the search strategies
and prepared the results for primary screening. We are also
grateful to Heather Ames, Senior Researcher, The Norwegian
Institute of Public Health and Editor, Cochrane Consumers and
Communication, for her guidance with CERQual. We also thank
Terry Hoo who contributed significantly to the copy-editing of this
review prior to submission.

Cochrane Consumers and Communication supported the authors
in the development of this review. Louisa Walsh and Rebecca Ryan
are members of Cochrane Consumers and Communication but
were not involved in the editorial process or decision-making for
this review. The following people conducted the editorial process
for this review:

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

23



Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

• Sign-oK Editor (final editorial decision): Lisa Bero, University of
Colorado, US

• Managing Editor (selected peer reviewers, collated peer-
reviewer comments, provided editorial guidance to authors,
edited the article): Joey Kwong, Cochrane Central Editorial
Service

• Editorial Assistant (conducted editorial policy checks and
supported editorial team): Leticia Rodrigues, Cochrane Central
Editorial Service

• Copy Editor (copy-editing and production): Heather Maxwell, c/
o Cochrane Central Production Service

• Peer-reviewers (provided comments and recommended an
editorial decision): Linnaea Schuttner, VA Puget Sound
Health Care System, Seattle, WA, USA (clinical/content
review); Amy Byrne, School of Nursing, Midwifery and
Social Science, CQ University Australia, Townsville Campus,
Qld (clinical/content review); Elizabeth Sturgiss, Monash
University, Australia (clinical/content review); Vijayluxmi Bose,
Health Communication & Knowledge Management Specialist
(consumer review); Jane Noyes, Bangor University, UK (methods
review); Andrew Booth, University of SheKield and Robin
Featherstone, Cochrane Central Editorial Service (search
review).

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

24



Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

R E F E R E N C E S
 

References to studies included in this review

Abelson 2004 {published data only}

Abelson J, Forrest PG, Eyles J. Will it make a diKerence if I show
up and share? A citizens’ perspective on improving public
involvement processes for health system decision-making.
Journal of Health Services Research & Policy 2004;9(4):205–12.
[DOI: 10.1258/1355819042250203]

Attree 2011 {published data only}

Attree P, Morris S, Payne S, Vaughan S, Hinder, S. Exploring
the influence of service user involvement on health and social
care services for cancer. Health Expectations: An International
Journal of Public Participation in Health Care and Health Policy
2011;14(1):48-58. [DOI: 10.1111/j.1369-7625.2010.00620.x]

Boivin 2014 {published data only}

Boivin A, Lehoux P, Burgers J, Grol R. What are the key
ingredients for eKective public involvement in health care
improvement and policy decisions? A randomized trial
process evaluation. Milbank Quarterly 2014;92(2):319–50. [DOI:
10.1111/1468-0009.12060]

Byskov 2014 {published data only}

Bukachi SA, Onyango-Ouma W, Siso JM, Nyamongo IK, Mutai JK,
Hurtig AK, et al. Healthcare priority setting in Kenya: a gap
analysis applying the accountability for reasonableness
framework. International Journal of Health Planning and
Management 2014;29:342-61. [DOI: http://doi.org/10.1002/
hpm.2197]

*  Byskov J, Marchal B, Maluka S, Zulu JM, Bukachi SA,
Hurtig AK, et al. The accountability for reasonableness
approach to guide priority setting in health systems within
limited resources-findings from action research at district level
in Kenya, Tanzania, and Zambia. Health Research Policy and
Systems 2014;12:49. [DOI: 10.1186/1478-4505-12-49]

Maluka S, Kamuzora P, Sebastian MS, Byskov J, Olsen OE,
Shayo E, et al. Decentralized health care priority-setting
in Tanzania: Evaluating against the accountabilty
for reasonableness framework. Social Science and
Medicine 2010;71:751-9. [DOI: http://doi.org/10.1016/
j.socscimed.2010.04.035]

Zulu JM, Michelo C, Msoni C, Hurtig AK, Byskov J, Blystad A.
Increased fairness in priority setting processes within the
health sector: the case of Kapiri-Mposhi District, Zambia.
BMC Helath Services Research 2014;14:75. [DOI: https://
doi.org/10.1186/1472-6963-14-75]

CroG 2016 {published data only}

*  CroN C, Currie G, Staniszewska S. Moving from rational to
normative ideologies of control over public involvement: a case
of continued managerial dominance. Social Science & Medicine
2016;162:124-32. [DOI: 10.1016/j.socscimed.2016.06.010]

Currie G, CroN C, Chen Y, Kiefer T, Staniszewska S, Lilford RJ.
The capacity of health servicecommissioners to use evidence: a

case study. Health Service and Delivery Research 2018;6(12):No
Pagination Specified. [DOI: http://doi.org/10.3310/hsdr06120]

DeCamp 2015 {published data only}

DeCamp LR, Gregory E, Polk S, Camacho CM, Giusti F,
Thompson DA, et al. A voice and a vote: the advisory
board experiences of spanish-speaking latina mothers.
Hispanic Health Care International 2015;13(4):217-26. [DOI:
10.1891/1540-4153.13.4.217]

Durey 2016 {published data only}

Durey A, McEvoy S, SwiN-Otero V, Taylor K, Katzenellenbogen J,
Bessarab D. Improving healthcare for Aboriginal Australians
through eKective engagement between community and health
services. BMC Health Services Research 2016;16:224. [DOI:
10.1186/s12913-016-1497-0]

Goodman 2011 {published data only}

*  Goodman C, Opwora A, Kabare M, Molyneux S. Health facility
committees and facility management - exploring the nature
and depth of their roles in Coast Province, Kenya. BMC Health
Services Research 2011;11:229. [DOI: 10.1186/1472-6963-11-229]

Opwara A, Kabare M, Molyneux S, Goodman C. Direct facility
funding as a response to user fee reduction: implementation
and perceived impact among Kenyan health centres and
dispensaries. Health Policy Plan 2010;25(5):406-18. [DOI: http://
doi.org/10.1093/heapol/czq009]

Greco 2006 {published data only}

Greco M, Carter M, Powell R, Sweeney K, JolliKe J, Stead J.
Impact of patient involvement in general practice. Education for
Primary Care 2006;17:486-96.

Greene 2018 {published data only}

*  Greene J, Farley D, Amy C, Hutcheson K. How patient partners
influence quality improvement eKorts. Joint Commission
Journal on Quality and Patient Safety 2018;44(4):186-95.

Greene J, Farley DC, Christianson JB, Scanlon DP, Shi Y.
From Rhetoric to Reality: consumer engagement in
16 multi-stakeholder alliances. American Journal of
Managed Care 2016;22(12):s403-12. [PMID: https://
pubmed.ncbi.nlm.nih.gov/27567514/]

Gurung 2017 {published data only}

Gurung D, Upadhyaya N, Magar J, Giri NP, Hanlon C,
Jordans MJD. Service user and care giver involvement in mental
health system strengthening in Nepal: a qualitative study on
barriers and facilitating factors. International Journal of Mental
Health Systems 2017;11:30. [DOI: https://doi.org/10.1186/
s13033-017-0139-1]

Haarsma 2015 {published data only}

Haarsma F, Moser A, Beckers M, van Rijswijk H, StoKers E,
Beurskens A. The perceived impact of public involvement
in palliative care in a provincial palliative care network in
the Netherlands: a qualitative study. Health Expectations
2015;18(6):3186-200. [DOI: doi: 10.1111/hex.12308]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

25

https://doi.org/10.1258%2F1355819042250203
https://doi.org/10.1111%2Fj.1369-7625.2010.00620.x
https://doi.org/10.1111%2F1468-0009.12060
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1002%2Fhpm.2197
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1002%2Fhpm.2197
https://doi.org/10.1186%2F1478-4505-12-49
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2010.04.035
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2010.04.035
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-14-75
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-14-75
https://doi.org/10.1016%2Fj.socscimed.2016.06.010
https://doi.org/http%3A%2F%2Fdoi.org%2F10.3310%2Fhsdr06120
https://doi.org/10.1891%2F1540-4153.13.4.217
https://doi.org/10.1186%2Fs12913-016-1497-0
https://doi.org/10.1186%2F1472-6963-11-229
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2Fczq009
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2Fczq009
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs13033-017-0139-1
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs13033-017-0139-1


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Heenan 2004 {published data only}

Heenan D. A partnership approach to health promotion: a case
study from Northern Ireland. Health Promotion International
2004;19(1):105-13. [DOI: 10.1093/heapro/dah111]

IPFCC 2018 {published data only}

Institute for Patient- and Family-Centred Care. Strategically
advancing patient and family advisory councils in new york
state hospitals. New York State Health foundation 2018;-(-):1-62.

Jha 2018 {published data only}

Jha V, Winterbottom A, Symons J, Thompson Z, Quinton N,
Corrado OJ, et al. Patient-led training on patient safety: A pilot
study to test the feasibility and acceptability of an educational
intervention. Medical Teacher 2018;35(9):e1464-71. [DOI:
10.3109/0142159X.2013.778391]

Jivanjee 2007 {published data only}

Jivanjee P, Robinson A. Studying family participation in system-
of-care evaluations: using qualitative methods to examine
a national mandate in local contexts. Journal of Behavioral
Health Services & Research 2007;34(4):361-81. [DOI: 10.1007/
s11414-007-9051-9]

Johns 2014 {published data only}

Johns S, Kilpatrick S, Whelan J. Our health in our hands:
building eKective community partnerships for rural health
service provision. Rural Society 2014;17(1):50-65. [DOI: 10.5172/
rsj.351.17.1.50]

Kidd 2007 {published data only}

Kidd S, Kenny A, Endacott R. Consumer advocate and clinician
perceptions of consumer participation in two rural mental
health services. International Journal of Mental Health Nursing
2007;16(3):214-22. [DOI: 10.1111/j.1447-0349.2007.00470.x]

Lewis 2014 {published data only}

Lewis L. User Involvement in mental health services: a
case of power over discourse. Sociological Research Online
2014;19(1):1-15. [DOI: https://doi.org/10.5153/sro.3265]

MacDonald 2015 {published data only}

*  MacDonald D, Barnes M, Crawford M, Omeni E, Wilson A,
Rose D. Service user governors in mental health foundation
trusts: accountability or business as usual? Health Expectations
2015;18(6):2892-902. [DOI: 10.1111/hex.12274]

Rose D, Barnes M, Crawford M, Omeni E, MacDonald D,
Wilson A. How to manages and leaders in the National Health
Service and social care respond to service user involvement
in mental health services in both its traditional and emergent
forms? The ENSUE study. Health Service and Delivery
Research 2014;2(10):No Pagination Specified. [DOI: http://
doi.org/10.3310/hsdr02100]

Maher 2017 {published data only}

Maher L, Hayward B, Hayward P, Walsh C. Increasing
patient engagement in healthcare service design: a
qualitative evaluation of a co-design programme in New
Zealand. Patient Experience Journal 2017;4(1):23-32. [DOI:
10.35680/2372-0247.1149]

Malfait 2018 {published data only}

Malfait S, Van Hecke A, De Bodt G, Palsterman N, Eeckloo K.
Patient and public involvement in hospital policy-making:
identifying key elements for eKective participation. Health
Policy 2018;122(4):380-8. [DOI: https://doi.org/10.1016/
j.healthpol.2018.02.007]

McDaid 2009 {published data only}

McDaid S. An equality of condition framework
for user involvement in mental health policy and
planning: evidence from participatory action research.
Disability & Society 2009;24(4):461-74. [DOI: https://
doi.org/10.1080/09687590902879064]

Nathan 2014 {published data only}

Nathan S, Stephenson N, Braithwaite J. Sidestepping questions
of legitimacy: how community representatives manoeuvre to
eKect change in a health service. Health 2014;18(1):23-40. [DOI:
10.1177/1363459312473617]

Newberry 2005 {published data only}

Newberry DJ. The meaningful participation of consumers on
mental health agency boards: experiential power and models of
governance. Doctoral dissertation, Guelph University, Ontario,
Canada 2004;-(-):1-396.

Potter 2016 {published data only}

Potter DA. Situated motives of lay participants in community
collaboratives for children's mental health. Qualitative
Health Research 2016;26(3):426-37. [DOI: https://
doi.org/10.1177/1049732315570127]

Restall 2013 {published data only}

Restall G, Cooper J E, Kaufert JM. Pathways to translating
experiential knowledge into mental health policy. Psychiatric
Rehabilitation Journal 2011;35(1):161-240. [DOI: http://
doi.org/10.2975/35.1.2011.xxx.xxxx]

*  Restall G. Conceptualizing the outcomes of involving people
who use mental health services in policy development. Health
Expectations 2013;18(5):1167-79. [DOI: 10.1111/hex.12091]

Restall G Kaufert J. Understanding how context shapes
citizen-user involvement in policy making. Healthcare Policy
2011;7(2):68–82. [PMID: https://www.ncbi.nlm.nih.gov/pmc/
articles/PMC3287950/]

Rutebemberwa 2009 {published data only}

Rutebemberwa E, Ekirapa-Kiracho E, Okui O. Lack of eKective
communication between communities and hospitals
in Uganda: a qualitative exploration of missing links.
BMC Health Services Research 2009;9:146. [DOI: https://
doi.org/10.1186/1472-6963-9-146]

Schaaf 2017 {published data only}

Schaaf M, Topp SM, Ngulube M. From favours to entitlements:
community voice and action and health service quality in
Zambia. Health Policy & Planning 2017;32(6):847-59. [DOI:
10.1093/heapol/czx024]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

26

https://doi.org/10.1093%2Fheapro%2Fdah111
https://doi.org/10.3109%2F0142159X.2013.778391
https://doi.org/10.1007%2Fs11414-007-9051-9
https://doi.org/10.1007%2Fs11414-007-9051-9
https://doi.org/10.5172%2Frsj.351.17.1.50
https://doi.org/10.5172%2Frsj.351.17.1.50
https://doi.org/10.1111%2Fj.1447-0349.2007.00470.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.5153%2Fsro.3265
https://doi.org/10.1111%2Fhex.12274
https://doi.org/http%3A%2F%2Fdoi.org%2F10.3310%2Fhsdr02100
https://doi.org/http%3A%2F%2Fdoi.org%2F10.3310%2Fhsdr02100
https://doi.org/10.35680%2F2372-0247.1149
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2018.02.007
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2018.02.007
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09687590902879064
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09687590902879064
https://doi.org/10.1177%2F1363459312473617
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049732315570127
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049732315570127
https://doi.org/10.1111%2Fhex.12091
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-9-146
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-9-146
https://doi.org/10.1093%2Fheapol%2Fczx024


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Scholz 2018 {published data only}

Scholz B, Bocking J, Banfield M, Platania-Phung C, Happell B.
“Coming from a diKerent place”: Partnerships between
consumers and health services for system change. Journal
of Clinical Nursing 2018;27(19-20):3622-9. [DOI: https://
doi.org/10.1111/jocn.14520]

*  Scholz B, Bocking J, Platania-Phung C, Banfield M,
Happell B. Not an aNerthought: power imbalances in systemic
partnerships between health service providers and consumers
in a hospital setting. Health Policy 2018;122(8):922-8. [DOI:
10.1016/j.healthpol.2018.06.007]

Sharma 2016 {published data only}

Sharma AE, Willard-Grace R, Willis A, Zieve O, Dube K, Parker C,
et al. How can we talk about patient-centered care without
patients at the table? Lessons learned from patient advisory
councils. Journal of the American Board of Family Medicine
2016;29(6):775-84. [DOI: 10.3122/jabfm.2016.06.150380]

Sitzia 2006 {published data only}

Sitzia J, Cotterell P, Richardson A. Interprofessional
collaboration with service users in the development
of cancer services: the Cancer Partnership Project.
Journal of Interprofessional Care 2006;20(1):60-74. [DOI:
10.1080/13561820500515304]

Wiig 2013 {published data only}

Wiig S, Storm M, Aase K, Gjestsen MT, Solheim M, Harthug S.
Investigating the use of patient involvement and patient
experience in quality improvement in Norway: rhetoric or
reality? BMC Health Services Research 2013;13:206. [DOI:
10.1186/1472-6963-13-206.]

 

References to studies excluded from this review

Aantjes 2014 {published data only}

Aantjes C, Quinlan T, Bunders J. Integration of community home
based care programmes within national primary health care
revitalisation strategies in Ethiopia, Malawi, South-Africa and
Zambia: a comparative assessment. Global Health 2014;10:85.
[DOI: doi: 10.1186/s12992-014-0085-5]

Abayneh 2017 {published data only}

Abayneh S, Lempp H, Alem A, Alemayehu D, Eshetu T, Lund C,
et al. Service user involvement in mental health system
strengthening in a rural African setting: qualitative study.
BMC Psychiatry 2017;17:187. [DOI: https://doi.org/10.1186/
s12888-017-1352-9]

Abayneh 2018 {published data only}

Abayneh S, Lempp H, Manthorpe J, Hanlon C. Development of
programme theory for integration of service user and caregiver
involvement in mental health system strengthening: protocol
for realist systematic review. International Journal of Mental
Health Systems 2018;12:41. [DOI: 10.1186/s13033-018-0220-4]

Abbott 2005 {published data only}

Abbott S, Meyer J, Copperman J, Bentley J, Lanceley A. Quality
criteria for patient advice and liaison services: what do patients

and the public want? Health Expectations 2005;8(2):126-37.
[DOI: 10.1111/j.1369-7625.2005.00321.x]

Aboumatar 2015 {published data only}

Aboumatar HJ, Chang BH, Al Danaf J, Shaear M, Namuyinga R,
Elumalai S, et al. Promising practices for achieving patient-
centered hospital care: a national study of high-performing
US hospitals. Medical Care 2015;53(9):758-67. [DOI: 10.1097/
MLR.0000000000000396]

Abushousheh 2012 {published data only}

Abushousheh AM. Organizational & environmental complexity:
evaluating positive deviance in long-term care. Dissertation
Abstracts International Section A: Humanities and Social
Sciences; The University of Wisconsin-Milwaukee 2012:1-1072.

Ackermann 2010 {published data only}

Ackermann RT. Description of an integrated framework for
building linkages among primary care clinics and community
organizations for the prevention of type 2 diabetes: emerging
themes from the CC-Link study. Chronic Illness 2010;6(2):89-100.
[DOI: 10.1177/1742395310364857]

Acri 2013 {published data only}

Acri M, Olin SS, Burton G, Herman RJ, Hoagwood KE.
Innovations in the identification and referral of mothers at risk
for depression: development of a peer-to-peer model. Journal
of Child and Family Studies 2013;23(5):837-43. [DOI: 10.1007/
s10826-013-9736-z]

Adams 2014 {published data only}

Adams TL, Orchard C, Houghton P, Ogrin R. The metamorphosis
of a collaborative team: from creation to operation. Journal
of Interprofessional Care 2014;28(4):339-44. [DOI: https://
doi.org/10.3109/13561820.2014.891571]

Adams 2015 {published data only}

Adams SA, van de Bovenkamp H, Robben P. Including citizens
in institutional reviews: expectations and experiences from
the Dutch Healthcare Inspectorate. Health Expectations
2015;18(5):1463-73. [DOI: 10.1111/hex.12126]

Adongo 2013 {published data only}

Adongo PB, Tapsoba P, Phillips JF, Tabong PT, Stone A,
KuKour E, et al. The role of community-based health planning
and services strategy in involving males in the provision of
family planning services: a qualitative study in Southern Ghana.
Reproductive Health 2013;10:36. [DOI: 10.1186/1742-4755-10-36]

Agbanu 2010 {published data only}

Agbanu SK. The impact of stakeholder collaboration on
eKectiveness of health program implementation in Ghana.
Dissertation Abstracts International Section A: Humanities and
Social Sciences 2010;71(5-A):1-1703.

Agrawal 2016 {published data only}

Agrawal S, Capponi P, Lopez J, Kidd S, Ringsted C, Wiljer D, et al.
From surviving to advising: a novel course pairing mental health
and addictions service users as advisors to senior psychiatry
residents. Academic Psychiatry 2016;40:475-80. [DOI: 10.1007/
s40596-016-0533-z]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

27

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.14520
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.14520
https://doi.org/10.1016%2Fj.healthpol.2018.06.007
https://doi.org/10.3122%2Fjabfm.2016.06.150380
https://doi.org/10.1080%2F13561820500515304
https://doi.org/10.1186%2F1472-6963-13-206.
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12888-017-1352-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12888-017-1352-9
https://doi.org/10.1186%2Fs13033-018-0220-4
https://doi.org/10.1111%2Fj.1369-7625.2005.00321.x
https://doi.org/10.1097%2FMLR.0000000000000396
https://doi.org/10.1097%2FMLR.0000000000000396
https://doi.org/10.1177%2F1742395310364857
https://doi.org/10.1007%2Fs10826-013-9736-z
https://doi.org/10.1007%2Fs10826-013-9736-z
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F13561820.2014.891571
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F13561820.2014.891571
https://doi.org/10.1111%2Fhex.12126
https://doi.org/10.1186%2F1742-4755-10-36
https://doi.org/10.1007%2Fs40596-016-0533-z
https://doi.org/10.1007%2Fs40596-016-0533-z


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Ahluwalia 2003 {published data only}

Ahluwalia IB, Schmid T, Kouletio M, Kanenda O. An evaluation
of a community-based approach to safe motherhood
in northwestern Tanzania. International Journal of
Gynecology and Obstetrics 2003;82(2):231-40. [DOI: 10.1016/
s0020-7292(03)00081-x]

Ahmad 2012 {published data only}

Ahmad R, Kyratsis Y, Holmes A, Ahmad R, Kyratsis Y, Holmes A.
When the user is not the chooser: learning from stakeholder
involvement in technology adoption decisions in infection
control. Journal of Hospital Infection 2012;81(3):163-8. [DOI:
10.1016/j.jhin.2012.04.014]

Ahmad 2017 {published data only}

Ahmad F, Ferrari M, Moravac C, LoNers A, Dunn S. Expanding
the meaning of 'being a peer leader': qualitative findings from
a Canadian community-based cervical and breast cancer
screening programme. Health & Social Care in the Community
2017;25(2):630-40. [DOI: 10.1111/hsc.12352]

Aiken 2013 {published data only}

Aiken A, Thomson G. Professionalisation of a breast-feeding
peer support service: issues and experiences of peer
supporters. Midwifery 2013;29(12):e145-51. [DOI: 10.1016/
j.midw.2012]

Ajayi 2013 {published data only}

Ajayi IO, Jegede AS, Falade CO, Sommerfeld J. Assessing
resources for implementing a community directed intervention
(CDI) strategy in delivering multiple health interventions in
urban poor communities in Southwestern Nigeria: a qualitative
study. Infectious Diseases of Poverty 2013;2(1):25. [DOI:
10.1186/2049-9957-2-25]

Alcock 2009 {published data only}

Alcock GA, More NS, Patil S, Porel M, Vaidya L, Osrin D.
Community-based health programmes: role perceptions and
experiences of female peer facilitators in Mumbai's urban
slums. Health Education Research 2009;24(6):957-66. [DOI:
10.1093/her/cyp038]

Alfandari 2017 {published data only}

Alfandari R. Evaluation of a national reform in the Israeli
child protection practice designed to improve children's
participation in decision-making. Child & Family Social Work
2017;22(52):54-62. [DOI: https://doi.org/10.1111/cfs.12261]

Alghanim 2018 {published data only}

Alghanim F, Rios R, Nothelle S, Ayyala M, Johnson EN. Voices
of intergenerational community experiences (project voice):
a co-learning educational initiative with resident physicians
and community members. Journal of General Internal Medicine
2018;33(2):753-4.

Allen 2005 {published data only}

Allen NE. A multi-level analysis of community coordinating
councils. American Journal of Community Psychology
2005;35(1-2):49-63. [DOI: 10.1007/s10464-005-1889-5]

Almeida 2016 {published data only}

Almeida CA, Tanaka OY. Evaluation in health: participatory
methodology and involvement of municipal managers. Revista
de Saude Publica 2016;50:45. [DOI: https://doi.org/10.1590/
S1518-8787.2016050006251]

Alvidrez 2010 {published data only}

Alvidrez J, Snowden LR, Kaiser DM. Involving consumers in the
development of a psychoeducational booklet about stigma
for black mental health clients. Health Promotion Practice
2010;11(2):249-58. [DOI: 10.1177/1524839908318286]

Amann 2017 {published data only}

Amann J, Rubinelli S. Views of community managers on
knowledge co-creation in online communities for people
with disabilities: Qualitative study. Journal of Medical Internet
Research 2017;19(10):e320. [DOI: 10.2196/jmir.7406]

Anazodo 2016 {published data only}

Anazodo AC, Gerstl B, Stern CJ, McLachlan RI, Agresta F,
Jayasinghe Y, et al. Utilizing the experience of consumers
in consultation to develop the australasian oncofertility
consortium charter. Journal of Adolescent and Young Adult
Oncology 2016;5(3):232-9. [DOI: 10.1089/jayao.2015.0056]

Anders 2006 {published data only}

Anders RL, Balcazar H, Paez L. Hispanic community-based
participatory research using a Promotores de Salud model.
Hispanic Health Care International 2006;4(2):71-8. [DOI: 10.1891/
hhci.4.2.71]

Anderson 2009 {published data only}

Anderson JE, Larke SC. Navigating the mental health and
addictions maze: a community-based pilot project of a new role
in primary mental health care. Mental Health in Family Medicine
2009;6(1):15-9.

Anderson 2011 {published data only}

Anderson JK, Bonner A, Grootjans J. Collaboration: developing
integration in multipurpose services in rural New South Wales,
Australia. Rural & Remote Health 2011;11(4):110-6.

Anderson-Lewis 2012 {published data only}

Anderson-Lewis C, Cuy-Castellanos D, Byrd A, Zynda K,
Sample A, Blakely Reed V, et al. Using mixed methods
to measure the perception of community capacity in an
academic-community partnership for a walking intervention.
Health Promotion Practice 2012;13(6):788-96. [DOI:
10.1177/1524839911404230]

Andersson 2004 {published data only}

Andersson N, Matthis J, Paredes S, Ngxowa N. Social
audit of provincial health services: building the
community voice into planning in South Africa. Journal
of Interprofessional Care 2004;18(4):381-90. [DOI: https://
doi.org/10.1080/13561820400012758]

Andersson 2012 {published data only}

Andersson A-C, Olheden A. Patient participation in quality
improvement: managers' opinions of patients as resources.

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

28

https://doi.org/10.1016%2Fs0020-7292%2803%2900081-x
https://doi.org/10.1016%2Fs0020-7292%2803%2900081-x
https://doi.org/10.1016%2Fj.jhin.2012.04.014
https://doi.org/10.1111%2Fhsc.12352
https://doi.org/10.1016%2Fj.midw.2012
https://doi.org/10.1016%2Fj.midw.2012
https://doi.org/10.1186%2F2049-9957-2-25
https://doi.org/10.1093%2Fher%2Fcyp038
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fcfs.12261
https://doi.org/10.1007%2Fs10464-005-1889-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1590%2FS1518-8787.2016050006251
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1590%2FS1518-8787.2016050006251
https://doi.org/10.1177%2F1524839908318286
https://doi.org/10.2196%2Fjmir.7406
https://doi.org/10.1089%2Fjayao.2015.0056
https://doi.org/10.1891%2Fhhci.4.2.71
https://doi.org/10.1891%2Fhhci.4.2.71
https://doi.org/10.1177%2F1524839911404230
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F13561820400012758
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F13561820400012758


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Journal of Clinical Nursing 2012;21(23/24):3590-3. [DOI: https://
doi.org/10.1111/j.1365-2702.2012.04254.x]

Andrews 2013 {published data only}

Andrews JO, Cox MJ, Newman SD, Gillenwater G, Warner G,
Winkler JA, et al. Training partnership Dyads for community-
based participatory research: strategies and lessons
learned from the community engaged scholars program.
Health Promotion Practice 2013;14(4):524-33. [DOI:
10.1177/1524839912461273]

Anghel 2009 {published data only}

Anghel R, Ramon S. Service users and carers' involvement in
social work education: lessons from an English case study.
European Journal of Social Work 2009;12(2):185-99. [DOI:
https://doi.org/10.1080/13691450802567416]

Anie 2016 {published data only}

Anie KA, Treadwell MJ, Grant AM, Dennis-Antwi JA, Asafo MK,
Lamptey ME, et al. Community engagement to inform
the development of a sickle cell counsellor training and
certification program in Ghana. Journal of Community Genetics
2016;7(3):195-202. [DOI: 10.1007/s12687-016-0267-3]

Antonacci 2018 {published data only}

Antonacci G, Reed JE, Lennox L, Barlow J. The use of process
mapping in healthcare quality improvement projects. Health
Services Management Research 2018;31(2):74-84. [DOI: https://
doi.org/10.1177%2F0951484818770411]

Ardila-Gomez 2018 {published data only}

Ardila-Gomez S, Agrest M, Fernandez MA, Rosales M, Lopez L,
Velzi Diaz AR, et al. The mental health users' movement in
Argentina from the perspective of Latin American Collective
Health. Global Public Health 2018;14(6-7):1008-19. [DOI:
10.1080/17441692.2018.1514063]

Arem 2011 {published data only}

Arem H, Nakyanjo N, Kagaayi J, Mulamba J, Nakigozi G,
Serwadda D, et al. Peer health workers and AIDS care in Rakai,
Uganda: a mixed methods operations research evaluation
of a cluster-randomized trial. AIDS Patient Care & STDs
2011;25(12):719-24. [DOI: 10.1089/apc.2010.0349]

Arevian 2018 {published data only}

Arevian AC, O'Hora J, Jones F, Mango J, Jones L,
Williams PG, et al. Participatory technology development
to enhance community resilience. Ethnicity and Disease
2018;28(Supplement 2):493-502. [DOI: 10.18865/ed.28.S2.493]

Argaw 2007 {published data only}

Argaw D, Fanthahun M, Berhane Y. Sustainability and factors
aKecting the success of community-based reproductive
health programs in rural northwest Ethiopia. African Journal
of Reproductive Health 2007;11(2):79-88. [DOI: http://
dx.doi.org/10.2307/25549718]

Armstrong 2017 {published data only}

Armstrong MJ, Mullins CD, Gronseth GS, Gagliardi AR.
Recommendations for patient engagement in guideline
development panels: a qualitative focus group study of

guideline-naive patients. PLoS One 2017;12(3):e0174329. [DOI:
10.1371/journal.pone.0174329]

Asad 2016 {published data only}

Asad S, Chreim S. Peer support providers' role experiences on
interprofessional mental health care teams: a qualitative study.
Community Mental Health Journal 2016;52(7):767-74. [DOI:
10.1007/s10597-015-9970-5]

Atkinson 2011 {published data only}

Atkinson JA, Vallely A, Fitzgerald L, Whittaker M, Tanner M. The
architecture and eKect of participation: a systematic review of
community participation for communicable disease control
and elimination. Implications for malaria elimination. Malaria
Journal 2011;10:225. [DOI: 10.1186/1475-2875-10-225]

Attree 2004 {published data only}

Attree P. 'It was like my little acorn, and it's going to grow into
a big tree': a qualitative study of a community support project.
Health & Social Care in the Community 2004;12(2):155-61. [DOI:
10.1111/j.0966-0410.2004.00484.x]

Babu 2006 {published data only}

Babu BV, Behera DK, Kerketta AS, Rath K, Swain BK, Mishra S,
et al. Use of an inclusive-partnership strategy in urban areas
of Orissa, India, to increase compliance in a mass drug
administration for the control of lymphatic filariasis. Annals of
Tropical Medicine and Parasitology 2006;100(7):621-30. [DOI:
https://doi.org/10.1179/136485906X118521]

Bailey 2005 {published data only}

Bailey D. Using an action research approach to involving
service users in the assessment of professional competence.
European Journal of Social Work 2005;8(2):165-79. [DOI: https://
doi.org/10.1080/13691450500085240]

Baines 2018 {published data only}

Baines RL, Regan de Bere S. Optimizing patient and public
involvement (PPI): identifying its "essential" and "desirable"
principles using a systematic review and modified delphi
methodology. Health Expectations: an International Journal
of Public Participation in Health Care & Health Policy
2018;21(1):327-35. [DOI: https://doi.org/10.1111/hex.12618]

Balbale 2016 {published data only}

Balbale SN, Locatelli SM, LaVela SL. Through their eyes:
lessons learned using participatory methods in health care
quality improvement projects. Qualitative Health Research
2016;26(10):1382-92. [DOI: 10.1177/1049732315618386]

Bandesha 2005 {published data only}

Bandesha G, Litva A. Perceptions of community participation
and health gain in a community project for the South Asian
population: a qualitative study. Journal of Public Health
2005;27(3):241-5. [DOI: https://doi.org/10.1093/pubmed/fdi044]

Baptiste 2005 {published data only}

Baptiste DR, PaikoK RL, McKay MM, Madison-Boyd S,
Coleman D, Bell C. Collaborating with an urban community to
develop an HIV and AIDS prevention program for black youth

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

29

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2012.04254.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2012.04254.x
https://doi.org/10.1177%2F1524839912461273
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F13691450802567416
https://doi.org/10.1007%2Fs12687-016-0267-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0951484818770411
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0951484818770411
https://doi.org/10.1080%2F17441692.2018.1514063
https://doi.org/10.1089%2Fapc.2010.0349
https://doi.org/10.18865%2Fed.28.S2.493
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.2307%2F25549718
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.2307%2F25549718
https://doi.org/10.1371%2Fjournal.pone.0174329
https://doi.org/10.1007%2Fs10597-015-9970-5
https://doi.org/10.1186%2F1475-2875-10-225
https://doi.org/10.1111%2Fj.0966-0410.2004.00484.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1179%2F136485906X118521
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F13691450500085240
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F13691450500085240
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12618
https://doi.org/10.1177%2F1049732315618386
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fpubmed%2Ffdi044


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

and families. Behavior Modification 2005;29(2):370-416. [DOI:
https://doi.org/10.1177%2F0145445504272602]

Baquet 2012 {published data only}

Baquet CR. A model for bidirectional community-academic
engagement (CAE): overview of partnered research, capacity
enhancement, systems transformation, and public trust in
research. Journal of Health Care for the Poor & Underserved
2012;23(4):1806-24.

Baraitser 2003 {published data only}

Baraitser P, Blake G, Brown KC, Piper J, Baraitser P, Blake G,
et al. Barriers to the involvement of clients in family planning
service development: lessons learnt from experience. Journal of
Family Planning & Reproductive Health Care 2003;29(4):199-203.
[DOI: 10.1783/147118903101198088]

Barbato 2014a {published data only}

Barbato A, Bajoni A, Rapisarda F, D'Anza V, De Luca LF, Inglese C,
et al. Quality assessment of mental health care by people with
severe mental disorders: a participatory research project.
Community Ment Health J 2014;50(4):402-8. [DOI: 10.1007/
s10597-013-9667-6]

Barker 2016 {published data only}

Barker KJ. Patient- and family-centered care and its influence
on healthcare at the University of Michigan health system.
Dissertation Abstracts International Section A: Humanities and
Social Sciences; Benedictine University 2015;76(10-A(E)):No
Pagination Specified.

Barnes 2004 {published data only}

Barnes M, Knops A, Newman J, Sullivan H. Recent research:
the micro-politics of deliberation: case studies in public
participation. Contemporary Politics 2004;10(2):93-110. [DOI:
https://doi.org/10.1080/1356977042000278756]

Barnes 2006 {published data only}

Barnes M, Davis A, Rogers H. Women's voices, women's choices:
experiences and creativity in consulting women users of mental
health services. Journal of Mental Health 2006;15(3):329-41.
[DOI: https://doi.org/10.1080/09638230600700664]

Barnes 2009 {published data only}

Barnes M, Coelho VS. Social participation in health in Brazil and
England: inclusion, representation and authority. Health Expect
2009;12(3):226-36. [DOI: 10.1111/j.1369-7625.2009.00563.x]

Barnett 2009 {published data only}

Barnett P, Tenbensel T, Cumming J, Clayden C, Ashton T,
Pledger M, et al. Implementing new modes of governance in
the New Zealand health system: an empirical study. Health
Policy 2009;93(2-3):118-27. [DOI: https://doi.org/10.1016/
j.healthpol.2009.06.004]

Baron-Epel 2003 {published data only}

Baron-Epel O, Drach-Zahavy A, Peleg H. Health promotion
partnerships in Israel: motives, enhancing and inhibiting
factors, and modes of structure. Health Promotion International
2003;18(1):15-23. [DOI: https://doi.org/10.1093/heapro/18.1.15]

Barr 2015 {published data only}

Barr J, Bull R, Rooney K. Developing a patient focused
professional identity: an exploratory investigation of
medical students' encounters with patient partnership in
learning. Advances in Health Sciences Education : Theory and
Practice 2015;20(2):325-38. [DOI: https://doi.org/10.1007/
s10459-014-9530-8]

Barson 2017 {published data only}

Barson S, Doolan-Noble F, Gray J, Gauld R. Healthcare
leaders' views on successful quality improvement
initiatives and context. Journal of Health Organization &
Management 2017;31(1):54-63. [DOI: https://doi.org/10.1108/
JHOM-10-2016-0191]

Battams 2009 {published data only}

Battams S, Johnson A. The influence of service users and
NGOs on housing for people with psychiatric disability.
Health Sociology Review 2009;18(3):321-34. [DOI: https://
doi.org/10.5172/hesr.2009.18.3.321]

Batten 2011 {published data only}

Batten L, Holdaway M. The contradictory eKects of timelines on
community participation in a health promotion programme.
Health Promotion International 2011;26(3):330-7. [DOI: https://
doi.org/10.1093/heapro/daq071]

Bedford 2017 {published data only}

Bedford J, Chitnis K, Webber N, Dixon P, Limwame K,
Elessawi R, et al. Community engagement in Liberia:
routine immunization post-Ebola. Journal of Health
Communication 2017;22(Supplement1):81-90. [DOI: https://
doi.org/10.1080/10810730.2016.1253122]

BeLue 2012 {published data only}

BeLue R, Carmack C, Myers KR, Weinreb-Welch L,
Lengerich EJ. Systems thinking tools as applied to
community-based participatory research: a case study.
Health Education & Behavior 2012;39(6):745-51. [DOI: https://
doi.org/10.1177%2F1090198111430708]

Benbow 2011 {published data only}

Benbow SM, Taylor L, Mustafa N, Morgan K. Design, delivery
and evaluation of teaching by service users and carers.
Educational Gerontology 2011;37(7):621-33. [DOI: https://
doi.org/10.1080/03601277.2011.559849]

Bergman 2016 {published data only}

Bergman J, Ballon-Landa E, Lorenz KA, Saucedo J,
Saigal CS, Bennett CJ, et al. Community-partnered
collaboration to build an integrated palliative care clinic:
the view From urology. American Journal of Hospice
& Palliative Medicine 2016;33(2):164-70. [DOI: https://
doi.org/10.1177/1049909114555156]

Berkowitz 2001 {published data only}

Berkowitz B. Studying the outcomes of community-based
coalitions. American Journal of Community Psychology
2001;29(2):213-27. [DOI: https://doi.org/10.1023/
A:1010374512674]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

30

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0145445504272602
https://doi.org/10.1783%2F147118903101198088
https://doi.org/10.1007%2Fs10597-013-9667-6
https://doi.org/10.1007%2Fs10597-013-9667-6
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F1356977042000278756
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638230600700664
https://doi.org/10.1111%2Fj.1369-7625.2009.00563.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2009.06.004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2009.06.004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2F18.1.15
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10459-014-9530-8
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10459-014-9530-8
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-10-2016-0191
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-10-2016-0191
https://doi.org/https%3A%2F%2Fdoi.org%2F10.5172%2Fhesr.2009.18.3.321
https://doi.org/https%3A%2F%2Fdoi.org%2F10.5172%2Fhesr.2009.18.3.321
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2Fdaq071
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2Fdaq071
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F10810730.2016.1253122
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F10810730.2016.1253122
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1090198111430708
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1090198111430708
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F03601277.2011.559849
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F03601277.2011.559849
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049909114555156
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049909114555156
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1023%2FA%3A1010374512674
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1023%2FA%3A1010374512674


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Bernardes 2015 {published data only}

Bernardes A, G Cummings G, Gabriel CS, Martinez Evora YD,
Gomes Maziero V, Coleman-Miller G. Implementation of a
participatory management model: analysis from a political
perspective. Journal of Nursing Management 2015;23(7):888-97.
[DOI: https://doi.org/10.1111/jonm.12232]

Berry 2011 {published data only}

Berry C, Hayward MI, Chandler R. Another rather than
other: experiences of peer support specialist workers and
their managers working in mental health services. Journal
of Public Mental Health 2011;10(4):238-49. [DOI: https://
doi.org/10.1108/17465721111188269]

Bertrand 2018 {published data only}

Bertrand D, Rault G, David V, Lombrail P. Partnering with
patients and parents of children with CF in the French care
quality improvement program. Journal of Cystic Fibrosis
2018;17(Supplement 3):S121.

Bess 2011 {published data only}

Bess KD, Perkins DD, Cooper DG, Jones DL. A Heuristic
framework for understanding the role of participatory decision
making in community-based non-profits. American Journal
of Community Psychology 2011;47(3-4):236-52. [DOI: https://
doi.org/10.1007/s10464-010-9396-8]

Bethell 2017 {published data only}

Bethell CD, Solloway MR, Guinosso S, Hassink S, Srivastav A,
Ford D, et al. Prioritizing possibilities for child and family health:
an agenda to address adverse childhood experiences and foster
the social and emotional roots of well-being in pediatrics.
Academic Pediatrics 2017;17(7S):S36-S50. [DOI: 10.1016/
j.acap.2017.06.002]

Bettger 2016 {published data only}

Bettger J. Hospital to home transitions in care in low, middle
and high income countries. Archives of Physical Medicine
and Rehabilitation 2016;97(10):e105-e6. [DOI: https://
doi.org/10.1016/j.apmr.2016.08.327]

Blackwell 2000 {published data only}

Blackwell B, Eilers K, Robinson D Jr. Handbook of Quality
Management in Behavioral Health. Issues in the Practice
of Psychology. Springer, Boston, MA., 2000. [DOI: https://
doi.org/10.1007/978-1-4615-4195-0_20]

Blackwell 2017 {published data only}

Blackwell RW, Lowton K, Robert G, Grudzen C, Grocott P.
Using experience-based co-design with older patients, their
families and staK to improve palliative care experiences
in the Emergency Department: a reflective critique on the
process and outcomes. International Journal of Nursing
Studies 2017;68:83-94. [DOI: https://doi.org/10.1016/
j.ijnurstu.2017.01.002]

Blank 2004 {published data only}

Blank A. Clients' experience of partnership with occupational
therapists in community mental health. British Journal
of Occupational Therapy 2004;67(3):118-24. [DOI: https://
doi.org/10.1177%2F030802260406700304]

Blickem 2013 {published data only}

Blickem C, Kennedy A, Vassilev I, Morris R, Brooks H,
Jariwala P, et al. Linking people with long-term health
conditions to healthy community activities: development
of Patient-Led Assessment for Network Support (PLANS).
Health Expectations 2013;16(3):e48-59. [DOI: https://
dx.doi.org/10.1111%2Fhex.12088]

Bodolica 2016 {published data only}

Bodolica V, Spraggon M, Tofan G. A structuration framework for
bridging the macro-micro divide in health-care governance.
Health Expectations 2016;19(4):790-804. [DOI: https://
doi.org/10.1111/hex.12375]

Boelsma 2014 {published data only}

Boelsma F, Baur VE, Woelders S, Abma TA. "Small" things
matter: residents' involvement in practice improvements in
long-term care facilities. Journal of Aging Studies 2014;31:45-53.
[DOI: https://doi.org/10.1016/j.jaging.2014.08.003]

Boivin 2009 {published data only}

Boivin A, Green J, van der Meulen J, Legare F, Nolte E. Why
consider patients' preferences? A discourse analysis of clinical
practice guideline developers. Medical Care 2009;47(8):908-15.
[DOI: https://www.researchgate.net/deref/http%3A%2F
%2Fdx.doi.org%2F10.1097%2FMLR.0b013e3181a81158]

Boivin 2010 {published data only}

Boivin A, Currie K, Fervers B, Gracia J, James M, Marshall C,
et al. Patient and public involvement in clinical guidelines:
international experiences and future perspectives. Quality
& Safety in Health Care 2010;19(5):e22. [DOI: http://
dx.doi.org/10.1136/qshc.2009.034835]

Bokhour 2018 {published data only}

Bokhour BG, Fix GM, Mueller NM, Barker AM, Lavela SL, Hill JN,
et al. How can healthcare organizations implement patient-
centered care? Examining a large-scale cultural transformation.
Bmc Health Services Research 2018;18(1):168. [DOI: https://
doi.org/10.1186/s12913-018-2949-5]

Bollard 2012 {published data only}

Bollard M, LahiK J, Parkes N. Involving people with learning
disabilities in Nurse Education: towards an inclusive approach.
Nurse Education Today 2012;32(2):173-7. [DOI: https://
doi.org/10.1016/j.nedt.2011.10.002]

Bolton 2016 {published data only}

Bolton M, Moore I, Ferreira A, Day C, Bolton D. Community
organizing and community health: piloting an innovative
approach to community engagement applied to an early
intervention project in south London. Journal of Public Health
2016;38(1):115-21. [DOI: https://doi.org/10.1093/pubmed/
fdv017]

Borg 2009 {published data only}

Borg M, Karlsson B, Kim HS. User involvement in community
mental health services – principles and practices. Journal of
Psychiatric and Mental Health Nursing 2009;16(3):285-92. [DOI:
https://doi.org/10.1111/j.1365-2850.2008.01370.x]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

31

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjonm.12232
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F17465721111188269
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F17465721111188269
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10464-010-9396-8
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10464-010-9396-8
https://doi.org/10.1016%2Fj.acap.2017.06.002
https://doi.org/10.1016%2Fj.acap.2017.06.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.apmr.2016.08.327
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.apmr.2016.08.327
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2F978-1-4615-4195-0_20
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2F978-1-4615-4195-0_20
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.ijnurstu.2017.01.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.ijnurstu.2017.01.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F030802260406700304
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F030802260406700304
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1111%252Fhex.12088
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1111%252Fhex.12088
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12375
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12375
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jaging.2014.08.003
https://doi.org/https%3A%2F%2Fwww.researchgate.net%2Fderef%2Fhttp%253A%252F%252Fdx.doi.org%252F10.1097%252FMLR.0b013e3181a81158
https://doi.org/https%3A%2F%2Fwww.researchgate.net%2Fderef%2Fhttp%253A%252F%252Fdx.doi.org%252F10.1097%252FMLR.0b013e3181a81158
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fqshc.2009.034835
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fqshc.2009.034835
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-2949-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-2949-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.nedt.2011.10.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.nedt.2011.10.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fpubmed%2Ffdv017
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fpubmed%2Ffdv017
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2008.01370.x


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Bors 2012 {published data only}

Bors PA, Brownson RC, Brennan LK. Assessment for active
living: harnessing the power of data-driven planning and action.
American Journal of Preventive Medicine 2012;43(5 Supplement
4):S300-S8. [DOI: https://doi.org/10.1016/j.amepre.2012.06.023]

Bortoletto 2017 {published data only}

Bortoletto N. Participatory action research in local
development: an opportunity for social work. European
Journal of Social Work 2017;20(4):484-96. [DOI: https://
doi.org/10.1080/13691457.2016.1188770]

Bossen 2012 {published data only}

Bossen C, Dindler C, Iversen OS. Impediments to user gains:
experiences from a critical participatory design project. In:
Proceedings of the 12th Participatory Design Conference:
Research Papers - Volume 1; Roskilde, Denmark. Vol. 1.
2012:31-40. [DOI: https://doi.org/10.1145/2347635.2347641]

Bouch 2011 {published data only}

Bouch P, Milkovich L, Lamy J, Saringo J. Health Basics: investing
in a three-wave community-based approach to promote
health and reduce obesity. Canadian Journal of Diabetes
2011;35(2):200.

Boudioni 2012 {published data only}

Boudioni M, McLaren SM, Lister G. Cross-national diagnostic
analysis of patient empowerment in England and Greece.
International Journal of Caring Sciences 2012;5(3):246-63.

Bovaird 2007 {published data only}

Bovaird T. Beyond engagement and participation: user
and community coproduction of public services. Public
Administration Review 2007;67(5):846-60. [DOI: https://
doi.org/10.1111/j.1540-6210.2007.00773.x]

Boyd 2012 {published data only}

Boyd H, McKernon S, Mullin B, Old A. Improving healthcare
through the use of co-design. New Zealand Medical Journal
2012;125(1357):76-87.

Bradshaw 2008 {published data only}

Bradshaw PL. Service user involvement in the NHS in England:
genuine user participation or a dogma-driven folly? Journal
of Nursing Management 2008;16(6):673-81. [DOI: https://
doi.org/10.1111/j.1365-2834.2008.00910.x]

Braithwaite 2017 {published data only}

Braithwaite J, Mannion R, Matsuyama Y, Shekelle P, Whittaker S,
Al-Adawi S, et al. Accomplishing reform: successful case studies
drawn from the health systems of 60 countries. International
Journal for Quality in Health Care 2017;29(6):880-6. [DOI: https://
doi.org/10.1093/intqhc/mzx122]

Breslau 2015 {published data only}

Breslau ES, Weiss ES, Williams A, Burness A, Kepka D. The
implementation road: engaging community partnerships
in evidence-based cancer control interventions. Health
Promotion Practice 2015;16(1):46-54. [DOI: https://
doi.org/10.1177%2F1524839914528705]

Brown 2001 {published data only}

Brown I. Organizational values in general practice and public
involvement: case studies in an urban district. Health &
Social Care in the Community 2001;9(3):159-67. [DOI: https://
doi.org/10.1046/j.1365-2524.2001.00292.x]

Brown 2008 {published data only}

Brown LD, Shepherd MD, Merkle EC, Wituk SA, Meissen G.
Understanding how participation in a consumer-run
organization relates to recovery. American Journal ofCommunity
Psychology 2008;42(1-2):167-78. [DOI: https://doi.org/10.1007/
s10464-008-9184-x]

Brown 2010 {published data only}

Brown BD, Harris KJ, Harris JL, Parker M, Ricci C, Noonan C.
Translating the diabetes prevention program for Northern
Plains Indian Youth through community-based participatory
research methods. Diabetes Educator 2010;36(6):924-35. [DOI:
https://dx.doi.org/10.1177%2F0145721710382582]

Brown 2013 {published data only}

Brown KA, Hermoso M, Timotijevic L, Barnett J, Lillegaard IT,
Rehurkova I, et al. Consumer involvement in dietary guideline
development: opinions from European stakeholders.
Public Health Nutrition 2013;16(5):769-76. [DOI: https://
doi.org/10.1017/S1368980012005125]

Bruni 2007 {published data only}

Bruni RA, Laupacis A, Levinson W, Martin DK. Public
involvement in the priority setting activities of a wait
time management initiative: a qualitative case study.
BMC Health Services Research 2007;7:186. [DOI: https://
doi.org/10.1186/1472-6963-7-186]

Brussoni 2012 {published data only}

Brussoni M, Olsen LL, Joshi P. Aboriginal community-centered
injury surveillance: a community-based participatory process
evaluation. Prevention Science 2012;13(2):107-17. [DOI: https://
dx.doi.org/10.1007%2Fs11121-011-0258-x]

Buck 2004 {published data only}

Buck DS, Rochon D, Davidson H, McCurdy S, Committee
of Helthcare for the H-H. Involving homeless persons in
the leadership of a health care organization. Qualitative
Health Research 2004;14(4):513-25. [DOI: https://
doi.org/10.1177/1049732303262642]

Butterfoss 2001 {published data only}

Butterfoss FD, Francisco V, Capwell EM. Evaluation
in practice: stakeholder participation in evaluation.
Health Promotion Practice 2001;2(2):114-9. [DOI: https://
doi.org/10.1177/152483990100200203]

Butterfoss 2006 {published data only}

Butterfoss FD. Process evaluation for community participation.
Annual Review of Public Health 2006;27:323-40. [DOI: https://
doi.org/10.1146/annurev.publhealth.27.021405.102207]

Bynum 2014 {published data only}

Bynum JPW, Barre L, Reed C, Passow H. Participation
of very old adults in health care decisions. Medical

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

32

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.amepre.2012.06.023
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F13691457.2016.1188770
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F13691457.2016.1188770
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1145%2F2347635.2347641
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1540-6210.2007.00773.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1540-6210.2007.00773.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2834.2008.00910.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2834.2008.00910.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fintqhc%2Fmzx122
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fintqhc%2Fmzx122
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1524839914528705
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1524839914528705
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2524.2001.00292.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2524.2001.00292.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10464-008-9184-x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10464-008-9184-x
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1177%252F0145721710382582
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1368980012005125
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1368980012005125
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-7-186
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-7-186
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1007%252Fs11121-011-0258-x
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1007%252Fs11121-011-0258-x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049732303262642
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049732303262642
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F152483990100200203
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F152483990100200203
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1146%2Fannurev.publhealth.27.021405.102207
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1146%2Fannurev.publhealth.27.021405.102207


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Decision Making 2014;34(2):216-30. [DOI: https://
doi.org/10.1177/0272989X13508008]

Cabassa 2015 {published data only}

Cabassa LJ, Gomes AP, Lewis-Fernandez R. What would it
take? Stakeholders' views and preferences for implementing
a health care manager program in community mental
health clinics under health care reform. Medical Care
Research & Review 2015;72(1):71-95. [DOI: https://
doi.org/10.1177/1077558714563171]

Campbell 2013 {published data only}

Campbell C, Nhamo- Murire M, Scott K, Madanhire C,
Nyamukapa C, Skovdal M, et al. The role of community
conversations in facilitating local HIV competence: case study
from rural Zimbabwe. BMC Public Health 2013;13:354. [DOI:
https://doi.org/10.1186/1471-2458-13-354]

Campbell 2017 {published data only}

Campbell M, Craig P, Escobar O. Participatory budgeting
and health and wellbeing: a systematic scoping review of
evaluations and outcomes. Lancet 2017;390:S30. [DOI: https://
doi.org/10.1016/S0140-6736(17)32965-3]

Carlson 2006 {published data only}

Carlson BA, Neal D, Magwood G, Jenkins C, King MG, Hossler CL.
A community-based participatory health information needs
assessment to help eliminate diabetes information disparities.
Health Promotion Practice 2006;7(3):213S-22S. [DOI: https://
doi.org/10.1177/1524839906288694]

Carlsson 2006 {published data only}

Carlsson C, Nilbert M, Nilsson K. Patients' involvement
in improving cancer care: experiences in three years of
collaboration between members of patient associations
and health care professionals. Patient Education and
Counseling 2006;61(1):65-71. [DOI: https://doi.org/10.1016/
j.pec.2005.02.008]

Carpenter 2018 {published data only}

Carpenter D, Hassell S, Mardon R, Fair S, Johnson M, Siegel S,
et al. Using learning communities to support adoption
of health care innovations. Joint Commission Journal on
Quality and Patient Safety 2018;44(10):566-73. [DOI: https://
doi.org/10.1016/j.jcjq.2018.03.010]

Carroll 2015 {published data only}

Carroll V, Reeve CA, Humphreys JS, Wakerman J, Carter M.
Re-orienting a remote acute care model towards a primary
health care approach: key enablers. Rural & Remote Health
2015;15(3):2942. [PMID: 10.22605/RRH2942]

Carter 2013 {published data only}

Carter S, Cameron F, Houghton J, Walton M. Never mind what
I like, it's who I am that matters: an investigation into social
pedagogy as a method to enhance the involvement of young
people with learning disabilities. British Journal of Learning
Disabilities 2013;41(4):312-9. [DOI: https://doi.org/10.1111/
bld.12002]

Carter 2015 {published data only}

Carter MW, Tregear ML, Lachance CR. Community engagement
in family planning in the U.S.: a systematic review. American
Journal of Preventive Medicine 2015;49(2 Suppl 1):S116-S23.
[DOI: https://doi.org/10.1016/j.amepre.2015.03.029]

Cashin 2008 {published data only}

Cashin C, ScheKler R, Felton M, Adams N, Miller L.
Transformation of the California mental health system:
stakeholder-driven planning as a transformational activity.
Psychiatric Services 2008;59(10):1107-14. [DOI: http://
doi.org/10.1176/appi.ps.59.10.1107]

Castro 2018 {published data only}

Castro EM, Malfait S, Van Regenmortel T, Van Hecke A,
Sermeus W, Vanhaecht K. Co-design for implementing patient
participation in hospital services: a discussion paper. Patient
Education and Counseling 2018;101(7):1302-5. [DOI: https://
doi.org/10.1016/j.pec.2018.03.019]

Cavet 2004 {published data only}

Cavet J, Sloper P. The participation of children and young
people in decisions about UK service development. Child:
Care, Health and Development 2004;30(6):613-21. [DOI: https://
doi.org/10.1111/j.1365-2214.2004.00470.x]

Challenor 2010 {published data only}

Challenor R, FitzGerald M, Warwick Z. Developing quality
indicators for sexually transmitted infection services with
patient and public involvement. International Journal of
STD & AIDS 2010;21(5):329-31. [DOI: https://doi.org/10.1258/
ijsa.2009.009320]

Chamberlin 2005 {published data only}

Chamberlin J. User/consumer involvement in mental
health service delivery. Epidemiologya Psichiatria
Social 2005;14(1):10-4. [DOI: https://doi.org/10.1017/
S1121189X00001871]

Chan 2013 {published data only}

Chan YE, Benecki LA. Evaluating the success of a hospital's
community engagement process. Healthc Manage
Forum 2013;26(1):20-5. [DOI: https://doi.org/10.1016/
j.hcmf.2012.12.002]

Chantler 2017 {published data only}

Chantler T, Karafillakis E, Demissie S, Wodajo S, Gebrekirstos P,
Olorunsaiye C, et al. The value and unexpected by-product of
a community engagement strategy aimed at addressing the
immunisation gap in north-west Ethiopia. Tropical Medicine and
International Health 2017;22:65-6.

Chaoniyom 2005 {published data only}

Chaoniyom W, Suwannapong N, Howteerakul N,
Pacheun O. Strengthening the capability of family
health leaders for sustainable community-based health
promotion. Southeast Asian Journal of Tropical Medicine
& Public Health 2005;36(4):1039-47. [PMID: https://
pubmed.ncbi.nlm.nih.gov/16295566/]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

33

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0272989X13508008
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0272989X13508008
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1077558714563171
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1077558714563171
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1471-2458-13-354
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0140-6736%2817%2932965-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0140-6736%2817%2932965-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839906288694
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839906288694
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.pec.2005.02.008
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.pec.2005.02.008
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jcjq.2018.03.010
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jcjq.2018.03.010
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fbld.12002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fbld.12002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.amepre.2015.03.029
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1176%2Fappi.ps.59.10.1107
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1176%2Fappi.ps.59.10.1107
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.pec.2018.03.019
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.pec.2018.03.019
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2214.2004.00470.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2214.2004.00470.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1258%2Fijsa.2009.009320
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1258%2Fijsa.2009.009320
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1121189X00001871
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1121189X00001871
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.hcmf.2012.12.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.hcmf.2012.12.002


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Chilaka 2005 {published data only}

Chilaka MA. Ascribing quantitative value to community
participation: a case study of the Roll Back Malaria
(RBM) initiative in five African countries. Public Health
2005;119(11):987-94. [DOI: https://doi.org/10.1016/
j.puhe.2005.08.010]

Chreim 2012 {published data only}

Chreim S, Williams BE, Coller KE. Radical change in healthcare
organization: mapping transition between templates, enabling
factors, and implementation processes. Journal of Health
Organization & Management 2012;26(2):215-36. [DOI: https://
doi.org/10.1108/14777261211230781]

Christianson 2016 {published data only}

Christianson JB, Shaw BW, Greene J, Scanlon DP. Reporting
provider performance: what can be learned from the experience
of multi-stakeholder community coalitions? American Journal of
Managed Care 2016;22(12 Suppl):s382-92.

Chung 2010 {published data only}

Chung B, Jones L, Dixon EL, Miranda J, Wells K. Using a
community partnered participatory research approach
to implement a randomized controlled trial: planning
community partners in care. Journal of Health Care for
the Poor & Underserved 2010;21(3):780-95. [DOI: https://
dx.doi.org/10.1353%2Fhpu.0.0345]

Clarke 2017 {published data only}

Clarke D, Jones F, Harris R, Robert G. What outcomes are
associated with developing and implementing co-produced
interventions in acute healthcare settings? A rapid evidence
synthesis. Bmj Open 2017;7(7):e014650. [DOI: http://
dx.doi.org/10.1136/bmjopen-2016-014650]

Cleary 2006 {published data only}

Cleary M, Walter G, Escott P. 'Consumer consultant': expanding
the role of consumers in modern mental health services.
International Journal of Mental Health Nursing 2006;15(1):29-34.
[DOI: https://doi.org/10.1111/j.1447-0349.2006.00401.x]

Coad 2008 {published data only}

Coad J, Flay J, Aspinall M, Bilverstone B, Coxhead E, Hones B.
Evaluating the impact of involving young people in developing
children's services in an acute hospital trust. Journal of Clinical
Nursjng 2008;17(23):3115-22. [DOI: https://doi.org/10.1111/
j.1365-2702.2008.02634.x]

Coker 2014 {published data only}

Coker TR, Moreno C, Shekelle PG, Schuster MA, Chung PJ.
Well-child care clinical practice redesign for serving low-
income children. Pediatrics 2014;134(1):e229-39. [DOI: https://
doi.org/10.1542/peds.2013-3775]

Cook 2002 {published data only}

Cook D. Consultation, for a Change? Engaging users
and communities in the policy process. Social Policy
& Administration 2002;36(5):516-31. [DOI: https://
doi.org/10.1111/1467-9515.00300]

Cornish 2006 {published data only}

Cornish F. Empowerment to participate: a case study of
participation by indian sex workers in HIV prevention. Journal of
Community & Applied Social Psychology 2006;16(4):301-15. [DOI:
https://doi.org/10.1002/casp.866]

Cowan 2011 {published data only}

Cowan S, Banks D, Crawshaw P, CliNon A. Mental health
service user involvement in policy development:
social inclusion or disempowerment? Mental Health
Review Journal 2011;16(4):177-84. [DOI: https://
doi.org/10.1108/13619321111202331]

Coyne 2011 {published data only}

Coyne I, Gallagher P. Participation in communication
and decision-making: children and young people's
experiences in a hospital setting. Journal of Clinical Nursing
2011;20(15/16):2334-43. [DOI: https://doi.org/10.1111/
j.1365-2702.2010.03582.x]

Craddock 2002 {published data only}

Craddock G, McCormack L. Delivering an AT service: a
client-focused, social and participatory service delivery
model in assistive technology in Ireland. Disability
& Rehabilitation 2002;24(1-3):160-70. [DOI: https://
doi.org/10.1080/09638280110063869]

Cramm 2013 {published data only}

Cramm JM, PhaK S, Nieboer AP. The role of partnership
functioning and synergy in achieving sustainability of
innovative programmes in community care. Health & Social Care
Community 2013;21(2):209-15. [DOI: https://doi.org/10.1111/
hsc.12008]

Crawford 2001 {published data only}

Crawford M. Involving users in the development of psychiatric
services - No longer an an option. Psychiatric Bulletin
2001;25(3):84-6.

Curry 2012 {published data only}

Curry LA, Alpern R, Webster TR, Byam P, Zerihun A,
Tarakeshwar N, et al. Community perspectives on roles and
responsibilities for strengthening primary health care in rural
Ethiopia. Global Public Health 2012;7(9):961-73. [DOI: https://
doi.org/10.1080/17441692.2012.686114]

D'Avanzo 2018 {published data only}

D'Avanzo B. Is user involvement a reality or a dream in LMICs-
as well as in the rest of the world? Epidemiology and Psychiatric
Sciences 2018;27(1):40-1. [DOI: https://doi.org/10.1017/
S2045796017000798]

Daudelin 2011 {published data only}

Daudelin G, Lehoux P, Abelson J, Denis JL. The integration
of citizens into a science/policy network in genetics:
governance arrangements and asymmetry in expertise. Health
Expectations 2011;14(3):261-71. [DOI: https://doi.org/10.1111/
j.1369-7625.2010.00636.x]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

34

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.puhe.2005.08.010
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.puhe.2005.08.010
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F14777261211230781
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F14777261211230781
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1353%252Fhpu.0.0345
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1353%252Fhpu.0.0345
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fbmjopen-2016-014650
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fbmjopen-2016-014650
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1447-0349.2006.00401.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2008.02634.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2008.02634.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1542%2Fpeds.2013-3775
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1542%2Fpeds.2013-3775
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2F1467-9515.00300
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2F1467-9515.00300
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1002%2Fcasp.866
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F13619321111202331
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F13619321111202331
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2010.03582.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2010.03582.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638280110063869
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638280110063869
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12008
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12008
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F17441692.2012.686114
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F17441692.2012.686114
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS2045796017000798
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS2045796017000798
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2010.00636.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2010.00636.x


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Davies 2014 {published data only}

Davies J, Sampson M, Beesley F, Smith D, Baldwin V. An
evaluation of knowledge and understanding framework
personality disorder awareness training: can a co-production
model be eKective in a local NHS mental health Trust?
Personality and Mental Health 2014;8(2):161-8. [DOI: https://
doi.org/10.1002/pmh.1257]

Daykin 2004 {published data only}

Daykin N, Sanidas M, Tritter J, Rimmer J, Evans S. Developing
user involvement in a UK cancer network: professionals’ and
users’ perspectives. Critical Public Health 2004;14(3):277-94.
[DOI: https://doi.org/10.1080/09581590400004402]

Delnoij 2010 {published data only}

Delnoij DM, Rademakers JJ, Groenewegen PP. The Dutch
consumer quality index: an example of stakeholder involvement
in indicator development. BMC Health Services Research
2010;10:88. [DOI: https://doi.org/10.1186/1472-6963-10-88]

Demetrakopoulos 2012 {published data only}

Demetrakopoulos AS, Perreault Y, Samuels C, Leaver C. Need
for organizational tools and processes identified through
participants in turning to one another PHA engagement project
in Ontario. Canadian Journal of Infectious Diseases and Medical
Microbiology 2012;SA:104A.

Denis 2017 {published data only}

Denis JL, Usher S. Governance must dive Into organizations to
make a real diKerence comment on "Governance, Government,
and the Search for New Provider Models". International Journal
of Health Policy and Management 2017;6(1):49-51. [DOI: https://
doi.org/10.15171/ijhpm.2016.89]

Dent 2006 {published data only}

Dent M. Studying the organisation and delivery of health
services: a reader. Sociology of Health & Illness 2006;28(4):507-8.
[DOI: https://doi.org/10.1111/j.1467-9566.2006.00503_4.x]

Dent 2013 {published data only}

Dent M. Review of better health in harder times:
active citizens and innovation on the frontline.
Critical Social Policy 2013;33(4):721-2. [DOI: https://
doi.org/10.1177%2F0261018313492394]

De Rouck 2008 {published data only}

De Rouck S, Jacobs A, Leys M. A methodology for shiNing
the focus of e-health support design onto user needs. A
case in the homecare field. International Journal of Medical
Informatics 2008;77(9):589-601. [DOI: http://doi.org/10.1016/
j.ijmedinf.2007.11.004]

Devlin 2003 {published data only}

Devlin AS, Arneill AB. Health care environments
and patient outcomes: a review of the literature.
Environment and Behavior 2003;35(5):665-94. [DOI: https://
doi.org/10.1177/0013916503255102]

Diaz 2011 {published data only}

Diaz Del Campo P, Gracia J, Blasco JA, Andradas E. A
strategy for patient involvement in clinical practice

guidelines: Methodological approaches. BMJ Quality and
Safety 2011;20(9):779-84. [DOI: https://doi.org/10.1136/
bmjqs.2010.049031]

Doherty 2006 {published data only}

Doherty WJ, Mendenhall TJ. Citizen health care: a model
for engaging patients, families, and communities as
coproducers of health. Families, Systems & Health: The Journal
of Collaborative Family HealthCare 2006;24(3):251-63. [DOI:
https://doi.org/10.1037/1091-7527.24.3.251]

Donetto 2015 {published data only}

Donetto S, Pierri P, Tsianakas V, Robert G. Experience-based co-
design and healthcare improvement: realizing participatory
design in the public sector. Design Journal 2015;18(2):227-48.
[DOI: https://doi.org/10.2752/175630615X14212498964312]

Dongre 2009 {published data only}

Dongre AR, Deshmukh PR, Garg BS. A community based
approach to improve health care seeking for newborn
danger signs in rural Wardha, India. Indian Journal of
Pediatrics 2009;76(1):45-50. [DOI: https://doi.org/10.1007/
s12098-009-0028-y]

Downe 2007 {published data only}

Downe S, McKeown M, Johnson E, Comensus Community
Involvement T, Comensus Advisory G, Koloczek L, et al. The
UCLan community engagement and service user support
(Comensus) project: valuing authenticity, making space for
emergence. Health Expectations 2007;10(4):392-406. [DOI:
https://dx.doi.org/10.1111%2Fj.1369-7625.2007.00463.x]

Dye 2005 {published data only}

Dye S, Johnston A, Pereira S. The National Psychiatric
Intensive Care Governance Network. Journal of Psychiatric
Intensive Care 2005;1(2):97-104. [DOI: https://doi.org/10.1017/
S1742646406000161]

Earle-Richardson 2009 {published data only}

Earle-Richardson G, Sorensen J, Brower M, Hawkes L, May JJ.
Community collaborations for farm worker health in New York
and Maine: process analysis of two successful interventions.
American Journal of Public Health 2009;99(Suppl 3):S584-7.
[DOI: https://dx.doi.org/10.2105%2FAJPH.2009.166181]

Early 2014 {published data only}

Early F, Watts T, Homan K, Green A, Brookes M, Fuld J.
Supporting patient involvement in service development:
eliciting patient-centred information to inform commissioning
of copd services. Thorax 2014;69(S2):A117-8.

Edelenbos 2006 {published data only}

Edelenbos J, Klijn E-H. Managing stakeholder involvement
in decision making: a comparative analysis of six interactive
processes in the Netherlands. Journal of Public Administration
Research and Theory 2006;16(3):417-46. [DOI: https://
doi.org/10.1093/jopart/mui049]

EGekhari 2013 {published data only}

ENekhari MB, Falahat K, Dejman M, Forouzan AS,
Afzali HM, Heydari N, et al. The main advantages of

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

35

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1002%2Fpmh.1257
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1002%2Fpmh.1257
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09581590400004402
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-10-88
https://doi.org/https%3A%2F%2Fdoi.org%2F10.15171%2Fijhpm.2016.89
https://doi.org/https%3A%2F%2Fdoi.org%2F10.15171%2Fijhpm.2016.89
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1467-9566.2006.00503_4.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0261018313492394
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0261018313492394
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.ijmedinf.2007.11.004
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.ijmedinf.2007.11.004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0013916503255102
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0013916503255102
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmjqs.2010.049031
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmjqs.2010.049031
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1037%2F1091-7527.24.3.251
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2752%2F175630615X14212498964312
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs12098-009-0028-y
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs12098-009-0028-y
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1111%252Fj.1369-7625.2007.00463.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1742646406000161
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1742646406000161
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.2105%252FAJPH.2009.166181
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fjopart%2Fmui049
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fjopart%2Fmui049


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

community based participatory health programs: an
experience from the Islamic republic of Iran. Global
Journal of Health Science 2013;5(3):28-33. [DOI: https://
dx.doi.org/10.5539%2Fgjhs.v5n3p28]

Eisinger 2001 {published data only}

Eisinger A, Senturia K. Doing community-driven research:
A description of seattle partners for healthy communities.
Journal of Urban Health 2001;78(3):519-34. [DOI: https://
doi.org/10.1093/jurban/78.3.519]

El 2002 {published data only}

El Gaili DE, Magzoub MM, Schmidt HG. The impact of a
community-oriented medical school on mental health
services. Education for Health 2002;15(2):149-57. [DOI: https://
doi.org/10.1080/13576280210138661]

Elder 2017 {published data only}

Elder CR, Debar LL, Ritenbaugh C, Rumptz MH, Patterson C,
Bonifay A, et al. Health care systems support to enhance
patient-centered care: lessons from a primary care-based
chronic pain management initiative. Permanente Journal
2017;21:16-101. [DOI: https://doi.org/10.7812/TPP/16-101]

Eldh 2006 {published data only}

Eldh AC, Ehnfors M, Ekman I. The meaning of patient
participation for patients and nurses at a nurse-led clinic for
chronic heart failure. European Journal of Cardiovascular
Nursing 2006;5(1):45-53. [DOI: https://doi.org/10.1016/
j.ejcnurse.2005.06.002]

Ellinis 2011 {published data only}

Ellins J, Glasby J. Together we are better? Strategic needs
assessment as a tool to improve joint working in England.
Journal of Integrated Care 2011;19(3):34-41. [DOI: https://
doi.org/10.1108/14769011111148159]

Ennis 2014 {published data only}

Ennis L, Robotham D, Denis M, Pandit N, Newton D, Rose D,
et al. Collaborative development of an electronic personal
health record for people with severe and enduring mental
health problems. BMC Psychiatry 2014;14:305. [DOI: https://
doi.org/10.1186/s12888-014-0305-9]

Enriquez 2010 {published data only}

Enriquez M, Cheng AL, Kelly PJ, Witt J, Coker AD,
Kashubeck-West S. Development and feasibility of an
HIV and IPV prevention intervention among low-income
mothers receiving services in a Missouri Day Care Center.
Violence Against Women 2010;16(5):560-78. [DOI: https://
doi.org/10.1177/1077801210366869]

Enzinger 2017 {published data only}

Enzinger AC, Wind JK, Frank E, McCleary NJ, Porter L,
Cushing H, et al. A stakeholder-driven approach to improve the
informed consent process for palliative chemotherapy. Patient
Education & Counseling 2017;100(8):1527-36. [DOI: https://
doi.org/10.1016/j.pec.2017.03.024]

Erwin 2017 {published data only}

Erwin PC, Meschke LL, Ehrlich SF, Moran JW. A population
health driver diagram to address Neonatal Abstinence
syndrome. Journal of Public Health Management & Practice
2017;23(6):e21-e4. [DOI: doi: 10.1097/PHH.0000000000000533]

Escaron 2016 {published data only}

Escaron AL, Chang Weir R, Stanton P, Vangala S, Grogan TR,
Clarke RM. Testing an adapted modified Delphi method:
Synthesizing multiple stakeholder ratings of health care service
eKectiveness. Health Promotion Practice 2016;17(2):217-25.
[DOI: https://doi.org/10.1177/1524839915614308]

Evans 2003 {published data only}

Evans S, Tritter J, Barley V, Daykin N, McNeill J, Palmer N, et al.
User involvement in UK cancer services: bridging the policy gap.
European Journal of Cancer Care 2003;12(4):331-8. [DOI: https://
doi.org/10.1046/j.1365-2354.2003.00431.x]

Eyre 2003 {published data only}

Eyre R, Gauld R. Community participation in a rural community
health trust: the case of Lawrence, New Zealand. Health
Promotion International 2003;18(3):189-97. [DOI: https://
doi.org/10.1093/heapro/dag014]

Faber 2003 {published data only}

Faber MG. Design and introduction of an electronic patient
record: how to involve users? Methods of information in
medicine 2003;42(4):371-5. [DOI: http://doi.org/10.1055/
s-0038-1634232]

Factor 2002 {published data only}

Factor SH, Galea S, de Duenas Geli LG, Saynisch M,
Blumenthal S, Canales E, et al. Development of a "Survival"
guide for substance users in Harlem, New York City. Health
Education & Behavior 2002;29(3):312-25. [DOI: https://
doi.org/10.1177/109019810202900304]

Falahat 2013 {published data only}

Falahat K, ENekhari MB, Malekafzali H, Forouzan AS, Dejman M.
Governance in community based health programmes
in I.R of Iran. Journal of the Pakistan Medical Association
2013;63(2):211-5.

Farmer 2018a {published data only}

Farmer J, Bigby C, Davis H, Carlisle K, Kenny A, Huysmans R. The
state of health services partnering with consumers: evidence
from an online survey of Australian health services. BMC Health
Services Research 2018;18:628. [DOI: https://doi.org/10.1186/
s12913-018-3433-y]

Fawcett 2013 {published data only}

Fawcett SB, Collie-Akers V, Schultz JA, Cupertino P.
Community-based participatory research within the
Latino health for all coalition. Journal of Prevention &
Intervention in the Community 2013;41(3):142-54. [DOI: https://
doi.org/10.1080/10852352.2013.788341]

Feldman 2015 {published data only}

Feldman CH, Darmstadt GL, Kumar V, Ruger JP.
Women's political participation and health: a health

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

36

https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.5539%252Fgjhs.v5n3p28
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.5539%252Fgjhs.v5n3p28
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fjurban%2F78.3.519
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fjurban%2F78.3.519
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F13576280210138661
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F13576280210138661
https://doi.org/https%3A%2F%2Fdoi.org%2F10.7812%2FTPP%2F16-101
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.ejcnurse.2005.06.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.ejcnurse.2005.06.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F14769011111148159
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F14769011111148159
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12888-014-0305-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12888-014-0305-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1077801210366869
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1077801210366869
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.pec.2017.03.024
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.pec.2017.03.024
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839915614308
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2354.2003.00431.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2354.2003.00431.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2Fdag014
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2Fdag014
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1055%2Fs-0038-1634232
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1055%2Fs-0038-1634232
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F109019810202900304
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F109019810202900304
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-3433-y
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-3433-y
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F10852352.2013.788341
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F10852352.2013.788341


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

capability study in rural India. Journal of Health
Politics, Policy & Law 2015;40(1):101-64. [DOI: https://
doi.org/10.1215/03616878-2854621]

Fitzgerald 2011 {published data only}

Fitzgerald MM, Kirk GD, Bristow CA. Description and evaluation
of a serious game intervention to engage low secure
service users with serious mental illness in the design and
refurbishment of their environment. Journal of Psychiatric
and Mental Health Nursing 2011;18(4):316-22. [DOI: https://
doi.org/10.1111/j.1365-2850.2010.01668.x]

Fleet 2017 {published data only}

Fleet R, Dupuis G, Fortin JP, Gravel J, Ouimet M, Poitras J,
et al. Rural emergency care 360 degrees: mobilising
healthcare professionals, decision-makers, patients and
citizens to improve rural emergency care in the province
of Quebec, Canada: a qualitative study protocol. BMJ
Open 2017;7(8):e016039. [DOI: https://doi.org/10.1136/
bmjopen-2017-016039]

Forbat 2009 {published data only}

Forbat L, Hubbard G, Kearney N. Patient and public
involvement: models and muddles. Journal of Clinical
Nursing 2009;18(18):2547-54. [DOI: https://doi.org/10.1111/
j.1365-2702.2008.02519.x]

Forrest 2000 {published data only}

Forrest S, Risk I, Masters H, Brown N. Mental health service user
involvement in nurse education: exploring the issues. Journal of
Psychiatric & Mental Health Nursing 2000;7(1):51-7. [DOI: https://
doi.org/10.1046/j.1365-2850.2000.00262.x]

Forrest 2004a {published data only}

Forrest S, Masters H. Evaluating the impact of training in
psychosocial interventions: a stakeholder approach to
evaluation--part I. Journal of Psychiatric & Mental Health
Nursing 2004;11(2):194-201. [DOI: https://doi.org/10.1111/
j.1365-2850.2003.00708.x]

Forster 2008 {published data only}

Forster R, Gabe J. Voice or Choice? Patient and public
involvement in the National Health Service in England
under New Labour. International Journal of Health Services
2008;38(2):333-56. [DOI: https://doi.org/10.2190/hs.38.2.g]

Fotaki 2011 {published data only}

Fotaki M. Towards developing new partnerships in public
services: users as consumers, citizens and/or co-producers
in health and social care in England and Sweden. Public
Administration 2011;89(3):933-55. [DOI: https://doi.org/10.1111/
j.1467-9299.2010.01879.x]

Fraser 2017 {published data only}

Fraser C, Grundy A, Meade O, Callaghan P, Lovell K. EQUIP
training the trainers: an evaluation of a training programme
for service users and carers involved in training mental health
professionals in user-involved care planning. Journal of
Psychiatric & Mental Health Nursing 2017;24(6):367-76. [DOI:
https://doi.org/10.1111/jpm.12361]

Frazier 2007 {published data only}

Frazier SL, Abdul-Adil J, Atkins MS, Gathright T, Jackson M.
Can't have one without the other: mental health providers
and community parents reducing barriers to services for
families in urban poverty. Journal of Community Psychology
2007;35(4):435-46. [DOI: https://doi.org/10.1002/jcop.20157]

Fredelius 2002 {published data only}

Fredelius G, Sandell R, Lindqvist C. Who should receive
subsidized psychotherapy?: Analysis of decision makers' think-
aloud protocols. Qualitative Health Research 2002;12(5):640-54.
[DOI: https://doi.org/10.1177%2F104973202129120151]

Fuertes 2012 {published data only}

Fuertes C, Pasarin MI, Borrell C, Artazcoz L, Diez E, Calzada N, et
al. Feasibility of a community action model oriented to reduce
inequalities in health. Health Policy 2012;107(2-3):289-95. [DOI:
https://doi.org/10.1016/j.healthpol.2012.06.001]

Garcia 2014 {published data only}

Garcia AP, Minkler M, Cardenas Z, Grills C, Porter C. Engaging
homeless youth in community-based participatory
research: a case study from Skid Row, Los Angeles.
Health Promotion Practice 2014;15(1):18-27. [DOI: https://
doi.org/10.1177/1524839912472904]

Gibson 2005 {published data only}

Gibson F, Aslett H, Levitt G, Richardson A. Follow up aNer
childhood cancer: A typology of young people’s health care
need. Clinical E�ectiveness in Nursing 2005;9(3-4):133-46. [DOI:
https://doi.org/10.1016/j.cein.2006.08.005]

Gil 2014 {published data only}

Gil García E, Martini JG, Mercado-Martínez FJ, Garrido
Peña F. Participation in debate: a qualitative assessment
of the andalusian plan for HIV/AIDS. Texto & Contexto
Enfermagem 2014;23(4):819-27. [DOI: https://
doi.org/10.1590/0104-07072014001900012]

Gill 2011 {published data only}

Gill L, White L, Cameron ID. Service co-creation
in community-based aged healthcare. Managing
Service Quality 2011;21(2):152-77. [DOI: https://
doi.org/10.1108/09604521111113447]

Gill 2011a {published data only}

Gill L, White L, Cameron ID. Qualitative triadic study of
the relational factors influencing the formation of quality
in a community-based aged health care service network.
Health Marketing Quarterly 2011;28(2):155-73. [DOI: https://
doi.org/10.1080/07359683.2011.572004]

Given 2011 {published data only}

Given J, Slevin E. Being heard: aiding public participation in
decision making. Learning Disability Practice 2011;14(8):26-30.
[DOI: http://doi.org/10.7748/ldp2011.10.14.8.26.c8741]

Glase 2015 {published data only}

Glase KM, Walters NB, Stephenson TM, Vines R, Millman S,
Rose J, et al. A systematic quantitative approach to
incorporating the patient perspective into health technology

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

37

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1215%2F03616878-2854621
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1215%2F03616878-2854621
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2010.01668.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2010.01668.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmjopen-2017-016039
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmjopen-2017-016039
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2008.02519.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2008.02519.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2850.2000.00262.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2850.2000.00262.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2003.00708.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2003.00708.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2190%2Fhs.38.2.g
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1467-9299.2010.01879.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1467-9299.2010.01879.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjpm.12361
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1002%2Fjcop.20157
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F104973202129120151
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2012.06.001
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839912472904
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839912472904
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.cein.2006.08.005
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1590%2F0104-07072014001900012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1590%2F0104-07072014001900012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F09604521111113447
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F09604521111113447
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F07359683.2011.572004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F07359683.2011.572004
https://doi.org/http%3A%2F%2Fdoi.org%2F10.7748%2Fldp2011.10.14.8.26.c8741


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

assessment decision making. Value in Health 2015;18(3):A101.
[DOI: https://doi.org/10.1016/j.jval.2015.03.591]

Glynos 2012 {published data only}

Glynos J, Speed E. Varieties of co-production in public
services: time banks in a UK health policy context.
Critical Policy Studies 2012;6(4):402-33. [DOI: https://
doi.org/10.1080/19460171.2012.730760]

Godfrey 2013 {published data only}

Godfrey M, Smith J, Green J, Cheater F, Inouye SK, Young JB.
Developing and implementing an integrated delirium
prevention system of care: a theory driven, participatory
research study. BMC Health Services Research 2013;13:341. [DOI:
https://doi.org/10.1186/1472-6963-13-341]

Goodridge 2018 {published data only}

Goodridge D, Isinger T, Rotter T. Patient family advisors'
perspectives on engagement in health-care quality
improvement initiatives: Power and partnership. Health
Expectations 2018;21(1):379-86. [DOI: https://doi.org/10.1111/
hex.12633]

Gordon 2005 {published data only}

Gordon S. The role of the consumer in the leadership
and management of mental health services. Australasian
Psychiatry 2005;13(4):362-5. [DOI: https://doi.org/10.1080/
j.1440-1665.2005.02215.x]

Goto 2009 {published data only}

Goto K, Hishinuma M, Matsutani M, Okubo N, Setoyama Y,
Yasugahira N, et al. The eKectiveness of CBPR in the process
of 'Knowing our body' project: focusing on the coalition
of people. Journal of St Luke's Society for Nursing Research
2009;13(2):45-52.

Grant 2007 {published data only}

Grant J. The participation of mental health service
users in Ontario, Canada: a Canadian application of the
Consumer Participation Questionnaire. International
Journal of Social Psychiatry 2007;53(2):148-58. [DOI: https://
doi.org/10.1177/0020764006074557]

Grant 2018 {published data only}

Grant S, Hazlewood GS, Peay HL, Lucas A, Coulter I, Fink A,
et al. Practical considerations for using online methods to
engage patients in guideline development. Patient-Patient
Centered Outcomes Research 2018;11(2):155-66. [DOI: https://
doi.org/10.1007/s40271-017-0280-6]

Greene 2007 {published data only}

Greene S. Including young mothers: community-based
participation and the continuum of active citizenship.
Community Development Journal 2007;42(2):167-80. [DOI:
https://doi.org/10.1093/cdj/bsi096]

Griswold 2013 {published data only}

Griswold KS, Lesko SE, Westfall JM, Folsom G. Communities
of solution: partnerships for population health. Journal of the
American Board of Family Medicine: JABFM 2013;26(3):232-8.
[DOI: https://doi.org/10.3122/jabfm.2013.03.130102]

Groene 2014 {published data only}

Groene O, Sunol R, Klazinga NS, Wang A, Dersarkissian M,
Thompson CA, et al. Involvement of patients or their
representatives in quality management functions in EU
hospitals: implementation and impact on patient-centred
care strategies. International Journal for Quality in Health Care
2014;26 Suppl 1(Suppl 1):81-91. [DOI: https://doi.org/10.1093/
intqhc/mzu022]

Groene 2015 {published data only}

Groene O, Sunol R. Patient involvement in quality management:
rationale and current status. Journal of Health Organization and
Management 2015;29(5):556-69. [DOI: https://doi.org/10.1108/
jhom-07-2014-0122]

Groenen 2017 {published data only}

Groenen CJ, van Duijnhoven NT, Kremer JA, Scheerhagen M,
Vandenbussche F, Faber MJ. Shared agenda making for quality
improvement; towards more synergy in maternity care.
European Journal of Obstetrics & Gynecology and Reproductive
Biology 2017;219:15-9. [DOI: https://doi.org/10.1016/
j.ejogrb.2017.10.007]

Grogan 2012 {published data only}

Grogan A, Coughlan M, B OM, McKee G. The development of
a patient partnership programme and its impact on quality
improvements in a comprehensive haemophilia care service.
Haemophilia 2012;18(6):875-80. [DOI: https://doi.org/10.1111/
j.1365-2516.2012.02885.x]

Grundy 2017 {published data only}

Grundy AC, Walker L, Meade O, Fraser C, Cree L, Bee P, et al.
Evaluation of a co-delivered training package for community
mental health professionals on service user- and carer-involved
care planning. Journal of Psychiatric and Mental Health Nursing
2017;24(6):358-66. [DOI: https://doi.org/10.1111/jpm.12378]

Gustavsson 2016 {published data only}

Gustavsson S, Gremyr I, Kenne Sarenmalm E. Designing quality
of care--contributions from parents: Parents' experiences
of care processes in paediatric care and their contribution
to improvements of the care process in collaboration
with healthcare professionals. Journal of Clinical Nursing
2016;25(5-6):742-51. [DOI: https://doi.org/10.1111/jocn.13050]

Gutteridge 2010 {published data only}

Gutteridge R, Dobbins K. Service user and carer involvement
in learning and teaching: a faculty of health staK perspective.
Nurse Education Today 2010;30(6):509-14. [DOI: https://
doi.org/10.1016/j.nedt.2009.10.019]

Hagensen 2016 {published data only}

Hagensen A, London AE, Phillips JJ, Helton WS, Picozzi VJ,
Blackmore CC. Using experience-based design to improve the
care experience for patients with pancreatic cancer. Journal
of Oncology Practice 2016;12(12):E1035-E40. [DOI: https://
doi.org/10.1200/jop.2016.011213]

Haigh 2008 {published data only}

Haigh CA. Exploring the evidence base of patient involvement
in the management of health care services. Journal of Nursing

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

38

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jval.2015.03.591
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F19460171.2012.730760
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F19460171.2012.730760
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-13-341
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12633
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12633
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2Fj.1440-1665.2005.02215.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2Fj.1440-1665.2005.02215.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0020764006074557
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0020764006074557
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs40271-017-0280-6
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs40271-017-0280-6
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fcdj%2Fbsi096
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3122%2Fjabfm.2013.03.130102
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fintqhc%2Fmzu022
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fintqhc%2Fmzu022
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Fjhom-07-2014-0122
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Fjhom-07-2014-0122
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.ejogrb.2017.10.007
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.ejogrb.2017.10.007
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2516.2012.02885.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2516.2012.02885.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjpm.12378
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.13050
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.nedt.2009.10.019
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.nedt.2009.10.019
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1200%2Fjop.2016.011213
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1200%2Fjop.2016.011213


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Management 2008;16(4):452-62. [DOI: https://doi.org/10.1111/
j.1365-2834.2008.00865.x]

Hall 2006 {published data only}

Hall JE. Professionalizing action research--a meaningful
strategy for modernizing services? Journal of Nursing
Management 2006;14(3):195-200. [DOI: https://doi.org/10.1111/
j.1365-2934.2006.00584.x]

Hall 2011 {published data only}

Hall SJ, Samuel LM, Murchie P. Toward shared care for people
with cancer: developing the model with patients and GPs.
Fam Practice 2011;28(5):554-64. [DOI: https://doi.org/10.1093/
fampra/cmr012]

Hameen-Anttila 2015 {published data only}

Hameen-Anttila K, Komulainen J, Enlund H, Makela M,
Makinen E, Rannanheimo P, et al. How to incorporate patient
perspectives in health technology assessments and clinical
practice guidelines-a qualitative study. International Journal of
Clinical Pharmacy 2015;37(1 Supplement 1):30.

Happell 2002 {published data only}

Happell B, Pinikahana J, Roper C. Attitudes of postgraduate
nursing students towards consumer participation in
mental health services and the role of the consumer
academic. International Journal of Mental Health Nursing
2002;11(4):240-50. [DOI: https://doi.org/10.1046/
j.1440-0979.2002.00255.x]

Happell 2006 {published data only}

Happell B, Roper C. The myth of representation: The case
for consumer leadership. Australian e-Journal for the
Advancement of Mental Health 2006;5(3):177-84. [DOI: https://
doi.org/10.5172/jamh.5.3.177]

Happell 2015 {published data only}

Happell B, Bennetts W, Platania-Phung C, Tohotoa J.
Consumer involvement in mental health education for health
professionals: feasibility and support for the role. Journal
of Clinical Nursing 2015;24(23-24):3584-93. [DOI: https://
doi.org/10.1111/jocn.12957]

Happell 2016 {published data only}

Happell B, Bennetts W, Tohotoa J, Platania-Phung C,
Wynaden D. Nothing without vision! The views of consumers
and mental health nurses about consumer involvement in
mental health nursing education. Collegian 2016;23(2):241-8.
[DOI: https://doi.org/10.1016/j.colegn.2015.04.004]

Happell 2017 {published data only}

Happell B, Bennetts W, Tohotoa J, Wynaden D, Platania-
Phung C. Promoting recovery-oriented mental health nursing
practice through consumer participation in mental health
nursing education. Journal of Mental Health 2017;28(6):633-9.
[DOI: https://doi.org/10.1080/09638237.2017.1294734]

Harris 2015b {published data only}

Harris DG, Coles B, Willoughby HM. Should we involve
terminally ill patients in teaching medical students? A
systematic review of patient's views. BMJ Supportive &

Palliative Care 2015;5(5):522-30. [DOI: https://doi.org/10.1136/
bmjspcare-2013-000535]

Hashem 2018 {published data only}

Hashem F, Calnan MW, Brown PR. Decision making in NICE
single technological appraisals: How does NICE incorporate
patient perspectives? Health Expectations 2018;21(1):128-37.
[DOI: https://doi.org/10.1111/hex.12594]

Henwood 2013 {published data only}

Henwood BF, Stanhope V, Brawer R, Weinstein LC, Lawson J,
Stwords E, et al. Addressing chronic disease within supportive
housing programs. Progress in Community Health Partnerships :
Research, Education, and Action 2013;7(1):67-75. [DOI: https://
doi.org/10.1353/cpr.2013.0005]

Hibbard 2003 {published data only}

Hibbard J. Engaging health care consumers to improve the
quality of care. Medical Care 2003;41(1 Suppl 1):I61-70. [DOI:
https://doi.org/10.1097/00005650-200301001-00007]

Higgins 2017 {published data only}

Higgins A, Hevey D, Gibbons P, O'Connor C, Boyd F, McBennett P,
et al. A participatory approach to the development of a co-
produced and co-delivered information programme for users
of services and family members: the EOLAS programme
(paper 1). International Journal of Psychollogical Medicine
2017;34(1):19-27. [DOI: https://doi.org/10.1017/ipm.2015.68]

HinchcliF 2016 {published data only}

HinchcliK R, Greenfield D, Hogden A, Sarrami-Foroushani P,
Travaglia J, Braithwaite J. Levers for change: an investigation
of how accreditation programmes can promote consumer
engagement in healthcare. International Journal for Quality in
Health Care 2016;28(5):561-5. [DOI: https://doi.org/10.1093/
intqhc/mzw074]

Hogg 2001 {published data only}

Hogg C, Williamson C. Whose interests do lay people represent?
Towards an understanding of the role of lay people as members
of committees. Health Expectations 2001;4(1):2-9. [DOI: https://
doi.org/10.1046/j.1369-6513.2001.00106.x]

Hsieh 2005 {published data only}

Hsieh SY, Thomas D, Rotem A. The organisational response
to patient complaints: a case study in Taiwan. International
Journal of Health Care Quality Assurance 2005;18(4/5):308-20.
[DOI: https://doi.org/10.1108/09526860510602578]

Hsu 2010 {published data only}

Hsu MY, McCormack B. The experience of applying a narrative
research approach with older people. Journal of Nursing
Research 2010;18(4):249-57. [DOI: https://doi.org/10.1097/
jnr.0b013e3181fc669e]

Hunter 2016 {published data only}

Hunter DJ, Kieslich K, Littlejohns P, Staniszewska S, Tumilty E,
Weale A, et al. Public involvement in health priority setting:
future challenges for policy, research and society. Journal of
Health Organization & Management 2016;30(5):796-808. [DOI:
https://doi.org/10.1108/jhom-04-2016-0057]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

39

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2834.2008.00865.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2834.2008.00865.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2934.2006.00584.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2934.2006.00584.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Ffampra%2Fcmr012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Ffampra%2Fcmr012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1440-0979.2002.00255.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1440-0979.2002.00255.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.5172%2Fjamh.5.3.177
https://doi.org/https%3A%2F%2Fdoi.org%2F10.5172%2Fjamh.5.3.177
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.12957
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.12957
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.colegn.2015.04.004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638237.2017.1294734
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmjspcare-2013-000535
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmjspcare-2013-000535
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12594
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1353%2Fcpr.2013.0005
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1353%2Fcpr.2013.0005
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2F00005650-200301001-00007
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2Fipm.2015.68
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fintqhc%2Fmzw074
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fintqhc%2Fmzw074
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1369-6513.2001.00106.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1369-6513.2001.00106.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F09526860510602578
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2Fjnr.0b013e3181fc669e
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2Fjnr.0b013e3181fc669e
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Fjhom-04-2016-0057


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Hutt 2018 {published data only}

Hutt E, Albright K, Dischinger H, Weber M, Jones J,
O'Toole TP. Addressing the challenges of palliative care
for homeless veterans. American Journal of Hospice
& Palliative Care 2018;35(3):448-55. [DOI: https://
doi.org/10.1177/1049909117722383]

Hyman 2018 {published data only}

Hyman P, Wiley G, Price L. "it's like falling oK a cliK": Using the
service user voice to co-design an end to end psychological
support pathway for people aKected by cancer. Supportive
Care in Cancer 2018;26(2 Supplement 1):S242-S3. [DOI: https://
doi.org/10.26226/morressier.5afadd8af314ac000849ae26]

Isaacson 2018 {published data only}

Isaacson MJ. Addressing palliative and end-of-life care needs
with Native American elders. International Journal of Palliative
Nursing 2018;24(4):160-8. [DOI: https://doi.org/10.12968/
ijpn.2018.24.4.160]

Jacobson 2007 {published data only}

Jacobson M, Rugeley C. Community-based participatory
research: group work for social justice and community change.
Social Work with Groups 2007;30(4):21-39. [DOI: https://
doi.org/10.1300/J009v30n04_03]

Jakobsen 2006 {published data only}

Jakobsen ES, Severinsson E. Parents' experiences of
collaboration with community healthcare professionals.
Journal of Psychiatric & Mental Health Nursing
2006;13(5):498-505. [DOI: https://doi.org/10.1111/
j.1365-2850.2006.00971.x]

Jenkinson 2014 {published data only}

Jenkinson BM, Smethurst J, Boorman R, Creedy DK. EKect
of a maternity consumer representative training program on
participants' confidence and engagement. Australian Health
Review 2014;38(3):306-11. [DOI: https://doi.org/10.1071/
ah13183]

Johnson 2016 {published data only}

Johnson FR, Zhou M. Patient preferences in regulatory
benefit-risk assessments: a US perspective. Value in
Health 2016;19(6):741-5. [DOI: https://doi.org/10.1016/
j.jval.2016.04.008]

Jones 2008 {published data only}

Jones SP, Auton MF, Burton CR, Watkins CL. Engaging service
users in the development of stroke services: an action research
study. J Clinicl Nursing 2008;17(10):1270-9. [DOI: https://
doi.org/10.1111/j.1365-2702.2007.02259.x]

Jones 2010 {published data only}

Jones EG, Goldsmith M, EKken J, Button K, Crago M. Creating
and testing a deaf-friendly, stop-smoking web site intervention.
American Annals of the Deaf 2010;155(1):96-102. [DOI: https://
doi.org/10.1353/aad.0.0133]

Jones 2011 {published data only}

Jones J, Barry MM. Exploring the relationship between synergy
and partnership functioning factors in health promotion

partnerships. Health Promotion International 2011;26(4):408-20.
[DOI: https://doi.org/10.1093/heapro/dar002]

Jones 2017 {published data only}

Jones L, Pomeroy L, Robert G, Burnett S, Anderson JE, Eulop NJ.
How do hospital boards govern for quality improvement?
A mixed methods study of 15 organisations in England.
BMJ Quality & Safety 2017;26(12):978-86. [DOI: http://
dx.doi.org/10.1136/bmjqs-2016-006433]

Jones 2018 {published data only}

Jones B, Schear R, Eckhardt SG, Phillips F. Building a new
cancer institute from the ground up: Community engagement
to create patient-centered whole person cancer care. Psycho-
Oncology 2018;27(Supplement 1):62-3.

Jones 2018a {published data only}

Jones D, McAllister L, Dyson R, Lyle D. Service-learning
partnerships: Features that promote transformational and
sustainable rural and remote health partnerships and services.
Australian Journal of Rural Health 2018;26(2):80-5. [DOI: https://
doi.org/10.1111/ajr.12381]

Kapiriri 2003 {published data only}

Kapiriri L, Norheim OF, Heggenhougen K. Public participation
in health planning and priority setting at the district level in
Uganda. Health Policy & Planning 2003;18(2):205-13. [DOI:
https://doi.org/10.1093/heapol/czg025]

Kaplan 2006 {published data only}

Kaplan SA, Calman NS, Golub M, Ruddock C, Billings J. Fostering
organizational change through a community-based initiative.
Health Promotion Practice 2006;7(3 Suppl):181S-90S. [DOI:
https://doi.org/10.1177/1524839906288691]

Katahoire 2015 {published data only}

Katahoire AR, Henriksson DK, Ssegujja E, Waiswa P, Ayebare F,
Bagenda D, et al. Improving child survival through a district
management strengthening and community empowerment
intervention: early implementation experiences from Uganda.
BMC Public Health 2015;15:797. [DOI: https://doi.org/10.1186/
s12889-015-2129-z]

Kerrissey 2017 {published data only}

Kerrissey M, Satterstrom P, Leydon N, SchiK G, Singer S.
Integrating: a managerial practice that enables implementation
in fragmented health care environments. Health Care
Management Review 2017;42(3):213-25. [DOI: https://
doi.org/10.1097/hmr.0000000000000114]

Kettles 2008 {published data only}

Kettles AM, Kiger AM, Philip K, Caldow J. An evaluation of a
Mental Health Act educational resource. Journal of Psychiatric
& Mental Health Nursing 2008;15(8):662-9. [DOI: https://
doi.org/10.1111/j.1365-2850.2008.01291.x]

Khodyakov 2017 {published data only}

Khodyakov D, Stockdale SE, Smith N, Booth M, Altman L,
Rubenstein LV. Patient engagement in the process of planning
and designing outpatient care improvements at the Veterans
Administration Health-care System: findings from an online

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

40

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049909117722383
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049909117722383
https://doi.org/https%3A%2F%2Fdoi.org%2F10.26226%2Fmorressier.5afadd8af314ac000849ae26
https://doi.org/https%3A%2F%2Fdoi.org%2F10.26226%2Fmorressier.5afadd8af314ac000849ae26
https://doi.org/https%3A%2F%2Fdoi.org%2F10.12968%2Fijpn.2018.24.4.160
https://doi.org/https%3A%2F%2Fdoi.org%2F10.12968%2Fijpn.2018.24.4.160
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1300%2FJ009v30n04_03
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1300%2FJ009v30n04_03
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2006.00971.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2006.00971.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1071%2Fah13183
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1071%2Fah13183
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jval.2016.04.008
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jval.2016.04.008
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2007.02259.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2702.2007.02259.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1353%2Faad.0.0133
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1353%2Faad.0.0133
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2Fdar002
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fbmjqs-2016-006433
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fbmjqs-2016-006433
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fajr.12381
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fajr.12381
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2Fczg025
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839906288691
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12889-015-2129-z
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12889-015-2129-z
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2Fhmr.0000000000000114
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2Fhmr.0000000000000114
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2008.01291.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2008.01291.x


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

expert panel. Health Expectations 2017;20(1):130-45. [DOI:
https://doi.org/10.1111/hex.12444]

Kidd 2015 {published data only}

Kidd S, Kenny A, McKinstry C. Exploring the meaning of
recovery-oriented care: an action-research study. International
Journal of Mental Health Nursing 2015;24(1):38-48. [DOI: https://
doi.org/10.1111/inm.12095]

Kilewo 2015 {published data only}

Kilewo EG, Frumence G. Factors that hinder community
participation in developing and implementing comprehensive
council health plans in Manyoni District, Tanzania. Global
Health Action 2015;8:26461. [DOI: https://doi.org/10.3402/
gha.v8.26461]

Kiley 2000 {published data only}

Kiley M, Peterson R, Mullins G, Wellard R. Development and
implementation of a national curriculum for postgraduate
general practice training. Education for General Practice
2000;11(3):268-75.

Kim 2016 {published data only}

Kim J, Kim JH, Sychareun V, Kang M. Recovering disrupted
social capital: insights from Lao DPR rural villagers' perceptions
of local leadership. BMC Public Health 2016;16:1189. [DOI:
https://doi.org/10.1186/s12889-016-3858-3]

Kitson 2013 {published data only}

Kitson A, Marshall A, Bassett K, Zeitz K. What are the core
elements of patient-centred care? A narrative review and
synthesis of the literature from health policy, medicine and
nursing. Journal of Advanced Nursing 2013;69(1):4-15. [DOI:
https://doi.org/10.1111/j.1365-2648.2012.06064.x]

Klammer 2015 {published data only}

Klammer J, van den Anker FW, Janneck M. Critical success
factors for establishing online user participation in system
design: an evaluation in healthcare. International Journal of
Social and Organizational Dynamics in IT 2015;4(1):12-27. [DOI:
https://doi.org/10.4018/IJSODIT.2015010102]

Kleintjes 2013 {published data only}

Kleintjes S, Lund C, Swartz L. Barriers to the participation
of people with psychosocial disability in mental health
policy development in South Africa: a qualitative study of
perspectives of policy makers, professionals, religious leaders
and academics. BMC International Health and Human Rights
2013;13:17. [DOI: https://doi.org/10.1186/1472-698x-13-17]

Knightbridge 2006 {published data only}

Knightbridge SM, King R, Rolfe TJ. Using participatory action
research in a community-based initiative addressing complex
mental health needs. Australian & New Zealand Journal of
Psychiatry 2006;40(4):325-32. [DOI: https://doi.org/10.1080/
j.1440-1614.2006.01798.x]

Koutantji 2005 {published data only}

Koutantji M, Davis R, Vincent C, Coulter A. The patient's role in
patient safety: engaging patients, their representatives, and
health professionals. Clinical Risk 2005;11(3):99-104.

Kvarnström 2013 {published data only}

Kvarnström S, Hedberg B, Cedersund E. The dual
faces of service user participation: Implications for
empowerment processes in interprofessional practice.
Journal of Social Work 2013;13(3):287-307. [DOI: https://
doi.org/10.1177%2F1468017311433234]

Kyne 2009 {published data only}

Kyne G, Molster C, O'Leary P. Community engagement for
policy development: are health consumers representative
of the general public? Twin Research and Human Genetics
2009;12(2):221.

Ladikos 2016 {published data only}

Ladikos PD, Oren CL, Heys M. Audit and co-design: Working
together across boundaries to improve care for children
and young people with epilepsy. Archives of Disease in
Childhood 2016;101(Supplement 1):A339-A40. [DOI: https://
doi.org/10.1136/archdischild-2016-310863.556]

Larkin 2015 {published data only}

Larkin M, Boden ZVR, Newton E. On the brink of genuinely
collaborative care: experience-based co-design in mental
health. Qualitative Health Research 2015;25(11):1463-76. [DOI:
https://doi.org/10.1177/1049732315576494]

Lempp 2018 {published data only}

Lempp H, Abayneh S, Gurung D, Kola L, Abdulmalik J, Evans-
Lacko S, et al. Service user and caregiver involvement in mental
health system strengthening in low- and middle-income
countries: A cross-country qualitative study. Epidemiology
and Psychiatric Sciences 2018;27(1):29-39. [DOI: https://
doi.org/10.1017/s2045796017000634]

Liang 2018 {published data only}

Liang L, Cako A, Urquhart R, Straus SE, Wodchis WP, Baker GR, et
al. Patient engagement in hospital health service planning and
improvement: a scoping review. BMJ Open 2018;8(1):e018263.
[DOI: http://dx.doi.org/10.1136/bmjopen-2017-018263]

Litva 2002 {published data only}

Litva A, Coast J, Donovan J, Eyles J, Shepherd M, Tacchi J,
et al. ‘The public is too subjective’: public involvement at
diKerent levels of health-care decision making. Social Science
& Medicine 2002;54(12):1825-37. [DOI: https://doi.org/10.1016/
S0277-9536(01)00151-4]

Locock 2014 {published data only}

Locock L, Robert G, Boaz A, Vougioukalou S, Shuldham C,
Fielden J, et al. Using a national archive of patient experience
narratives to promote local patient-centered quality
improvement: an ethnographic process evaluation of
'accelerated' experience-based co-design. Journal of Health
Services & Research Policy 2014;19(4):200-7. [DOI: https://
doi.org/10.1177/1355819614531565]

Lodenstein 2017 {published data only}

Lodenstein E, Mafuta E, Kpatchavi AC, Servais J, Dieleman M,
Broerse JEW, et al. Social accountability in primary health care
in West and Central Africa: exploring the role of health facility

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

41

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12444
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Finm.12095
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Finm.12095
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3402%2Fgha.v8.26461
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3402%2Fgha.v8.26461
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12889-016-3858-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2648.2012.06064.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.4018%2FIJSODIT.2015010102
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-698x-13-17
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2Fj.1440-1614.2006.01798.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2Fj.1440-1614.2006.01798.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1468017311433234
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1468017311433234
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Farchdischild-2016-310863.556
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Farchdischild-2016-310863.556
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049732315576494
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2Fs2045796017000634
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2Fs2045796017000634
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fbmjopen-2017-018263
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0277-9536%2801%2900151-4
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0277-9536%2801%2900151-4
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1355819614531565
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1355819614531565


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

committees. BMCc Health Services Research 2017;17:403. [DOI:
https://doi.org/10.1186/s12913-017-2344-7]

Lwembe 2017 {published data only}

Lwembe S, Green SA, Chigwende J, Ojwang T, Dennis R.
Co-production as an approach to developing stakeholder
partnerships to reduce mental health inequalities: an
evaluation of a pilot service. Primary Health Care Research &
Development 2017;18(1):14-23. [DOI: https://doi.org/10.1017/
s1463423616000141]

Maar 2009 {published data only}

Maar MA, Erskine B, McGregor L, Larose TL, Sutherland ME,
Graham D, et al. Innovations on a shoestring: A study
of a collaborative community-based Aboriginal mental
health service model in rural Canada. International
Journal of Mental Health Systems 2009;3:27. [DOI: https://
dx.doi.org/10.1186%2F1752-4458-3-27]

Martin 2009 {published data only}

Martin GP. Public and user participation in public service
delivery: tensions in policy and practice. Sociology
Compass 2009;3(2):310-26. [DOI: https://doi.org/10.1111/
j.1751-9020.2009.00200.x]

Massoi 2009 {published data only}

Massoi L, Norman A. Decentralisation by devolution in Tanzania:
Reflections on community involvement in the planning process
in Kizota Ward in Dodoma. Journal of Public Administration and
Policy Research 2009;1(7):133-40.

Masters 2002 {published data only}

Masters H, Forrest S, Harley A, Hunter M, Brown N, Risk I.
Involving mental health service users and carers in curriculum
development: moving beyond ‘classroom’ involvement. Journal
of Psychiatric and Mental Health Nursing 2002;9(3):309-16. [DOI:
https://doi.org/10.1046/j.1365-2850.2002.00493.x]

Maxwell 2003 {published data only}

Maxwell J, Rosell S, Forest P-G. Giving citizens a voice in
healthcare policy in Canada. BMJ 2003;326(7397):1031-3. [DOI:
https://doi.org/10.1136/bmj.326.7397.1031]

Mayer 2017 {published data only}

Mayer C, McKenzie K. It shows that there's no limits': the
psychological impact of co-production for experts by
experience working in youth mental health. Health & Social
Care in the Community 2017;25(3):1181-9. [DOI: https://
doi.org/10.1111/hsc.12418]

McCabe 2012 {published data only}

McCabe L, Bradley BE. Supporting user participation in local
policy development: The Fife Dementia Strategy. Social Policy
and Society 2012;11(2):157-69. [DOI: https://doi.org/10.1017/
S1474746411000558]

McHugh 2012 {published data only}

McHugh MC, Harvey JB, Aseyev D, Alexander JA, Beich J,
Scanlon DP. Approaches to improving healthcare
delivery by multi-stakeholder alliances. American
Journal of Managed Care 2012;18(6 Suppl):S156-62.

[RESEARCHGATE: https://www.researchgate.net/
publication/282021865_Approaches_to_Improving_Healthcare_Delivery_by_Multi-
Stakeholder_Alliances]

McKay 2011 {published data only}

McKay MM, Gopalan G, Franco L, Dean-Assael K, Chacko A,
Jackson JM, et al. A collaboratively designed child
mental health service Model: multiple family groups for
urban children with conduct diKiculties. Research on
Social Work Practice 2011;21(6):664-74. [DOI: https://
dx.doi.org/10.1177%2F1049731511406740]

McKeown 2012 {published data only}

McKeown M, Malihi-Shoja L, Hogarth R, Jones F, Holt K,
Sullivan P, et al. The value of involvement from the perspective
of service users and carers engaged in practitioner education:
not just a cash nexus. Nurse Education Today 2012;32(2):178-84.
[DOI: https://doi.org/10.1016/j.nedt.2011.07.012]

Meehan 2007 {published data only}

Meehan T, Glover H. Telling our story: consumer perceptions
of their role in mental health education. Psychiatric
Rehabilitation Journal 2007;31(2):152-4. [DOI: https://
doi.org/10.2975/31.2.2007.152.154]

Mende 2013 {published data only}

Mende S, Roseman D. The aligning forces for quality experience:
lessons on getting consumers involved in health care
improvements. Health A� (Millwood) 2013;32(6):1092-100. [DOI:
https://doi.org/10.1377/hlthaK.2012.1079]

Mentes 2005 {published data only}

Mentes J, Calvillo E, Anderson LR. Building capacity to partner:
exemplars of community participatory research: overview.
Communicating Nursing Research 2005;38:106.

Mitton 2003 {published data only}

Mitton CR, Donaldson C. Setting priorities and allocating
resources in health regions: lessons from a project evaluating
program budgeting and marginal analysis (PBMA). Health
Policy 2003;64(3):335-48. [DOI: https://doi.org/10.1016/
S0168-8510(02)00198-7]

Mkoka 2014 {published data only}

Mkoka DA, Kiwara A, Goicolea I, Hurtig AK. Governing
the implementation of emergency obstetric care:
experiences of rural district health managers, Tanzania.
BMC Health Services Research 2014;14:333. [DOI: https://
doi.org/10.1186/1472-6963-14-333]

Mohapatra 2018 {published data only}

Mohapatra M. Involvement of community leaders in addressing
unmet need for family planning in rural coastal Odisha. Journal
of Health Management 2018;20(3):227-33. [DOI: https://
doi.org/10.1177%2F0972063418779868]

Montesanti 2017 {published data only}

Montesanti SR, Abelson J, Lavis JN, Dunn JR. Enabling the
participation of marginalized populations: case studies from
a health service organization in Ontario, Canada. Health

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

42

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-017-2344-7
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2Fs1463423616000141
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2Fs1463423616000141
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1186%252F1752-4458-3-27
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1186%252F1752-4458-3-27
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1751-9020.2009.00200.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1751-9020.2009.00200.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2850.2002.00493.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmj.326.7397.1031
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12418
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12418
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1474746411000558
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1474746411000558
https://www.researchgate.net/publication/282021865_Approaches_to_Improving_Healthcare_Delivery_by_Multi-Stakeholder_Alliances
https://www.researchgate.net/publication/282021865_Approaches_to_Improving_Healthcare_Delivery_by_Multi-Stakeholder_Alliances
https://www.researchgate.net/publication/282021865_Approaches_to_Improving_Healthcare_Delivery_by_Multi-Stakeholder_Alliances
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1177%252F1049731511406740
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1177%252F1049731511406740
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.nedt.2011.07.012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2975%2F31.2.2007.152.154
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2975%2F31.2.2007.152.154
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1377%2Fhlthaff.2012.1079
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0168-8510%2802%2900198-7
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0168-8510%2802%2900198-7
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-14-333
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-14-333
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0972063418779868
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0972063418779868


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Promotion International 2017;32(4):636-49. [DOI: https://
doi.org/10.1093/heapro/dav118]

Montgomery 2014 {published data only}

Montgomery L, Donnelly M. A scoping review of the
literature on the involvement of service users in personality
disorder services. Irish Journal of Psychological Medicine
2014;31(4):233-43. [DOI: https://doi.org/10.1017/ipm.2014.46]

Montoya 2011 {published data only}

Montoya MJ, Kent EE. Dialogical action: moving from
community-based to community-driven participatory research.
Qualitative Health Research 2011;21(7):1000-11. [DOI: https://
doi.org/10.1177/1049732311403500]

Moreira 2015 {published data only}

Moreira T. Understanding the role of patient organizations
in health technology assessment. Health Expectations : an
International Journal of Public Participation in Health Care and
Health Policy 2015;18(6):3349-57. [DOI: https://doi.org/10.1111/
hex.12325]

Mosquera 2001 {published data only}

Mosquera M, Zapata Y, Lee K, Arango C, Varela A. Strengthening
user participation through health sector reform in Colombia: a
study of institutional change and social representation. Health
Policy and Planning 2001;16(Suppl 2):52-60. [DOI: https://
doi.org/10.1093/heapol/16.suppl_2.52]

Motley 2013 {published data only}

Motley M, Holmes A, Hill J, Plumb K, Zoellner J. Evaluating
community capacity to address obesity in the Dan River
region: A case study. American Journal of Health Behavior
2013;37(2):208-17. [DOI: https://doi.org/10.5993/ajhb.37.2.8]

Muhlbacher 2014 {published data only}

Muhlbacher AC, Juhnke C. Patient, insuree and public
participation in health technology assessment: an international
comparison. Value in Health 2014;17(7):A405. [DOI: https://
doi.org/10.1016/j.jval.2014.08.939]

Mullins 2012 {published data only}

Mullins CD, Shaya FT, Blatt L, Saunders E. A qualitative
evaluation of a citywide Community Health Partnership
Program. Journal of the National Medical Association
2012;104(1-2):53-60. [DOI: https://doi.org/10.1016/
s0027-9684(15)30124-3]

Murray 2015 {published data only}

Murray Z. Community representation in hospital decision
making: a literature review. Australian Health Review
2015;39(3):323-8. [DOI: https://doi.org/10.1071/ah14016]

Namatovu 2014 {published data only}

Namatovu JF, Ndoboli F, Kuule J, Besigye I. Community
involvement in health services at Namayumba and Bobi health
centres: a case study. African Journal of Primary Health Care &
Family Medicine 2014;6(1):1-5. [DOI: https://dx.doi.org/10.4102/
phcfm.v6i1.613]

Nathan 2011 {published data only}

Nathan S, Johnston L, Braithwaite J. The role of community
representatives on health service committees: staK
expectations vs. reality. Health Expectations 2011;14(3):272-84.
[DOI: https://doi.org/10.1111/j.1369-7625.2010.00628.x]

Neech 2018 {published data only}

Neech SG, Scott H, Priest HM, Bradley EJ, Tweed AE. Experiences
of user involvement in mental health settings: User motivations
and benefits. Journal of Psychiatric & Mental Health Nursing
2018;25(5-6):327-37. [DOI: https://doi.org/10.1111/jpm.12466]

Nelson 2006 {published data only}

Nelson G, Lomotey J. Quantity and quality of participation
and outcomes of participation in mental health consumer-run
organizations. Journal of Mental Health 2006;15(1):63-74. [DOI:
https://doi.org/10.1080/09638230500512524]

Nelson 2016 {published data only}

Nelson G, Macnaughton E, Curwood SE, Egalité N, Voronka J,
Fleury MJ, et al. Collaboration and involvement of persons
with lived experience in planning Canada's At Home/
Chez Soi project. Health & Social Care in the Community
2016;24(2):184-93. [DOI: https://doi.org/10.1111/hsc.12197]

Neuwelt 2005 {published data only}

Neuwelt P, Crampton P, Crengle S, Dew K, Dowell A, Kearns R,
et al. Assessing and developing community participation in
primary health care in Aotearoa New Zealand: a national study.
New Zealand Medical Journal 2005;118(1218):U1562. [PMID:
https://pubmed.ncbi.nlm.nih.gov/16027751/]

Nimegeer 2016 {published data only}

Nimegeer A, Farmer J, Munoz SA, Currie M. Community
participation for rural healthcare design: description and
critique of a method. Health & Social Care in the Community
2016;24(2):175-83. [DOI: https://doi.org/10.1111/hsc.12196]

Nunn 2015 {published data only}

Nunn A, Sanders J, Carson L, Thomas G, Cornwall A,
Towey C, et al. African American community leaders’ policy
recommendations for reducing racial disparities in HIV
infection, treatment, and care: results from a community-based
participatory research project in Philadelphia, Pennsylvania.
Health Promotion Practice 2015;16(1):91-100. [DOI: https://
doi.org/10.1177/1524839914534855]

Nyonator 2005 {published data only}

Nyonator FK, Awoonor-Williams JK, Phillips JF, Jones TC,
Miller RA. The Ghana community-based health planning
and services initiative for scaling up service delivery
innovation. Health Policy Plan 2005;20(1):25-34. [DOI: http://
doi.org/10.1093/heapol/czi003]

O'Connor 2007 {published data only}

O'Connor E, Fortune T, Doran J, Boland R. Involving consumers
in accreditation: the Irish experience. International Journal
for Quality in Health Care 2007;19(5):296-300. [DOI: https://
doi.org/10.1093/intqhc/mzm026]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

43

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2Fdav118
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2Fdav118
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2Fipm.2014.46
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049732311403500
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1049732311403500
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12325
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12325
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2F16.suppl_2.52
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2F16.suppl_2.52
https://doi.org/https%3A%2F%2Fdoi.org%2F10.5993%2Fajhb.37.2.8
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jval.2014.08.939
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jval.2014.08.939
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fs0027-9684%2815%2930124-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fs0027-9684%2815%2930124-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1071%2Fah14016
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.4102%2Fphcfm.v6i1.613
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.4102%2Fphcfm.v6i1.613
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2010.00628.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjpm.12466
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638230500512524
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12197
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12196
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839914534855
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839914534855
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2Fczi003
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2Fczi003
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fintqhc%2Fmzm026
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fintqhc%2Fmzm026


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

O'Gorman 2012 {published data only}

O'Gorman CM, Smith Martin M, OliKe JL, Leggo C, Korchinski M,
Elwood Martin R. Community voices in program development:
the wisdom of individuals with incarceration experience.
Canadian Journal of Public Health Revue Canadienne de Sante
Publique 2012;103(5):e379-83. [DOI: https://doi.org/10.1007/
BF03404446]

Oldenhof 2018 {published data only}

Oldenhof L, Wehrens R. Who is ‘in’ and who is ‘out’?
Participation of older persons in health research
and the interplay between capital, habitus and field.
Critical Public Health 2018;28(3):281-93. [DOI: https://
doi.org/10.1080/09581596.2018.1435851]

Ottmann 2008 {published data only}

Ottmann G, Laragy C, Damonze G. Consumer participation in
designing community based consumer-directed disability care:
lessons from a participatory action research-inspired project.
Systemic Practice and Action Research 2008;22:31-44. [DOI:
https://doi.org/10.1007/s11213-008-9110-z]

Owens 2011 {published data only}

Owens C, Farrand P, Darvill R, Emmens T, Hewis E,
Aitken P. Involving service users in intervention design: a
participatory approach to developing a text-messaging
intervention to reduce repetition of self-harm. Health
Expectations 2011;14(3):285-95. [DOI: https://doi.org/10.1111/
j.1369-7625.2010.00623.x]

Padgett 2004 {published data only}

Padgett SM, Bekemeier B, Berkowitz B. Collaborative
partnerships at the state level: promoting systems changes
in public health in infrastructure. Journal of Public Health
Management & Practice 2004;10(3):251-7. [DOI: https://
doi.org/10.1097/00124784-200405000-00009]

Pagatpatan 2017 {published data only}

Pagatpatan CP, Ward PR. Understanding the factors that make
public participation eKective in health policy and planning:
a realist synthesis. Australian Journal of Primary Health
2017;23(6):516-30. [DOI: https://doi.org/10.1071/PY16129]

Pals 2018 {published data only}

Pals RA, Hempler NF. How to achieve a collaborative approach
in health promotion: preferences and ideas of users of mental
health services. Scandinavian Journal of Caring Sciences
2018;32(3):1188-96. [DOI: https://doi.org/10.1111/scs.12564]

Papoulias 2018 {published data only}

Papoulias C. Showing the unsayable: participatory visual
approaches and the constitution of 'patient experience'
in healthcare quality improvement. Health Care Analysis
2018;26(2):171-88. [DOI: https://doi.org/10.1007/
s10728-017-0349-3]

Parker 2003 {published data only}

Parker EA, Israel BA, Williams M, Brakefield-Caldwell W,
Lewis TC, Robins T, et al. Community action against asthma:
examining the partnership process of a community-based
participatory research project. Journal of General Internal

Medicine 2003;18(7):558-67. [DOI: https://doi.org/10.1046/
j.1525-1497.2003.20322.x]

Paterson 2014 {published data only}

Paterson BL, Ross S, Gaudet T. Motives for meaningful
involvement in rural AIDS service organizations.
AIDS Care 2014;26(5):582-6. [DOI: https://
dx.doi.org/10.1080%2F09540121.2013.843771]

Patten 2005 {published data only}

Patten S, Mitton C, Donaldson C. From the trenches: views from
decision-makers on health services priority setting. Health
Services Management Research 2005;18(2):100-8. [DOI: https://
doi.org/10.1258/0951484053723117]

Patterson 2010 {published data only}

Patterson S, Weaver T, Crawford M. Drug service
user groups: only a partial solution to the problem
of developing user involvement. Drugs: Education,
Prevention and Policy 2010;17(1):84-97. [DOI: https://
doi.org/10.3109/09687630802225495]

Payan 2017 {published data only}

Payan DD, Sloane DC, Illum J, Vargas RB, Lee D, Galloway-
Gilliam L, et al. Catalyzing implementation of evidence-
based interventions in safety net settings: a clinical-
community partnership in South Los Angeles. Health
Promotion Practice 2017;18(4):586-97. [DOI: https://
doi.org/10.1177/1524839917705418]

Pelletier 2011 {published data only}

Pelletier J-F, Lesage A, Delorme A, Macaulay AC,
Salsberg J, Vallee C, et al. User-led research: a global
and person-centered initiative. International Journal of
Mental Health Promotion 2011;13(1):4-12. [DOI: https://
doi.org/10.1080/14623730.2011.9715645]

Petersen 2012 {published data only}

Petersen I, Baillie K, Bhana A. Understanding the benefits and
challenges of community engagement in the development
of community mental health services for common mental
disorders: Lessons from a case study in a rural South African
subdistrict site. Transcultural Psychiatry 2012;49(3-4):418-37.
[DOI: https://doi.org/10.1177/1363461512448375]

Ponte 2003 {published data only}

Ponte PR, Conlin G, Conway JB, Grant S, Medeiros C, Nies J,
et al. Making patient-centered care come alive: achieving full
integration of the patient’s perspective. JONA: the Journal
of Nursing Administration 2003;33(2):82-90. [DOI: https://
doi.org/10.1097/00005110-200302000-00004]

Preston 2010 {published data only}

Preston R, Waugh H, Larkins S, Taylor J. Community
participation in rural primary health care: intervention or
approach? Australian Journal of Primary Health 2010;16(1):4-16.
[DOI: https://doi.org/10.1071/py09053]

Pursell 2013 {published data only}

Pursell L, Kearns N. Impacts of an HIA on inter-agency and
inter-sectoral partnerships and community participation:

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

44

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2FBF03404446
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2FBF03404446
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09581596.2018.1435851
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09581596.2018.1435851
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs11213-008-9110-z
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2010.00623.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2010.00623.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2F00124784-200405000-00009
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2F00124784-200405000-00009
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1071%2FPY16129
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fscs.12564
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10728-017-0349-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10728-017-0349-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1525-1497.2003.20322.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1525-1497.2003.20322.x
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1080%252F09540121.2013.843771
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1080%252F09540121.2013.843771
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1258%2F0951484053723117
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1258%2F0951484053723117
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F09687630802225495
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F09687630802225495
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839917705418
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839917705418
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F14623730.2011.9715645
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F14623730.2011.9715645
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1363461512448375
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2F00005110-200302000-00004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2F00005110-200302000-00004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1071%2Fpy09053


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

lessons from a local level HIA in the Republic of Ireland. Health
Promotion International 2013;28(4):522-32. [DOI: https://
doi.org/10.1093/heapro/das032]

Quennell 2001 {published data only}

Quennell P. Getting their say, or getting their way? - has
participation strengthened the patient "voice" in the National
Institute for Clinical Excellence. Journal of Management in
Medicine 2001;15(3):202-19. [DOI: https://doi.org/10.1108/
eum0000000005509]

Radermacher 2011 {published data only}

Radermacher H, Karunarathna Y, Grace N, Feldman S. Partner
or perish? Exploring inter-organisational partnerships in the
multicultural community aged care sector. Health & Social
Care in the Community 2011;19(5):550-60. [DOI: https://
doi.org/10.1111/j.1365-2524.2011.01007.x]

Rai 2018 {published data only}

Rai S, Gurung D, Kaiser BN, Sikkema KJ, Dhakal M, Bhardwaj A,
et al. A service user co-facilitated intervention to reduce
mental illness stigma among primary healthcare workers:
Utilizing perspectives of family members and caregivers.
Families, Systems, & Health 2018;36(2):198-209. [DOI: https://
doi.org/10.1037/fsh0000338]

Rance 2015 {published data only}

Rance J, Treloar C. "We are people too": Consumer participation
and the potential transformation of therapeutic relations
within drug treatment. International Journal of Drug
Policy 2015;26(1):30-6. [DOI: https://doi.org/10.1016/
j.drugpo.2014.05.002]

Rapport 2008 {published data only}

Rapport F, Snooks H, Evans A, Tee A. 'Getting involved
means making a diKerence?' Insider views on the
impact of a 'healthy living' community intervention.
Critical Public Health 2008;18(2):211-24. [DOI: https://
doi.org/10.1080/09581590701499319]

Rasmus 2014 {published data only}

Rasmus SM. Indigenizing CBPR: evaluation of a community-
based and participatory research process implementation of
the Elluam Tungiinun (towards wellness) program in Alaska.
American Journal of Community Psychology 2014;54(1-2):170-9.
[DOI: https://doi.org/10.1007/s10464-014-9653-3]

RatcliFe 2017 {published data only}

RatcliKe J, Lancsar E, Walker R, Gu Y. Understanding what
matters: an exploratory study to investigate the views of the
general public for priority setting criteria in health care. Health
Policy 2017;121(6):653-62. [DOI: https://doi.org/10.1016/
j.healthpol.2017.03.003]

Rathod 2016 {published data only}

Rathod S, Garner C, GriKiths A, Dimitrov BD, Newman-Taylor K,
Woodfine C, et al. Protocol for a multicentre study to assess
feasibility, acceptability, eKectiveness and direct costs of
TRIumPH (Treatment and Recovery in PsycHosis): integrated
care pathway for psychosis. BMJ Open 2016;6:e012751. [DOI:
http://dx.doi.org/10.1136/bmjopen-2016-012751]

Reath 2008 {published data only}

Reath J, Carey M. Breast and cervical cancer in indigenous
women-overcoming barriers to early detection. Australian
Family Physician 2008;37(3):178-82. [PMID: https://
pubmed.ncbi.nlm.nih.gov/18345371/]

Reay 2017 {published data only}

Reay S, Collier G, Kennedy-Good J, Old A, Douglas R, Bill A.
Designing the future of healthcare together: prototyping a
hospital co-design space. Codesign-International Journal of
Cocreation in Design and the Arts 2017;13(4):227-44. [DOI:
https://doi.org/10.1080/15710882.2016.1160127]

Reeve 2002 {published data only}

Reeve P, Cornell S, D'Costa B, Janzen R, Ochocka J. From
our perspective: consumer researchers speak about their
experience in a community mental health research project.
Psychiatric Rehabilitation Journal 2002;25(4):403-8. [DOI:
https://doi.org/10.1037/h0094996]

Reeve 2007 {published data only}

Reeve J, Peerbhoy D. Evaluating the evaluation:
understanding the utility and limitations of evaluation
as a tool for organizational learning. Health
Education Journal 2007;66(2):120-31. [DOI: https://
doi.org/10.1177%2F0017896907076750]

Renfrew 2008 {published data only}

Renfrew MJ, Dyson L, Herbert G, McFadden A, McCormick F,
Thomas J, et al. Developing evidence-based recommendations
in public health--incorporating the views of practitioners,
service users and user representatives. Health Expectation
2008;11(1):3-15. [DOI: https://doi.org/10.1111/
j.1369-7625.2007.00471.x]

Repper 2007 {published data only}

Repper J, Breeze J. User and carer involvement in the training
and education of health professionals: a review of the literature.
International Journal of Nursing Studies 2007;44(3):511-9. [DOI:
https://doi.org/10.1016/j.ijnurstu.2006.05.013]

Restall 2008 {published data only}

Restall G, Strutt C. Participation in planning and evaluating
mental health services: building capacity. Psychiatric
Rehabilitation Journal 2008;31(3):234-8. [DOI: https://
doi.org/10.2975/31.3.2008.234.238]

Restall 2011 {published data only}

Restall G, Cooper JE, Kaufert JM. Pathways to translating
experiential knowledge into mental health policy. Psychiatric
Rehabilitation Journal 2011;35(1):29-36. [DOI: https://
doi.org/10.2975/35.1.2011.29.36]

Rhodes 2013 {published data only}

Rhodes SD, Daniel J, Alonzo J, Duck S, García M, Downs M, et
al. A systematic community-based participatory approach to
refining an evidence-based community-level intervention: the
HOLA intervention for Latino men who have sex with men.
Health Promotion Practice 2013;14(4):607-16. [DOI: https://
doi.org/10.1177/1524839912462391]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

45

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2Fdas032
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapro%2Fdas032
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Feum0000000005509
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Feum0000000005509
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2524.2011.01007.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2524.2011.01007.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1037%2Ffsh0000338
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1037%2Ffsh0000338
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.drugpo.2014.05.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.drugpo.2014.05.002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09581590701499319
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09581590701499319
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10464-014-9653-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2017.03.003
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2017.03.003
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fbmjopen-2016-012751
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F15710882.2016.1160127
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1037%2Fh0094996
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0017896907076750
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0017896907076750
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2007.00471.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2007.00471.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.ijnurstu.2006.05.013
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2975%2F31.3.2008.234.238
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2975%2F31.3.2008.234.238
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2975%2F35.1.2011.29.36
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2975%2F35.1.2011.29.36
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839912462391
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1524839912462391


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Rios 2007 {published data only}

Rios R, Olmedo C, Fernandez L. Empowered women from
rural areas of Bolivia promote community development.
Promotion & Education 2007;14(2):83-4. [DOI: https://
doi.org/10.1177/10253823070140021801]

Rise 2011 {published data only}

Rise MB, Grimstad H, Solbjor M, Steinsbekk A. EKect of an
institutional development plan for user participation on
professionals' knowledge, practice, and attitudes. A controlled
study. BMC Health Services Research 2011;11:296. [DOI: https://
doi.org/10.1186/1472-6963-11-296]

Rise 2016 {published data only}

Rise MB, Steinsbekk A. Long term eKect on professionals'
knowledge, practice and attitudes towards user involvement
four years aNer implementing an organisational development
plan: a controlled study. PLoS One 2016;11(3):e0150742. [DOI:
https://dx.doi.org/10.1371%2Fjournal.pone.0150742]

Ritchie 2001 {published data only}

Ritchie J, Levens V. Users in the driving seat or sitting
alongside map-reading? International Journal of Language
and Communication Disorders 2001;36(Suppl 1):459-64. [DOI:
https://doi.org/10.3109/13682820109177929]

Robert 2015 {published data only}

Robert G, Cornwell J, Locock L, Purushotham A, Sturmey G,
Gager M. Spotlight: patient and staK as codesigners of
healthcare services. BMJ 2015;350:g7714. [DOI: https://
doi.org/10.1136/bmj.g7714]

Roberts 2012 {published data only}

Roberts A, Greenhill B, Talbot A, Cuzak M. 'Standing up for
my human rights': a group's journey beyond consultation
towards co-production. British Journal of Learning
Disabilities 2012;40(4):292-301. [DOI: https://doi.org/10.1111/
j.1468-3156.2011.00711.x]

Robinson 2014 {published data only}

Robinson S, Fisher KR, Strike R. Participatory and
inclusive approaches to disability program evaluation.
Australian Social Work 2014;67(4):495-508. [DOI: http://
dx.doi.org/10.1080/0312407X.2014.902979]

Rose 2003 {published data only}

Rose D. Partnership, co-ordination of care and the place of user
involvement. Journal of Mental Health 2003;12(1):59-70. [DOI:
https://doi.org/10.1080/09638230021000058300]

Ross 2014 {published data only}

Ross F, Smith P, Byng R, Christian S, Allan H, Price L, et al.
Learning from people with long-term conditions: new insights
for governance in primary healthcare. Health & Social Care in the
Community 2014;22(4):405-16. [DOI: https://doi.org/10.1111/
hsc.12097]

Rowe 2002 {published data only}

Rowe R, Shepherd M. Public participation in the
New NHS: no closer to citizen control? Social Policy

& Administration 2002;36(3):275-90. [DOI: https://
doi.org/10.1111/1467-9515.00251]

Roy 2002 {published data only}

Roy JL. In: De Jong J. (eds) Trauma, War, and Violence: Public
Mental Health in Socio-Cultural Context. The Springer Series
in Social/Clinical Psychology. Springer, Boston, MA, 2002. [DOI:
https://doi.org/10.1007/0-306-47675-4_10]

Rozmovits 2018 {published data only}

Rozmovits L, Mai H, Chambers A, Chan K. What does
meaningful look like? A qualitative study of patient
engagement at the Pan-Canadian Oncology Drug Review:
perspectives of reviewers and payers. Journal of Health
Services Research and Policy. 2018;23(2):72-9. [DOI: https://
doi.org/10.1177%2F1355819617750686]

Rubenstein 2014 {published data only}

Rubenstein LV, Stockdale SE, Sapir N, Altman L, Dresselhaus T,
Salem-Schatz S, et al. A patient-centered primary care practice
approach using evidence-based quality improvement:
rationale, methods, and early assessment of implementation.
Journal of General Internal Medicine 2014;29 Suppl 2(Suppl
2):S589-97. [DOI: https://doi.org/10.1007/s11606-013-2703-y]

Ryan-Nicholls 2007 {published data only}

Ryan-Nicholls KD, Haggarty JM. Collaborative mental
health in rural and isolated Canada: stakeholder
feedback. Journal of Psychosocial Nursing & Mental
Health Services 2007;45(12):37-45. [DOI: https://
doi.org/10.3928/02793695-20071201-08]

Sadler 2017 {published data only}

Sadler E, Porat T, Marshall I, Hoang U, Curcin V, Wolfe CD, et
al. Shaping innovations in long-term care for stroke survivors
with multimorbidity through stakeholder engagement. PLOS
One 2017;12(5):e0177102. [DOI: https://doi.org/10.1371/
journal.pone.0177102]

Salerno 2015 {published data only}

Salerno R, Salvatella R, Issa J, Anzola MC. A regional
fight against Chagas disease: lessons learned from
a successful collaborative partnership. Revista
Panamericana de Salud Publica = Pan American Journal
of Public Health 2015;37(1):38-43. [PMID: https://
pubmed.ncbi.nlm.nih.gov/25791186/]

Sano 2016 {published data only}

Sano M, Sewell M, Umpierre M, Neugroschl J, Cedillo G.
Barriers to cognitive evaluations among elderly latinos:
Using community-based participatory research to create
health education videos. Alzheimer's and Dementia
2016;12(7S_Part_16):P791-P2. [DOI: https://doi.org/10.1016/
j.jalz.2016.06.1594]

Savage 2006 {published data only}

Savage CL, Xu Y, Lee R, Rose BL, Kappesser M, Anthony JS.
A case study in the use of community-based participatory
research in public health nursing. Public Health Nursing
2006;23(5):472-8. [DOI: https://doi.org/10.1111/
j.1525-1446.2006.00585.x]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

46

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F10253823070140021801
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F10253823070140021801
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-11-296
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-11-296
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1371%252Fjournal.pone.0150742
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F13682820109177929
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmj.g7714
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmj.g7714
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1468-3156.2011.00711.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1468-3156.2011.00711.x
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1080%2F0312407X.2014.902979
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1080%2F0312407X.2014.902979
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638230021000058300
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12097
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12097
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2F1467-9515.00251
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2F1467-9515.00251
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2F0-306-47675-4_10
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1355819617750686
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1355819617750686
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs11606-013-2703-y
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3928%2F02793695-20071201-08
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3928%2F02793695-20071201-08
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pone.0177102
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pone.0177102
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jalz.2016.06.1594
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jalz.2016.06.1594
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1525-1446.2006.00585.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1525-1446.2006.00585.x


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Scammell 2016 {published data only}

Scammell J, Heaslip V, Crowley E. Service user involvement in
preregistration general nurse education: a systematic review.
Journal of Clinical Nursing 2016;25(1-2):53-69. [DOI: https://
doi.org/10.1111/jocn.13068]

Scanlon 2012 {published data only}

Scanlon DP, Beich J, Alexander JA, Christianson JB, Hasnain-
Wynia R, McHugh MC, et al. The aligning forces for quality
initiative: background and evolution from 2005 to 2012.
American Journal of Managed Care 2012;18(6 Suppl):s115-25.
[PMID: https://pubmed.ncbi.nlm.nih.gov/27567508/]

Scholz 2017 {published data only}

Scholz B, Bocking J, Happell B. Breaking through the glass
ceiling: consumers in mental health organisations' hierarchies.
Issues in Mental Health Nursing 2017;38(5):374-80. [DOI: https://
doi.org/10.1080/01612840.2017.1280106]

Schulte 2007 {published data only}

Schulte S, Moring J, Meier PS, Barrowclough C. User
involvement and desired service developments in drug
treatment: service user and provider views. Drugs: Education,
Prevention and Policy 2007;14(3):277-87. [DOI: https://
doi.org/10.1080/09687630701267317]

Scott 2016 {published data only}

Scott J, Heavey E, Waring J, Jones D, Dawson P. Healthcare
professional and patient codesign and validation of a
mechanism for service users to feedback patient safety
experiences following a care transfer: a qualitative study.
BMJ Open 2016;6(7):e011222. [DOI: https://doi.org/10.1136/
bmjopen-2016-011222]

Sennun 2006 {published data only}

Sennun P, Suwannapong N, Howteerakul N, Pacheun O.
Participatory supervision model: building health promotion
capacity among health oKicers and the community.
Rural & Remote Health 2006;6(2):440. [PMID: https://
pubmed.ncbi.nlm.nih.gov/16602835/]

Shah 2006 {published data only}

Shah SG, Robinson I. User involvement in healthcare
technology development and assessment: structured literature
review. International Journal of Health Care Quality Assurance
Incorporating Leadership in Health Services 2006;19(6-7):500-15.
[DOI: https://doi.org/10.1108/09526860610687619]

Sharma 2017 {published data only}

Sharma AE, Knox M, Mleczko VL, Olayiwola JN. The impact
of patient advisors on healthcare outcomes: a systematic
review. BMC Health Services Research 2017;17:693. [DOI: https://
dx.doi.org/10.1186%2Fs12913-017-2630-4]

Sharma 2017a {published data only}

Sharma AE, Grumbach K. Engaging patients in primary care
practice transformation: theory, evidence and practice. Family
Practice 2017;34(3):262-7. [DOI: https://doi.org/10.1093/fampra/
cmw128]

Shikako-Thomas 2016 {published data only}

Shikako-Thomas K, Ehsan A, Weinstock D, Poldma T.
Policy court: Where participation, policy and research
meet at the Rehabilitation research living lab (Mall as a
living lab). Developmental Medicine and Child Neurology
2016;58(Supplement 5):53. [DOI: https://doi.org/10.1111/
dmcn.74_13224]

Sibbald 2009 {published data only}

Sibbald SL, Singer PA, Upshur R, Martin DK. Priority setting:
what constitutes success? A conceptual framework for
successful priority setting. BMC Health Services Research
2009;9:43. [DOI: https://doi.org/10.1186/1472-6963-9-43]

Slack 2001 {published data only}

Slack J. Zero-sum politics, the Herbert Thesis, and the
Ryan White CARE Act: lessons learned from the local side of
AIDS. Journal of Health and Human Services Administration
2001;24(1):80-102. [PMID: 12134564]

Slutsky 2016 {published data only}

Slutsky J, Tumilty E, Max C, Lu L, Tantivess S, Hauegen RC, et
al. Patterns of public participation: opportunity structures
and mobilization from a cross-national perspective. Journal of
Health Organization & Management 2016;30(5):751-68. [DOI:
https://doi.org/10.1108/jhom-03-2016-0037]

Snijder 2015 {published data only}

Snijder M, ShakeshaN A, Wagemakers A, Stephens A, Calabria B.
A systematic review of studies evaluating Australian indigenous
community development projects: the extent of community
participation, their methodological quality and their
outcomes. BMC Public Health 2015;15:1154. [DOI: https://
dx.doi.org/10.1186%2Fs12889-015-2514-7]

Snow 2018 {published data only}

Snow ME, Tweedie K, Pederson A. Heard and valued: the
development of a model to meaningfully engage marginalized
populations in health services planning. BMC Health Services
Research 2018;18(1):181. [DOI: https://doi.org/10.1186/
s12913-018-2969-1]

SoFe 2004 {published data only}

SoKe J, Read J, Frude N. A survey of clinical psychologists' views
regarding service user involvement in mental health services.
Journal of Mental Health 2004;13(6):583-92. [DOI: https://
doi.org/10.1080/09638230400017020]

Soper 2013 {published data only}

Soper B, Yaqub O, Hinrichs S, Marjanovich S, Drabble S,
Hanney S, et al. CLAHRCs in practice: combined
knowledge transfer and exchange strategies, cultural
change, and experimentation. Journal of Health Services
Research & Policy 2013;18(3 Suppl):53-64. [DOI: https://
doi.org/10.1177/1355819613499903]

Sorrentino 2017 {published data only}

Sorrentino M, Guglielmetti C, Gilardi S, Marsilio M. Health care
services and the coproduction puzzle: filling in the blanks.
Administration & Society 2017;49(10):1424-49. [DOI: https://
doi.org/10.1177%2F0095399715593317]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

47

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.13068
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.13068
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F01612840.2017.1280106
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F01612840.2017.1280106
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09687630701267317
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09687630701267317
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmjopen-2016-011222
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmjopen-2016-011222
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F09526860610687619
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1186%252Fs12913-017-2630-4
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1186%252Fs12913-017-2630-4
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Ffampra%2Fcmw128
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Ffampra%2Fcmw128
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fdmcn.74_13224
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fdmcn.74_13224
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-9-43
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Fjhom-03-2016-0037
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1186%252Fs12889-015-2514-7
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1186%252Fs12889-015-2514-7
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-2969-1
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-2969-1
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638230400017020
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638230400017020
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1355819613499903
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1355819613499903
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0095399715593317
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0095399715593317


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Speer 2005 {published data only}

Speer PW, Zippay A. Participatory decision-making among
community coalitions. Administration in Social Work
2005;29(3):61-77. [DOI: https://doi.org/10.1300/J147v29n03_05]

SteFens 2015 {published data only}

SteKens N, Tucholka JL, Nabozny MJ, Schmick AE, Brasel KJ,
Schwarze ML. Using a community-based participatory approach
to develop a question prompt list for older adults facing high
risk surgery. Journal of the American College of Surgeons
2015;221(4 Suppl 2):e14. [DOI: https://doi.org/10.1016/
j.jamcollsurg.2015.08.332]

SteFens 2016 {published data only}

SteKens NM, Tucholka JL, Nabozny MJ, Schmick AE, Brasel KJ,
Schwarze ML. Engaging patients, health care professionals,
and community members to improve preoperative decision
making for older adults facing high-risk surgery. JAMA
Surgery 2016;151(10):938-45. [DOI: https://doi.org/10.1001/
jamasurg.2016.1308]

Storm 2011 {published data only}

Storm M, Hausken K, Knudsen K. Inpatient service providers'
perspectives on service user involvement in Norwegian
community mental health centres. International Jounal
of Social Psychiatry 2011;57(6):551-63. [DOI: https://
doi.org/10.1177/0020764010371270]

Sullivan 2014 {published data only}

Sullivan CM, Staib A, Flores J, Aggarwal L, Scanlon A, Martin JH,
et al. Aiming to be NEAT: safely improving and sustaining access
to emergency care in a tertiary referral hospital. Australian
Health Review 2014;38(5):564-74. [DOI: https://doi.org/10.1071/
ah14083]

Tantchou 2017 {published data only}

Tantchou M, Poder T, Gagnon MP. Patient and public
involvement in health technology assessment: update of
a systematic review. International Journal of Technology
Assessment in Health Care 2017;33(Supplement 1):125-6. [DOI:
https://doi.org/10.1017/S0266462317002744]

Tataw 2012 {published data only}

Tataw DB, Ekúndayò OT. Horizontal participatory planning
in prostate cancer prevention: an analysis of the Mississippi
Prostate Cancer Project. Journal of Human Behavior in
the Social Environment 2012;22(6):733-54. [DOI: https://
doi.org/10.1080/10911359.2012.692576]

Tataw 2017 {published data only}

Tataw DB, Ekundayo OT. Mixed methods in prostate cancer
prevention and service utilization planning: combining
focus groups, survey research, and community engagement.
Social Work in Public Health 2017;32(4):254-72. [DOI: https://
doi.org/10.1080/19371918.2016.1275914]

Taylor 2018 {published data only}

Taylor J, Carlisle K, Farmer J, Larkins S, Dickson-SwiN V,
Kenny A. Implementation of oral health initiatives by Australian
rural communities: factors for success. Health & Social

Care in the Community 2018;26(1):e102-e10. [DOI: https://
doi.org/10.1111/hsc.12483]

Tempfer 2011 {published data only}

Tempfer CB, Nowak P. Consumer participation and
organizational development in health care: a systematic review.
Wiener Klinische Wochenschri= 2011;123(13-14):408-14. [DOI:
https://doi.org/10.1007/s00508-011-0008-x]

Theodorou 2010 {published data only}

Theodorou M, Samara K, Pavlakis A, Middleton N, Polyzos N,
Maniadakis N. The public's and doctors' perceived role in
participation in setting health care priorities in Greece. HJC
Hellenic Journal of Cardiology 2010;51(3):200-8. [PMID: https://
pubmed.ncbi.nlm.nih.gov/20515851/]

Thomas 2016 {published data only}

Thomas TL, Vera R, Strickland OL. Youth in context: preparing
for lifelong health and wellness with lessons learned in opening
a high school based health clinic. Journal of Adolescent
Health 2016;58(2):S22. [DOI: https://doi.org/10.1016/
j.jadohealth.2015.10.058]

Thomas 2017 {published data only}

Thomas L, Livingstone H, Leng G, Kastoryano C. National
institute for health and care excellence (NICE) technology
appraisal patient expert feedback: 15 month analysis.
International Journal of Technology Assessment in Health
Care 2017;33(Suppl 1):177-8. [DOI: https://doi.org/10.1017/
S0266462317003403]

Thomson 2013 {published data only}

Thomson D, Hilton R. Service users' perceptions regarding
their involvement in a physiotherapy educational programme
in the UK: a qualitative study. Physiotherapy (United
Kingdom) 2013;99(2):153-8. [DOI: https://doi.org/10.1016/
j.physio.2012.07.004]

Thomson 2015 {published data only}

Thomson A, Rivas C, Giovannoni G. Multiple sclerosis outpatient
future groups: improving the quality of participant interaction
and ideation tools within service improvement activities. BMC
Health Services Research 2015;15:105. [CENTRAL: https://
doi.org/10.1186/s12913-015-0773-8]

Thorarinsdottir 2014 {published data only}

Thorarinsdottir K, Kristjansson K. Patients' perspectives on
person-centred participation in healthcare: a framework
analysis. Nursing Ethics 2014;21(2):129-47. [DOI: https://
doi.org/10.1177%2F0969733013490593]

Thornton 2003 {published data only}

Thornton H, Edwards A, Elwyn G. Evolving the multiple
roles of 'patients' in health-care research: Reflections aNer
involvement in a trial of shared decision-making. Health
Expectations 2003;6(3):189-97. [DOI: https://doi.org/10.1046/
j.1369-6513.2003.00231.x]

Timor-Shlevin 2016 {published data only}

Timor-Shlevin S, Krumer-Nevo M. Partnership-based practice
with young people: relational dimensions of partnership in

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

48

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1300%2FJ147v29n03_05
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jamcollsurg.2015.08.332
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jamcollsurg.2015.08.332
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1001%2Fjamasurg.2016.1308
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1001%2Fjamasurg.2016.1308
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0020764010371270
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0020764010371270
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1071%2Fah14083
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1071%2Fah14083
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS0266462317002744
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F10911359.2012.692576
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F10911359.2012.692576
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F19371918.2016.1275914
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F19371918.2016.1275914
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12483
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12483
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs00508-011-0008-x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jadohealth.2015.10.058
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jadohealth.2015.10.058
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS0266462317003403
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS0266462317003403
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.physio.2012.07.004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.physio.2012.07.004
https://doi.org/10.1186/s12913-015-0773-8
https://doi.org/10.1186/s12913-015-0773-8
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0969733013490593
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0969733013490593
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1369-6513.2003.00231.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1369-6513.2003.00231.x


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

a therapeutic setting. Health & Social Care in the Community
2016;24(5):576-86. [DOI: https://doi.org/10.1111/hsc.12227]

Toledo 2007 {published data only}

Toledo ME, Vanlerberghe V, Baly A, Ceballos E, Valdes L,
Searret M, et al. Towards active community participation
in dengue vector control: results from action research in
Santiago de Cuba, Cuba. Transactions of the Ral Society of
Tropical Medicine and Hygiene 2007;101(1):56-63. [DOI: https://
doi.org/10.1016/j.trstmh.2006.03.006]

Tollyfield 2014 {published data only}

Tollyfield R. Facilitating an accelerated experience-based co-
design project. British Journal of Nursing 2014;23(3):136-41.
[DOI: https://doi.org/10.12968/bjon.2014.23.3.136]

Tooke 2013 {published data only}

Tooke J. Involving people with dementia in the work of
an organisation: Service User Review Panels. Quality in
Ageing and Older Adults 2013;14(1):56-65. [DOI: https://
doi.org/10.1108/14717791311311111]

Torrance 2010 {published data only}

Torrance C, Wilson C. Editorial: Consumer, user and carer
involvement in health and social care. International Journal of
Consumer Studies 2010;34(5):493-4.

Towle 2003 {published data only}

Towle A, Godolphin W, Manklow J, Wiesinger H. Patient
perceptions that limit a community-based intervention
to promote participation. Patient Education & Counseling
2003;50(3):231-3. [DOI: https://doi.org/10.1016/
S0738-3991(03)00042-9]

Tritter 2003 {published data only}

Tritter JQ, Barley V, Daykin N, Evans S, McNeill J, Rimmer J,
et al. Divided care and the third way: user involvement in
statutory and voluntary sector cancer services. Sociology
of Health & Illness 2003;25(5):429-56. [DOI: https://
doi.org/10.1111/1467-9566.00353]

Tritter 2011 {published data only}

Tritter J. Editorial. Health Expectations 2011;14(3):335-6. [DOI:
https://dx.doi.org/10.1111%2Fj.1369-7625.2011.00726.x]

Tritter 2011a {published data only}

Tritter JQ. Public and patient participation in health care and
health policy in the United Kingdom. Health Expectations:
An international journal of public participation in health
care and health policy 2011;14(2):220-3. [DOI: https://
dx.doi.org/10.1111%2Fj.1369-7625.2011.00697.x]

Truman 2002 {published data only}

Truman C, Raine P. Experience and meaning of user
involvement: some explorations from a community mental
health project. Health & Social Care in the Community
2002;10(3):136-43. [DOI: https://doi.org/10.1046/
j.1365-2524.2002.00351.x]

van C, 2015 {published data only}

Van C, McInerney P, Cooke R. Patients' involvement in
improvement initiatives: a qualitative systematic review.
JBI Database Of Systematic Reviews And Implementation
Reports 2015;13(10):232-90. [DOI: https://doi.org/10.11124/
jbisrir-2015-1452]

van Deventer 2012 {published data only}

van Deventer C, McInerney P. Patients' involvement
in their own care through quality improvement
initiatives: a systematic review of qualitative and opinion
evidence. JBI Database Of Systematic Reviews and
Implementation Reports 2012;10(57):3936-48. [DOI: https://
doi.org/10.11124/01938924-201210570-00007]

van Deventer 2016 {published data only}

van Deventer C, Robert G, Wright A. Improving childhood
nutrition and wellness in South Africa: involving mothers/
caregivers of malnourished or HIV positive children and
health care workers as co-designers to enhance a local quality
improvement intervention. BMC Health Services Research
2016;16:358. [DOI: https://doi.org/10.1186/s12913-016-1574-4]

van Draanen 2013 {published data only}

van Draanen J, Jeyaratnam J, O'Campo P, Hwang S, Harriott D,
Koo M, et al. Meaningful inclusion of consumers in research
and service delivery. Psychiatric Rehabilitation Journal
2013;36(3):180-6. [DOI: https://doi.org/10.1037/prj0000014]

van Wersch 2011 {published data only}

van Wersch A, Eccles M. Involvement of consumers in the
development of evidence based clinical guidelines: practical
experiences from the North of England evidence based
guideline development programme. Quality in Health Care
2011;10(1):10-6. [DOI: https://doi.org/10.1136/qhc.10.1.10]

Wait 2006 {published data only}

Wait S, Nolte E. Public involvement policies in health:
exploring their conceptual basis. Health Economics, Policy
and Law 2006;1(Pt 2):149-62. [DOI: https://doi.org/10.1017/
S174413310500112X]

Walker 2007 {published data only}

Walker R, Bisset P, Adam J. Managing risk: risk perception,
trust and control in a Primary Care Partnership. Social Science
& Medicine 2007;64(4):911-23. [DOI: https://doi.org/10.1016/
j.socscimed.2006.10.034]

Walker 2015 {published data only}

Walker SC, Whitener R, Trupin EW, Migliarini N. American Indian
perspectives on evidence-based practice implementation:
results from a statewide Tribal Mental Health Gathering.
Administration & Policy in Mental Health 2015;42(1):29-39. [DOI:
https://doi.org/10.1007/s10488-013-0530-4]

Wallerstein 2010 {published data only}

Wallerstein N, Duran B. Community-based participatory
research contributions to intervention research: the
intersection of science and practice to improve health equity.
American Journal of Public Health 2010;100(S1):S40-6. [DOI:
https://doi.org/10.2105/AJPH.2009.184036]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

49

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12227
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.trstmh.2006.03.006
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.trstmh.2006.03.006
https://doi.org/https%3A%2F%2Fdoi.org%2F10.12968%2Fbjon.2014.23.3.136
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F14717791311311111
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F14717791311311111
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0738-3991%2803%2900042-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0738-3991%2803%2900042-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2F1467-9566.00353
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2F1467-9566.00353
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1111%252Fj.1369-7625.2011.00726.x
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1111%252Fj.1369-7625.2011.00697.x
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1111%252Fj.1369-7625.2011.00697.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2524.2002.00351.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2524.2002.00351.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.11124%2Fjbisrir-2015-1452
https://doi.org/https%3A%2F%2Fdoi.org%2F10.11124%2Fjbisrir-2015-1452
https://doi.org/https%3A%2F%2Fdoi.org%2F10.11124%2F01938924-201210570-00007
https://doi.org/https%3A%2F%2Fdoi.org%2F10.11124%2F01938924-201210570-00007
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-016-1574-4
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1037%2Fprj0000014
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fqhc.10.1.10
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS174413310500112X
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS174413310500112X
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2006.10.034
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2006.10.034
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10488-013-0530-4
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2105%2FAJPH.2009.184036


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Walsh 2005 {published data only}

Walsh M, Hostick T. Improving health care through
community OR. Journal of the Operational Research
Society 2005;56(2):193-201. [DOI: https://doi.org/10.1057/
palgrave.jors.2601896]

Weinstein 2006 {published data only}

Weinstein J. Involving mental health service users in
quality assurance. Health Expectations : an International
Journal of Public Participation in Health Care and Health
Policy 2006;9(2):98-109. [DOI: https://doi.org/10.1111/
j.1369-7625.2006.00377.x]

Whiting 2016 {published data only}

Whiting L, Roberts S, Etchells J, Evans K, Williams A. An
evaluation of the NHS England Youth Forum. Nursing Standard
2016;31(2):45-53. [DOI: https://doi.org/10.7748/ns.2016.e10213]

Wilkie 2016 {published data only}

Wilkie P. Patient participation groups in general practice:
building better partnerships. British Journal of General
Practice 2016;66(652):548-9. [DOI: https://doi.org/10.3399/
bjgp16X687613]

Willard-Grace 2015 {published data only}

Willard-Grace R, Sharma AE, Parker C, Potter MB. Engaging
patients as partners in practice improvement: A survey
of community health centres. Journal of Communication
Management 2016;23(7):311-9. [ADOBE ACROBAT:
chrome-extension://efaidnbmnnnibpcajpcglclefindmkaj/
viewer.html?pdfurl=https%3A%2F%2Fcepc.ucsf.edu
%2Fsites%2Fcepc.ucsf.edu%2Ffiles%2FWillard-
Grace%25202016%2520-%2520CHC%2520survey
%2520.pdf&clen=1875368&chunk=true]

Willis 2000 {published data only}

Willis J, Firth J. Powerful whispers. Nursing Older People
2000;12(7):10-3.

Winter 2010 {published data only}

Winter K. The perspectives of young children in care about
their circumstances and implications for social work practice.
Child & Family Social Work 2010;15(2):186-95. [DOI: https://
doi.org/10.1111/j.1365-2206.2009.00658.x]

Wong 2017 {published data only}

Wong C, Freitas D, Dowson S. Utilising patient engagement
to generate experience based co-design in a local
coeliac population. Archives of Disease in Childhood
2017;102(Suppl 1):A130-A1. [DOI: http://dx.doi.org/10.1136/
archdischild-2017-313087.325]

Worswick 2015 {published data only}

Worswick L, Little C, Ryan K, Carr E. Interprofessional learning
in primary care: an exploration of the service user experience
leads to a new model for co-learning. Nurse Education
Today 2015;35(1):283-7. [DOI: https://doi.org/10.1016/
j.nedt.2014.05.007]

Wright 2006 {published data only}

Wright MS. Doctor of Public Health. University of California,
Berkeley, 2006.

Wright 2012 {published data only}

Wright DB. Consumer governance and the provision of
enabling services that facilitate access to care at community
health centers. Medical Care 2012;50(8):668-75. [DOI: https://
doi.org/10.1097/MLR.0b013e3182551763]

Young 2017 {published data only}

Young C, Tong A, Gunasekera H, SherriK S, Kalucy D, Fernando P,
et al. Health professional and community perspectives
on reducing barriers to accessing specialist health care in
metropolitan Aboriginal communities: a semi-structured
interview study. Journal of Paediatrics and Child Health
2017;53(3):277-82. [DOI: https://doi.org/10.1111/jpc.13374]

Zandee 2015 {published data only}

Zandee GL, Bossenbroek D, Slager D, Gordon B, Ayoola AB,
Doornbos MM, et al. Impact of integrating community-based
participatory research into a baccalaureate nursing curriculum.
Journal of Nursing Education 2015;54(7):394-8. [DOI: https://
doi.org/10.3928/01484834-20150617-07]

Zeitz 2011 {published data only}

Zeitz K, Kitson A, Gibb H, Bagley E, Chester M, Davy C, et
al. Working together to improve the care of older people:
a new framework for collaboration. Journal of Advanced
Nursing 2011;67(1):43-55. [DOI: https://doi.org/10.1111/
j.1365-2648.2010.05478.x]

 

Additional references

Abelson 2001

Abelson J. Understanding the role of contextual influences
on local health-care decision making: case study results from
Ontario, Canada. Social Science and Medicine 2001;53(6):777-93.
[DOI: https://doi.org/10.1016/S0277-9536(00)00386-5]

Abimbola 2015

Abimbola S, Olanipekun T, Igbokwe U, Negin J, Jan S,
Martiniuk A, Ihebuzor N, et al. How decentralisation influences
the retention of primary health care workers in rural
Nigeria. Global Health Action 2015;8:26616. [DOI: https://
doi.org/10.3402/gha.v8.26616]

ACSQHC 2018

Australian Commission on Safety and Quality in Health
Care (ACSQHC). Review of key attributes of high-performing
person-centred healthcare organisations. ACSQHC 2018.
[www.safetyandquality.gov.au/wp-content/uploads/2018/08/
FINAL-REPORT-Attributes-of-person-centred-healthcare-
organisations-2018.pdf]

ACSQHC 2021

Australian Commission on Safety and Quality in Health
Care. Public consultation report: National Safety and
Quality Primary and Community Healthcare Standards.
ACSQHC, June 2021. [https://www.safetyandquality.gov.au/

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

50

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1057%2Fpalgrave.jors.2601896
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1057%2Fpalgrave.jors.2601896
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2006.00377.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2006.00377.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.7748%2Fns.2016.e10213
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3399%2Fbjgp16X687613
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3399%2Fbjgp16X687613
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2206.2009.00658.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2206.2009.00658.x
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Farchdischild-2017-313087.325
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Farchdischild-2017-313087.325
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.nedt.2014.05.007
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.nedt.2014.05.007
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2FMLR.0b013e3182551763
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2FMLR.0b013e3182551763
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjpc.13374
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3928%2F01484834-20150617-07
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3928%2F01484834-20150617-07
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2648.2010.05478.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2648.2010.05478.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0277-9536%2800%2900386-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3402%2Fgha.v8.26616
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3402%2Fgha.v8.26616
https://www.safetyandquality.gov.au/sites/default/files/2021-07/public_consultation_report_-_national_safety_and_quality_primary_and_community_healthcare_standards_-_june_2021.pdf


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

sites/default/files/2021-07/public_consultation_report_-
_national_safety_and_quality_primary_and_community_healthcare_standards_-
_june_2021.pdf]

ACSQHC 2021a

Australian Commission on Safety and Quality in
Health Care. National Safety and Quality Primary and
Community Healthcare Standards. ACSQHC, 2021. [https://
www.safetyandquality.gov.au/publications-and-resources/
resource-library/national-safety-and-quality-primary-and-
community-healthcare-standards]

AHRQ 2017

Agency for Healthcare Research and Quality. Guide to Patient
and Family Engagement in Hospital Quality and Safety.
Rockville, MD: AHRQ, 2017. [WEBSITE: .https://www.ahrq.gov/
patient-safety/patients-families/engagingfamilies/guide.html]

AHRQ 2018

Agency for Healthcare Research and Quality. Engaging Patients
and Families in their Health Care. https://www.ahrq.gov/
patient-safety/patients-families/index.html.

Al-Iryani 2011

Al-Iryani B, Al-Sakkaf K, Basaleem H, Kok G, Van Den Borne B.
Process evaluation of a three-year community-based peer
education intervention for HIV prevention among yemeni young
people. International Quarterly of Community Health Education
2011;31(2):133-54. [DOI: https://doi.org/10.2190%2FIQ.31.2.c]

Allen 2008

Allen NE, Watt KA, Hess JZ. A qualitative study of the activities
and outcomes of domestic violence coordinating councils.
American Journal of Community Psychology 2008;41(1-2):63-73.
[DOI: https://doi.org/10.1007/s10464-007-9149-5]

Allen 2012

Allen P, Townsend J, Dempster P, Wright J, Hutchings A,
Keen J. Organizational form as a mechanism to involve
staK, public and users in public services: a study of the
governance of NHS foundation trusts. Social Policy &
Administration 2012;46(3):239-57. [DOI: https://doi.org/10.1111/
j.1467-9515.2011.00820.x]

Ames 2017

Ames H, Lewin S, Glenton C. Parents’ and informal caregivers’
views and experiences of communication about routine
childhood vaccination: a synthesis of qualitative evidence.
Cochrane Database of Systematic Reviews 2017, Issue 2. Art. No:
CD011787. [DOI: 10.1002/14651858.CD011787.pub2]

Ames 2019

Ames H, Glenton C, Lewin S. Purposive sampling in a qualitative
evidence synthesis: a worked example from a synthesis on
parental perceptions of vaccination communication. BMC
Medical Research Methodology 2019;19:26. [DOI: https://
doi.org/10.1186/s12874-019-0665-4]

Ames 2019a

Ames HM, Glenton C, Lewin S, Tamrat T, Akama E, Leon N.
Clients’ perceptions and experiences of targeted digital

communication accessible via mobile devices for reproductive,
maternal, newborn, child, and adolescent health: a
qualitative evidence synthesis. Cochrane Database of
Systematic Reviews 2019, Issue 10. Art. No: CD013447. [DOI:
10.1002/14651858.CD013447]

Anderson 2006

Anderson E, Shepherd M, Salisbury C. 'Taking oK the suit':
Engaging the community in primary health care decision-
making. Health Expectations 2006;9(1):70-80. [DOI: https://
doi.org/10.1111/j.1369-7625.2006.00364.x]

Armstrong 2013

Armstrong N, Herbert G, Aveling EL, Dixon-Woods M, Martin G.
Optimizing patient involvement in quality improvement. Health
Expectations 2013;16(3):e36-47. [DOI: https://doi.org/10.1111/
hex.12039]

Austin 2011

Austin SA, Claiborne N. Faith Wellness Collaboration: A
Community-Based Approach to Address Type II Diabetes
Disparities in an African-American Community. Social
Work in Health Care 2011;50(5):360-75. [DOI: https://
doi.org/10.1080/00981389.2011.567128]

Baatiema 2013

Baatiema L, Skovdal M, Rifkin S, Campbell C. Assessing
participation in a community-based health planning and
services programme in Ghana. BMC Health Services Research
2013;13:233. [DOI: https://doi.org/10.1186/1472-6963-13-233]

Barbato 2014

Barbato A, D'Avanzo B, D'Anza V, Montorfano E, Savio M,
Corbascio CG. Involvement of users and relatives in mental
health service evaluation. Journal of Nervous & Mental
Disease 2014;202(6):479-86. [DOI: https://doi.org/10.1097/
NMD.0000000000000148]

Barnes 2000

Barnes D, Carpenter J, Bailey D. Partnerships with service users
in interprofessional education for community mental health: a
case study. Journal of Interprofessional Care 2000;14(2):189-200.
[DOI: https://doi.org/10.1080/jic.14.2.189.200]

Bennetts 2011

Bennetts W, Cross W, Bloomer M. Understanding consumer
participation in mental health: Issues of power and
change. International Journal of Mental Health Nursing
2011;20(3):155-64. [DOI: https://doi.org/10.1111/
j.1447-0349.2010.00719.x]

Bess 2009

Bess KD, Prilleltensky I, Perkins DD, Collins LV. Participatory
organizational change in community-based health and human
services: From tokenism to political engagement. American
Journal of Community Psychology 2009;43(1-2):134-48. [DOI:
https://doi.org/10.1007/s10464-008-9222-8]

Biddle 2021

Biddle MS, Gibson A, Evans D. Attitudes and approaches
to patient and public involvement across Europe: a

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

51

https://www.safetyandquality.gov.au/sites/default/files/2021-07/public_consultation_report_-_national_safety_and_quality_primary_and_community_healthcare_standards_-_june_2021.pdf
https://www.safetyandquality.gov.au/sites/default/files/2021-07/public_consultation_report_-_national_safety_and_quality_primary_and_community_healthcare_standards_-_june_2021.pdf
https://www.safetyandquality.gov.au/sites/default/files/2021-07/public_consultation_report_-_national_safety_and_quality_primary_and_community_healthcare_standards_-_june_2021.pdf
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/national-safety-and-quality-primary-and-community-healthcare-standards
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/national-safety-and-quality-primary-and-community-healthcare-standards
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/national-safety-and-quality-primary-and-community-healthcare-standards
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/national-safety-and-quality-primary-and-community-healthcare-standards
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2190%252FIQ.31.2.c
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10464-007-9149-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1467-9515.2011.00820.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1467-9515.2011.00820.x
https://doi.org/10.1002%2F14651858.CD011787.pub2
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12874-019-0665-4
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12874-019-0665-4
https://doi.org/10.1002%2F14651858.CD013447
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2006.00364.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2006.00364.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12039
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12039
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F00981389.2011.567128
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F00981389.2011.567128
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-13-233
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2FNMD.0000000000000148
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2FNMD.0000000000000148
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2Fjic.14.2.189.200
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1447-0349.2010.00719.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1447-0349.2010.00719.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10464-008-9222-8


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

systematic review. Health and Social Care in the Community
2021;29(1):18-27. [DOI: https://doi.org/10.1111/hsc.13111]

Boaz 2016

Boaz A, Robert G, Locock L, Sturmey G, Gager M,
Vougioukalou S, et al. What patients do and their impact
on implementation. Journal of Health Organization &
Management 2016;30(2):258-78. [DOI: https://doi.org/10.1108/
JHOM-02-2015-0027]

Bombard 2018

Bombard Y, Baker GR, Orlando E, Fancott C, Bhatia P, Casalino S,
et al. Engaging patients to improve quality of care: a systematic
review. Implementation Science 2018;13(1):98. [DOI: https://
doi.org/10.1186/s13012-018-0784-z]

Booth 2018

Booth A, Noyes J, Flemming K, Gerhardus A, Wahlster P, van
der Wilt GJ, et al. Structured methodology review identified
seven (RETREAT) criteria for selecting qualitative evidence
synthesis approaches. Journal of Clinical Epidemiology
2018;99:41-52. [DOI: 10.1016/j.jclinepi.2018.03.003]

Bowen 2013

Bowen S, McSeveny K, Lockley E, Wolstenholme D, Cobb M,
Dearden A. How was it for you? Experiences of participatory
design in the UK health service. CoDesign 2013;9(4):230-46.
[DOI: https://doi.org/10.1080/15710882.2013.846384]

Brett 2014

Brett J, Staniszewska S, Mockford, Herron-Marx S, Hughes J,
Tysall C, Suleman R. Mapping the impact of patient and public
involvement on health and social care research: a systematic
review. Health Expectations 2014;17(5):637-50. [DOI: https://
doi.org/10.1111/j.1369-7625.2012.00795.x]

Brooks 2008

Brooks F. Nursing and public participation in health: an
ethnographic study of a patient council. International Journal of
Nursing Studies 2008;45(1):3-13. [DOI: https://doi.org/10.1016/
j.ijnurstu.2006.08.012]

Byrne 2020

Byrne AL, Baldwin A, Harvey C. Whose centre is it anyway?
Defining person-centred care in nursing: an integrative review.
PLOS One 2020;15(3):e0229923. [DOI: http://dx.doi.org/10.1371/
journal.pone.0229923]

Campbell 2004

Campbell C, Cornish F, McLean C. Social capital, participation
and the perpetuation of health inequalities: obstacles to
African-Caribbean participation in 'partnerships' to improve
mental health. Ethnicity & Health 2004;9(4):313-35. [DOI: https://
doi.org/10.1080/1355785042000250120]

Carr 2012

Carr EC, Worswick L, Wilcock PM, Campion-Smith C,
Hettinga D. Improving services for back pain: putting
the patient at the centre of interprofessional education.
Quality in Primary Care 2012;20(5):345-53. [PMID: https://
pubmed.ncbi.nlm.nih.gov/23114002/]

CASP 2018

Critical Appraisal Skills Programme (CASP). Making sense of
evidence: 10 questions to help you make sense of qualitative
research. casp-uk.net/wp-content/uploads/2018/03/CASP-
Qualitative-Checklist-2018_fillable_form.pdf 2018.

Chiarella 2010

Chiarella M, Salvage J, McLnnes E. Celebrating connecting
with communities: Coproduction in global primary health
care. Primary Health Care Research and Development
2010;11(2):108-22. [DOI: https://doi.org/10.1017/
S1463423609990466]

Clarke 2014

Clarke CL, Keyes SE, Wilkinson H, Alexjuk J, Wilcockson J,
Robinson L, et al. Organisational space for partnership and
sustainability: lessons from the implementation of the National
Dementia Strategy for England. Health & Social Care in the
Community 2014;22(6):634-45. [DOI: https://doi.org/10.1111/
hsc.12134]

Cochrane EPOC 2017

Cochrane EKective Practice and Organisation of Care (EPOC).
EPOC Qualitative Evidence Syntheses guidance on when to
sample and how to develop a purposive sampling frame.
EPOC Resources for review authors 2017. [EPOC RESOURCES
FOR REVIEW AUTHORS: https://epoc.cochrane.org/sites/
epoc.cochrane.org/files/public/uploads/Resources-for-
authors2017/qes_guidance_on_sampling.pdf]

Coleman 2009

Coleman A, Checkland K, Harrison S. Still puzzling:
patient and public involvement in commissioning.
Journal of Integrated Care 2009;17(6):23-30. [DOI: https://
doi.org/10.1108/14769018200900043]

Cotterell 2011

Cotterell P, Harlow G, Morris C, Beresford P, Hanley B,
Sargeant A, et al. Service user involvement in cancer care: the
impact on service users. Health Expectations 2011;14(2):159-69.
[DOI: https://dx.doi.org/10.1111%2Fj.1369-7625.2010.00627.x]

Covidence

Covidence systematic review soNware. Veritas
Health Innovation, Melbourne, Australia. Available at
www.covidence.org.

Crawford 2003

Crawford MJ, Aldridge T, Bhui K, Rutter D, Manley C, Weaver T,
et al. User involvement in the planning and delivery of mental
health services: a cross-sectional survey of service users and
providers. Acta Psychiatrica Scandinavica 2003;107(6):410-4.
[DOI: https://doi.org/10.1034/j.1600-0447.2003.00049.x]

Dadwal 2017

Dadwal V, Basu L, Weston C M, Hwang S, Ibe C, Bone L, et al.
How co-developed are community and academic partnerships?
Progress in Community Health Partnerships 2017;11(4):387-95.
[DOI: http://doi.org/10.1353/cpr.2017.0046]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

52

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.13111
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-02-2015-0027
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-02-2015-0027
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs13012-018-0784-z
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs13012-018-0784-z
https://doi.org/10.1016%2Fj.jclinepi.2018.03.003
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F15710882.2013.846384
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2012.00795.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2012.00795.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.ijnurstu.2006.08.012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.ijnurstu.2006.08.012
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1371%2Fjournal.pone.0229923
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1371%2Fjournal.pone.0229923
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F1355785042000250120
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F1355785042000250120
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1463423609990466
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1017%2FS1463423609990466
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12134
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhsc.12134
https://epoc.cochrane.org/sites/epoc.cochrane.org/files/public/uploads/Resources-for-authors2017/qes_guidance_on_sampling.pdf
https://epoc.cochrane.org/sites/epoc.cochrane.org/files/public/uploads/Resources-for-authors2017/qes_guidance_on_sampling.pdf
https://epoc.cochrane.org/sites/epoc.cochrane.org/files/public/uploads/Resources-for-authors2017/qes_guidance_on_sampling.pdf
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F14769018200900043
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F14769018200900043
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1111%252Fj.1369-7625.2010.00627.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1034%2Fj.1600-0447.2003.00049.x
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1353%2Fcpr.2017.0046


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Davis 2016

Davis S, Berkson S, Gaines ME, Prajapati P, Schwab W, Pandhi N,
et al. Implementation Science Workshop: engaging patients in
team-based practice redesign - critical reflections on program
design. Journal of General Internal Medicine 2016;31(6):688-95.
[DOI: https://doi.org/10.1007/s11606-016-3656-8]

Daykin 2002

Daykin N, Rimmer J, Turton P, Evans S, Sanidas M, Tritter J,
et al. Enhancing user involvement through interprofessional
education in healthcare: the case of cancer services. Learning
in Health and Social Care 2002;1(3):122-31. [DOI: https://
doi.org/10.1046/j.1473-6861.2002.00018.x]

de Freitas 2015

de Freitas C. Aiming for inclusion: a case study of motivations
for involvement in mental health-care governance by ethnic
minority users. Health Expectations 2015;18(5):1093-104. [DOI:
https://dx.doi.org/10.1111%2Fhex.12082]

de Souza 2017

de Souza S, Galloway J, Simpson C, Chura R, Dobson J,
Gullick NJ, et al. Patient involvement in rheumatology
outpatient service design and delivery: a case study. Health
Expectations 2017;20(3):508-18. [DOI: https://doi.org/10.1111/
hex.12478]

Diamond 2003

Diamond B, Parkin G, Morris K, Bettinis J, Bettesworth C.
User involvement: substance or spin? Journal of
Mental Health 2003;12(6):613-26. [DOI: https://
doi.org/10.1080/09638230310001627964]

Dickens 2006

Dickens A, Miles A, Watkins M. Improving user/carer
involvement in commissioning and reviewing mental health
services. Mental Health Review 2006;11(1):16-20. [DOI: https://
doi.org/10.1108/13619322200600004]

Dixon-Woods 2011

Dixon-Woods M. Using framework-based
synthesis for conducting reviews of qualitative
studies. BMC Medicine 2011;9:39. [DOI: http://
www.biomedcentral.com/1741-7015/9/39]

Donaldson 2007

Donaldson A, Lank E, Maher J. Sharing experiences of user
involvement in shaping new services: the story of a national
patient group. Fam Cancer 2007;6(2):249-56. [DOI: https://
doi.org/10.1007/s10689-007-9129-9]

EGekhari 2014

Baradaran ENekhari M, Mirabzadeh A, Setareh Forouzan A,
Dejman M, Malek Afzali H, Djalalinia S, et al. A qualitative
study of community-based health programs in Iran: an
experience of participation in I.R.. International Journal
of Preventive Medicine 2014;5(6):679-86. [PMID: https://
pubmed.ncbi.nlm.nih.gov/25013686/]

El Enany 2013

El Enany N, Currie G, Lockett A. A paradox in healthcare service
development: professionalization of service users. Social
Science & Medicine 2013;80:24-30. [DOI: https://doi.org/10.1016/
j.socscimed.2013.01.004]

Elstad 2009

Elstad TA, Eide AH. User participation in community
mental health services: exploring the experiences of
users and professionals. Scandinavian Journal of Caring
Sciences 2009;23(4):674-81. [DOI: https://doi.org/10.1111/
j.1471-6712.2008.00660.x]

Eriksson 2016

Eriksson L, Huy TQ, Duc DM, Selling KE, Hoa DP, Thuy NT.
Process evaluation of a knowledge translation intervention
using facilitation of local stakeholder groups to improve
neonatal survival in the Quang Ninh province, Vietnam. Trials
2016;17(1):23. [DOI: http://doi.org/10.1186/s13063-015-1141-z]

Eriksson 2018

Eriksson L, Nga NT, Hoa DTP, Duc DM, Bergström A, Wallin L, et
al. Secular trend, seasonality and eKects of a community-based
intervention on neonatal mortality: follow-up of a cluster-
randomised trial in Quang Ninh province, Vietnam. Journal of
Epidemiology and Community Health 2018;72(9):776-82. [DOI:
http://doi.org/10.1136/jech-2017-20925]

Evans 2015

Evans DH, Bacon RJ, Greer E, Stagg AM, Turton P. 'Calling
executives and clinicians to account': user involvement
in commissioning cancer services. Health Expectations
2015;18(4):504-15. [DOI: https://doi.org/10.1111/hex.12051]

Faria 2017

Faria R, Law S, Hijal T, Zidulka J, Magalhaes M, Mazaniello M,
et al. Looking forward: co-designing a cancer survivorship
program for patients completing active treatment. Journal of
Medical Imaging and Radiation Sciences 2017;48(1):S1. [DOI:
https://doi.org/10.1016/j.jmir.2017.02.005]

Farmer 2015

Farmer J, Currie M, Kenny A, Munoz SA. An exploration of the
longer-term impacts of community participation in rural health
services design. Social Science & Medicine 2015;141:64-71. [DOI:
https://doi.org/10.1016/j.socscimed.2015.07.021]

Farmer 2018

Farmer J, Carlisle K, Dickson-SwiN V, Teasdale S, Kenny A,
Taylor J, et al. Applying social innovation theory to examine
how community co-designed health services develop: using
a case study approach and mixed methods. BMC Health
Services Research 2018;18(1):68. [DOI: https://doi.org/10.1186/
s12913-018-2852-0]

Flemming 2019

Flemming K, Booth A, Garside R, Tunçalp Ö, Noyes J. Qualitative
evidence synthesis for complex interventions and guideline
development: clarification of the purpose, designs and relevant
methods. BMJ Global Health 2019;4:e000882.

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

53

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs11606-016-3656-8
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1473-6861.2002.00018.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1473-6861.2002.00018.x
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1111%252Fhex.12082
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12478
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12478
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638230310001627964
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638230310001627964
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F13619322200600004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2F13619322200600004
https://doi.org/http%3A%2F%2Fwww.biomedcentral.com%2F1741-7015%2F9%2F39
https://doi.org/http%3A%2F%2Fwww.biomedcentral.com%2F1741-7015%2F9%2F39
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10689-007-9129-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10689-007-9129-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2013.01.004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2013.01.004
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1471-6712.2008.00660.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1471-6712.2008.00660.x
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1186%2Fs13063-015-1141-z
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1136%2Fjech-2017-20925
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fhex.12051
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.jmir.2017.02.005
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2015.07.021
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-2852-0
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-2852-0


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Flower 2000

Flower J, Wirz S. Rhetoric or reality? The participation
of disabled people in NGO planning. Health Policy and
Planning 2000;15(2):177-85. [DOI: https://doi.org/10.1093/
heapol/15.2.177]

Forrest 2004

Forrest S, Masters H, Milne V. Evaluating the impact of training
in psychosocial interventions: a stakeholder approach to
evaluation--part II. Journal of Psychiatric & Mental Health
Nursing 2004;11(2):202-12. [DOI: https://doi.org/10.1111/
j.1365-2850.2003.00709.x]

Freeman 2016

Freeman T, Baum FE, Jolley GM, Lawless A, Edwards T,
Javanparast S, et al. Service providers' views of community
participation at six Australian primary healthcare services:
scope for empowerment and challenges to implementation.
International Journal of Health Planning and Management
2016;31(1):E1-E21. [DOI: https://doi.org/10.1002/hpm.2253]

Frumence 2014

Frumence G, Nyamhanga T, Mwangu M, Hurtig AK. Participation
in health planning in a decentralised health system: Experiences
from facility governing committees in the Kongwa district of
Tanzania. Global Public Health 2014;9(10):1125-38. [DOI: https://
doi.org/10.1080/17441692.2014.953563]

Fudge 2008

Fudge N, Wolfe CD, McKevitt C. Assessing the promise of user
involvement in health service development: ethnographic
study. BMJ 2008;336(7639):313-7. [DOI: https://doi.org/10.1136/
bmj.39456.552257.BE]

Gilson 2003

Gilson L. Trust and the development of health care as a social
institution. Social Science & Medicine 2003;56(7):1453-68. [DOI:
http://doi.org/10.1016/s0277-9536(02)00142-9]

Gold 2005

Gold SKT, Abelson J, Charles CA. From rhetoric to reality:
Including patient voices in supportive cancer care planning.
Health Expectations 2005;8(3):195-209. [DOI: https://
doi.org/10.1111/j.1369-7625.2005.00334.x]

Greene 2016

Greene J, Farley DC, Christianson JB, Scanlon DP, Shi Y.
From rhetoric to reality: consumer engagement in
16 multi-stakeholder alliances. American Journal of
Managed Care 2016;22(12 Suppl):S403-12. [PMID: https://
pubmed.ncbi.nlm.nih.gov/27567514/]

Greer 2016

Greer AM, Luchenski SA, Amlani AA, Lacroix K, Burmeister C,
Buxton JA. Peer engagement in harm reduction strategies and
services: a critical case study and evaluation framework from
British Columbia, Canada. BMC Public Health 2016;16:452. [DOI:
https://doi.org/10.1186/s12889-016-3136-4]

Grimen 2009

Grimen H. Power, trust, and risk: Some reflections on an absent
issue. Medical Anthropology Quarterly 2009;23(1):16-33. [DOI:
http://doi.org/10.1111/j.1548-1387.2009.01035.x]

Haines 2018

Haines K, Holdsworth C, MacLeod-Smith B, Bates S,
Cranwell K, Carmody J, et al. Icuresolve study: Codesigning
peer support to improve critical care recovery.
Critical Care Medicine 2018;46(1):404. [DOI: http://
doi.org/10.1097/01.ccm.0000528848.36001.fd]

Hamil 2018

Hamil J, Yonek J, Mahmud Y, Kang R, Garrett A,
Duckett P, et al. Community eKorts to reduce racial and
ethnic health disparities: challenges and facilitators
identified by 16 multistakeholder alliances. Medical Care
Research and Review 2018;77(1):74-84. [DOI: https://
doi.org/10.1177%2F1077558718776051]

Hannes 2011

Hannes K. Chapter 4: Critical appraisal. In: Noyes J, Booth
A, Hannes K, Harden A, Harris J, Lewin S, et al, editors(s).
Supplemental Handbook Guidance for Inclusion of Qualitative
Research in Cochrane Systematic Reviews of Interventions.
Version 1 (updated August 2011). London (UK): Cochrane
Collaboration Qualitative Methods Group, 2011.

Harden 2018

Harden A, Thomas J, Cargo M, Harris J, Pantoja T, Flemming K,
et al. Cochrane Qualitative and Implementation Methods Group
guidance series - paper 5: methods for integrating qualitative
and implementation evidence within intervention eKectiveness
reviews. Journal of Clinical Epidemiology 2018;97:70-8. [DOI:
http://doi.org/10.1016/j.jclinepi.2017.11.029]

Harding 2010

Harding E, Brown D, Hayward M, Pettinari CJ. Service
user perceptions of involvement in developing NICE
mental health guidelines: a grounded theory study.
Journal of Mental Health 2010;19(3):249-57. [DOI: https://
doi.org/10.3109/09638230903469202]

Harpham 2002

Harpham T, Few R. The Dar Es Salaam Urban Health Project,
Tanzania: a multi-dimensional evaluation. Journal of Public
Health Medicine 2002;24(2):112-9. [DOI: http://doi.org/10.1093/
pubmed/24.2.112]

Harris 2015

Harris C, Garrubba M, Allen K, King R, Kelly C, Thiagarajan M,
et al. Development, implementation and evaluation of an
evidence-based program for introduction of new health
technologies and clinical practices in a local healthcare setting.
BMC Health Services Research 2015;15:575. [DOI: http://
doi.org/10.1186/s12913-015-1178-4]

Harris 2018

Harris JL, Booth A, Cargo M, Hannes K, Harden A, Flemming K,
et al. Cochrane Qualitative and Implementation Methods Group
guidance series-paper 2: methods for question formulation,

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

54

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2F15.2.177
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2F15.2.177
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2003.00709.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2850.2003.00709.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1002%2Fhpm.2253
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F17441692.2014.953563
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F17441692.2014.953563
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmj.39456.552257.BE
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1136%2Fbmj.39456.552257.BE
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fs0277-9536%2802%2900142-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2005.00334.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2005.00334.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12889-016-3136-4
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1111%2Fj.1548-1387.2009.01035.x
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1097%2F01.ccm.0000528848.36001.fd
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1097%2F01.ccm.0000528848.36001.fd
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1077558718776051
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1077558718776051
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.jclinepi.2017.11.029
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F09638230903469202
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F09638230903469202
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1093%2Fpubmed%2F24.2.112
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1093%2Fpubmed%2F24.2.112
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-015-1178-4
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-015-1178-4


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

searching, and protocol development for qualitative evidence
synthesis. Journal of Clinical Epidemiology 2018;97:39-48. [DOI:
http://doi.org/10.1016/j.jclinepi.2017.10.023]

Harrison 2018

Harrison JD, Fagan M, Anderson W, Robinson E, Schnipper JL,
Symczak G, et al. Engaging patient & family advisory councils
(PFACS) in internal medicine quality improvement & re-search
eKorts: barriers and opportunities. Journal of General Internal
Medicine 2018;33:S183.

Health Canada 2019

Health Canada & the Public Health Agency of Canada. Health
Canada and the Public Health Agency of Canada - Guidelines
on public engagement 2019. Health Canada, 2019. [https://
www.canada.ca/content/dam/hc-sc/healthy-canadians/
migration/publications/health-system-systeme-sante/
guidelines-public-engagement-publique-lignes-directrice/alt/
HC-PHAC%20Guidelines%20on%20Public%20Engagement
%202019.pdf]

Heaslip 2018

Heaslip V, Scammell J, Mills A, Spriggs A, Addis A, Bond M,
et al. Service user engagement in healthcare education as
a mechanism for value based recruitment: An evaluation
study. Nurse Education Today 2018;60:107-13. [DOI: https://
doi.org/10.1016/j.nedt.2017.09.021]

Herald 2012

Herald LR, Alexander JA, Beich J, Mittler JN, O'Hora JL. Barriers
and strategies to align stakeholders in healthcare alliances.
American Journal of Managed Care 2012;18(6 Suppl):s148-55.
[PMID: https://pubmed.ncbi.nlm.nih.gov/23286710/]

Hodge 2005

Hodge S. Participation, discourse and power: a
case study in service user involvement. Critical
Social Policy 2005;25(2):164-79. [DOI: https://
doi.org/10.1177%2F0261018305051324]

Horrocks 2010

Horrocks J, Lyons C, Hopley P. Does strategic involvement
of mental health service users and carers in the planning,
design and commissioning of mental health services lead
to better outcomes? International Journal of Consumer
Studies 2010;34(5):562-9. [DOI: https://doi.org/10.1111/
j.1470-6431.2010.00912.x]

Ibe 2018 

Ibe CA, Basu L, Gooden R, Syed SB, Dadwal V, Bone LR, et
al. From Kisiizi to Baltimore: cultivating knowledge brokers
to support global innovation for community engagement
in healthcare. Global Health 2018;14(1):19. [DOI: http:/
doi.org/10.1186/s12992-018-0339-8]

Iedema 2010

Iedema R, Oswick C, Grant D, Marshak RJ, Wolfram-Cox J,
Merrick E, et al. Codesigning as a discursive practice in
emergency health services: the architecture of deliberation.
Journal of Applied Behavioral Science 2010;46(1):73-91. [DOI:
https://doi.org/10.1177%2F0021886309357544]

IPFCC 2012

Institute for Patient- and Family-Centered Care. Patient and
Family Centered Care. www.ipfcc.org/about/pfcc.html 2012.

Iyanda 2017

Iyanda OF, Akinyemi OO. Our chairman is very eKicient:
community participation in the delivery of primary health
care in Ibadan, Southwest Nigeria. Pan African Medical
Journal 2017;27:258. [DOI: https://doi.org/10.11604/
pamj.2017.27.258.12892]

Jackson 2012

Jackson R. Dissertation Abstracts International: Section B: The
Sciences and Engineering. University of Berkeley, 2012.

Jacobs 2003

Jacobs B, Price N. Community participation in externally funded
health projects: lessons from Cambodia. Health Policy Plan
2003;18(4):399-410. [DOI: https://doi.org/10.1093/heapol/
czg048]

Jernigan 2010

Jernigan VB. Community-based participatory
research with Native American communities: the
chronic disease self-management program. Health
Promotion Practice 2010;11(6):888-99. [DOI: https://
doi.org/10.1177%2F1524839909333374]

Jha 2015

Jha V, Buckley H, Gabe R, Kanaan M, Lawton R, Melville C, et al.
Patients as teachers: a randomised controlled trial on the use
of personal stories of harm to raise awareness of patient safety
for doctors in training. BMJ Quality & Safety 2015;24:21-30. [DOI:
http://doi.org/10.1136/bmjqs-2014-002987]

John Hopkins 2014

Johns Hopkins Bloomberg School of Public Health. Reverse
innovation and patient engagement to improve quality of
care and patient outcomes (CONNECT). clinicaltrials.gov
[NCT02222909].

Joy 2012

Joy S, Wooten H, Daugherty L, Hartman M, Witt R, Snowden G,
et al. A collaborative eKort between a patient centered medical
home and a patient advisory group to create a patient guide to
services. Journal of General Internal Medicine 2012;2:511-2.

Jun 2018

Jun GT, Canham A, Altuna-Palacios A, Ward JR,
Bhamra R, Rogers S, et al. A participatory systems
approach to design for safer integrated medicine
management. Ergonomics 2018;61(1):48-68. [DOI: https://
doi.org/10.1080/00140139.2017.1329939]

Kamuzora 2013

Kamuzora P, Maluka S, Ndawi B, Byskov J, Hurtig AK.
Promoting community participation in priority setting in
district health systems: experiences from Mbarali district,
Tanzania. Global Health Action 2013;6:22669. [DOI: https://
dx.doi.org/10.3402%2Fgha.v6i0.22669]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

55

https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.jclinepi.2017.10.023
https://www.canada.ca/content/dam/hc-sc/healthy-canadians/migration/publications/health-system-systeme-sante/guidelines-public-engagement-publique-lignes-directrice/alt/HC-PHAC%20Guidelines%20on%20Public%20Engagement%202019.pdf
https://www.canada.ca/content/dam/hc-sc/healthy-canadians/migration/publications/health-system-systeme-sante/guidelines-public-engagement-publique-lignes-directrice/alt/HC-PHAC%20Guidelines%20on%20Public%20Engagement%202019.pdf
https://www.canada.ca/content/dam/hc-sc/healthy-canadians/migration/publications/health-system-systeme-sante/guidelines-public-engagement-publique-lignes-directrice/alt/HC-PHAC%20Guidelines%20on%20Public%20Engagement%202019.pdf
https://www.canada.ca/content/dam/hc-sc/healthy-canadians/migration/publications/health-system-systeme-sante/guidelines-public-engagement-publique-lignes-directrice/alt/HC-PHAC%20Guidelines%20on%20Public%20Engagement%202019.pdf
https://www.canada.ca/content/dam/hc-sc/healthy-canadians/migration/publications/health-system-systeme-sante/guidelines-public-engagement-publique-lignes-directrice/alt/HC-PHAC%20Guidelines%20on%20Public%20Engagement%202019.pdf
https://www.canada.ca/content/dam/hc-sc/healthy-canadians/migration/publications/health-system-systeme-sante/guidelines-public-engagement-publique-lignes-directrice/alt/HC-PHAC%20Guidelines%20on%20Public%20Engagement%202019.pdf
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.nedt.2017.09.021
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.nedt.2017.09.021
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0261018305051324
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0261018305051324
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1470-6431.2010.00912.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1470-6431.2010.00912.x
https://doi.org/http%3A%2Fdoi.org%2F10.1186%2Fs12992-018-0339-8
https://doi.org/http%3A%2Fdoi.org%2F10.1186%2Fs12992-018-0339-8
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0021886309357544
https://doi.org/https%3A%2F%2Fdoi.org%2F10.11604%2Fpamj.2017.27.258.12892
https://doi.org/https%3A%2F%2Fdoi.org%2F10.11604%2Fpamj.2017.27.258.12892
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2Fczg048
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fheapol%2Fczg048
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1524839909333374
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F1524839909333374
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1136%2Fbmjqs-2014-002987
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F00140139.2017.1329939
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F00140139.2017.1329939
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.3402%252Fgha.v6i0.22669
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.3402%252Fgha.v6i0.22669


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Karki 2016

Karki JK. Health system actors' participation in primary health
care in Nepal. Doctoral dissertation 2016.

Kavcic 2015

Kavcic M, Pahor M, Domajnko B. User involvement in
Slovenian healthcare. Journal of Health Organization &
Management 2015;29(5):595-610. [DOI: https://doi.org/10.1108/
JHOM-06-2014-0095]

Kelaher 2014

Kelaher M, Sabanovic H, La Brooy C, Lock M, Lusher D, Brown L.
Does more equitable governance lead to more equitable
health care? A case study based on the implementation of
health reform in Aboriginal health Australia. Social Science
& Medicine 2014;123:278-86. [DOI: https://doi.org/10.1016/
j.socscimed.2014.07.032]

Kenyon 2016

Kenyon SL, Johns N, Duggal S, Hewston R, Gale N. Improving
the care pathway for women who request Caesarean section:
an experience-based co-design study. BMC Pregnancy
and Childbirth 2016;16:348. [DOI: https://doi.org/10.1186/
s12884-016-1134-2]

Kohler 2017

Kohler G, Sampalli T, Ryer A, Porter J, Wood L, Bedford L,
et al. Bringing value-based perspectives to care: including
patient and family members in decision-making processes.
International Journal of Health Policy and Management
2017;6(11):661-8. [DOI: https://dx.doi.org/10.15171/
ijhpm.2017.27]

Lammers 2004

Lammers J, Happell B. Mental health reforms and
their impact on consumer and carer participation: a
perspective from Victoria, Australia. Issues in Mental
Health Nursing 2004;25(3):261-76. [DOI: https://
doi.org/10.1080/01612840490274769]

Lathlean 2002

Lathlean J, May A. Communities of practice: an
opportunity for interagency working. Journal of Clinical
Nursing 2002;11(3):394-8. [DOI: http://doi.org/10.1046/
j.1365-2702.2002.00630.x]

Lavoie-Tremblay 2014

Lavoie-Tremblay M, O'Connor P, Harripaul A, Biron A,
Ritchie J, MacGibbon B, et al. The perceptions of health care
team members about engaging patients in care redesign.
American Journal of Nursing 2014;114(7):38-48. [DOI: https://
doi.org/10.1097/01.NAJ.0000451676.58823.ab]

Lavoie-Tremblay 2016

Lavoie-Tremblay M, O'Connor P, Biron A, MacGibbon B, Cyr G,
Frechette J. The experience of patients engaged in co-designing
care processes. Health Care Manager 2016;35(4):284-93. [DOI:
https://doi.org/10.1097/hcm.0000000000000132]

Lewin 2015

Lewin S, Glenton C, Munthe-Kaas H, Carlsen B, Colvin CJ,
Gülmezoglu M, et al. Using qualitative evidence in
decision making for health and social interventions: An
approach to assess confidence in findings from qualitative
evidence syntheses (GRADE-CERQual). PLoS Medicine
2015;12(10):e1001895. [DOI: https://doi.org/10.1371/
journal.pmed.1001895]

Lewin 2018

Lewin S, Booth A, Glenton C, Munthe-Kaas H, Rashidian A,
Wainwright M, et al. Applying GRADE-CERQual to qualitative
evidence synthesis findings: introduction to the series.
Implementation Science 2018;13(Suppl 1):2. [DOI: https://
doi.org/10.1186/s13012-017-0688-3]

Lewis 2008

Lewis R, Hinton L. Citizen and staK involvement in health
service decision-making: have National Health Service
foundation trusts in England given stakeholders a louder voice?
Journal of Health Services Research & Policy 2008;13(1):19-25.
[DOI: https://doi.org/10.1258/jhsrp.2007.007003]

Lewis 2012

Lewis L. ‘It's People's Whole Lives’: gender, class and the
emotion work of user involvement in mental health services.
Gender, Work & Organization 2012;19(3):276-305. [DOI: https://
doi.org/10.1111/j.1468-0432.2009.00504.x]

Liberati 2009

Liberati A, Altman DG, TetzlaK J, Mulrow C, Gøtzsche PC,
Ioannidis JP, et al. The PRISMA statement for reporting
systematic reviews and meta-analyses of studies that evaluate
health care interventions: explanation and elaboration. PLoS
Medicine 2009;6(7):e1000100. [DOI: https://doi.org/10.1371/
journal.pmed.1000100]

Lichon 2015

Lichon M, Kavcic M, Masterson D. A comparative study of
contemporary user involvement within healthcare systems
across England, Poland and Slovenia. Journal of Health
Organization & Management 2015;29(5):625-36. [DOI: https://
doi.org/10.1108/jhom-05-2014-0088]

Lightfoot 2006

Lightfoot J, Sloper P. Having a say in health: involving
young people with a chronic illness or physical disability
in local health services development. Children & Society
2006;17(4):277-90. [DOI: https://doi.org/10.1002/CHI.748]

Linhorst 2001

Linhorst DM, Eckert A, Hamilton G, Young E. The involvement
of a consumer council in organizational decision making
in a public psychiatric hospital. Journal of Behavioral
Health Services & Research 2001;28(4):427-38. [DOI: https://
doi.org/10.1007/bf02287773]

Linhorst 2005

Linhorst DM, Eckert A, Hamilton G. Promoting participation
in organizational decision making by clients with severe

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

56

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-06-2014-0095
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-06-2014-0095
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2014.07.032
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2014.07.032
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12884-016-1134-2
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12884-016-1134-2
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.15171%2Fijhpm.2017.27
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.15171%2Fijhpm.2017.27
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F01612840490274769
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F01612840490274769
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2702.2002.00630.x
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1046%2Fj.1365-2702.2002.00630.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2F01.NAJ.0000451676.58823.ab
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2F01.NAJ.0000451676.58823.ab
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2Fhcm.0000000000000132
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pmed.1001895
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pmed.1001895
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs13012-017-0688-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs13012-017-0688-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1258%2Fjhsrp.2007.007003
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1468-0432.2009.00504.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1468-0432.2009.00504.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pmed.1000100
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pmed.1000100
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Fjhom-05-2014-0088
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Fjhom-05-2014-0088
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1002%2FCHI.748
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fbf02287773
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fbf02287773


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

mental illness. Social Work 2005;50(1):21-30. [DOI: https://
doi.org/10.1093/sw/50.1.21]

Litva 2009

Litva A, Canvin K, Shepherd M, Jacoby A, Gabbay M. Lay
perceptions of the desired role and type of user involvement in
clinical governance. Health Expectations 2009;12(1):81-91. [DOI:
https://doi.org/10.1111/j.1369-7625.2008.00530.x]

Livingston 2013

Livingston JD, Nijdam-Jones A, Lapsley S, Calderwood C,
Brink J. Supporting recovery by improving patient
engagement in a forensic mental health hospital: results
from a demonstration project. Journal of the American
Psychiatric Nurses Association 2013;19(3):132-45. [DOI: https://
doi.org/10.1177/1078390313489730]

Loignon 2018

Loignon C, Dupere S, Fortin M, Ramsden VR, Truchon K.
Health literacy - engaging the community in the co-creation
of meaningful health navigation services: a study protocol.
BMC Health Services Research 2018;18:505. [DOI: https://
doi.org/10.1186/s12913-018-3315-3]

Lowe 2021

Lowe D, Ryan R, Schonfeld L, Merner B, Walsh L, Graham-
Wisener L, et al. EKects of consumers and health
providers working in partnership on health services
planning, delivery and evaluation. Cochrane Database of
Systematic Reviews 2021, Issue 9. Art. No: CD013373. [DOI:
10.1002/14651858.CD013373.pub2]

Luxford 2011

Luxford K, Safran DG, Delbanco T. Promoting patient-centered
care: A qualitative study of facilitators and barriers in healthcare
organizations with a reputation for improving the patient
experience. International Journal for Quality in Health Care
2011;23(5):510-5. [DOI: http://doi.org/10.1093/intqhc/mzr024]

Macdonell 2013

Macdonell K, Christie K, Robson K, Pytlik K, Lee SK, O'Brien K.
Implementing family-integrated care in the NICU: engaging
veteran parents in program design and delivery. Advances in
Neonatal Care 2013;13(4):262-9. [DOI: https://doi.org/10.1097/
anc.0b013e31829d8319]

Macha 2011

Macha K, Borghi J. Health Facility Committees: Are they
working? Ifakara Health Institute 2011;Spotlight(7):1-4.
[chrome-extension://efaidnbmnnnibpcajpcglclefindmkaj/
viewer.html?pdfurl=https%3A%2F%2Fresyst.lshtm.ac.uk
%2Fsites%2Fresyst%2Ffiles%2Fcontent%2Fattachments
%2F2018-08-13%2FHealth%2520facility
%2520committees%2520-%2520are%2520they
%2520working.pdf&clen=237570&chunk=true]

MacNeill 2009

MacNeill V. Forming partnerships with parents from a
community development perspective: lessons learnt from Sure
Start. Health & Social Care in the Community 2009;17(6):659-65.
[DOI: https://doi.org/10.1111/j.1365-2524.2009.00870.x]

Malfait 2017

Malfait S, Van Hecke A, Hellings J, De Bodt G, Eeckloo K.
The impact of stakeholder involvement in hospital policy
decision-making: a study of the hospital's business
processes. Acta Clinica Belgica 2017;72(1):63-71. [DOI: https://
doi.org/10.1080/17843286.2016.1246681]

Marin 2007

Marin MJ, de Oliveira LR, Ilias M, de Fatima Ribeiro Higa E.
Community contributions to a FHU team work. Revista Latino-
americana de Enfermagem 2007;15(6):1065-71. [DOI: https://
doi.org/10.1590/S0104-11692007000600002]

Martin 2008

Martin GP. Representativeness, legitimacy and power in public
involvement in health-service management. Social Science and
Medicine 2008;67(11):1757-65. [DOI: https://doi.org/10.1016/
j.socscimed.2008.09.024]

Martin 2009a

Martin GP. Whose health, whose care, whose say? Some
comments on public involvement in new NHS commissioning
arrangements. Critical Public Health 2009;19(1):123-32. [DOI:
https://doi.org/10.1080/09581590802385672]

Martin 2011

Martin GP. The third sector, user involvement and public service
reform: a case study in the co-governance of health service
provision. Public Administration 2011;89(3):909-32. [DOI:
https://doi.org/10.1111/j.1467-9299.2011.01910.x]

Martin 2011a

Martin GP, Finn R. Patients as team members: opportunities,
challenges and paradoxes of including patients in multi-
professional healthcare teams. Sociology of Health &
Illness 2011;33(7):1050-65. [DOI: https://doi.org/10.1111/
j.1467-9566.2011.01356.x]

Martin 2018

Martin GP, Carter P, Dent M. Major health service transformation
and the public voice: conflict, challenge or complicity? Journal
of Health Services Research and Policy 2018;23(1):28-35. [DOI:
https://doi.org/10.1177/1355819617728530]

Mathers 2014

Mathers SA. Even if the diKerences were small they were
noticeable: experiences of being a member of a Children's
Council in a children's hospital. Radiography 2014;20(3):211-6.
[DOI: https://doi.org/10.1016/j.radi.2014.03.001]

Merner 2018

Merner B, Colombo C, Xafis V, Gaulden C, Graham-
Wisener L, Hill S. Co-production in action: improving the
relevance of a Cochrane Review on person-centred care. In:
Cochrane Colloquium Edinburgh. 2018. [WEBSITE: https://
opal.latrobe.edu.au/articles/journal_contribution/Co-
production_in_action_Improving_the_relevance_of_a_Cochrane_Review_on_person-
centred_care/7151666]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

57

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fsw%2F50.1.21
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fsw%2F50.1.21
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2008.00530.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1078390313489730
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1078390313489730
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-3315-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-018-3315-3
https://doi.org/10.1002%2F14651858.CD013373.pub2
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1093%2Fintqhc%2Fmzr024
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2Fanc.0b013e31829d8319
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2Fanc.0b013e31829d8319
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2524.2009.00870.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F17843286.2016.1246681
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F17843286.2016.1246681
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1590%2FS0104-11692007000600002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1590%2FS0104-11692007000600002
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2008.09.024
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2008.09.024
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09581590802385672
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1467-9299.2011.01910.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1467-9566.2011.01356.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1467-9566.2011.01356.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1355819617728530
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.radi.2014.03.001
https://opal.latrobe.edu.au/articles/journal_contribution/Co-production_in_action_Improving_the_relevance_of_a_Cochrane_Review_on_person-centred_care/7151666
https://opal.latrobe.edu.au/articles/journal_contribution/Co-production_in_action_Improving_the_relevance_of_a_Cochrane_Review_on_person-centred_care/7151666
https://opal.latrobe.edu.au/articles/journal_contribution/Co-production_in_action_Improving_the_relevance_of_a_Cochrane_Review_on_person-centred_care/7151666
https://opal.latrobe.edu.au/articles/journal_contribution/Co-production_in_action_Improving_the_relevance_of_a_Cochrane_Review_on_person-centred_care/7151666


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Merner 2019a

Merner B, Lowe D, Walsh L, Hill S, Mussared A, Wardrope C.
Involving stakeholders in Cochrane Review screening.
Cochrane Community Blog 2019. [WEBSITE: https://
community.cochrane.org/news/involving-stakeholders-
cochrane-review-screening]

Merner 2019b

Merner B, Hill S, Lowe D, Walsh L, Wardrope C, Colombo C,
e al. Co-producing a Cochrane qualitative evidence
synthesis: applying real-world perspectives to full-text
screening. In: Cochrane Colloqiuim (virtual). 2019. [WEBSITE:
https://opal.latrobe.edu.au/articles/presentation/Co-
producing_a_Cochrane_qualitative_evidence_synthesis_applying_real-
world_perspectives_to_full-text_screening/10063034]

Merner 2021

Merner B, Lowe D, Walsh L, Synnot A, Stratil J, Lewin S,
et al. Stakeholder involvement in decision-making about
systematic reviews: case studies from Cochrane’s Public Health
and Health Systems Network. American Journal of Public
Health 2021;111(7):1210-15. [DOI: https://doi.org/10.2105/
AJPH.2021.306252]

Middleton 2004

Middleton P, Stanton P, Renouf N. Consumer consultants
in mental health services: addressing the challenges.
Journal of Mental Health 2004;13(5):507-18. [DOI: https://
doi.org/10.1080/09638230400004424]

Milewa 2003

Milewa T, Dowswell G, Harrison S. Partnerships, power and the
“new” politics of community participation in British health care.
Social Policy & Administration 2003;36(7):796-809. [DOI: https://
doi.org/10.1111/1467-9515.00318]

Miller 2013

Miller EA, Rudder C. Engaging consumers in medicaid nursing
home reimbursement policy: lessons from New York and
Minnesota. Gerontologist 2013;53(4):627-40. [DOI: https://
doi.org/10.1093/geront/gns141]

Minkler 2001

Minkler M, Thompson M, Bell J, Rose K. Contributions
of community involvement to organizational-level
empowerment: the federal healthy start experience. Health
Education & Behavior 2001;28(6):783-807. [DOI: https://
doi.org/10.1177%2F109019810102800609]

Monitor 2014

Monitor. Your duties: a brief guide for NHS foundation
trust governors. London: Monitor, March 2014. [https://
www.fhN.nhs.uk/media/2737/briefguideforgovernors.pdf]

Mubyazi 2007

Mubyazi GM, Mushi A, Kamugisha M, Massaga J, Mdira KY,
Segeja M, et al. Community views on health sector reform
and their participation in health priority setting: case of
Lushoto and Muheza districts, Tanzania. J Public Health (Oxf)
2007;29(2):147-56. [DOI: https://doi.org/10.1093/pubmed/
fdm016]

Munoz 2013

Munoz S-A. Co-producing care services in rural areas.
Journal of Integrated Care 2013;21(5):276-87. [DOI: https://
doi.org/10.1108/JICA-05-2013-0014]

Murphy 2015

Murphy L, Wells JS, Lachman P, Bergin M. A Quality
Improvement Initiative in Community Mental Health in the
Republic of Ireland. Health Science Journal 2015;9(1):3.

Målqvist 2015 

Målqvist M, Hoa DP, Persson LÅ, Ekholm Selling K. EKect of
facilitation of local stakeholder groups on equity in neonatal
survival; results from the NeoKIP trial in Northern Vietnam.
PLoS One 2015;10(12):e0145510. [DOI: http://doi.org/10.1371/
journal.pone.0145510]

Nathan 2013

Nathan S, Braithwaite J, Stephenson N. Facilitating the
action of community representatives in a health service:
the role of a community participation coordinator. BMC
Health Services Research 2013;13(154):1-12. [DOI: https://
doi.org/10.1186/1472-6963-13-154]

Neuwelt 2012

Neuwelt P. Community participation in primary
care: what does it mean'in practice'? Journal of
Primary Health Care 2012;4(1):30-8. [PMID: https://
pubmed.ncbi.nlm.nih.gov/22377547/#:~:text=Most
%20described%20it%20as%20a,between%20communities
%20and%20health%20professionals.]

Nga 2010

Nga NT, Målqvist M, Eriksson L, Hoa DP, Johansson A, Wallin L,
et al. Perinatal services and outcomes in Quang Ninh province,
Vietnam. Acta Paediatr 2010;99(10):1478-83. [DOI: http://
doi.org/10.1111/j.1651-2227.2010.01866.x]

Nga 2012

Nga NT, Hoa DT, Målqvist M, Persson LÅ, Ewald U. Causes
of neonatal death: results from NeoKIP community-based
trial in Quang Ninh province, Vietnam. Acta Paediatrica
2012;101:368-73.

NICE 2012

National Institute for Health Care Excellence (NICE). Methods for
the development of NICE public health guidance (3rd edition,
2012). Process and Methods Guides No. 4. 2012.

Noyes 2018

Noyes J, Booth A, Flemming K, Garside R, Harden A, Lewin S, et
al. Cochrane Qualitative and Implementation Methods Group
guidance series-paper 3: Methods for assessing methodological
limitations, data extraction and synthesis, and confidence
in synthesized qualitative findings. Journal of Clinical
Epidemiology 2018;97:49-58. [DOI: http://doi.org/10.1016/
j.jclinepi.2017.06.020]

Noyes 2022

Noyes J, Booth A, Cargo M, Flemming K, Harden A, Harris J, et
al. Chapter 21: Qualitative evidence. In: Higgins JP, Thomas J,

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

58

https://community.cochrane.org/news/involving-stakeholders-cochrane-review-screening
https://community.cochrane.org/news/involving-stakeholders-cochrane-review-screening
https://community.cochrane.org/news/involving-stakeholders-cochrane-review-screening
https://opal.latrobe.edu.au/articles/presentation/Co-producing_a_Cochrane_qualitative_evidence_synthesis_applying_real-world_perspectives_to_full-text_screening/10063034
https://opal.latrobe.edu.au/articles/presentation/Co-producing_a_Cochrane_qualitative_evidence_synthesis_applying_real-world_perspectives_to_full-text_screening/10063034
https://opal.latrobe.edu.au/articles/presentation/Co-producing_a_Cochrane_qualitative_evidence_synthesis_applying_real-world_perspectives_to_full-text_screening/10063034
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2105%2FAJPH.2021.306252
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2105%2FAJPH.2021.306252
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638230400004424
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09638230400004424
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2F1467-9515.00318
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2F1467-9515.00318
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fgeront%2Fgns141
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fgeront%2Fgns141
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F109019810102800609
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F109019810102800609
https://www.fhft.nhs.uk/media/2737/briefguideforgovernors.pdf
https://www.fhft.nhs.uk/media/2737/briefguideforgovernors.pdf
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fpubmed%2Ffdm016
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1093%2Fpubmed%2Ffdm016
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJICA-05-2013-0014
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJICA-05-2013-0014
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pone.0145510
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pone.0145510
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-13-154
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-13-154
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1111%2Fj.1651-2227.2010.01866.x
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1111%2Fj.1651-2227.2010.01866.x
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.jclinepi.2017.06.020
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.jclinepi.2017.06.020


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Chandler J, Cumpston M, Li T, Page MJ, Welch VA, editors(s).
Cochrane Handbook for Systematic Reviews of Interventions
version 6.3 (updated Feb 2022). London: Cochrane, 2022.
[COCHRANE HANDBOOK FOR SYSTEMATIC REVIEWS OF
INTERVENTIONS: https://training.cochrane.org/handbook/
current/chapter-21]

NVivo 2018 [Computer program]

NVivo qualitative data analysis. QSR International Pty Ltd,
Version 12. QSR International, 2018.

O'Connor 2019 

O'Connor EC, Hutain J, Christensen M, Kamara Ms, Contech A,
Sarriot E, et al. Piloting a participatory, community-based
health information system for strengthening community based
health services: findings of a cluster-randomized controlled trial
in the slums of Freetown, Sierra Leone. Journal of Global Health
2019;9(1):1-15. [DOI: http://doi.org/10.7189/jogh.09.010418]

Ocloo 2013

Ocloo J, O'Shea A, Fulop N. Investigating the role of NHS
Foundation Trust governors in the governance of patient safety.
Health Policy 2013;111(3):301-10. [DOI: https://doi.org/10.1016/
j.healthpol.2013.05.005]

Oliver 2008

Oliver SR, Rees RW, Clarke-Jones L, Milne R, Oakley AR,
Gabbay J, et al. A multidimensional conceptual framework
for analysing public involvement in health services
research. Health Expectations 2008;11:72-84. [DOI: 10.1111/
j.1369-7625.2007.00476.x]

Omeni 2014

Omeni E, Barnes M, MacDonald D, Crawford M, Rose D. Service
user involvement: impact and participation: a survey of service
user and staK perspectives. BMC Health Services Research
2014;14:491. [DOI: https://doi.org/10.1186/s12913-014-0491-7]

Patterson 2009

Patterson S, Weaver T, Agath K, Albert E, Rhodes T, Rutter D,
et al. 'They can't solve the problem without us': a qualitative
study of stakeholder perspectives on user involvement in
drug treatment services in England. Health & Social Care in the
Community 2009;17(1):54-62. [DOI: https://doi.org/10.1111/
j.1365-2524.2008.00797.x]

Patterson 2009a

Patterson S, Weaver T, Agath K, Rutter D, Albert E, Crawford MJ.
User involvement in eKorts to improve the quality of drug
misuse services in England: a national survey. Drugs: Education,
Prevention and Policy 2009;16(4):364-77. [DOI: https://
doi.org/10.1080/09687630802061544]

Pavolini 2015

Pavolini E, Spina E. Users' involvement in the Italian NHS: the
role of associations and self-help groups. Journal of Health
Organization & Management 2015;29(5):570-81. [DOI: https://
doi.org/10.1108/JHOM-05-2014-0089]

Persson 2013

Persson LÅ, Nga NT, Målqvist M, Thi Phuong Hoa D,
Eriksson L, Wallin L, et al. EKect of facilitation of local
maternal-and-newborn stakeholder groups on neonatal
mortality: cluster-randomized controlled trial. PLOS
Medicine 2013;10(5):e1001445. [DOI: http://doi.org/10.1371/
journal.pmed.1001445]

Pickard 2002

Pickard S, Marshall M, Rogers A, SheaK R, Sibbald B,
Campbell S, et al. User involvement in clinical governance.
Health Expectations 2002;5(3):187-98. [DOI: https://
dx.doi.org/10.1046%2Fj.1369-6513.2002.00175.x]

Piper 2012

Piper D, Iedema R, Gray J, Verma R, Holmes L, Manning N.
Utilizing experience-based co-design to improve the experience
of patients accessing emergency departments in New South
Wales public hospitals: an evaluation study. Health Services
Management Research 2012;25(4):162-72. [DOI: https://
doi.org/10.1177/0951484812474247]

Pohontsch 2015

Pohontsch NJ, Herzberg H, Joos S, Welti F, Scherer M, Blozik E.
The professional perspective on patient involvement in the
development of quality indicators: a qualitative analysis using
the example of chronic heart failure in the German health care
setting. Patient Preference and Adherence 2015;9:151-9. [DOI:
https://doi.org/10.2147/PPA.S74064]

Poland 2005

Poland B, Graham H, Walsh E, Williams P, Fell L, Lum JM,
et al. Working at the margins’ or ‘leading from behind’?: a
Canadian study of hospital-community collaboration. Health &
Social Care in the Community 2005;13(2):125-35. [DOI: https://
doi.org/10.1111/j.1365-2524.2005.00542.x]

Pollard 2014

Pollard L, Agarwal S, Harrad F, Lester L, Cross A, Wray P, et al.
The impact of patient participation direct enhanced service
on patient reference groups in primary care: a qualitative
study. Quality in Primary Care 2014;22(4):189-99. [PMID: https://
pubmed.ncbi.nlm.nih.gov/25695530/]

Pollock 2015

Pollock A, Campbell P, Baer G, Choo Pl, Morris J, Forster A. User
involvement in a Cochrane systematic review: using structured
methods to enhance the clinical relevance, usefulness and
usability of a systematic review update. Systematic Reviews
2015;4:55. [DOI: http://doi.org/10.1186/s13643-015-0023-5]

Pollock 2017

Pollock A, Morley R, Watts C. Involving people: A learning
resource for systematic review authors. Cochrane
Training. [https://training.cochrane.org/involving-
people#:~:text=Involving%20People%20is%20a%20resource,
%3B%20and%20health%20care%20teams).]

Potter 2010

Potter DA. 'Wrong parents' and 'right parents':
shared perspectives about citizen participation in

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

59

https://training.cochrane.org/handbook/current/chapter-21
https://training.cochrane.org/handbook/current/chapter-21
https://doi.org/http%3A%2F%2Fdoi.org%2F10.7189%2Fjogh.09.010418
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2013.05.005
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2013.05.005
https://doi.org/10.1111%2Fj.1369-7625.2007.00476.x
https://doi.org/10.1111%2Fj.1369-7625.2007.00476.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12913-014-0491-7
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2524.2008.00797.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2524.2008.00797.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09687630802061544
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F09687630802061544
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-05-2014-0089
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-05-2014-0089
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pmed.1001445
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1371%2Fjournal.pmed.1001445
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1046%252Fj.1369-6513.2002.00175.x
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1046%252Fj.1369-6513.2002.00175.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0951484812474247
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0951484812474247
https://doi.org/https%3A%2F%2Fdoi.org%2F10.2147%2FPPA.S74064
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2524.2005.00542.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1365-2524.2005.00542.x
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1186%2Fs13643-015-0023-5
https://training.cochrane.org/involving-people#:~:text=Involving%20People%20is%20a%20resource,%3B%20and%20health%20care%20teams).
https://training.cochrane.org/involving-people#:~:text=Involving%20People%20is%20a%20resource,%3B%20and%20health%20care%20teams).
https://training.cochrane.org/involving-people#:~:text=Involving%20People%20is%20a%20resource,%3B%20and%20health%20care%20teams).


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

policy implementation. Social Science and Medicine
2010;70(11):1705-13. [DOI: https://doi.org/10.1016/
j.socscimed.2010.01.025]

Quinton 2018

Quinton N, Jha V, Symons J, Thompson Z. Clinical Education:
enhancing practice through scholarship and research. In:
Clinical Education Network Symposium, Leeds UK. 2018.

Rawlinson 2016

Rawlinson J. Spreading the word - Using consumers
eKectively. Lung Cancer 2016;91(Suppl 1):S40. [DOI: https://
doi.org/10.1016/S0169-5002(16)30129-5]

Renedo 2015

Renedo A, Marston CA, Spyridonidis D, Barlow J. Patient
and public involvement in healthcare quality improvement:
how organizations can help patients and professionals to
collaborate. Public Management Review 2015;17(1):17-34. [DOI:
https://doi.org/10.1080/14719037.2014.881535]

Revenas 2015

Revenas A, Martin C, Opava CH, Keller C, Asenlof P. Challenges
in co-designing a web service to support self-management
of physical activity in individuals with rheumatoid arthritis.
Annals of the Rheumatic Diseases 2015;74:1313. [DOI: http://
dx.doi.org/10.1136/annrheumdis-2015-eular.2583]

Richardson 2005

Richardson A, Sitzia J, Cotterell P. 'Working the system'
Achieving change through partnership working: an
evaluation of cancer partnership groups. Health
Expectations 2005;8(3):210-20. [DOI: https://doi.org/10.1111/
j.1369-7625.2005.00332.x]

Rise 2013

Rise MB, Solbjor M, Lara MC, Westerlund H, Grimstad H,
Steinsbekk A. Same description, diKerent values. How service
users and providers define patient and public involvement
in health care. Health Expectations 2013;16(3):266-76. [DOI:
https://doi.org/10.1111/j.1369-7625.2011.00713.x]

Rise 2014

Rise MB, Solbjor M, Steinsbekk A. Experiences from
the implementation of a comprehensive development
plan for user involvement in a mental health hospital:
A qualitative case study. The International Journal
of Social Psychiatry 2014;60(4):387-95. [DOI: https://
doi.org/10.1177/0020764013491739]

Robert 2003

Robert G, Hardacre J, Locock L, Bate P, Glasby J.
Redesigning mental health services: lessons on user
involvement from the mental health collaborative. Health
Expectations 2003;6(1):60-71. [DOI: https://doi.org/10.1046/
j.1369-6513.2003.00209.x]

Rojatz 2017

Rojatz D, Forster R. Self-help organisations as patient
representatives in health care and policy decision-

making. Health Policy 2017;121(10):1047-52. [DOI: https://
doi.org/10.1016/j.healthpol.2017.08.012]

Rosales 2010

Rosales CB, Coe MK, Stroupe NR, Hackman A, de Zapien JG.
The Culture of Health Survey: a qualitative assessment
of a diabetes prevention coalition. Journal of Community
Health 2010;35(1):4-9. [DOI: https://doi.org/10.1007/
s10900-009-9198-9]

Rose 2016

Rose D, MacDonald D, Wilson A, Crawford M, Barnes M,
Omeni E. Service user led organisations in mental health
today. Journal of Mental Health 2016;25(3):254-9. [DOI: https://
doi.org/10.3109/09638237.2016.1139070]

Rosstad 2013

Rosstad T, Garasen H, Steinsbekk A, Sletvold O, Grimsmo A.
Development of a patient-centred care pathway
across healthcare providers: a qualitative study. BMC
Health Services Research 2013;13:121. [DOI: https://
doi.org/10.1186/1472-6963-13-121]

Rowland 2017

Rowland P, McMillan S, McGillicuddy P, Richards J. What
is "the patient perspective" in patient engagement
programs? Implicit logics and parallels to feminist
theories. Health 2017;21(1):76-92. [DOI: https://
doi.org/10.1177/1363459316644494]

Rutter 2004

Rutter D, Manley C, Weaver T, Crawford MJ, Fulop N. Patients
or partners? Case studies of user involvement in the planning
and delivery of adult mental health services in London.
Social Science & Medicine 2004;58(10):1973-84. [DOI: https://
doi.org/10.1016/S0277-9536(03)00401-5]

Ryan 2016

Ryan R, Horey D, Oliver S, McKenzie J, Prictor M, Santesso N, et
al. Cochrane Consumers and Communication Group standard
protocol text and additional guidance for review authors (2016).
Cochrane Consumers and Communication. [DOI: https://
doi.org/10.4225/22/5b32fefd09176]

Samorinha 2015

Samorinha C, Lichon M, Silva S, Dent M. User involvement
in assisted reproductive technologies: England and
Portugal. Journal of Health Organization and Management
2015;29(5):582-94. [DOI: https://doi.org/10.1108/
jhom-12-2014-0202]

Samudre 2016

Samudre S, Shidhaye R, Ahuja S, Nanda S, Khan A, Evans-
Lacko S, et al. Service user involvement for mental health
system strengthening in India: a qualitative study. BMC
Psychiatry 2016;16:269. [DOI: https://doi.org/10.1186/
s12888-016-0981-8]

Sanna 2010

Sanna L. Assessing the involvement of the patient community
in European commission co-funded health projects: the

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

60

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2010.01.025
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2010.01.025
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0169-5002%2816%2930129-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0169-5002%2816%2930129-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F14719037.2014.881535
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fannrheumdis-2015-eular.2583
https://doi.org/http%3A%2F%2Fdx.doi.org%2F10.1136%2Fannrheumdis-2015-eular.2583
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2005.00332.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2005.00332.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fj.1369-7625.2011.00713.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0020764013491739
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F0020764013491739
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1369-6513.2003.00209.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1046%2Fj.1369-6513.2003.00209.x
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2017.08.012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.healthpol.2017.08.012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10900-009-9198-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10900-009-9198-9
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F09638237.2016.1139070
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F09638237.2016.1139070
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-13-121
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-13-121
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1363459316644494
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%2F1363459316644494
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0277-9536%2803%2900401-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2FS0277-9536%2803%2900401-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.4225%2F22%2F5b32fefd09176
https://doi.org/https%3A%2F%2Fdoi.org%2F10.4225%2F22%2F5b32fefd09176
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Fjhom-12-2014-0202
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2Fjhom-12-2014-0202
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12888-016-0981-8
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2Fs12888-016-0981-8


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

experience of the value+ project. Journal of Ambulatory Care
Management 2010;33(3):265-71. [DOI: https://doi.org/10.1097/
jac.0b013e3181e5eb7b]

Scholz 2018b

Scholz B, Bocking J, Platania-Phung C, Happell B, Banfield M.
“Coming from a diKerent place”: partnerships between
consumers and health services for system change. Journal
of Clinical Nursing 2018;27(19/20):3622-9. [DOI: https://
doi.org/10.1111/jocn.14520]

Serapioni 2014

Serapioni M, Duxbury N. Citizens' participation in the Italian
health-care system: the experience of the mixed advisory
committees. Health Expectations 2014;17(4):488-99. [DOI:
https://dx.doi.org/10.1111%2Fj.1369-7625.2012.00775.x]

Sideras 2016

Sideras JD. Trans-disciplinary community groups: an initiative
for improving healthcare. International Journal of Health
Care Quality Assurance 2016;29(1):75-88. [DOI: http://
doi.org/10.1108/IJHCQA-05-2015-0054]

Solbjor 2011

Solbjør M, Steinsbekk A. User involvement in hospital wards:
Professionals negotiating user knowledge. A qualitative study.
Patient Education and Counselling 2011;85(2):144-9. [DOI:
http://doi.org/10.1016/j.pec.2011.02.009]

Summers 2003

Summers A. Involving users in the development of mental
health services: a study of psychiatrists' views. Journal of Mental
Health 2003;12(2):161-74.

Taylor 2010

Taylor J, Jones RM, OÂ¿Reilly P, Oldfield W, Blackburn A. The
Station Community Mental Health Centre Inc: nurturing and
empowering. Rural & Remote Health 2010;10(3):1411.

Taylor 2015

Taylor A, Groene O. European hospital managers' perceptions
of patient-centred care: a qualitative study on implementation
and context. Journal of Health Organization and Management
2015;29(6):711-28. [DOI: https://doi.org/10.1108/
JHOM-11-2013-0261]

Thomas 2008

Thomas J, Harden A. Methods for the thematic synthesis
of qualitative research in systematic reviews. BMC
Medical Research Methodology 2008;8:45. [DOI: http://
doi.org/10.1186/1471-2288-8-45]

Tobin 2002

Tobin M, Chen L, Leathley C. Consumer participation in mental
health services: who wants it and why? Australian Health Review
2002;25(3):91-100. [DOI: https://doi.org/10.1071/ah020091]

Treloar 2011

Treloar C, Rance J, Madden A, Liebelt L. Evaluation of consumer
participation demonstration projects in five Australian drug
user treatment facilities: the impact of individual versus

organizational stability in determining project progress.
Substance Use & Misuse 2011;46(8):969-79. [DOI: https://
doi.org/10.3109/10826084.2010.540289]

Tsianakas 2012

Tsianakas V, Robert G, Maben J, Richardson A, Dale C,
GriKin M, et al. Implementing patient-centred cancer care:
using experience-based co-design to improve patient
experience in breast and lung cancer services. Support Care
Cancer 2012;20(11):2639-47. [DOI: https://doi.org/10.1007/
s00520-012-1470-3]

Uzochukwu 2004

Uzochukwu BS, Akpala CO, Onwujekwe OE. How do health
workers and community members perceive and practice
community participation in the Bamako Initiative programme
in Nigeria? A case study of Oji River local government area.
Social Science & Medicine 2004;59(1):157-62. [DOI: https://
doi.org/10.1016/j.socscimed.2003.10.012]

van der Ham 2014

van der Ham AJ, Shields LS, van der Horst R, Broerse JE,
van Tulder MW. Facilitators and barriers to service
user involvement in mental health guidelines: lessons
from the Netherlands. Administration & Policy in Mental
Health 2014;41(6):712-23. [DOI: https://doi.org/10.1007/
s10488-013-0521-5]

Vennik 2016

Vennik FD, van de Bovenkamp HM, Putters K, Grit KJ. Co-
production in healthcare: rhetoric and practice. International
Review of Administrative Sciences 2016;82(1):150-68. [DOI:
https://doi.org/10.1177%2F0020852315570553]

Veronesi 2013

Veronesi G, Keasey K. Patient and public participation in the
english NHS: an assessment of experimental implementation
processes. Public Management Review 2013;17(4):543-64. [DOI:
https://doi.org/10.1080/14719037.2013.822526]

von dem Knesebeck 2002

von dem Knesebeck O, Joksimovic L, Badura B, Siegrist J.
Evaluation of a community-level health policy intervention.
Health Policy 2002;61(1):111-22. [DOI: https://doi.org/10.1016/
s0168-8510(01)00221-4]

Wakefield 2011

Wakefield PA, Randall GE, Richards DA. Identifying
barriers to mental health system improvements: an
examination of community participation in assertive
community treatment programs. International Journal
of Mental Health Systems 2011;5(1):27. [DOI: https://
dx.doi.org/10.1186%2F1752-4458-5-27]

Wallin 2011

Wallin L, Målqvist M, Nga NT, Eriksson L, Persson LÅ, Hoa DP.
Implementing knowledge into practice for improved neonatal
survival; a cluster-randomised, community-based trial in
Quang Ninh province, Vietnam. BMC Health Services Research
2011;11:239. [DOI: http://doi.org/10.1186/1472-6963-11-239]

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

61

https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2Fjac.0b013e3181e5eb7b
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1097%2Fjac.0b013e3181e5eb7b
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.14520
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.14520
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1111%252Fj.1369-7625.2012.00775.x
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1108%2FIJHCQA-05-2015-0054
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1108%2FIJHCQA-05-2015-0054
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.pec.2011.02.009
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-11-2013-0261
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1108%2FJHOM-11-2013-0261
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1186%2F1471-2288-8-45
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1186%2F1471-2288-8-45
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1071%2Fah020091
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F10826084.2010.540289
https://doi.org/https%3A%2F%2Fdoi.org%2F10.3109%2F10826084.2010.540289
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs00520-012-1470-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs00520-012-1470-3
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2003.10.012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fj.socscimed.2003.10.012
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10488-013-0521-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1007%2Fs10488-013-0521-5
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1177%252F0020852315570553
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1080%2F14719037.2013.822526
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fs0168-8510%2801%2900221-4
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1016%2Fs0168-8510%2801%2900221-4
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1186%252F1752-4458-5-27
https://doi.org/https%3A%2F%2Fdx.doi.org%2F10.1186%252F1752-4458-5-27
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-11-239


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Walsh 2021

Walsh L, Hyett N, Juniper N, Li C, Rodier S, Hill S. The use
of social media as a tool for stakeholder engagement in
health service design and quality improvement: a scoping
review. Digital Health 2021;7:2055207621996870. [DOI:
10.1177/2055207621996870]

Waweru 2013

Waweru E, Opwora A, Toda M, Fegan G, Edwards T, Goodman C,
et al. Are health facility management committees in
Kenya ready to implement financial management tasks:
findings from a nationally representative survey. BMC
Health Services Research 2013;13:404. [DOI: https://
doi.org/10.1186/1472-6963-13-404]

WHO 2016

World Health Organization. Patient engagement.
WHO, 2016. [https://apps.who.int/iris/bitstream/
handle/10665/252269/9789241511629-eng.pdf]

Winterbottom 2010

Winterbottom AE, Jha V, Melville C, Corrado O, Symons J,
Torgerson D. A randomised controlled trial of patient led
training in medical education: protocol. BMC Medical Education
2010;10:90. [DOI: http://doi.org/10.1186/1472-6920-10-90]

Wolstenholme 2017

Wolstenholme D, Ross H, Cobb M, Bowen S. Participatory design
facilitates Person Centred Nursing in service improvement
with older people: a secondary directed content analysis.
Journal of Clinical Nursing 2017;26(9-10):1217-25. [DOI: https://
doi.org/10.1111/jocn.13385]

Wong 2004

Wong SS, Wilczynski NL, Haynes RB, Hedges Team. Developing
optimal search strategies for detecting clinically relevant
qualitative studies in MEDLINE. Studies in Health Technology and
Informatics 2004;107(Pt 1):311-6.

Wright 2016 

Wright J, Lawton R, O’Hara J, Armitage G, Sheard L, Marsh C,
et al. Improving patient safety through the involvement of
patients: development and evaluation of novel interventions
to engage patients in preventing patient safety incidents and
protecting them against unintended harm. NIHR Journals
Library. Southampton, UK: NIHR Journals Library 2016. [DOI:
http://doi.org/10.3310/pgfar04150]

Wu 2018 

Wu AW, Hwang S, Weston CM, Ibe C, Boonyasai RT, Bone L,
et al. Baltimore CONNECT: a randomized trial to build
partnership between community organizations and a local
health system.. Progress in Community Health Partnerships:
Research, Education, and Action 2018;12(3):297-306. [DOI:
http://doi.org/10.1353/cpr.2018.0054]]

Wu 2019

Wu AW, Weston CM, Ibe CA, Ruberman CF, Bone L, Romsai T.
The Baltimore community-based Organizations Neighborhood
Network: Enhancing Capacity Together (CONNECT) cluster RCT.
American Journal of Preventive Medicine 2019;57(2):e31-41.
[DOI: http://doi.org/10.1016/j.amepre.2019.03.013]

Zeh 2013

Zeh P. Delivering Diabetes Care to Ethnic Diversity (DEDICATED):
Exploring potential barriers and solutions to delivering high
quality diabetes care to people from ethnic minority groups
[PhD thesis]. Coventry (UK): University of Warwick, 2013.

Zeh 2014

Zeh P, Sandhu HK, Cannaby AM, Sturt JA. Designing eKective
culturally competent diabetes care service in primary care:
a participatory research study to implement evidence. In:
Diabetic Medicine; Diabetes UK Professional Conference
Liverpool - Arena and Conference Centre, Liverpool, United
Kingdom. Vol. 31. 2014. [WILEY: https://onlinelibrary.wiley.com/
toc/14645491/31/s1]

Østergaard 2015

Østergaard, LR. Trust matters: a narrative literature review
of the role of trust in health care systems in sub-Saharan
Africa. Global Public Health 2015;10(9):1046-59. [DOI: http://
doi.org/10.1080/17441692.2015.1019538]

 

References to other published versions of this review

Merner 2019

Merner B, Hill S, Colombo C, Xafis V, Gaulden CM, Graham-
Wisener L, et al. Consumers and health providers working
in partnership for the promotion of person-centred health
services: a co-produced qualitative evidence synthesis.
Cochrane Database of Systematic Reviews 2019, Issue 2. Art. No:
CD013274. [DOI: 10.1002/14651858.CD013274]

 
* Indicates the major publication for the study

 

C H A R A C T E R I S T I C S   O F   S T U D I E S

Characteristics of included studies [ordered by study ID]

 

Study characteristics

Country Canada

Setting Health Authorities

Abelson 2004 

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

62

https://doi.org/10.1177%2F2055207621996870
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-13-404
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1186%2F1472-6963-13-404
https://apps.who.int/iris/bitstream/handle/10665/252269/9789241511629-eng.pdf
https://apps.who.int/iris/bitstream/handle/10665/252269/9789241511629-eng.pdf
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1186%2F1472-6920-10-90
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.13385
https://doi.org/https%3A%2F%2Fdoi.org%2F10.1111%2Fjocn.13385
https://doi.org/http%3A%2F%2Fdoi.org%2F10.3310%2Fpgfar04150
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1016%2Fj.amepre.2019.03.013
https://onlinelibrary.wiley.com/toc/14645491/31/s1
https://onlinelibrary.wiley.com/toc/14645491/31/s1
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1080%2F17441692.2015.1019538
https://doi.org/http%3A%2F%2Fdoi.org%2F10.1080%2F17441692.2015.1019538
https://doi.org/10.1002%2F14651858.CD013274


Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Specific clinical area Range

Partnership participants Citizens (members of community-based volunteer organisation), and health decision-makers

Partnership format Public deliberation processes

Purpose of partnership Health policy decision making (priority-setting, resource allocation and health planning) for public par-
ticipation in the health sector

Data collection method Focus groups

Notes No conflicts of interest declared

Notes Funding source: the Canadian Health Services Research Foudation, which is now called Healthcare Ex-
cellence Canada.

Abelson 2004  (Continued)

 
 

Study characteristics

Country England

Setting Health and social care/ cancer; Macmillan regions

Specific clinical area Cancer services

Partnership participants Health professionals, service user representatives (cancer patients)

Partnership format Committee Network Partnership Groups

Purpose of partnership Improvement of the quality of cancer care through service user involvement.

Data collection method Interviews, documentary analysis

Notes No conflicts of interest declared

Notes Funding source: Macmillan Cancer Support

Attree 2011 

 
 

Study characteristics

Country Canada

Setting Health and Social Services Centers

Specific clinical area Chronic diseases

Partnership participants Patients, public representatives and professionals

Partnership format Meetings

Boivin 2014 
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Purpose of partnership Development and implementation of an effective public involvement intervention

Data collection method Analysis of video transcripts; structured notes; observations

Notes Article does not include a conflict of interest statement. Attempts to contact lead author were unsuc-
cessful.

Notes Funding source: the Canadian Foundation for Healthcare Improvement and the Agence de la Sant´e et
des Services Sociaux de l’Abitibi-T´emiscamingue. Antoine Boivin was supported by a Clinician-Scien-
tist Award from the Canadian Institutes of Health Research, and Pascale Lehoux held the Canada Re-
search Chair on Innovation in Health.

Boivin 2014  (Continued)

 
 

Study characteristics

Country Africa; Tanzania, Kenya, Zambia

Setting Health sector decision-making at district, hospital, and first line facility level

Specific clinical area Range

Partnership participants District/Council Healthcare Management Team plus community stakeholders

Partnership format Committees

Purpose of partnership Priority-setting for district health services, especially HIV/AIDS, malaria, emergency obstetric care and
general care

Data collection method Document analysis and observations, in-depth interviews

Notes No conflicts of interest declared

Notes Funding source: European Union Sixth Framework Programme (INCO-2003-A.1.2, contract PL517709)
for the Specific Targeted Research and Innovation Project REACT – REsponse to ACcountable priority
setting for Trust in health systems.

Byskov 2014 

 
 

Study characteristics

Country England

Setting Commissioning organisations

Specific clinical area Range

Partnership participants Managers, clinicians, patient involvement representatives

Partnership format Committee and governing board

Purpose of partnership Enhance decision

CroG 2016 
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making processes for commissioning organisations

Data collection method Semi-structured interviews and observations

Notes Article does not include a conflict of interest statement. Attempts to contact lead author were unsuc-
cessful.

Notes Funding source: the NIHR HS&DR funding stream Grant number 12/5002/01, Graeme Currie & Sophie
Staniszewska were funded by NIHR CLAHRC West Midlands.

CroG 2016  (Continued)

 
 

Study characteristics

Country USA

Setting Hospital-based primary care practice; ambulatory care

Specific clinical area Paediatrics

Partnership participants Latina mothers/ consumer representatives, clinic staK

Partnership format Advisory board

Purpose of partnership Quality improvement of health services by understanding the experiences of Spanish-speaking parents
on a family advisory board

Data collection method Semi-structured interviews

Notes Article does not include a conflict of interest statement. Attempts to contact lead author were unsuc-
cessful.

Notes Funding source: the Thomas Wilson Sanitarium for the Children of Baltimore City, the Aaron and Lillie
Straus Foundation, and Johns Hopkins Bayview Medical Center.

DeCamp 2015 

 
 

Study characteristics

Country Australia

Setting District / local health care services; Hospitals

Specific clinical area Range

Partnership participants Health service users (some part of the Health Action Group and local community members),
health provider of Aboriginal services, plus mainstream health service providers, Aboriginal and non-
Aboriginal professionals

Partnership format Committee (District Aboriginal Health Action Groups)

Purpose of partnership Quality improvement of the community engagement strategy targeting Indigenous Australians

Durey 2016 
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Data collection method Interviews, yarning circle (culturally appropriate group discussion)

Notes No conflicts of interest declared

Notes Funding source: the Government of Western Australia, Department of Health to Curtin University in
Perth

Durey 2016  (Continued)

 
 

Study characteristics

Country Kenya

Setting Health centres and dispensaries

Specific clinical area Range

Partnership participants Health worker in-charge of the health facility, district (rural) managers, health workers, health facility
committee members, and community members (patients)

Partnership format Health facility committees

Purpose of partnership To explore the nature and depth of the engagement of Health Facility Committees by management and
how this contributed to community accountability

Data collection method Interviews

Notes No conflicts of interest declared

Notes Funding source: the Consortium for Research on Equitable Health Systems (CREHS) which is supported
by the United Kingdom’s Department
for International Development (DFID). CG, AO and SM were members of the KEMRI-Wellcome Trust Re-
search Programme in Kenya (core grant #077092). SM was also supported by a fellowship from the Well-
come Trust (WT 085418).

Goodman 2011 

 
 

Study characteristics

Country Devon, England, UK

Setting North and East Devon localities, GPs, Primary Care

Specific clinical area Primary Healthcare

Partnership participants General practitioners, Nurses, patients, Health professionals

Partnership format Patient – staK partnership groups (critical friend group)

Purpose of partnership To discuss the issues raised via systematic patient feedback and progress the patient involvement
agenda in line with the new British general practice (GP) contract.

Greco 2006 
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Data collection method Qual component of mixed methods: Interviews

Notes Article does not include a conflict of interest statement. Attempts to contact lead author were unsuc-
cessful.

Notes Funding source: the NHS Modernisation Agency and the former North and East Devon Regional Health
Authority

Greco 2006  (Continued)

 
 

Study characteristics

Country USA

Setting Primary care, specialist, paediatric clinic; ambulatory care

Specific clinical area Range

Partnership participants Patient partners and health providers

Partnership format Quality improvement team meetings

Purpose of partnership To identify the ways patient partners influence quality improvement teams and to document the extent
of the impact on the quality of medical care

Data collection method Interviews and focus groups

Notes No conflicts of interest declared

Notes Funding source: the Robert Wood Johnson Foundation

Greene 2018 

 
 

Study characteristics

Country Nepal

Setting Mental health organisations

Specific clinical area Mental health

Partnership participants Mental health service users and caregivers in policy making, service planning, monitoring and research

Partnership format National health system processes, caregivers.

Purpose of partnership Improve mental health outcomes through exploring service user and caregiver involvement and barri-
ers to involvement in a low- and middle-income country

Data collection method Semi-structured interviews

Notes No conflicts of interest declared

Gurung 2017 
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Notes Funding source: the European Union within the 7th Framework Program (Grant Agreement Num-
ber305968)

Gurung 2017  (Continued)

 
 

Study characteristics

Country the Netherlands

Setting Palliative care networks

Specific clinical area Palliative care

Partnership participants Patient representatives and professional staK

Partnership format Sounding board group and management team meetings

Purpose of partnership Examine in depth the current practice of public involvement in palliative care to increase the quality of
care

Data collection method Interviews (including fictional critical incidents technique) and focus groups ; field notes

Notes No conflicts of interest declared

Notes Funding source: The Netherlands Organisation for Health Research and Development

Haarsma 2015 

 
 

Study characteristics

Country Northern Ireland

Setting Community health project

Specific clinical area Range (health promotion)

Partnership participants Health and  social service professionals, and community and  voluntary workers

Partnership format Working group

Purpose of partnership Identify key issues that emerged during the establishment of partnership between statutory health
providers and the community and voluntary sectors and to assess how they could inform future initia-
tives, to increase the effectiveness of health promotion planning and delivery.

Data collection method Interviews

Notes No conflicts of interest declared

Notes Funding source: the author reported no funding was provided.

Heenan 2004 
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Study characteristics

Country USA

Setting Hospitals

Specific clinical area Range

Partnership participants Patients and families, health care professionals / hospitals

Partnership format Patient and Family Advisory Councils (PFACs)/ and PFACs in hospitals (NYC)

Purpose of partnership Improving healthcare policies and practices by understanding the prevalence and functioning of Pa-
tient and Family Advisory Councils and Patient and Family Advisors

Data collection method Survey, interviews, follow-up interviews, site visits

Notes No conflicts of interest declared

Notes Funding source: the New York State Health Foundation (NYSHealth).

IPFCC 2018 

 
 

Study characteristics

Country England, UK

Setting Training school/ two hospitals

Specific clinical area Range

Partnership participants Patients with personal experience of harm or error during medical diagnosis, treatment, care either to
themselves or relatives and trainee doctors.

Partnership format Patient involvement in patient-led safety initiatives in collaboration with trainee doctors.

Purpose of partnership To test an educational patient-led intervention to increase patient safety

Data collection method Qual component of mixed methods: workshops, culminating in an Intervention (sharing of narrative,
discussion, follow-up interviews, evaluations)

Notes No conflicts of interest declared

Notes Funding source: the National Institute of Health Research

Jha 2018 

 
 

Study characteristics

Country USA

Setting Children's mental health services; ambulatory care

Jivanjee 2007 
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Specific clinical area Mental health

Partnership participants Mental health professional and other service providers and community representatives/family mem-
bers

Partnership format Advisory groups

Purpose of partnership To evaluate 'systems of care' by examining the partnership between evaluators and family members

Data collection method Unstructured or semi-structured Interviews

Notes No conflicts of interest declared

Notes Funding source: the Substance Abuse and Mental Health Services Administration (SAMHSA) Center
for Mental Health Services' Comprehensive Community Mental Health Services for Children and Their
Families program

Jivanjee 2007  (Continued)

 
 

Study characteristics

Country Australia

Setting Community setting- rural health service; Council, and hospital

Specific clinical area Health and aged care

Partnership participants Local rural community members, community representatives,health professionals, staK  members from
health centres, such as GP

Partnership format Committee

Purpose of partnership Promote and improve community health and well-being in rural areas

Data collection method Individual and group interviews,  written documentation, and observation

Notes No conflicts of interest declared

Notes Funding source: authors contacted about funding source but no response received

Johns 2014 

 
 

Study characteristics

Country Australia

Setting Rural mental health service

Specific clinical area Mental health

Partnership participants Consumer representatives and health providers

Kidd 2007 
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Partnership format Steering committee

Purpose of partnership To explore the perceptions of consumer advocates and clinicians and understand how consumer par-
ticipation policy initiatives are enacted at a service delivery level

Data collection method Semi-structured interviews

Notes Article does not include a conflict of interest statement. Attempts to contact lead author were unsuc-
cessful.

Notes Funding source: authors contacted about funding source but no response received

Kidd 2007  (Continued)

 
 

Study characteristics

Country Scotland

Setting Statutory sector and community groups

Specific clinical area Mental health

Partnership participants Service users, healthcare staK/managers

Partnership format Policy and planning committee

Purpose of partnership To advise policy to improve service user involvement in mental health services

Data collection method Participant observation at service user/community and policy group meetings, interviews, informal in-
teractions

Notes Article does not include a conflict of interest statement. Attempts to contact lead author were unsuc-
cessful.

Notes Funding source: the UK Medical Research Council

Lewis 2014 

 
 

Study characteristics

Country United Kingdom

Setting Mental health Service foundation trusts in rural/ urban areas

Specific clinical area Mental health

Partnership participants Elected and appointed governors, and public and patient governor

Partnership format Council of Governors in three foundation trusts

Purpose of partnership To explore the experience of service user governors
in foundation trusts and their capacity to hold boards to account

MacDonald 2015 
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Data collection method Survey of staK and users/ topic, service-based forums, via user input to recruitment and staK training,
interviews, case studies of user groups, focus groups, document analysis, observations

Notes No conflicts of interest declared

Notes Funding source: the National Institute for Health Research Service Delivery and Organisation Pro-
gramme, NIHR Service Delivery and Organisation programme

MacDonald 2015  (Continued)

 
 

Study characteristics

Country New Zealand

Setting Innovation and improvement centre

Specific clinical area Range

Partnership participants Healthcare professionals and patients

Partnership format Experience-based co-design programme commissioned by the Health Quality and Safety Commission
New Zealand

Purpose of partnership Quality improvement and to support and enable patient engagement and participation across the
health and disability sector

Data collection method Analysis of Workbooks and semi-structured interviews

Notes No conflicts of interest declared

Notes Funding source: author contacted and reported that there was no specific grants or funds attached to
this project. Ko Awatea organisation funded the project through the authors' wages.

Maher 2017 

 
 

Study characteristics

Country Belgium

Setting General and mental health hospitals

Specific clinical area Range

Partnership participants Internal stakeholders (e.g. hospital employees and members of the board), and professional external
stakeholders (e.g. insurance companies or primary healthcare workers), patients, their family mem-
bers, and patient representatives, president and secretaries

Partnership format Stakeholder committees

Purpose of partnership To identify conditions that contribute to the involvement of patients and public in the decision making
processes of hospital policy through a stakeholder committee

Malfait 2018 
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Data collection method Qual component of mixed methods: questionnaires, observation, focus groups

Notes No conflicts of interest declared

Notes Funding sources: the ICURO, the Flemish federation of public hospitals, and The King Baudouin Foun-
dation [Koning Boudewijn Stichting]

Malfait 2018  (Continued)

 
 

Study characteristics

Country Ireland

Setting National mental health non-governmental organisation

Specific clinical area Mental health

Partnership participants Mental health professionals and consumers

Partnership format Advisory committee; mental health service users experience on an AC

Purpose of partnership To identify barriers to equal participation of service users in advisory committees and strategic deci-
sion-making

Data collection method Semi-structured interviews

Notes No conflicts of interest declared

Notes Funding source: part funded by the National Disability Authority

McDaid 2009 

 
 

Study characteristics

Country Australia

Setting Health region hospitals

Specific clinical area Range

Partnership participants StaK and consumer representatives

Partnership format Committee (community representatives)

Purpose of partnership Improve effectiveness of community representatives in health services

Data collection method Interviews, observations, field notes

Notes Article does not include a conflict of interest statement. Attempts to contact lead author were unsuc-
cessful.

Nathan 2014 
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Notes Funding source: Authors noted that quote: "This research received no specific grant from any funding
agency in the public, commercial or not-for profit sectors."

Nathan 2014  (Continued)

 
 

Study characteristics

Country Canada

Setting 21 Ontario branches of the Canadian Mental Health Association

Specific clinical area Mental health

Partnership participants Executive directors, professionals, and consumers

Partnership format Hybrid, management and policy boards ;consumers on mental health boards of health agencies

Purpose of partnership To improve meaningful participation of consumers of health services on the governing boards of men-
tal health agencies

Data collection method Interviews

Notes Article does not include a conflict of interest statement. Lead author reported no conflicts of interest.

Notes Funding source: author reported that the research was self-funded

Newberry 2005 

 
 

Study characteristics

Country USA

Setting Community-based services; children mental health programs

Specific clinical area Children's mental health

Partnership participants Family members (primarily parents) and health professionals

Partnership format Committee (Community Collaboratives)

Purpose of partnership To explore the motives of lay participants in community collaborations for children's mental health

Data collection method Observations and interviews

Notes No conflicts of interest declared

Notes Funding source: An Alumni Dissertation Grant from the Heller School at Brandeis University paid for
professional transcription of half of the interviews. Funding through a subcontract to Human Services
Research Institute (Cambridge, MA) and from the children’s mental health department in the state in
which the study was conducted supported the staK time of the author during the first few months of
data collection.

Potter 2016 
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Study characteristics

Country Canada

Setting Mental health and social policy making context

Specific clinical area Mental health

Partnership participants Consumers and health providers

Partnership format Policy debates via formal group formats

Purpose of partnership To explore how the social and personal outcomes of citizen-user involvement in mental health policy-
making were understood by policy actors and to guide and develop citizen-user involvement

Data collection method Semi-structured Interviews, document review, field notes

Notes No conflicts of interest declared

Notes Funding source: the Canadian Institutes of Health Research Fellowship and the Canadian Association of
Occupational Therapists Doctoral Scholarship

Restall 2013 

 
 

Study characteristics

Country Uganda

Setting Hospitals

Specific clinical area Range

Partnership participants Hospital staK and service user (community) representatives

Partnership format Committees

Purpose of partnership To explore how communities that live around hospitals pass on their views to and receive feedback
from the hospitals' management and administration

Data collection method Interviews and focus groups

Notes No conflicts of interest declared

Notes Funding source: the UK Department for International Development (DfID).

Rutebemberwa 2009 

 
 

Study characteristics

Country Zambia

Schaaf 2017 
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Setting Primary care; local level

Specific clinical area Range

Partnership participants Citizens, health providers and locally-elected officials

Partnership format Citizen voice and action group (world vision)

Purpose of partnership Inform program implementers, donors and other stakeholders about aspects of context, mechanisms
and outcomes that might be considered in the application of a social accountability program theory to
improve quality of health services in low- and middle-income countries

Data collection method Interviews and focus groups

Notes No conflicts of interest declared

Notes Funding source: the Danish Ministry of Foreign
Affairs and World Vision International

Schaaf 2017  (Continued)

 
 

Study characteristics

Country Australia

Setting Tertiary referral Hospital

Specific clinical area Range

Partnership participants Managers, clinicians, consumers

Partnership format Consumers and health professionals engaged in systemic partnerships

Purpose of partnership Improve the quality of health services by understanding how to overcome power imbalances in part-
nerships between consumers and health professionals

Data collection method Semi-structured interviews

Notes No conflicts of interest declared

Notes Funding source: University of Canberra Health Research Institute Funding Grant.

Scholz 2018 

 
 

Study characteristics

Country USA

Setting Primary care clinics

Specific clinical area Range

Sharma 2016 
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Partnership participants Patients, family members, caregivers, clinic staK members, leaders and principal regional stakeholders
in patient engagement

Partnership format Participant Advisory Council

Purpose of partnership Practice improvement by understanding how patient advisory councils are organised and the common
challenges and benefits of high functioning PACs

Data collection method Semi-structured interviews

Notes Conflict of interest: AES has received travel reimbursement for dissemination of research findings at
the Western Clinicians Network (WCN) Region IX Annual Meeting in June 2015, and served as a consul-
tant for WCN to develop a toolkit based on research findings. The Center for Excellence in Primary Care
received payment for a training and keynote address about patient engagement delivered by Rachel
Willard-Grace in 2014. AW, OZ, KD, CP, and MBP have no conflicts to disclose.

Notes Funding Source: the National Center for Advancing Translational Sciences, National Institutes of Health
(NIH), through UCSF-CTSI Grant Number UL1 TR000004. AES was supported by National Research Ser-
vice Award T32HP19025.

Sharma 2016  (Continued)

 
 

Study characteristics

Country England

Setting Local cancer services/ networks

Specific clinical area Cancer

Partnership participants National health service staK and consumers

Partnership format Partnership Groups

Purpose of partnership Cancer service improvement by understanding the nature and outcomes of the partnership between
staK and service users

Data collection method Semi-structured interviews

Notes No conflicts of interest to declare

Notes Funding source: the Macmillan Cancer Relief and the Department of Health

Sitzia 2006 

 
 

Study characteristics

Country Norway

Setting Hospitals, including micro and meso analysis at Maternal and Oncology services

Specific clinical area Maternity and oncology

Wiig 2013 
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Partnership participants Patients, representatives, ombudsmen, hospital managers and clinical staK

Partnership format Quality committee, patient safety committee, user panel, management meetings

Purpose of partnership Quality improvement by understanding expectations and how patient involvement and experiences
are used by hospitals

Data collection method Interviews, non-participant observation, document analysis

Notes No conflicts of interest to declare

Notes Funding source: the European Community’s Seventh Framework Programme

Wiig 2013  (Continued)

PACs: Patient advisory councils
 

Characteristics of excluded studies [ordered by study ID]

 

Study Reason for exclusion

Aantjes 2014 Wrong on two or more criteria

Abayneh 2017 Wrong on two or more criteria

Abayneh 2018 Wrong study design

Abbott 2005 Wrong on two or more criteria

Aboumatar 2015 Wrong intervention

Abushousheh 2012 Wrong study design

Ackermann 2010 Wrong participants

Acri 2013 Wrong participants

Adams 2014 Wrong population

Adams 2015 Wrong on two or more criteria

Adongo 2013 Wrong on two or more criteria

Agbanu 2010 Wrong on two or more criteria

Agrawal 2016 Wrong population

Ahluwalia 2003 Wrong on two or more criteria

Ahmad 2012 Wrong participants

Ahmad 2017 Wrong on two or more criteria

Aiken 2013 Wrong on two or more criteria

Ajayi 2013 Wrong partnership format

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

78



Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Study Reason for exclusion

Alcock 2009 Wrong on two or more criteria

Alfandari 2017 Not related to person-centred care

Alghanim 2018 No shared decision-making

Allen 2005 Wrong on two or more criteria

Almeida 2016 Wrong on two or more criteria

Alvidrez 2010 Wrong on two or more criteria

Amann 2017 Wrong on two or more criteria

Anazodo 2016 Wrong on two or more criteria

Anders 2006 Wrong on two or more criteria

Anderson 2009 Wrong study design

Anderson 2011 Wrong on two or more criteria

Anderson-Lewis 2012 Wrong phenomenon

Andersson 2004 Wrong on two or more criteria

Andersson 2012 Wrong on two or more criteria

Andrews 2013 Wrong on two or more criteria

Anghel 2009 Wrong on two or more criteria

Anie 2016 Wrong on two or more criteria

Antonacci 2018 Wrong on two or more criteria

Ardila-Gomez 2018 Wrong on two or more criteria

Arem 2011 Wrong on two or more criteria

Arevian 2018 Not related to person-centred care

Argaw 2007 Wrong on two or more criteria

Armstrong 2017 Wrong on two or more criteria

Asad 2016 Wrong on two or more criteria

Atkinson 2011 Wrong study design

Attree 2004 Wrong on two or more criteria

Babu 2006 Wrong phenomenon

Bailey 2005 Wrong on two or more criteria
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Study Reason for exclusion

Baines 2018 Wrong study design

Balbale 2016 Wrong on two or more criteria

Bandesha 2005 Wrong on two or more criteria

Baptiste 2005 Wrong on two or more criteria

Baquet 2012 Wrong on two or more criteria

Baraitser 2003 No shared decision making

Barbato 2014a Wrong phenomenon

Barker 2016 Wrong partnership format

Barnes 2004 Wrong study design

Barnes 2006 Wrong on two or more criteria

Barnes 2009 Wrong study design

Barnett 2009 Wrong on two or more criteria

Baron-Epel 2003 Wrong study design

Barr 2015 Wrong on two or more criteria

Barson 2017 Wrong on two or more criteria

Battams 2009 Wrong on two or more criteria

Batten 2011 Not related to person-centred care

Bedford 2017 Wrong on two or more criteria

BeLue 2012 Wrong on two or more criteria

Benbow 2011 Not related to person-centred care

Bergman 2016 Wrong participants

Berkowitz 2001 Wrong study design

Bernardes 2015 Wrong on two or more criteria

Berry 2011 Wrong on two or more criteria

Bertrand 2018 Wrong phenomenon

Bess 2011 Wrong on two or more criteria

Bethell 2017 Wrong phenomenon

Bettger 2016 Wrong phenomenon
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Study Reason for exclusion

Blackwell 2000 Wrong on two or more criteria

Blackwell 2017 Wrong on two or more criteria

Blank 2004 Wrong on two or more criteria

Blickem 2013 Wrong on two or more criteria

Bodolica 2016 Wrong study design

Boelsma 2014 Wrong on two or more criteria

Boivin 2009 Wrong on two or more criteria

Boivin 2010 Not related to person-centered care

Bokhour 2018 Wrong on two or more criteria

Bollard 2012 Wrong on two or more criteria

Bolton 2016 Wrong on two or more criteria

Borg 2009 Wrong study design

Bors 2012 Wrong on two or more criteria

Bortoletto 2017 Wrong on two or more criteria

Bossen 2012 Wrong on two or more criteria

Bouch 2011 Wrong on two or more criteria

Boudioni 2012 Wrong on two or more criteria

Bovaird 2007 Wrong study design

Boyd 2012 Wrong on two or more criteria

Bradshaw 2008 Wrong study design

Braithwaite 2017 Wrong on two or more criteria

Breslau 2015 Wrong on two or more criteria

Brown 2001 Wrong on two or more criteria

Brown 2008 Wrong study design

Brown 2010 Wrong on two or more criteria

Brown 2013 No shared decision-making

Bruni 2007 Wrong on two or more criteria

Brussoni 2012 Wrong on two or more criteria

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

81



Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Study Reason for exclusion

Buck 2004 Wrong intervention

Butterfoss 2001 Wrong study design

Butterfoss 2006 Wrong study design

Bynum 2014 Wrong on two or more criteria

Cabassa 2015 Wrong on two or more criteria

Campbell 2013 Wrong on two or more criteria

Campbell 2017 Wrong study design

Carlson 2006 Not related to person-centred care

Carlsson 2006 No shared decision-making

Carpenter 2018 Wrong on two or more criteria

Carroll 2015 Wrong participants

Carter 2013 Wrong on two or more criteria

Carter 2015 Wrong study design

Cashin 2008 Wrong on two or more criteria

Castro 2018 Wrong study design

Cavet 2004 Wrong study design

Challenor 2010 Wrong on two or more criteria

Chamberlin 2005 Wrong study design

Chan 2013 Wrong participants

Chantler 2017 Wrong phenomenon

Chaoniyom 2005 Wrong on two or more criteria

Chilaka 2005 Wrong on two or more criteria

Chreim 2012 Wrong on two or more criteria

Christianson 2016 Wrong on two or more criteria

Chung 2010 Wrong on two or more criteria

Clarke 2017 Wrong study design

Cleary 2006 Wrong study design

Coad 2008 Wrong on two or more criteria

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

82



Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

Study Reason for exclusion

Coker 2014 Wrong phenomenon

Cook 2002 Wrong on two or more criteria

Cornish 2006 Wrong on two or more criteria

Cowan 2011 Wrong phenomenon

Coyne 2011 Wrong on two or more criteria

Craddock 2002 Wrong on two or more criteria

Cramm 2013 Wrong study design

Crawford 2001 Wrong study design

Curry 2012 Wrong on two or more criteria

D'Avanzo 2018 Wrong study design

Daudelin 2011 Wrong intervention

Davies 2014 Wrong on two or more criteria

Daykin 2004 Wrong phenomenon

De Rouck 2008 Wrong on two or more criteria

Delnoij 2010 Wrong phenomenon

Demetrakopoulos 2012 No shared decision-making

Denis 2017 Wrong on two or more criteria

Dent 2006 Wrong study design

Dent 2013 Wrong study design

Devlin 2003 Wrong study design

Diaz 2011 Wrong on two or more criteria

Doherty 2006 Wrong on two or more criteria

Donetto 2015 Wrong study design

Dongre 2009 Wrong on two or more criteria

Downe 2007 Wrong on two or more criteria

Dye 2005 Wrong phenomenon

Earle-Richardson 2009 Wrong on two or more criteria

Early 2014 Wrong on two or more criteria
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Study Reason for exclusion

Edelenbos 2006 Not related to person-centred care

ENekhari 2013 Wrong on two or more criteria

Eisinger 2001 Not related to person-centred care

El 2002 Wrong phenomenon

Elder 2017 Wrong on two or more criteria

Eldh 2006 Wrong on two or more criteria

Ellinis 2011 Wrong on two or more criteria

Ennis 2014 Wrong phenomenon

Enriquez 2010 Wrong participants

Enzinger 2017 Wrong on two or more criteria

Erwin 2017 Not related to person-centred care

Escaron 2016 Wrong on two or more criteria

Evans 2003 Wrong phenomenon

Eyre 2003 Wrong phenomenon

Faber 2003 Wrong participants

Factor 2002 Wrong on two or more criteria

Falahat 2013 Wrong on two or more criteria

Farmer 2018a Wrong on two or more criteria

Fawcett 2013 Wrong phenomenon

Feldman 2015 Wrong on two or more criteria

Fitzgerald 2011 Wrong on two or more criteria

Fleet 2017 Wrong on two or more criteria

Forbat 2009 Wrong on two or more criteria

Forrest 2000 Wrong on two or more criteria

Forrest 2004a Not related to person-centred care

Forster 2008 Wrong study design

Fotaki 2011 Wrong study design

Fraser 2017 Wrong partnership format
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Study Reason for exclusion

Frazier 2007 Not related to person-centred care

Fredelius 2002 Wrong on two or more criteria

Fuertes 2012 Wrong phenomenon

Garcia 2014 Wrong on two or more criteria

Gibson 2005 Wrong on two or more criteria

Gil 2014 Wrong on two or more criteria

Gill 2011 Wrong on two or more criteria

Gill 2011a Wrong on two or more criteria

Given 2011 Wrong participants

Glase 2015 Wrong on two or more criteria

Glynos 2012 Wrong phenomenon

Godfrey 2013 Wrong on two or more criteria

Goodridge 2018 No shared decision-making

Gordon 2005 Wrong study design

Goto 2009 Not related to person-centred care

Grant 2007 Wrong study design

Grant 2018 Wrong study design

Greene 2007 Wrong on two or more criteria

Griswold 2013 Wrong study design

Groene 2014 Wrong study design

Groene 2015 Wrong study design

Groenen 2017 Wrong on two or more criteria

Grogan 2012 Wrong on two or more criteria

Grundy 2017 Wrong phenomenon

Gustavsson 2016 Wrong partnership format

Gutteridge 2010 Wrong on two or more criteria

Hagensen 2016 Wrong intervention

Haigh 2008 Wrong study design
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Study Reason for exclusion

Hall 2006 Wrong study design

Hall 2011 Wrong partnership format

Hameen-Anttila 2015 Wrong on two or more criteria

Happell 2002 Wrong on two or more criteria

Happell 2006 Wrong on two or more criteria

Happell 2015 Wrong on two or more criteria

Happell 2016 Wrong phenomenon

Happell 2017 Wrong on two or more criteria

Harris 2015b Wrong study design

Hashem 2018 Wrong on two or more criteria

Henwood 2013 Wrong on two or more criteria

Hibbard 2003 Wrong study design

Higgins 2017 Wrong on two or more criteria

Hinchcliff 2016 No shared decision-making

Hogg 2001 Wrong study design

Hsieh 2005 Wrong on two or more criteria

Hsu 2010 Wrong on two or more criteria

Hunter 2016 Wrong study design

Hutt 2018 No shared decision-making

Hyman 2018 Wrong phenomenon

Isaacson 2018 Wrong phenomenon

Jacobson 2007 Wrong on two or more criteria

Jakobsen 2006 Wrong on two or more criteria

Jenkinson 2014 Wrong on two or more criteria

Johnson 2016 Wrong on two or more criteria

Jones 2008 Wrong phenomenon

Jones 2010 Wrong on two or more criteria

Jones 2011 Wrong on two or more criteria
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Study Reason for exclusion

Jones 2017 Wrong phenomenon

Jones 2018 Wrong on two or more criteria

Jones 2018a Wrong on two or more criteria

Kapiriri 2003 Wrong on two or more criteria

Kaplan 2006 Wrong participants

Katahoire 2015 Wrong partnership format

Kerrissey 2017 Wrong on two or more criteria

Kettles 2008 Wrong on two or more criteria

Khodyakov 2017 Wrong on two or more criteria

Kidd 2015 Wrong on two or more criteria

Kilewo 2015 Wrong population

Kiley 2000 Wrong on two or more criteria

Kim 2016 Wrong on two or more criteria

Kitson 2013 Wrong study design

Klammer 2015 Wrong on two or more criteria

Kleintjes 2013 Wrong on two or more criteria

Knightbridge 2006 Wrong phenomenon

Koutantji 2005 Wrong on two or more criteria

Kvarnström 2013 Wrong partnership format

Kyne 2009 Wrong on two or more criteria

Ladikos 2016 Wrong intervention

Larkin 2015 Wrong intervention

Lempp 2018 Wrong intervention

Liang 2018 Wrong study design

Litva 2002 Wrong phenomenon

Locock 2014 Wrong intervention

Lodenstein 2017 Wrong study design

Lwembe 2017 Wrong phenomenon
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Maar 2009 Wrong participants

Martin 2009 Wrong study design

Massoi 2009 Not related to person-centred care

Masters 2002 Wrong participants

Maxwell 2003 Wrong on two or more criteria

Mayer 2017 Wrong partnership format

McCabe 2012 Wrong on two or more criteria

McHugh 2012 Wrong on two or more criteria

McKay 2011 Wrong on two or more criteria

McKeown 2012 Wrong participants

Meehan 2007 Wrong on two or more criteria

Mende 2013 Wrong study design

Mentes 2005 Wrong participants

Mitton 2003 Wrong on two or more criteria

Mkoka 2014 Wrong phenomenon

Mohapatra 2018 Wrong partnership format

Montesanti 2017 Wrong intervention

Montgomery 2014 Wrong study design

Montoya 2011 Wrong on two or more criteria

Moreira 2015 Wrong on two or more criteria

Mosquera 2001 Wrong partnership format

Motley 2013 Wrong on two or more criteria

Muhlbacher 2014 Wrong phenomenon

Mullins 2012 Wrong participants

Murray 2015 Wrong study design

Namatovu 2014 Wrong intervention

Nathan 2011 Wrong study design

Neech 2018 Wrong on two or more criteria
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Nelson 2006 Not related to person-centred care

Nelson 2016 Wrong study design

Neuwelt 2005 Wrong on two or more criteria

Nimegeer 2016 Wrong on two or more criteria

Nunn 2015 Wrong on two or more criteria

Nyonator 2005 Wrong on two or more criteria

O'Connor 2007 Wrong on two or more criteria

O'Gorman 2012 Wrong partnership format

Oldenhof 2018 Wrong on two or more criteria

Ottmann 2008 Wrong participants

Owens 2011 Wrong phenomenon

Padgett 2004 Not related to person-centred care

Pagatpatan 2017 Wrong study design

Pals 2018 Wrong on two or more criteria

Papoulias 2018 Wrong on two or more criteria

Parker 2003 not related to person-centred care

Paterson 2014 Wrong on two or more criteria

Patten 2005 Wrong on two or more criteria

Patterson 2010 Wrong phenomenon

Payan 2017 Wrong on two or more criteria

Pelletier 2011 Not related to person-centred care

Petersen 2012 Wrong on two or more criteria

Ponte 2003 Wrong study design

Preston 2010 Wrong study design

Pursell 2013 Not related to person-centred care

Quennell 2001 Not person-centred care

Radermacher 2011 Wrong participants

Rai 2018 Not related to person-centred care
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Rance 2015 Wrong participants

Rapport 2008 Wrong phenomenon

Rasmus 2014 Wrong on two or more criteria

Ratcliffe 2017 Wrong on two or more criteria

Rathod 2016 Wrong phenomenon

Reath 2008 Wrong phenomenon

Reay 2017 Wrong participants

Reeve 2002 Wrong on two or more criteria

Reeve 2007 Wrong on two or more criteria

Renfrew 2008 Wrong phenomenon

Repper 2007 Wrong study design

Restall 2008 Wrong phenomenon

Restall 2011 Wrong on two or more criteria

Rhodes 2013 Wrong phenomenon

Rios 2007 Wrong phenomenon

Rise 2011 Wrong study design

Rise 2016 Wrong on two or more criteria

Ritchie 2001 Wrong on two or more criteria

Robert 2015 Wrong phenomenon

Roberts 2012 Wrong on two or more critera

Robinson 2014 Wrong on two or more criteria

Rose 2003 Wrong on two or more criteria

Ross 2014 Wrong on two or more criteria

Rowe 2002 Wrong phenomenon

Roy 2002 Wrong phenomenon

Rozmovits 2018 Not related to person-centred care

Rubenstein 2014 Wrong on two or more criteria

Ryan-Nicholls 2007 Wrong study design
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Sadler 2017 Wrong phenomenon

Salerno 2015 Wrong participants

Sano 2016 Wrong on two or more criteria

Savage 2006 Not related to person-centred care

Scammell 2016 Wrong study design

Scanlon 2012 Wrong phenomenon

Scholz 2017 Wrong on two or more criteria

Schulte 2007 Wrong phenomenon

Scott 2016 Wrong on two or more criteria

Sennun 2006 Wrong on two or more criteria

Shah 2006 Wrong study design

Sharma 2017 Wrong study design

Sharma 2017a Wrong study design

Shikako-Thomas 2016 Wrong on two or more criteria

Sibbald 2009 Wrong phenomenon

Slack 2001 Wrong on two or more criteria

Slutsky 2016 Wrong phenomenon

Snijder 2015 Wrong study design

Snow 2018 Wrong on two or more criteria

SoKe 2004 Wrong on two or more criteria

Soper 2013 Wrong on two or more criteria

Sorrentino 2017 Wrong phenomenon

Speer 2005 Wrong on two or more criteria

Steffens 2015 Wrong on two or more criteria

Steffens 2016 Wrong on two or more criteria

Storm 2011 Wrong study design

Sullivan 2014 Wrong on two or more criteria

Tantchou 2017 Wrong study design
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Tataw 2012 Wrong phenomenon

Tataw 2017 Wrong on two or more criteria

Taylor 2018 Wrong on two or more criteria

Tempfer 2011 Wrong study design

Theodorou 2010 Wrong on two or more criteria

Thomas 2016 Wrong phenomenon

Thomas 2017 Wrong on two or more criteria

Thomson 2013 Wrong on two or more criteria

Thomson 2015 Wrong on two or more criteria

Thorarinsdottir 2014 Wrong study design

Thornton 2003 Wrong on two or more criteria

Timor-Shlevin 2016 Wrong on two or more criteria

Toledo 2007 Wrong on two or more criteria

Tollyfield 2014 Wrong study design

Tooke 2013 Wrong participants

Torrance 2010 Wrong study design

Towle 2003 Wrong on two or more criteria

Tritter 2003 Wrong phenomenon

Tritter 2011 Wrong study design

Tritter 2011a Wrong study design

Truman 2002 Wrong on two or more criteria

van C, 2015 Wrong study design

van Deventer 2012 Wrong study design

van Deventer 2016 Wrong phenomenon

van Draanen 2013 Wrong on two or more criteria

van Wersch 2011 Not person-centred care related

Wait 2006 Wrong study design

Walker 2007 Wrong participants
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Walker 2015 Wrong on two or more criteria

Wallerstein 2010 Wrong on two or more criteria

Walsh 2005 Wrong phenomenon

Weinstein 2006 Wrong on two or more criteria

Whiting 2016 Wrong on two or more criteria

Wilkie 2016 Wrong study design

Willard-Grace 2015 Wrong study design

Willis 2000 Wrong on two or more criteria

Winter 2010 Wrong on two or more criteria;

Wong 2017 Wrong on two or more criteria

Worswick 2015 Wrong on two or more criteria

Wright 2006 Not related to person-centred care

Wright 2012 Wrong study design

Young 2017 Wrong on two or more criteria

Zandee 2015 Wrong on two or more criteria

Zeitz 2011 No shared decision-making

 

 

A D D I T I O N A L   T A B L E S
 

Study ID Reason not included in the final synthesis

Abelson 2001 Data richness of 3 or below

Abimbola 2015 Data richness of 3 or below

Al-Iryani 2011 Data richness of 3 or below

Allen 2008 Data richness of 3 or below

Allen 2012 Sufficient studies from the UK

Anderson 2006 Sufficient studies from the UK

Armstrong 2013 Sufficient studies from the UK

Table 1.   Studies that met the eligibility criteria but were not included in the final synthesis 
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Austin 2011 Data richness of 3 or below

Baatiema 2013 Data richness of 3 or below

Barbato 2014 Data richness of 3 or below

Barnes 2000 Data richness of 3 or below

Bennetts 2011 Data richness of 3 or below

Bess 2009 Sufficient studies already from the USA, sufficient studies on service planning and delivery already
included

Boaz 2016 Sufficient studies already included from UK, sufficient studies in the speciality of cancer

Bowen 2013 Sufficient studies already from this geographic location, older population already included

Brooks 2008 Sufficient studies already from this geographic location and in the acute setting

Campbell 2004 Data richness of 3 or below

Carr 2012 Data richness of 3 or below

Chiarella 2010 Data richness of 3 or below

Clarke 2014 Data richness of 3 or below

Coleman 2009 Data richness of 3 or below

Cotterell 2011 Data richness of 3 or below

Crawford 2003 Data richness of 3 or below

Davis 2016 Data richness of 3 or below

Daykin 2002 Data richness of 3 or below

de Freitas 2015 Data richness of 3 or below

de Souza 2017 Data richness of 3 or below

Diamond 2003 Data richness of 3 or below

Dickens 2006 Sufficient studies already included from UK, sufficient studies in the speciality of mental health

Donaldson 2007 Sufficient studies already included from UK, sufficient studies in the speciality of cancer

El Enany 2013 Sufficient studies already included from UK, sufficient studies in the speciality of mental health

Elstad 2009 Data richness of 3 or below

Evans 2015 Sufficient studies already included from UK, sufficient studies in healthcare governance

Faria 2017 Data richness of 3 or below

Farmer 2015 Data richness of 3 or below

Table 1.   Studies that met the eligibility criteria but were not included in the final synthesis  (Continued)
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Farmer 2018 Data richness of 3 or below

Flower 2000 Data richness of 3 or below

Forrest 2004 Data richness of 3 or below

Freeman 2016 Data richness of 3 or below

Frumence 2014 Data richness of 3 or below

Fudge 2008 Data richness of 3 or below

Gold 2005 Sufficient studies already included from Canada, sufficient studies in the speciality of cancer

Greene 2016 Data richness of 3 or below

Greer 2016 Data richness of 3 or below

Haines 2018 Data richness of 3 or below

Hamil 2018 Data richness of 3 or below

Harding 2010 Sufficient studies already included from UK, sufficient studies in the speciality of mental health

Harpham 2002 Data richness of 3 or below

Harris 2015 Data richness of 3 or below

Harrison 2018 Data richness of 3 or below

Heaslip 2018 Data richness of 3 or below

Herald 2012 Data richness of 3 or below

Hodge 2005 Sufficient studies already included from UK, sufficient studies in the speciality of mental health

Horrocks 2010 Data richness of 3 or below

Iedema 2010 Data richness of 3 or below

Iyanda 2017 Data richness of 3 or below

Jackson 2012 Data richness of 3 or below

Jacobs 2003 Data richness of 3 or below

Jernigan 2010 Data richness of 3 or below

Joy 2012 Data richness of 3 or below

Jun 2018 Data richness of 3 or below

Kamuzora 2013 Data richness of 3 or below

Karki 2016 Another study from Nepal already included

Table 1.   Studies that met the eligibility criteria but were not included in the final synthesis  (Continued)
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Kavcic 2015 Data richness of 3 or below

Kelaher 2014 Data richness of 3 or below

Kenyon 2016 Data richness of 3 or below

Kohler 2017 Data richness of 3 or below

Lammers 2004 Data richness of 3 or below

Lathlean 2002 Data richness of 3 or below

Lavoie-Tremblay 2014 Sufficient studies already included from Canada

Lavoie-Tremblay 2016 Sufficient studies already included from Canada

Lewis 2008 Data richness of 3 or below

Lewis 2012 Sufficient studies already included from UK, sufficient studies in the speciality of mental health

Lichon 2015 Data richness of 3 or below

Lightfoot 2006 Data richness of 3 or below

Linhorst 2001 Data richness of 3 or below

Linhorst 2005 Data richness of 3 or below

Litva 2009 Data richness of 3 or below

Livingston 2013 Data richness of 3 or below

Loignon 2018 Data richness of 3 or below

Luxford 2011 Data richness of 3 or below

Macdonell 2013 Data richness of 3 or below

Macha 2011 Data richness of 3 or below

MacNeill 2009 Sufficient studies already included from the UK

Malfait 2017 Data richness of 3 or below

Marin 2007 Data richness of 3 or below

Martin 2008 Sufficient studies already included from the UK

Martin 2009a Data richness of 3 or below

Martin 2011 Sufficient studies already included from the UK

Martin 2011a Sufficient studies already included from the UK

Martin 2018 Sufficient studies already included from the UK

Table 1.   Studies that met the eligibility criteria but were not included in the final synthesis  (Continued)
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Mathers 2014 Data richness of 3 or below

Middleton 2004 Data richness of 3 or below

Milewa 2003 Data richness of 3 or below

Miller 2013 Data richness of 3 or below

Minkler 2001 Data richness of 3 or below

Mubyazi 2007 Data richness of 3 or below

Munoz 2013 Sufficient studies already included from the UK

Murphy 2015 Data richness of 3 or below

Nathan 2013 Data richness of 3 or below

Neuwelt 2012 Data richness of 3 or below

Ocloo 2013 Data richness of 3 or below

Omeni 2014 Data richness of 3 or below

Patterson 2009 Data richness of 3 or below

Patterson 2009a Data richness of 3 or below

Pavolini 2015 Data richness of 3 or below

Pickard 2002 Data richness of 3 or below

Piper 2012 Data richness of 3 or below

Pohontsch 2015 Data richness of 3 or below

Poland 2005 Data richness of 3 or below

Pollard 2014 Data richness of 3 or below

Potter 2010 A more recent study by this author team on a similar topic has already been included

ENekhari 2014 Data richness of 3 or below

Rawlinson 2016 Data richness of 3 or below

Renedo 2015 Sufficient studies already included from the UK

Revenas 2015 Data richness of 3 or below

Richardson 2005 Data richness of 3 or below

Rise 2014 Data richness of 3 or below

Robert 2003 Sufficient studies already included from UK, sufficient studies in the speciality of mental health

Table 1.   Studies that met the eligibility criteria but were not included in the final synthesis  (Continued)
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Rojatz 2017 Data richness of 3 or below

Rosales 2010 Data richness of 3 or below

Rose 2016 Data richness of 3 or below

Rosstad 2013 Data richness of 3 or below

Rowland 2017 Data richness of 3 or below

Rutter 2004 Data richness of 3 or below

Rise 2013 Data richness of 3 or below

Samorinha 2015 Data richness of 3 or below

Samudre 2016 Data richness of 3 or below

Sanna 2010 Data richness of 3 or below

Scholz 2018b Sufficient studies from Australia already included

Serapioni 2014 Data richness of 3 or below

Sideras 2016 Data richness of 3 or below

Summers 2003 Data richness of 3 or below

Taylor 2010 Data richness of 3 or below

Taylor 2015 Data richness of 3 or below

Tobin 2002 Data richness of 3 or below

Treloar 2011 Data richness of 3 or below

Tsianakas 2012 Data richness of 3 or below

Uzochukwu 2004 Data richness of 3 or below

van der Ham 2014 Data richness of 3 or below

Vennik 2016 Data richness of 3 or below

Veronesi 2013 Data richness of 3 or below

von dem Knesebeck 2002 Data richness of 3 or below

Wakefield 2011 Data richness of 3 or below

Waweru 2013 Data richness of 3 or below

Wolstenholme 2017 Data richness of 3 or below

Zeh 2013 Data richness of 3 or below

Table 1.   Studies that met the eligibility criteria but were not included in the final synthesis  (Continued)
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Zeh 2014 Data richness of 3 or below

Solbjor 2011 Data richness of 3 or below

Table 1.   Studies that met the eligibility criteria but were not included in the final synthesis  (Continued)

 
 

Finding Overall CERQual
assessment

Explanation for as-
sessment

Contributing studies

1 Government policy, policy imple-
mentation processes and funding in-
fluenced working in partnership in
health services. Supportive govern-
ment policies that were poorly trans-
lated into practice could hinder part-
nerships. Inadequate funding could
also constrain partnerships.

Moderate level of
confidence

Due to moderate
concerns regarding
relevance of studies;
and minor concerns
regarding method-
ological limitations

Abelson 2004; Attree 2011;
Byskov 2014; CroN 2016;
Goodman 2011; Gurung
2017; Heenan 2004; Jivan-
jee 2007; Johns 2014; Kidd
2007; MacDonald 2015;
Potter 2016; Scholz 2018;
Schaaf 2017; Wiig 2013

2 The organisational context of the
health service, including manage-
ment, culture and policies, could
function as a facilitator or barrier to
working in partnership. Attitudes of
senior leaders and managers of the
health service could influence part-
nership-working.

Moderate level of
confidence

Due to moderate
concerns regarding
relevance of studies;
and minor concerns
regarding method-
ological limitations
and adequacy

Boivin 2014; Byskov 2014;
CroN 2016; Heenan 2004;
IPFCC 2018; Jivanjee 2007;
Johns 2014; Malfait 2018;
Potter 2016; Restall 2013;
Scholz 2018; Sitzia 2006;
Wiig 2013

Table 2.   'Summary of qualitative findings' table for findings 1 and 2 (contextual factors influencing partnerships) 

 
 

Finding Overall CERQual
assessment

Explanation for
assessment

Contributing studies

3 Consumers were recruited to partner-
ships in different ways. They were often
selected according to specific criteria, in-
cluding social and demographic charac-
teristics and communication skills; how-
ever these could be competing priorities.
Consumers managed the recruitment of
other consumer members in a minority of
studies.

High level of con-
fidence

Due to minor
concerns regard-
ing coherence,
relevance and
adequacy

Abelson 2004; Boivin 2014;
Byskov 2014; CroN 2016;
Durey 2016; Goodman
2011; Gurung 2017; Jivan-
jee 2007; Johns 2014; Ma-
her 2017; Rutebemberwa
2009; Scholz 2018; Sharma
2016

4 Recruiting a range of consumers who
were reflective of the clinic's demo-
graphic population was considered de-
sirable, particularly by health providers.
Strategies to increase recruitment of con-
sumers from under-represented groups
included practical supports, flexible
meeting times, payment and reimburse-
ment.

High level of con-
fidence

Due to minor
concerns regard-
ing methodolog-
ical limitations
and relevance

Attree 2011; Boivin 2014;
Byskov 2014 CroN 2016;
DeCamp 2015; Goodman
2011; Greene 2018; Haars-
ma 2015; IPFCC 2018; Ji-
vanjee 2007; Kidd 2007;
Maher 2017; McDaid 2009;
MacDonald 2015; Nathan
2014; Newberry 2005;
Schaaf 2017; Scholz 2018;
Sharma 2016; Sitzia 2006

Table 3.   'Summary of qualitative findings' table for findings 3 to 5 (consumer recruitment) 
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5 Some health providers perceived that in-
dividual consumers' experiences were
not generalisable to the broader popu-
lation. Consumers perceived it could be
problematic to represent a broad range
of views within the community, although
being linked to peer networks and being
able to access external data could assist.

High level of con-
fidence

Due to minor
concerns regard-
ing coherence,
relevance and
adequacy

Boivin 2014; Greco 2006;
Gurung 2017; Lewis 2014;
Malfait 2018; Newberry
2005; Potter 2016;Rutebe-
mberwa 2009; Sharma
2016; Sitzia 2006; Wiig
2013

Table 3.   'Summary of qualitative findings' table for findings 3 to 5 (consumer recruitment)  (Continued)

 
 

Finding Overall CERQual
assessment

Explanation for
assessment

Contributing studies

6 Positive interpersonal dynamics be-
tween health providers and con-
sumers that facilitated partnerships.
Mutual respect, commitment, two
way dialogue and information ex-
change were helpful. Trust, account-
ability, regular group communication
and strong relationships with deci-
sion-makers were also facilitators.
Partnerships that were equitable with
shared values, a shared vision and
shared decision-making powers were
preferable. Skilled facilitators, mod-
erators and consumer coordinators
could help to facilitate positive inter-
personal dynamics.

High level of con-
fidence

Due to minor
concerns regard-
ing coherence
and relevance

Abelson 2004; Attree 2011;
Boivin 2014; Byskov 2014; CroN
2016; DeCamp 2015; Durey
2016; Goodman 2011; Gre-
co 2006; Greene 2018; Haars-
ma 2015; Heenan 2004; IPFCC
2018; Jivanjee 2007; Johns
2014; Kidd 2007; Lewis 2014;
Maher 2017; Malfait 2018; Mac-
Donald 2015; Nathan 2014;
Newberry 2005; Restall 2013;
Rutebemberwa 2009; Schaaf
2017; Scholz 2018; Sharma
2016; Sitzia 2006

7 Lack of clarity about the consumer
role constrained consumers’ involve-
ment in partnerships. Consumers
could become frustrated and con-
fused when their role was unclear.
Some health providers were unsure
about the consumer role.

High level of con-
fidence

Due to minor
concerns regard-
ing coherence,
relevance and
adequacy

CroN 2016; DeCamp 2015;
Goodman 2011; Greene 2018;
Haarsma 2015; Jivanjee 2007;
Kidd 2007; Lewis 2014; Ma-
her 2017; MacDonald 2015;
Newberry 2005; Restall 2013;
Scholz 2018; Sharma 2016

8 Formal meeting formats constrained
the participation of some consumers
in partnerships. Health providers
could facilitate consumer involve-
ment though providing training, less
formal meeting structures and con-
sumer-only spaces.

High level of con-
fidence

Due to minor
concerns regard-
ing methodolog-
ical limitations,
coherence and
relevance

Attree 2011; Boivin 2014;
Byskov 2014; Durey 2016;
Goodman 2011; Greene 2018;
Gurung 2017; Heenan 2004;
IPFCC 2018; Jivanjee 2007;
Johns 2014; Lewis 2014; Mal-
fait 2018; McDaid 2009; Mac-
Donald 2015; Newberry 2005;
Restall 2013; Scholz 2018;
Schaaf 2017; Sharma 2016;
Sitzia 2006; Wiig 2013

9 Health providers’ professional status,
technical knowledge and use of jar-
gon were intimidating for some con-
sumers. Health providers could in-
crease the number of consumers in

High level of con-
fidence

Due to minor
concerns regard-
ing coherence,
relevance and
adequacy

Boivin 2014; Durey 2016;
Greene 2018; Gurung 2017; Ji-
vanjee 2007; Lewis 2014; Ma-
her 2017; Malfait 2018; McDaid
2009; Newberry 2005; Potter

Table 4.   'Summary of qualitative findings' table for findings 6 to 12 (partnership dynamics and processes) 
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the partnership to lessen intimida-
tion.

2016; Rutebemberwa 2009;
Scholz 2018; Schaaf 2017

10 When health providers dominated
the meeting agenda, consumers be-
came frustrated. Some consumers
want more opportunities to shape
their role, contribute their priorities
and lead or share the agenda.

Moderate level of
confidence

Due to moderate
concerns regard-
ing methodolog-
ical limitations
and coherence;
and minor con-
cerns regarding
relevance

Abelson 2004; CroN 2016; De-
Camp 2015; Goodman 2011;
Greene 2018; Heenan 2004;
Jha 2018; Johns 2014; Lewis
2014; MacDonald 2015; Malfait
2018; McDaid 2009; MacDonald
2015; Nathan 2014; Newber-
ry 2005; Schaaf 2017; Scholz
2018; Sitzia 2006; Wiig 2013

11 Consumers could feel their experi-
ential knowledge was not valued by
health providers, leading to feelings
of being dismissed or overridden.
Some health providers perceived
consumers' contributions were not as
valuable in the partnership. Mutual
respect for knowledge and expertise
facilitated partnerships.

Moderate level of
confidence

Due to moderate
concerns regard-
ing coherence;
and minor con-
cerns regarding
methodological
limitations, rel-
evance and ade-
quacy

Attree 2011; CroN 2016; Gu-
rung 2017; Haarsma 2015;
Kidd 2007; Lewis 2014; McDaid
2009; Newberry 2005; Pot-
ter 2016; Restall 2013; Scholz
2018; Sitzia 2006

12 Consumers could experience to-
ken involvement in partnerships, in-
cluding a lack of decision-making
power, being leN out of key discus-
sions and being unable to contribute
ideas outside health providers' prior-
ities. Token involvement resulted in
consumers' feeling frustrated. Con-
sumers valued contributing to tangi-
ble changes in health policy and ser-
vices.

High level of con-
fidence

Due to minor
concerns regard-
ing methodolog-
ical limitations,
coherence and
relevance

Abelson 2004; Attree 2011;
Boivin 2014; CroN 2016; De-
Camp 2015; Durey 2016; Good-
man 2011; Greene 2018; Gu-
rung 2017; Haarsma 2015;
Heenan 2004; IPFCC 2018; Kidd
2007; Lewis 2014; Maher 2017;
Malfait 2018; McDaid 2009;
MacDonald 2015; Nathan 2014;
Newberry 2005; Restall 2013;
Schaaf 2017; Scholz 2018;
Sitzia 2006; Wiig 2013

Table 4.   'Summary of qualitative findings' table for findings 6 to 12 (partnership dynamics and processes)  (Continued)

 
 

Finding Overall CERQual
assessment

Explanation for
assessment

Contributing studies

13 Working in partnership could affect health
provider and consumer participants in
both positive and negative ways. Health
providers perceived consumers provided a
unique perspective that could improve ser-
vices, but they were concerned about the
time pressures and unmet expectations
that could accompany their involvement in
partnerships. Consumers perceived there
were benefits of working in partnership,
including empowerment, increased con-
fidence, knowledge and skills. However,
they reported that participating in partner-
ships could be physically and/or emotion-
ally demanding.

High level of con-
fidence

Due to minor
concerns regard-
ing coherence
and relevance

Attree 2011; Boivin 2014;
Byskov 2014; CroN 2016;
DeCamp 2015; Durey
2016; Goodman 2011;
Greco 2006; Greene 2018;
Heenan 2004 Jivanjee
2007; Kidd 2007; Ma-
her 2017; McDaid 2009;
Nathan 2014; Newber-
ry 2005; Potter 2016; Re-
stall 2013; Schaaf 2017;
Scholz 2018; Sitzia 2006;
Wiig 2013

Table 5.   'Summary of qualitative findings' table for finding 13 (perceived impacts on partnership participants) 
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Finding Overall CERQual
assessment

Explanation for assess-
ment

Contributing studies

14 Working in partnership
was perceived to improve
consumer involvement in
strategic decision-making

Moderate level of
confidence

Due to moderate con-
cerns regarding adequa-
cy and coherence; and
minor concerns regard-
ing relevance

Attree 2011; Byskov 2014; CroN
2016; Durey 2016; Haarsma
2015; Restall 2013; Schaaf 2017

15 Working in partnership
could improve communi-
ty ownership of health ser-
vices, particularly in LMICs

Moderate level of
confidence

Due to moderate con-
cerns regarding rele-
vance and adequacy; and
minor concerns regard-
ing coherence

Byskov 2014; CroN 2016; Durey
2016; Goodman 2011; Johns
2014; Schaaf 2017

16 Working in partnership
was perceived to lead to
improvements in the per-
son-centredness of health
service culture

High level of con-
fidence

Due to minor concerns
regarding adequacy and
relevance

Attree 2011; Byskov 2014; CroN
2016; DeCamp 2015; Durey
2016; Goodman 2011; Greco
2006; Greene 2018; IPFCC 2018;
Jha 2018; Restall 2013; Schaaf
2017; Sharma 2016; Sitzia 2006;
Wiig 2013

17 Working in partnership was
perceived to lead to im-
provements in the built en-
vironment of the health ser-
vice

High level of con-
fidence

Due to minor concerns
regarding methodolog-
ical limitations, coher-
ence, relevance and ade-
quacy

Attree 2011; DeCamp 2015;
Greene 2018; Haarsma 2015;
Johns 2014; Nathan 2014;
Schaaf 2017; Scholz 2018; Shar-
ma 2016; Sitzia 2006

18 Working in partnership was
perceived to lead to im-
provements in health ser-
vice design and delivery.

High level of con-
fidence

Due to minor concerns
regarding coherence, rel-
evance and adequacy

Attree 2011; DeCamp 2015;
Durey 2016; Greene 2018;
Heenan 2004; Johns 2014; Lewis
2014; Maher 2017; Nathan 2014;
Restall 2013; Schaaf 2017; Sitzia
2006

19 Working in partnership
could lead to improvements
in health service evaluation.

Very low level of
confidence

Due to serious concerns
regarding relevance and
adequacy; and moderate
concerns regarding co-
herence

CroN 2016; Jivanjee 2007

Table 6.   'Summary of qualitative findings' table for findings 14 to 19 (perceived impacts on health service planning,
delivery and evaluation) 

 

 

A P P E N D I C E S

Appendix 1. MEDLINE search strategy

1. exp Community Participation/

2. Stakeholder Participation/

3. Decision Making/

4. exp Patient-Centered Care/
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5. ((patient* or communit* or consumer* or user* or carer* or caregiver* or client* or famil* or lay*) adj3 (decid* or decision* or engag*
or involv* or participat*)).ti,ab,kf.

6. or/1-5

7. "Health Priorities"/

8. exp Patient Care Team/

9. exp Ambulatory Care Facilities/

10. *"Mental Health Services"/

11. *"Community Health Services"/

12. *"Health Services Administration"/

13. "Quality Improvement"/

14. *"Hospitals, Public"/

15. "Quality of Health Care"/

16. "Delivery of Health Care"/

17. "Delivery of Health Care, Integrated"/

18. or/7-17

19. "Community-Institutional Relations"/

20. "Advisory Committees"/og

21. (partner* or participat* or consult* or decision* or deliberation* or co#design* or involv* or contribut* or role* or empower* or engag*
or collab* or advoca* or organi#ation* or respons*).ti,ab,kf.

22. (experience based adj2 design).ti,ab,kf.

23. or/19-22

24. qualitative.tw.

25. themes.tw.

26. or/24-25

27. and/6,18,23,26

28. limit 27 to yr="2000 -Current"

29. limit 28 to english language

Appendix 2. PsycINFO search strategy

1. exp community involvement/

2. participation/ or client participation/ or involvement/

3. advocacy/

4. empowerment/

5. cooperation/ or collaboration/

6. or/1-5

7. stakeholder/

8. clients/
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9. patients/

10. or/7-9

11. and/6,10

12. ((patient* or communit* or consumer* or user* or carer* or caregiver* or client* or famil* or lay*) adj3 (decid* or decision* or engag*
or involv* or participat*)).ti,ab.

13. or/11-12

14. exp Health Care Services/ or exp Health Care Delivery/

15. exp community involvement/

16. (partner* or participat* or consult* or decision* or deliberation* or co#design* or involv* or contribut* or role* or empower* or engag*
or collab* or advoca* or organi#ation* or respons*).ti,ab.

17. (experience based adj2 design).ti,ab.

18. or/15-17

19. and/13-14,18

20. themes.tw.

21. qualitative.tw.

22. or/20-21

23. and/19,22

24. limit 23 to (english language and yr="2000 -Current")

Appendix 3. CERQual evidence profiles

 

Finding 1. Government policy, policy implementation processes and funding influenced working in partnership in health services.
Supportive government policies that were poorly translated into practice could hinder partnerships. Inadequate funding could also
constrain partnerships.

Assessment of each CERQual component

Methodological limitations Minor concerns regarding methodological limitations due to a limited number of studies not re-
porting to have engaged in researcher reflexivity.

Coherence No or very minor concerns regarding coherence.

Relevance Moderate concerns regarding relevance due to a fair number of studies where interventions were
only partially relevant to the review question. However, data comprised a broad range of countries
(including LMICs), settings and partnership purposes.

Adequacy No or very minor concerns.

Overall CERQual assessment

Moderate level of confidence Due to moderate concerns regarding relevance of studies; and minor concerns regarding method-
ological limitations.

Contributing studies

Study Context
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Abelson 2004 Canada; health authorities; citizens and health decision makers; focus groups; working with a
range or regional health authority decision making processes.

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

Byskov 2014 Africa; document analysis and observational interviews; in partnership with District Council,
Healthcare Management Team plus community stakeholders.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Gurung 2017 Nepal; mental health organisations; interviews to involve mental health service users and care
givers in policy making, service planning, monitoring and research.

Heenan 2004 Northern Ireland; community health project; interviews with health service professionals, and com-
munity and voluntary workers.

Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members.

Johns 2014 Tasmania Australia; community and rural health service, council and hospital; individual and group
interviews with local rural community members and representatives, health professionals, staK
members from centres, such as GPs, through a committee.

Kidd 2007 Australia; rural mental health service; semi-structured interviews with consumer representatives
and health providers; steering committee.

MacDonald 2015 UK; mental health service foundation trust in rural and urban areas; survey and interviews, focus
groups, document analysis and observations; working in partnership with elected and appointed
governors and pubic and patient governors in three foundation trusts.

Potter 2016 USA; community-based services and children mental health; observations and interviews; in part-
nership with family members, health professionals in the community collaboratives committee.

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Schaaf 2017 Zambia; primary care at the local level; interviews and focus groups; in partnership with citizens,
health providers and locally elected officials through the citizen voice and action group (world vi-
sion).

Wiig 2013 Norway; hospitals including micro and meso analysis at maternal and oncology services; inter-
views and non-participant observations, document analysis; working with patients, representative
ombudsmen, hospital managers and clinical staK through committees and meetings.

  (Continued)
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Finding 2. The organisational context of the health service, including management, culture and policies, could function as a facil-
itator or barrier to working in partnership. Attitudes of senior leaders and managers of the health service could influence partner-
ship-working.

Assessment of each CERQual component

Methodological limitations Minor concerns regarding methodological limitations due to a limited number of studies not re-
porting to have engaged in researcher reflexivity and one study without formal ethics approval.

Coherence No or very minor concerns regarding coherence

Relevance Moderate concerns regarding relevance due to a fair number of studies where interventions were
only partially relevant to the review question. However, data comprised a broad range of countries
(including LMICs), settings and partnership purposes.

Adequacy Minor concerns regarding adequacy due to less than 15 studies comprising the finding

Overall CERQual assessment

Moderate level of confidence Due to moderate concerns regarding relevance of studies; and minor concerns regarding method-
ological limitations and adequacy

Contributing studies

Study Context

Boivin 2014 Canada; health and social services centres; analysis of video transcripts, structured notes and ob-
servations; through meetings with public representatives, patients and professionals.

Byskov 2014 Africa; health sector; document analysis and observational interviews; in partnership with District
Council, Healthcare Management Team plus stakeholders through committees.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

Heenan 2004 Northern Ireland; community health project; in partnership with the working group of health ser-
vice professionals, and community and voluntary workers.

IPFCC 2018 USA; hospitals; survey interviews, follow-up interviews, site visits, working with patients and fam-
ilies, health care professionals and hospitals, also referred to as the Patient and Family Advisory
Councils in hospitals.

Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members through advisory groups.

Johns 2014 Tasmania Australia; community and rural health service, council and hospital; individual and group
interviews with local rural community members and representatives, health professionals, staK
members from centres, such as GPs, through a committee.

Malfait 2018 Belgium; general and mental health hospitals; questionnaires, observations, focus groups, working
with internal stakeholders and external stakeholders, patients, family members, patient represen-
tatives and president and secretaries of a stakeholder committee.

Potter 2016 USA; community-based services and children mental health; observations and interviews; in part-
nership with family members, health professionals through community collaboratives committee.
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Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

Wiig 2013 Norway; hospitals including micro and meso analysis at maternal and oncology services; inter-
views and non-participant observations, document analysis; working with patients, representative
ombudsmen, hospital managers and clinical staK through committees and meetings.

  (Continued)

 
 

Finding 3. Consumers were recruited to partnerships in different ways. They were often selected according to specific criteria, includ-
ing social and demographic characteristics and communication skills, however these could be competing priorities. Consumers man-
aged the recruitment of other consumer members in a minority of studies.

Assessment of each CERQual component

Methodological limitations No or very minor concerns regarding methodological limitations.

Coherence Minor concerns for coherence as one sub-finding is slightly less well-supported than the other sub-
finding.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy Minor concerns regarding adequacy due to less than 15 studies comprising the finding.

Overall CERQual assessment

High level of confidence Due to minor concerns regarding coherence, relevance and adequacy.

Contributing studies

Study Context

Abelson 2004 Canada; health authorities; citizens and health decision makers; focus groups; working with a
range or regional health authority decision making processes.

Boivin 2014 Canada; health and social services centres; analysis of video transcripts, structured notes and ob-
servations; through meetings with public representatives, patients and professionals.

Byskov 2014 Africa; health sector; document analysis and observational interviews; in partnership with District
Council, Healthcare Management Team plus stakeholders through committees.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
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committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Gurung 2017 Nepal; mental health organisations; interviews to involve mental health service users and care
givers in policy making, service planning, monitoring and research.

Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members through advisory groups.

Johns 2014 Tasmania Australia; community and rural health service, council and hospital; individual and group
interviews with local rural community members and representatives, health professionals, staK
members from centres, such as GPs, through a committee.

Maher 2017 New Zealand; Innovation and improvement centre; analysis of workbooks and semi-structured in-
terviews; working with health professionals and patients through an experience based co-design
program.

Rutebemberwa 2009 Uganda; hospitals; interviews and focus groups, working with hospital staK and service user repre-
sentatives in the community through committees.

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sharma 2016 USA; primary care clinics; semi-structured interviews; working with patient, family members, care-
givers, clinic staK members, leaders and principle regional stakeholders in patient engagement
through the Participant Advisory Council.

  (Continued)

 
 

Finding 4. Recruiting a range of consumers who were reflective of the clinic's demographic population was considered desirable,
particularly by health providers. Strategies to increase recruitment of consumers from under-represented groups included practical
supports, flexible meeting times, payment and reimbursement.

Assessment of each CERQual component

Methodological limitations Minor concerns for methodological limitations due to a limited number of studies not reporting re-
searcher reflexivity and a few not reporting formal ethical approval.

Coherence No or very minor concerns for coherence.

Relevance Minor concerns regarding relevance due to a limited number of studies that were partially rather
than fully relevant. However, data comprised a broad range of countries (including LMICs), settings
and partnership purposes.

Adequacy No or very minor concerns regarding adequacy.

Overall CERQual assessment

High level of confidence Due to minor concerns regarding relevance and methodological limitations.

Contributing studies
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Study Context

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

Boivin 2014 Canada; health and social services centres; analysis of video transcripts, structured notes and ob-
servations; in partnership with public representatives, patients and professionals.

Byskov 2014 Africa; health sector; document analysis and observational interviews; in partnership with District
Council, Healthcare Management Team plus stakeholders through committees.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

DeCamp 2015 USA; hospital based primary care practice and ambulatory care; interviews; working with mothers,
consumer representatives and clinical staK on the advisory board.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.

Haarsma 2015 Netherlands; Palliative care networks; interviews, focus groups and field notes; working with pa-
tient representatives and professional staK through sounding board group and management team
meetings.

IPFCC 2018 USA; hospitals; survey interviews, follow-up interviews, site visits, working with patients and fam-
ilies, health care professionals and hospitals, also referred to as the Patient and Family Advisory
Councils in hospitals.

Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members through advisory groups.

Kidd 2007 Australia; rural mental health service; semi-structured interviews with consumer representatives
and health providers; steering committee.

Maher 2017 New Zealand; Innovation and improvement centre; analysis of workbooks and semi-structured in-
terviews; working with health professionals and patients through an experience based co-design
program.

McDaid 2009 Ireland; National mental health non-government organisations; semi-structured interviews; in
partnership with mental health professionals and consumers through advisory committee.

MacDonald 2015 UK; mental health service foundation trust in rural and urban areas; survey and interviews, focus
groups, document analysis and observations; working in partnership with elected and appointed
governors and pubic and patient governors in three foundation trusts.

Nathan 2014 Australia; health region hospitals; interviews, observations, field notes; working with staK and con-
sumers representatives through committees.

Newberry 2005 Canada; Ontario branches of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

  (Continued)
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Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sharma 2016 USA; primary care clinics; semi-structured interviews; working with patient, family members, care-
givers, clinic staK members, leaders and principle regional stakeholders in patient engagement
through the Participant Advisory Council.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

  (Continued)

 
 

Finding 5. Some health providers perceived that individual consumers' experiences were not generalisable to the broader popula-
tion. Consumers perceived it could be problematic to represent a broad range of views within the community, although being linked
to peer networks and being able to access external data could assist.

Assessment of each CERQual component

Methodological limitations No or very minor concerns for methodological limitations

Coherence Minor concerns for coherence due to a limited amount of contradictory data.

Relevance Minor concerns regarding relevance due to a limited number of studies that were partially rather
than fully relevant.

Adequacy Minor concerns regarding adequacy as less than 15 studies contributed to this finding.

Overall CERQual assessment

High level of confidence Due to minor concerns regarding coherence, relevance and adequacy

Contributing studies

Study Context

Boivin 2014 Canada; health and social services centres; analysis of video transcripts, structured notes and ob-
servations; in partnership with public representatives, patients and professionals.

Greco 2006 UK England; North and East Devon localities GPs and primary care; qualitative component of mixed
methods and interviews; in partnership with GPs, nurses, patients, health professionals through
patient and staK partnership groups (critical friend groups).

Gurung 2017 Nepal; mental health organisations; interviews to involve mental health service users and care
givers in policy making, service planning, monitoring and research.

Lewis 2014 Scotland; statutory sector and community groups; in partnership with service users, healthcare,
staK and managers through the policy planning committee.

Malfait 2018 Belgium; general and mental health hospitals; questionnaires, observations, focus groups, working
with internal stakeholders and external stakeholders, patients, family members, patient represen-
tatives and president and secretaries of a stakeholder committee.
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Newberry 2005 Canada; Ontario branches of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

Potter 2016 USA; community-based services and children mental health; observations and interviews; in part-
nership with family members, health professionals through community collaboratives committee.

Rutebemberwa 2009 Uganda; hospitals; interviews and focus groups, working with hospital staK and service user repre-
sentatives in the community through committees.

Sharma 2016 USA; primary care clinics; semi-structured interviews; working with patient, family members, care-
givers, clinic staK members, leaders and principle regional stakeholders in patient engagement
through the Participant Advisory Council.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

Wiig 2013 Norway; hospitals including micro and meso analysis at maternal and oncology services; inter-
views and non-participant observations, document analysis; working with patients, representative
ombudsmen, hospital managers and clinical staK through committees and meetings.

  (Continued)

 
 

Finding 6. Positive interpersonal dynamics between health providers and consumers that facilitated partnerships. Mutual respect,
commitment, two way dialogue and information exchange were helpful. Trust, accountability, regular group communication and
strong relationships with decision-makers were also facilitators. Partnerships that were equitable with shared values, a shared vision
and shared decision-making powers were preferable. Skilled facilitators, moderators and consumer coordinators could help to facili-
tate positive interpersonal dynamics.

Assessment of each CERQual component

Methodological limitations No or very minor concerns for methodological limitations.

Coherence Minor concerns regarding coherence as some subfindings are more well-supported than others.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy No or very minor concerns regarding adequacy

Overall CERQual assessment

High level of confidence Due to minor concerns regarding coherence and relevance

Contributing studies

Study Context

Abelson 2004 Canada; health authorities; citizens and health decision makers; focus groups; working with a
range or regional health authority decision making processes.

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.
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Boivin 2014 Canada; health and social services centres; analysis of video transcripts, structured notes and ob-
servations; in partnership with public representatives, patients and professionals.

Byskov 2014 Africa; health sector; document analysis and observational interviews; in partnership with District
Council, Healthcare Management Team plus stakeholders through committees.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

DeCamp 2015 USA; hospital based primary care practice and ambulatory care; interviews; working with mothers,
consumer representatives and clinical staK on the advisory board.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Greco 2006 UK England; North and East Devon localities GPs and primary care; qualitative component of mixed
methods and interviews; in partnership with GPs, nurses, patients, health professionals through
patient and staK partnership groups (critical friend groups).

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.

Haarsma 2015 Netherlands; Palliative care networks; interviews, focus groups and field notes; working with pa-
tient representatives and professional staK through sounding board group and management team
meetings.

Heenan 2004 Northern Ireland; community health project; interviews with health service professionals, and com-
munity and voluntary workers.

IPFCC 2018 USA; hospitals; survey interviews, follow-up interviews, site visits, working with patients and fam-
ilies, health care professionals and hospitals, also referred to as the Patient and Family Advisory
Councils in hospitals.

Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members through advisory groups.

Johns 2014 Tasmania Australia; community and rural health service, council and hospital; individual and group
interviews with local rural community members and representatives, health professionals, staK
members from centres, such as GPs, through a committee.

Kidd 2007 Australia; rural mental health service; semi-structured interviews with consumer representatives
and health providers; steering committee.

Lewis 2014 Scotland; statutory sector and community groups; in partnership with service users, healthcare,
staK and managers through the policy planning committee.

Maher 2017 New Zealand; Innovation and improvement centre; analysis of workbooks and semi-structured in-
terviews; working with health professionals and patients through an experience based co-design
program.

  (Continued)
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Malfait 2018 Belgium; general and mental health hospitals; questionnaires, observations, focus groups, working
with internal stakeholders and external stakeholders, patients, family members, patient represen-
tatives and president and secretaries of a stakeholder committee.

MacDonald 2015 UK; mental health service foundation trust in rural and urban areas; survey and interviews, focus
groups, document analysis and observations; working in partnership with elected and appointed
governors and pubic and patient governors in three foundation trusts.

Nathan 2014 Australia; health region hospitals; interviews, observations, field notes; working with staK and con-
sumers representatives through committees.

Newberry 2005 Canada; Ontario branches of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Rutebemberwa 2009 Uganda; hospitals; interviews and focus groups, working with hospital staK and service user repre-
sentatives in the community through committees.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sharma 2016 USA; primary care clinics; semi-structured interviews; working with patient, family members, care-
givers, clinic staK members, leaders and principle regional stakeholders in patient engagement
through the Participant Advisory Council.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

  (Continued)

 
 

Finding 7. Lack of clarity about the consumer role constrained consumers’ involvement in partnerships. Consumers could become
frustrated and confused when their role was unclear. Some health providers were unsure about the consumer role and so providing
training in consumer engagement may help.

Assessment of each CERQual component

Methodological limitations No or very minor concerns regarding methodological limitations.

Coherence Minor concerns regarding coherence due to some subfindings being more well-supported than
others.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially, rather than
fully relevant.However, data comprised a broad range of countries (including LMICs), settings and
partnership purposes.

Adequacy Minor concerns regarding adequacy as less than 15 studies comprise this finding.

Overall CERQual assessment
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High level of confidence Due to minor concerns regarding coherence, relevance and adequacy.

Contributing studies

Study Context

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

DeCamp 2015 USA; hospital based primary care practice and ambulatory care; interviews; working with mothers,
consumer representatives and clinical staK on the advisory board.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.

Haarsma 2015 Netherlands; Palliative care networks; interviews, focus groups and field notes; working with pa-
tient representatives and professional staK through sounding board group and management team
meetings.

Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members through advisory groups.

Kidd 2007 Australia; rural mental health service; semi-structured interviews with consumer representatives
and health providers; steering committee.

Lewis 2014 Scotland; statutory sector and community groups; in partnership with service users, healthcare,
staK and managers through the policy planning committee.

Maher 2017 New Zealand; Innovation and improvement centre; analysis of workbooks and semi-structured in-
terviews; working with health professionals and patients through an experience based co-design
program.

MacDonald 2015 UK; mental health service foundation trust in rural and urban areas; survey and interviews, focus
groups, document analysis and observations; working in partnership with elected and appointed
governors and pubic and patient governors in three foundation trusts.

Newberry 2005 Canada; Ontario branches of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sharma 2016 USA; primary care clinics; semi-structured interviews; working with patient, family members, care-
givers, clinic staK members, leaders and principle regional stakeholders in patient engagement
through the Participant Advisory Council.

  (Continued)
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Finding 8. Formal meeting formats constrained the participation of some consumers in partnerships. Health providers could facili-
tate consumer involvement through providing training, less formal meeting structures and consumer-only spaces.

Assessment of each CERQual component

Methodological limitations Minor concerns for methodological limitations due to a limited number of studies not reporting re-
searcher reflexivity and two studies not having formal ethics approval.

Coherence Minor concerns regarding coherence as some subfindings were more well-supported than others.

Relevance Minor concerns regarding relevance as a limited number of studies were partially rather than fully
relevant.

Adequacy No or very minor concerns regarding adequacy

Overall CERQual assessment

High level of confidence Due to minor concerns regarding methodological limitations, coherence and relevance

Contributing studies

Study Context

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

Boivin 2014 Canada; health and social services centres; analysis of video transcripts, structured notes and ob-
servations; in partnership with public representatives, patients and professionals.

Byskov 2014 Africa; health sector; document analysis and observational interviews; in partnership with District
Council, Healthcare Management Team plus stakeholders through committees.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.

Gurung 2017 Nepal; mental health organisations; interviews to involve mental health service users and care
givers in policy making, service planning, monitoring and research.

Heenan 2004 Northern Ireland; community health project; interviews with health service professionals, and com-
munity and voluntary workers.

IPFCC 2018 USA; hospitals; survey interviews, follow-up interviews, site visits, working with patients and fam-
ilies, health care professionals and hospitals, also referred to as the Patient and Family Advisory
Councils in hospitals.
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Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members through advisory groups.

Johns 2014 Tasmania Australia; community and rural health service, council and hospital; individual and group
interviews with local rural community members and representatives, health professionals, staK
members from centres, such as GPs, through a committee.

Lewis 2014 Scotland; statutory sector and community groups; in partnership with service users, healthcare,
staK and managers through the policy planning committee.

Malfait 2018 Belgium; general and mental health hospitals; questionnaires, observations, focus groups, working
with internal stakeholders and external stakeholders, patients, family members, patient represen-
tatives and president and secretaries of a stakeholder committee.

McDaid 2009 Ireland; National mental health non-government organisations; semi-structured interviews; in
partnership with mental health professionals and consumers through advisory committee.

MacDonald 2015 UK; mental health service foundation trust in rural and urban areas; survey and interviews, focus
groups, document analysis and observations; working in partnership with elected and appointed
governors and pubic and patient governors in three foundation trusts.

Newberry 2005 Canada; Ontario branches of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sharma 2016 USA; primary care clinics; semi-structured interviews; working with patient, family members, care-
givers, clinic staK members, leaders and principle regional stakeholders in patient engagement
through the Participant Advisory Council.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

Wiig 2013 Norway; hospitals including micro and meso analysis at maternal and oncology services; inter-
views and non-participant observations, document analysis; working with patients, representative
ombudsmen, hospital managers and clinical staK through committees and meetings.

  (Continued)

 
 

Finding 9. Health providers’ professional status, technical knowledge and use of jargon were intimidating for some consumers.
Health providers could increase the number of consumers in the partnership to lessen intimidation.

Assessment of each CERQual component

Methodological limitations No or very minor concerns for methodological limitations
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Coherence Minor concerns regarding coherence due to some sub-findings being slightly less well-supported
than others.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy Minor concerns regarding adequacy due to less than 15 studies comprising the finding.

Overall CERQual assessment

High level of confidence Due to minor concerns regarding coherence, relevance and adequacy.

Contributing studies

Study Context

Boivin 2014 Canada; health and social services centres; analysis of video transcripts, structured notes and ob-
servations; in partnership with public representatives, patients and professionals.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.

Gurung 2017 Nepal; mental health organisations; interviews to involve mental health service users and care
givers in policy making, service planning, monitoring and research.

Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members through advisory groups.

Lewis 2014 Scotland; statutory sector and community groups; in partnership with service users, healthcare,
staK and managers through the policy planning committee.

Maher 2017 New Zealand; Innovation and improvement centre; analysis of workbooks and semi-structured in-
terviews; working with health professionals and patients through an experience based co-design
program.

Malfait 2018 Belgium; general and mental health hospitals; questionnaires, observations, focus groups, working
with internal stakeholders and external stakeholders, patients, family membrers, patient represen-
tatives and president and secretaries of a stakeholder committee.

McDaid 2009 Ireland; National mental health non-government organisations; semi-structured interviews; in
partnership with mental health professionals and consumers through advisory committee.

Newberry 2005 Canada; Ontario branches of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

Potter 2016 USA; community-based services and children mental health; observations and interviews; in part-
nership with family members, health professionals through community collaboratives committee.

  (Continued)
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Rutebemberwa 2009 Uganda; hospitals; interviews and focus groups, working with hospital staK and service user repre-
sentatives in the community through committees.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

  (Continued)

 
 

Finding 10. Health providers can dominate meeting agendas leading to frustration for consumers. Providing consumers with more
opportunities to shape their role, contribute their priorities and share or co-lead the agenda may facilitate their involvement.

Assessment of each CERQual component

Methodological limitations Moderate concerns for methodological limitations due to a fair number of studies not reporting re-
searcher reflexivity.

Coherence Moderate concerns regarding coherence as there was a fair difference in how well-supported some
subfindings were compared to others and some studies only contributed to one sub-finding rather
than multiple sub-findings.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy No or very minor concerns regarding adequacy.

Overall CERQual assessment

Moderate level of confidence Due to moderate concerns regarding methodological limitations and coherence; and minor con-
cerns regarding relevance.

Contributing studies

Study Context

Abelson 2004 Canada; health authorities; citizens and health decision makers; focus groups; working with a
range or regional health authority decision making processes.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

DeCamp 2015 USA; hospital based primary care practice and ambulatory care; interviews; working with mothers,
consumer representatives and clinical staK on the advisory board.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.
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Heenan 2004 Northern Ireland; community health project; interviews with health service professionals, and com-
munity and voluntary workers.

Jha 2018 UK England; Training school and two hospitals; Qualitative component of mixed methods, work-
shops and patient safety intervention aimed at trainee doctors; working with patients with person-
al experience of harm or error during medical diagnosis, treatment, care either to themselves or
relatives and trainee doctors.

Johns 2014 Tasmania Australia; community and rural health service, council and hospital; individual and group
interviews with local rural community members and representatives, health professionals, staK
members from centres, such as GPs, through a committee.

Lewis 2014 Scotland; statutory sector and community groups; in partnership with service users, healthcare,
staK and managers through the policy planning committee.

MacDonald 2015 UK; mental health service foundation trust in rural and urban areas; survey and interviews, focus
groups, document analysis and observations; working in partnership with elected and appointed
governors and pubic and patient governors in three foundation trusts.

Malfait 2018 Belgium; general and mental health hospitals; questionnaires, observations, focus groups, working
with internal stakeholders and external stakeholders, patients, family members, patient represen-
tatives and president and secretaries of stakeholder committee.

McDaid 2009 Ireland; National mental health non-government organisations; semi-structured interviews; in
partnership with mental health professionals and consumers through advisory committee.

Nathan 2014 Australia; health region hospitals; interviews, observations, field notes; working with staK and con-
sumers representatives through committees.

Newberry 2005 Canada; Ontario branches of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

Wiig 2013 Norway; hospitals including micro and meso analysis at maternal and oncology services; inter-
views and non-participant observations, document analysis; working with patients, representative
ombudsmen, hospital managers and clinical staK through committees and meetings.

  (Continued)

 
 

Finding 11. Consumers could feel their experiential knowledge was not valued by health providers, leading to feelings of being dis-
missed or overridden. Some health providers perceived consumers' contributions were not as valuable in the partnership. Mutual re-
spect for knowledge and expertise facilitated partnerships.

Assessment of each CERQual component

Methodological limitations Minor concerns related to a limited number of studies not reporting researcher reflexivity.
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Coherence Moderate concerns regarding coherence as there was a fair difference in how well-supported some
subfindings were supported compared to others and some studies only contributed to one sub-
finding rather than multiple sub-findings.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy Minor concerns regarding adequacy due to less than 15 studies comprising this finding.

Overall CERQual assessment

Moderate level of confidence Due to moderate concerns regarding coherence; and minor concerns regarding methodological
limitations, relevance and adequacy.

Contributing studies

Study Context

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

Gurung 2017 Nepal; mental health organisations; interviews to involve mental health service users and care
givers in policy making, service planning, monitoring and research.

Haarsma 2015 Netherlands; Palliative care networks; interviews, focus groups and field notes; working with pa-
tient representatives and professional staK through sounding board group and management team
meetings.

Kidd 2007 Australia; rural mental health service; semi-structured interviews with consumer representatives
and health providers; steering committee.

Lewis 2014 Scotland; statutory sector and community groups; in partnership with service users, healthcare,
staK and managers through the policy planning committee.

McDaid 2009 Ireland; National mental health non-government organisations; semi-structured interviews; in
partnership with mental health professionals and consumers through advisory committee.

Newberry 2005 Canada; Ontario branches of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Potter 2016 USA; community-based services and children mental health; observations and interviews; in part-
nership with family members, health professionals through community collaboratives committee.

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

  (Continued)
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Finding 12. Consumers could experience token involvement in partnerships, including a lack of decision-making power, being leN
out of key discussions and being unable to contribute ideas outside health providers' priorities. Token involvement resulted in con-
sumers' feeling frustrated. Consumers valued contributing to tangible changes in health policy and services.

Assessment of each CERQual component

Methodological limitations Minor concerns for methodological limitations due to a limited number of studies not reporting re-
searcher reflexivity.

Coherence Minor concerns regarding coherence due to some sub-findings being slightly less well-supported
than others.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy No or very minor concerns regarding adequacy

Overall CERQual assessment

High level of confidence Due to minor concerns regarding methodological limitations, coherence and relevance.

Contributing studies

Study Context

Abelson 2004 Canada; health authorities; citizens and health decision makers; focus groups; working with a
range or regional health authority decision making processes.

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

Boivin 2014 Canada; health and social services centres; analysis of video transcripts, structured notes and ob-
servations; in partnership with public representatives, patients and professionals.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

DeCamp 2015 USA; hospital based primary care practice and ambulatory care; interviews; working with mothers,
consumer representatives and clinical staK on the advisory board.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.
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Gurung 2017 Nepal; mental health organisations; interviews to involve mental health service users and care
givers in policy making, service planning, monitoring and research.

Haarsma 2015 Netherlands; Palliative care networks; interviews, focus groups and field notes; working with pa-
tient representatives and professional staK through sounding board group and management team
meetings.

Heenan 2004 Northern Ireland; community health project; interviews with health service professionals, and com-
munity and voluntary workers.

IPFCC 2018 USA; hospitals; survey interviews, follow-up interviews, site visits, working with patients and fam-
ilies, health care professionals and hospitals, also referred to as the Patient and Family Advisory
Councils in hospitals.

Kidd 2007 Australia; rural mental health service; semi-structured interviews with consumer representatives
and health providers; steering committee.

Lewis 2014 Scotland; statutory sector and community groups; in partnership with service users, healthcare,
staK and managers through the policy planning committee.

Maher 2017 New Zealand; Innovation and improvement centre; analysis of workbooks and semi-structured in-
terviews; working with health professionals and patients through an experience based co-design
program.

Malfait 2018 Belgium; general and mental health hospitals; questionnaires, observations, focus groups, working
with internal stakeholders and external stakeholders, patients, family members, patient represen-
tatives and president and secretaries of a stakeholder committee.

McDaid 2009 Ireland; National mental health non-government organisations; semi-structured interviews; in
partnership with mental health professionals and consumers through advisory committee.

MacDonald 2015 UK; mental health service foundation trust in rural and urban areas; survey and interviews, focus
groups, document analysis and observations; working in partnership with elected and appointed
governors and pubic and patient governors in three foundation trusts.

Nathan 2014 Australia; health region hospitals; interviews, observations, field notes; working with staK and con-
sumers representatives through committees.

Newberry 2005 Canada; Ontario brancehs of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

Wiig 2013 Norway; hospitals including micro and meso analysis at maternal and oncology services; inter-
views and non-participant observations, document analysis; working with patients, representative
ombudsmen, hospital managers and clinical staK through committees and meetings.

  (Continued)

Consumers’ and health providers’ views and perceptions of partnering to improve health services design, delivery and evaluation: a co-
produced qualitative evidence synthesis (Review)

Copyright © 2023 The Authors. Cochrane Database of Systematic Reviews published by John Wiley & Sons, Ltd. on behalf of The Cochrane
Collaboration.

122



Cochrane
Library

Trusted evidence.
Informed decisions.
Better health.

 
 

Cochrane Database of Systematic Reviews

 
 

Finding 13. Working in partnership could affect health providers and consumer participants in both positive and negative ways.
Health providers perceived consumers provided a unique perspective that could improve services, but they were concerned about
the time pressures and unmet expectations that could accompany their involvement in partnerships. Consumers perceived there
were benefits of working in partnership, including empowerment, increased confidence, knowledge and skills. However, they report-
ed that participating in partnerships could be physically and/or emotionally demanding.

Assessment of each CERQual component

Methodological limitations No or very minor concerns for methodological limitations.

Coherence Minor concerns regarding coherence due to some sub-findings being slightly less well-supported
than others.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy No to very minor concerns regarding adequacy.

Overall CERQual assessment

High level of confidence Due to minor concerns regarding relevance and coherence.

Contributing studies

Study Context

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

Boivin 2014 Canada; health and social services centres; analysis of video transcripts, structured notes and ob-
servations; in partnership with public representatives, patients and professionals.

Byskov 2014 Africa; health sector; document analysis and observational interviews; in partnership with District
Council, Healthcare Management Team plus stakeholders through committees.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

DeCamp 2015 USA; hospital based primary care practice and ambulatory care; interviews; working with mothers,
consumer representatives and clinical staK on the advisory board.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Greco 2006 UK England; North and East Devon localities GPs and primary care; qualitative component of mixed
methods and interviews; in partnership with GPs, nurses, patients, health professionals through
patient and staK partnership groups (critical friend groups).
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Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.

Heenan 2004 Northern Ireland; community health project; interviews with health service professionals, and com-
munity and voluntary workers.

Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members through advisory groups.

Kidd 2007 Australia; rural mental health service; semi-structured interviews with consumer representatives
and health providers; steering committee.

Maher 2017 New Zealand; Innovation and improvement centre; analysis of workbooks and semi-structured in-
terviews; working with health professionals and patients through an experience based co-design
program.

McDaid 2009 Ireland; National mental health non-government organisations; semi-structured interviews; in
partnership with mental health professionals and consumers through advisory committee.

Nathan 2014 Australia; health region hospitals; interviews, observations, field notes; working with staK and con-
sumers representatives through committees.

Newberry 2005 Canada; Ontario branches of the Canadian Mental Health Association; interviews; in partnership
with executive directors, professionals and consumers through management, policy boards and
mental health boards of health agencies.

Potter 2016 USA; community-based services and children mental health; observations and interviews; in part-
nership with family members, health professionals through community collaboratives committee.

Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

Wiig 2013 Norway; hospitals including micro and meso analysis at maternal and oncology services; inter-
views and non-participant observations, document anslysis; working with patients, representative
ombudsmen, hospital managers and clinical staK through committees and meetings.

  (Continued)

 
 

Finding 14. Working in partnership was perceived to improve consumer involvement in strategic decision-making.

Assessment of each CERQual component

Methodological limitations No or very minor concerns for methodological limitations
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Coherence Moderate concerns regarding coherence as this finding has some contradictory findings.

Relevance Minor concerns regarding relevance due to a limited number of studies that are partially rather
than fully relevant. However, data comprised a broad range of countries (including LMICs), settings
and partnership purposes.

Adequacy Moderate concerns regarding adequacy due to less than 10 studies contributing to this finding.

Overall CERQual assessment

Moderate level of confidence Due to moderate concerns regarding coherence and adequacy; and minor concerns regarding rele-
vance.

Contributing studies

Study Context

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

Byskov 2014 Africa; health sector; document analysis and observational interviews; in partnership with District
Council, Healthcare Management Team plus stakeholders through committees.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Haarsma 2015 Netherlands; Palliative care networks; interviews, focus groups and field notes; working with pa-
tient representatives and professional staK through sounding board group and management team
meetings.

Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

  (Continued)

 
 

Finding 15. Working in partnership was perceived to enhance community ownership of health services .

Assessment of each CERQual component

Methodological limitations No or very minor concerns for methodological limitations

Coherence Minor concerns related to coherence due to a limited amount of conflicting data.

Relevance Moderate concerns regarding relevance as there is a reduced range of countries and contexts in-
cluded.
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Adequacy Moderate concerns regarding adequacy as this finding includes less than 10 studies.

Overall CERQual assessment

Moderate level of confidence Due to moderate concerns regarding relevance and adequacy.

Contributing studies

Study Context

Byskov 2014 Africa; health sector; document analysis and observational interviews; in partnership with District
Council, Healthcare Management Team plus stakeholders through committees.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Johns 2014 Tasmania Australia; community and rural health service, council and hospital; individual and group
interviews with local rural community members and representatives, health professionals, staK
members from centres, such as GPs, through a committee.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

  (Continued)

 
 

Finding 16. Working in partnership was perceived to lead to improvements in the person-centredness of health service culture.

Assessment of each CERQual component

Methodological limitations No or very minor concerns regarding methodological limitations.

Coherence No or very minor concerns regarding coherence.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy No or very minor concerns regarding adequacy.

Overall CERQual assessment

High level of confidence Due to minor concerns regarding relevance.

Contributing studies

Study Context
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Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

Byskov 2014 Africa; health sector; document analysis and observational interviews; in partnership with District
Council, Healthcare Management Team plus stakeholders through committees.

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

DeCamp 2015 USA; hospital based primary care practice and ambulatory care; interviews; working with mothers,
consumer representatives and clinical staK on the advisory board.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Goodman 2011 Kenya; health centres and dispensaries; interviews; in partnership with Health worker in-charge of
the health facility, district (rural) managers, health workers, health facility committee members,
and community members (patients).

Greco 2006 UK England; North and East Devon localities GPs and primary care; qualitative component of mixed
methods and interviews; in partnership with GPs, nurses, patients, health professionals through
patient and staK partnership groups (critical friend groups).

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.

IPFCC 2018 USA; hospitals; survey interviews, follow-up interviews, site visits, working with patients and fam-
ilies, health care professionals and hospitals, also referred to as the Patient and Family Advisory
Councils in hospitals.

Jha 2018 UK England; Training school and two hospitals; Qualitative component of mixed methods, work-
shops and patient safety intervention aimed at trainee doctors; working with patients with person-
al experience of harm or error during medical diagnosis, treatment, care either to themselves or
relatives and trainee doctors.

Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Sharma 2016 USA; primary care clinics; semi-structured interviews; working with patient, family members, care-
givers, clinic staK members, leaders and principle regional stakeholders in patient engagement
through the Participant Advisory Council.

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

Wiig 2013 Norway; hospitals including micro and meso analysis at maternal and oncology services; inter-
views and non-participant observations, document analysis; working with patients, representative
ombudsmen, hospital managers and clinical staK through committees and meetings.

  (Continued)
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Finding 17. Working in partnership was perceived to lead to improvements in the built environment of the health service.

Assessment of each CERQual component

Methodological limitations Minor concerns for methodological limitations due to a limited number of studies not reporting re-
searcher reflexivity

Coherence Minor concerns regarding coherence as some of the data is conflicting.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy Minor concerns regarding adequacy as less than 15 studies contributed to this finding.

Overall CERQual assessment

High level of confidence Due to minor concerns regarding methodological limitations, coherence, relevance and adequacy

Contributing studies

Study Context

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

DeCamp 2015 USA; hospital based primary care practice and ambulatory care; interviews; working with mothers,
consumer representatives and clinical staK on the advisory board.

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.

Haarsma 2015 Netherlands; Palliative care networks; interviews, focus groups and field notes; working with pa-
tient representatives and professional staK through sounding board group and management team
meetings.

Johns 2014 Tasmania Australia; community and rural health service, council and hospital; individual and group
interviews with local rural community members and representatives, health professionals, staK
members from centres, such as GPs, through a committee.

Nathan 2014 Australia; health region hospitals; interviews, observations, field notes; working with staK and con-
sumers representatives through committees.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Scholz 2018 Australia; tertiary referral hospital; semi-structured interviews; partnership with managers, clini-
cians and consumers.

Sharma 2016 USA; primary care clinics; semi-structured interviews; working with patient, family members, care-
givers, clinic staK members, leaders and principle regional stakeholders in patient engagement
through the Participant Advisory Council.
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Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

  (Continued)

 
 

Finding 18. Working in partnership was perceived to lead to improvements in health service design and delivery.

Assessment of each CERQual component

Methodological limitations No or very minor concerns for methodological limitations.

Coherence Minor concerns regarding coherence as some of the data is conflicting.

Relevance Minor concerns regarding relevance due to a limited number of studies being partially rather than
fully relevant.

Adequacy Minor concerns regarding adequacy because the finding includes less than 15 studies.

Overall CERQual assessment

High level of confidence Due to minor concerns regarding coherence, relevance and adequacy

Contributing studies

Study Context

Attree 2011 UK; health and social care/ cancer; Macmillian region; interviews with health professionals, in part-
nership with service user representatives (cancer patients) in the Committtee Network Partnership
Groups.

DeCamp 2015 USA; hospital based primary care practice and ambulatory care; interviews; working with mothers,
consumer representatives and clinical staK on the advisory board.

Durey 2016 Australia; district/ local health care services including hospitals; interviews, yarning circles (cultur-
ally appropriate for Indigenous Australians); working with Aboriginal community members on the
committee; health service users, health providers of Aboriginal health services, plus mainstream
health service providers and Aboriginal and non-Aboriginal professionals.

Greene 2018 USA; primary care specialist, paediatric clinic, ambulatory care; interviews and focus groups; in
partnership with patient partners and health providers through quality improvement team meet-
ings.

Heenan 2004 Northern Ireland; community health project; interviews with health service professionals, and com-
munity and voluntary workers.

Johns 2014 Tasmania Australia; community and rural health service, council and hospital; individual and group
interviews with local rural community members and representatives, health professionals, staK
members from centres, such as GPs, through a committee.

Lewis 2014 Scotland; statutory sector and community groups; in partnership with service users, healthcare,
staK and managers through the policy planning committee.

Maher 2017 New Zealand; Innovation and improvement centre; analysis of workbooks and semi-structured in-
terviews; working with health professionals and patients through an experience based co-design
program.
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Nathan 2014 Australia; health region hospitals; interviews, observations, field notes; working with staK and con-
sumers representatives through committees.

Restall 2013 Canada; mental health and social policy making context; semi-structured interviews, document re-
view and field notes; in partnership with consumers and health providers through policy debates
conducted in formal group formats.

Schaaf 2017 Zambia; Primary care at the local level; Interviews and focus groups; working with citizens, health
providers and locally-elected officials through a citizen voice and action group (world vision).

Sitzia 2006 UK England; local cancer services; semi-structured interviews; working with NHS staK and con-
sumers in partnership groups.

  (Continued)

 
 

Finding 19. Working in partnership could lead to improvements in health service evaluation.

Assessment of each CERQual component

Methodological limitations No or very minor concerns for methodological limitations.

Coherence Moderate concerns regarding coherence as this finding has some conflicting data.

Relevance Serious concerns regarding relevance due to only study is fully relevant and there is a significant
lack of diversity in settings and countries (including no LMICS) included in the finding.

Adequacy Serious concerns regarding adequacy due to only two studies comprising this finding.

Overall CERQual assessment

Very low level of confidence Due to serious concerns regarding coherence, relevance and adequacy.

Contributing studies

Study Context

CroN 2016 UK; Commissioning organisations; Interviews and observations; in partnership with managers,
clinicians and patient representatives through committee and a governing board.

Jivanjee 2007 USA; Children's mental health and ambulatory care; unstructured or semi-structured interviews
with mental health professionals, other service providers and community representatives, includ-
ing family members through advisory groups.

 

 

Appendix 4. Expanded matrix table

Based on the findings of the QES, we explored whether the trialists had described the following aspects of working in partnership:

1. Was the partnership conducted in a supportive government policy context?

2. Was the partnership conducted in a supportive organisational context?

3. Were consumers involved in the recruitment process?

4. Were resources in place to recruit and support members from groups who are underserved?

5. If expected to represent other consumers, were consumers facilitated to do this (e.g. with data, peer networks etc)?

6. Were strategies used to facilitate positive interpersonal dynamics in the partnership?
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7. Were consumers oKered training and practical support to facilitate their participation in the partnership?

8. Were consumers and health providers both clear about the expectations of the consumer role, and were consumers involved in shaping
their role?

9. Were strategies used to decrease the potential for consumers to feel intimidated a) in a formal group formats and b) working with health
providers?

10.Were strategies used to ensure consumers could contribute meaningfully to the agenda, including leading the meeting and/or
contributing their own priorities?

11.Were consumers involved meaningfully in decision-making in the partnership?

12.Were strategies used to reduce negative eKects of partnerships on both health providers and consumers?

Results key:

Y = yes

N = no

U = unsure/not reported

N/A = not applicable
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1 2 3 4 5 6 7 8 9 10 11 12

Greco 2006 U Y N Y Y Y Y N Y N U N

Jha 2018 U U N Y N/A Y Y Y Y Y Y Y

O'Connor 2019  Y U Y U Y Y Y U U U U Y

Persson 2013 U U N Y Y N Y U Y Y Y U

Wu 2019 U U Y Y Y Y Y Y Y U Y U
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Appendix 5. List of all studies included in the matrix analysis

Greco 2006

• Primary reference: Greco 2006

Jha 2018

• Primary reference: Jha 2018

• Supplementary references: Jha 2015, Quinton 2018, Winterbottom 2010, Wright 2016

O’Connor 2019

• Primary reference: O'Connor 2019

Persson 2013

• Primary reference: Persson 2013

• Supplementary references: Eriksson 2016, Eriksson 2018, Målqvist 2015 , Nga 2010, Nga 2012, Wallin 2011

Wu 2019

• Primary reference: Wu 2018

• Supplementary references: Wu 2019, Dadwal 2017, John Hopkins 2014, Ibe 2018

Appendix 6. CASP ratings of studies included in the synthesis

CASP questions

1. Was there a clear statement of the aims of the research?

2. Is a qualitative methodology appropriate?

3. Was the research design appropriate to address the aims of the research?

4. Was the recruitment strategy appropriate to the aims of the research?

5. Was the data collected in a way that addressed the research issue?

6. Has the relationship between researcher and participants been adequately considered?

7. Have ethical issues been taken into consideration?

8. Was the data analysis suKiciently rigorous?

9. Is there a clear statement of findings?

10. How valuable is the research?

Y = yes

N = no

C/T = can't tell

V = valuable
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CASP questionStudy ID

1 2 3 4 5 6 7 8 9 10

Abelson 2004 Y Y Y Y Y C/T Y Y Y V

Attree 2011 Y Y Y Y Y Y Y Y Y V

Boivin 2014 Y Y Y Y Y Y Y Y Y V

Byskov 2014 Y Y Y Y Y Y Y Y Y V

CroN 2016 Y Y Y Y Y Y Y Y Y V

DeCamp 2015 Y Y Y Y Y Y Y Y Y V

Durey 2016 Y Y Y Y Y Y Y Y Y V

Goodman 2011 Y Y Y Y Y C/T Y Y Y V

Greco 2006 Y Y Y Y Y Y Y Y Y V

Greene 2018 Y Y Y Y Y C/T Y Y Y V

Gurung 2017 Y Y Y Y Y Y Y Y Y V

Haarsma 2015 Y Y Y Y Y Y Y Y Y V

Heenan 2004 Y Y Y Y Y C/T Y Y Y V

IPFCC 2018 Y Y Y Y Y C/T N Y Y V

Jha 2018 Y Y Y Y Y C/T Y Y Y V

Jivanjee 2007 Y Y Y Y Y Y Y Y Y V

Johns 2014 Y Y Y Y Y C/T Y Y Y V

Kidd 2007 Y Y Y Y Y C/T Y Y Y V

Lewis 2014 Y Y Y Y Y C/T Y Y Y V
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MacDonald 2015 Y Y Y Y Y Y Y Y Y V

Maher 2017 Y Y Y Y Y Y N Y Y V

Malfait 2018 Y Y Y Y Y C/T Y Y Y V

McDaid 2009 Y Y Y Y Y C/T N Y Y V

Nathan 2014 Y Y Y Y Y C/T Y Y Y V

Newberry 2005 Y Y Y Y Y Y Y Y Y V

Potter 2016 Y Y Y Y Y C/T Y Y Y V

Restall 2013 Y Y Y Y Y C/T Y Y Y V

Rutebemberwa 2009 Y Y Y Y Y Y Y Y Y V

Schaaf 2017 Y Y Y Y Y Y Y Y Y V

Scholz 2018 Y Y Y Y Y C/T Y Y Y V

Sharma 2016 Y Y Y Y Y C/T Y Y Y V

Sitzia 2006 Y Y Y Y Y C/T Y Y Y V

Wiig 2013 Y Y Y Y Y C/T Y Y Y V

  (Continued)
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Appendix 7. CINAHL search strategy

 

Search ID# Search Terms

S52 S31 AND S49

S51 S31 AND S49

S50 S31 AND S49

S49 S35 AND S39 AND S48

S48 S40 OR S41 OR S42 OR S43 OR S44 OR S45 OR S46 OR S47

S47 MH "Program Evaluation" OR (AB (health service*))

S46 MH "Program Implementation"

S45 MM "Quality Improvement"

S44 MH "Decision Making"

S43 MM "Community Mental Health Services"

S42 MM "Decision Making, Patient"

S41 MH "Community Health Services"

S40 MM "Health Care Delivery"

S39 S36 OR S37 OR S38

S38 TX (partner* or participat* or consult* or decision* or deliberation* or (co design*) or involv* or
contribut* or role* or empower* or engag* or collab* or advoca* or organisation* or organization*
or respons*)

S37 TX (experience based N2 design)

S36 (MH "Patient Centered Care")

S35 S32 OR S33 OR S34

S34 MH "Professional-Patient Relations"

S33 (MH “Consumer Participation”) OR ( TI ( consumer N2 particip* OR client* N2 engage* OR stake-
holder* N2 engage* OR communit* N2 particip* or patient* N2 particip* or client* N2 particip* or
citizen* N2 particip* or consumer N2 involve* or patient* N2 involve* or client* N2 involve* or citi-
zen* N2 involve* ) or AB ( consumer N2 particip* OR communit* N2 particip* or client* N2 engage*
OR stakeholder* N2 engage* OR patient* N2 particip*or client* N2 particip* or citizen* N2 particip*
or consumer N2 ...

S32 (MH "Patient Care Conferences+") OR (MH "Consumer Attitudes") OR (stakeholder* N2 (participat*
or engag* or involv* or satisf*)) OR (patient* N2 (participat* or engag* or involv* or satisf*))

S31 (MH "Qualitative Studies+")
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S30 S23 OR S24 OR S25 OR S26 OR S27 OR S28 OR S29

S29 TI participatory systems approach to design for safer integrated medicine management

S28 TI Implementing patient centred cancer care

S27 TI Utilizing experience based co design to improve the experience of patients accessing emergency
departments in New South Wales

S26 TI Same description different values

S25 TI Investigating the role of NHS Foundation Trust governors in the governance of patient safety

S24 aiming for inclusion case study

S23 TI community representatives on health service committees

S22 S1 AND S19

S21 S1 AND S19

S20 S1 AND S19

S19 S5 AND S9 AND S18

S18 S10 OR S11 OR S12 OR S13 OR S14 OR S15 OR S16 OR S17

S17 MH "Program Evaluation" OR (AB (health service*))

S16 MH "Program Implementation"

S15 MM "Quality Improvement"

S14 MH "Decision Making"

S13 MM "Community Mental Health Services"

S12 MM "Decision Making, Patient"

S11 MH "Community Health Services"

S10 MM "Health Care Delivery"

S9 S6 OR S7 OR S8

S8 TX (partner* or participat* or consult* or decision* or deliberation* or (co design*) or involv* or
contribut* or role* or empower* or engag* or collab* or advoca* or organisation* or organization*
or respons*)

S7 TX (experience based N2 design)

S6 (MH "Patient Centered Care")

S5 S2 OR S3 OR S4

S4 MH "Professional-Patient Relations"

  (Continued)
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S3 (MH “Consumer Participation”) OR ( TI ( consumer N2 particip* OR client* N2 engage* OR stake-
holder* N2 engage* OR communit* N2 particip* or patient* N2 particip* or client* N2 particip* or
citizen* N2 particip* or consumer N2 involve* or patient* N2 involve* or client* N2 involve* or citi-
zen* N2 involve* ) or AB ( consumer N2 particip* OR communit* N2 particip* or client* N2 engage*
OR stakeholder* N2 engage* OR patient* N2 particip*or client* N2 particip* or citizen* N2 particip*
or consumer N2 ...

S2 (MH "Patient Care Conferences+") OR (MH "Consumer Attitudes") OR (stakeholder* N2 (participat*
or engag* or involv* or satisf*)) OR (patient* N2 (participat* or engag* or involv* or satisf*))

S1 (MH "Qualitative Studies+")

  (Continued)

 

Appendix 8. Embase search strategy

1. community participation/

2. stakeholder engagement/

3. patient participation/

4. Patient-Centered Care/

5. ((patient* or communit* or consumer* or user* or carer* or caregiver* or client* or famil* or lay*) adj3 (decid* or decision* or engag*
or involv* or participat*)).ti,ab,kw.

6. or/1-5

7. health care planning/

8. exp patient care/

9. *outpatient department/

10. *mental health service/

11. exp *"community care"/

12. exp *"health service"/

13. total quality management/

14. *"public hospital"/

15. exp health care quality/

16. exp health care delivery/

17. integrated health care system/

18. or/7-17

19. public relations/

20. advisory committee/

21. (partner* or participat* or consult* or decision* or deliberation* or co#design* or involv* or contribut* or role* or empower* or engag*
or collab* or advoca* or organi#ation* or respons*).ti,ab,kw.

22. (experience based adj2 design).ti,ab,kw.

23. or/19-22

24. qualitative.tw.
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25. qualitative study.tw.

26. or/24-25

27. and/6,18,23,26

28. limit 27 to (english language and yr="2000 -Current")

Appendix 9. Glossary of key terms

Consumers: for the purposes of this review, consumers were defined a patient, carer or community member who brought their perspective
to health service partnerships. The term also included consultants who were employed by the health service to represent the patient or
carer perspective. This definition is a simplified version of that used in the companion intervention eKects review (Lowe 2021).

Formal group partnerships: for the purposes of this review, formal group partnerships were defined as consumers and health providers
meeting jointly and regularly in formal group formats (e.g. committees, councils, working groups) to share decision-making for the purpose
of planning, delivery or evaluation in one or more health service(s). The same definition was used in the companion intervention eKects
review (Lowe 2021).

Health providers: for the purposes of this review, health providers referred to a person who had a health policy, management,
administrative, or clinical role and who participated in formal partnerships in an advisory or representative capacity. A health provider
did not include a person whose primary role was a health researcher. This definition is a simplified version of that used in the companion
intervention eKects review (Lowe 2021).

Health services: defined as public or privately funded services that provide direct care to consumers in primary (e.g. community health
centres, general practitioner practices, private practices, dispensaries), secondary (e.g. specialist outpatient clinics), or tertiary settings
(e.g. hospitals). We included home and residential services only when they were primarily providing health or nursing care (e.g. home-
based nursing services, nursing homes, residential rehabilitation services, or hospices). The same definition was used in the companion
intervention eKects review (Lowe 2021).

Intervention eFects review: in a systematic review of intervention eKects, the researchers aim to locate, assess the risk of bias, and
synthesise all of the available evidence related to a specific research question about the eKects of an intervention. The companion
intervention eKects review by Lowe 2021 addressed the question ‘what are the eKects of consumers and health providers working in
partnership on health services planning, delivery and evaluation'?

Partnering (as an intervention): For the purposes of this review, the intervention was defined as:

• consumers and health providers engaged in formal group formats, such as committees, councils, boards or steering groups;

• the group involved at least one consumer and at least one health provider;

• the group met jointly, more than once via face-to-face or electronic modes;

• the group was either ongoing or time-limited (for example, groups formed for a specific project);

• the group made joint decisions for planning and/or delivery and/or evaluation of health services.

The same definition was used in the companion intervention eKects review (Lowe 2021).

Qualitative evidence synthesis: in a systematic review of qualitative evidence, the researchers aim to locate, assess the methodological
quality, and synthesise evidence related to a specific research question about the experience of a phenomenon. When combined with an
intervention eKects review, the qualitative evidence synthesis aims to help understand how the intervention works, for whom, and in what
context, and how best to implement it (Flemming 2019). In this case, the question is ‘what are consumers and health providers’ views and
experiences of partnering to improve health services planning, delivery and evaluation'?

W H A T ' S   N E W

 

Date Event Description

30 May 2023 Amended Plain Language Summary edited to remove inadvertent under-
lining of all text.
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Review first published: Issue 3, 2023

C O N T R I B U T I O N S   O F   A U T H O R S

BM - screening, sampling, data extraction, data analysis, quality appraisal, CerQual assessments, development of matrix, development of
best practice principles, draNing the review, organising and participating in stakeholder advisory panel meetings

LS - screening, sampling, data extraction, data analysis, quality appraisal, providing feedback on draNs

AV - data extraction, quality appraisal, CerQual assessments, development of matrix, development of best practice principles, participating
in stakeholder advisory panel meetings, draNing the review

DL - screening, quality appraisal, data analysis, participating in stakeholder advisory panel meetings, providing feedback on draNs

LW - screening, quality appraisal, participating in stakeholder advisory panel meetings, development of best practice principles, providing
feedback on draNs

CW - screening, data analysis, stakeholder advisory panel member, development of best practice principles, providing feedback on draNs

LGW - screening, quality appraisal, data analysis, providing feedback on draNs

VX - quality appraisal, data analysis, providing feedback on draNs

CC - screening, assistance with data analysis and quality appraisal, providing feedback on draNs

NR - screening, stakeholder advisory panel member, planning of stakeholder advisory panel meetings, development of best practice
principles, providing feedback on draNs

PB - screening, stakeholder advisory panel member, planning of stakeholder advisory panel meetings, development of best practice
principles, providing feedback on draNs

RC - screening, stakeholder advisory panel member, development of best practice principles, providing feedback on draNs

FM - screening, stakeholder advisory panel member, development of best practice principles, providing feedback on draNs

NM - screening, stakeholder advisory panel member, development of best practice principles, providing feedback on draNs

AM - screening, stakeholder advisory panel member, development of best practice principles, providing feedback on draNs

LS - stakeholder advisory panel member, development of best practice principles, providing feedback on draNs

SB - screening, stakeholder advisory panel member, providing feedback on draNs

MG - screening, stakeholder advisory panel member, providing feedback on draNs

DM - screening, stakeholder advisory panel member, providing feedback on draNs

CG - screening, providing feedback on draNs

LE - planning of stakeholder advisory panel meetings, stakeholder panel member, providing feedback on draNs

LA - stakeholder panel member. providing feedback on draNs

NP - stakeholder panel member, providing feedback on draNs

RR - providing feedback on draNs, methodological guidance throughout the review

SH - stewardship of the review, screening, sampling, quality appraisal, methodological guidance throughout review, participating in
stakeholder advisory panel meetings, development of best practice principles, providing feedback on draNs

None of the authors listed above were involved in the conduct, analysis or publication of any of the included studies.

D E C L A R A T I O N S   O F   I N T E R E S T

BM - no relevant interests; former Joint Managing Editor of Cochrane Consumers and Communication Group until June 2021. BM was not
involved in the editorial process for this review.

LS - none known.
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AV - none known.

DL - no relevant interests; former Technical Editor of Cochrane Consumers and Communication until March 2021. DL was not involved in
the editorial process for this review.

LW - no relevant interests; shared own opinions and comments on own social media regarding consumer engagement in health service
design and health service research; registered physiotherapist who works in health service research and teaches subjects in physiotherapy
degrees; consulting work for Consumers Health Forum of Australia (ongoing); consumer representative with ongoing consumer roles with
consumers Health Forum of Australia and the Victorian Clinical Informatics Council (Department of Health); Managing Editor of Cochrane
Consumers and Communication. LW was not involved in the editorial process for this review.

CW - no relevant interests; Senior Engagement OKicer, Metro South Hospital and Health Service.

LGW - none known.

VX - none known.

CC - none known.

NR - none known.

PB - none known.

FM - CatholicCare Victoria (Clinical Services Practice Leader); Medibank Private (stock).

RC - no relevant interests; Director Partnerships, Clinical Education and Planning at the Royal Victorian Eye and Ear Hospital (as part of this
role - mange the Patient Experience Team and also lead the work to meet the ACSQHC National Standard 2: Partnering with consumers.

NM - no relevant interests; Clinical Trials Manager, Peter MacCallum Cancer Centre, 2017-2019; Medical Scientist (Casual Position), St.
Vincent's Hospital Melbourne, 2020-present; Quality Consultant (Casual Position,  Hudson Institute of Medical Research, 2020-present.

AM - none known.

DM - Weenthunga Health Network (Board Member).

LS - no relevant interests; Psychologist, Department of Communities, Western Australia.

SB - none known.

MG - no relevant interests; Board Member of the Health Issues Centre (a not for profit organisation that advocates for consumer involvement
in planning and delivery of health care).

CG - no relevant interests; Resident at Authority Health, Michigan State University.

LE - none known.

LA - none known.

NP - no relevant interests; Australian Commission on Safety and Quality in Health Care (government agency with position on partnering
with consumers).

RR - no relevant interests; Co-ordinating Editor of Cochrane Consumers and Communication. RR was not involved in the editorial process
for this review.

SH - no relevant interests; former Joint Co-ordinating Editor of Cochrane Consumers and Communication until June 2022. SH was not
involved in the editorial process for this review.
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Internal sources

• La Trobe University, Australia

BM received funding from La Trobe University towards undertaking this review

External sources

• No sources of support provided
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D I F F E R E N C E S   B E T W E E N   P R O T O C O L   A N D   R E V I E W

The title of this review has been changed twice. Firstly, the title was changed from Consumers and health providers working in partnership
for the promotion of person-centred health services: a co-produced qualitative evidence synthesis to Consumers and health providers working
in partnership to improve health services' planning, delivery and evaluation: a co-produced qualitative evidence synthesis. The title was
changed to maintain consistency with the eKectiveness review. The title of the eKectiveness review was changed to reflect peer review
feedback that the terms "working in partnership" and "person-centred care" were an oxymoron. Prior to publication, the title was changed
again from Consumers and health providers working in partnership to improve health services' planning, delivery and evaluation: a co-
produced qualitative evidence synthesis to Consumers and health providers' views and perceptions of partnering to improve health services
design, delivery and evaluation: a co-produced qualitative evidence synthesis to align more closely with the titles of other QES published
in the Cochrane Library.

The Background section of this review has been updated to focus more explicitly on formal group partnerships, and reduce focus on person-
centred care, to reflect feedback on the companion eKectiveness review.

The Methods section has several diKerences compared to the protocol:

• Inclusion criteria: following feedback from our Stakeholder Panel, we refined the inclusion criterion of "sharing responsibility for
decisions" to become "making joint decisions". The Stakeholder Panel expressed that, in practice, many of the formal group
partnerships between consumers and health providers did not share ultimate responsibility for decisions, because responsibility lay
with hospital executives. However, they could make "joint decisions or recommendations" to higher authorities. The inclusion criteria
of the companion eKectiveness review was also updated consistent with this feedback.

• Data synthesis approach: the reasons for changing from Thematic Synthesis to Framework Synthesis have been reported in the 'Data
synthesis' section.

• Using the synthesised qualitative findings to supplement the Cochrane eKectiveness review: we used a matrix approach rather than
a sequential approach to integrate the qualitative findings with the quantitative findings. This change was made aNer the publication
of the protocol when we were determining the method for developing the best practice principles, for which the matrix method was
more suited.

N O T E S

This protocol includes standard text and guidance provided by Cochrane Consumers and Communication (Ryan 2016).

I N D E X   T E R M S

Medical Subject Headings (MeSH)

Caregivers;  Community Participation;  *Health Personnel;  *Health Services

MeSH check words

Humans
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