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Abstract

Service user engagement and health service reconfiguration:
a rapid evidence synthesis

Jane Dalton,’™ Duncan Chambers,’ Melissa Harden,' Andrew Street,?
Gillian Parker3 and Alison Eastwood'

1Centre for Reviews and Dissemination, University of York, York, UK
2Centre for Health Economics, University of York, York, UK
3Social Policy Research Unit, University of York, York, UK

*Corresponding author jane.dalton@york.ac.uk

Background: UK NHS organisations are required to consult patients and the public about proposals for
major changes to services. The evidence base for current UK guidance is unclear.

Objectives: To assess what is known about effective patient and public engagement in reconfiguration
processes and to identify implications for further research.

Design: Rapid evidence synthesis.

Setting: Health services affected by reconfiguration proposals in the UK (particularly the English) NHS and
similar health systems.

Participants: Members of the public and their representatives, patients and patient groups.

Interventions: Any intervention to encourage patients and the public and their representatives to be
involved in discussions about proposals for major service change.

Main outcome measures: Any measure of ‘successful’ engagement as reported by health service
decision-makers, patients and public representatives. We were also interested in the outcome of
controversial reconfiguration proposals.

Data sources: We carried out separate searches for systematic reviews, primary research studies and
grey literature. Database searches were limited to material published in English from 2000 to March 2014.

Review methods: Final decisions on study inclusion were made by two reviewers independently. We used
EPPI-Reviewer 4 (Evidence for Policy and Practice Information and Co-ordinating Centre, University of
London, London, UK) to record decisions and for data extraction and quality assessment. We carried out

a narrative synthesis using multiple frameworks (including pre-specified research questions and current
guidance). In synthesising the case studies, we selected a number of ‘exemplars’ based on quality of
reporting and some evaluation of the process of engagement.

Results: Eight systematic reviews, seven empirical research studies and 24 case studies (six exemplars)
were included. Methods of engagement varied in nature and intensity, and generally involved a mixed
methods approach. There was no evidence on the isolated impact of any particular engagement method
or collection of methods. In general, engagement was most likely to be successful when the process
started at an early stage, offered opportunities for genuine interaction and was led and supported by
clinicians involved in delivering the relevant services. The impact of engagement was variably measured
and demonstrated. Impact was more frequently defined in terms of process measures than success or
failure of reconfiguration. Little was reported on the potential negative impact of service user engagement.
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ABSTRACT

Conclusions: Patients and the public could be engaged through a wide variety of methods. In selecting
which methods to employ locally, decision-makers should take into account the nature of the local
population and of the proposed service changes. Problems often arose because decision-makers paid
insufficient attention to issues considered important by the public. NHS England guidance could be a
helpful practical framework for future engagement activity.

Future work: Clearly reported evaluations of interventions are needed including those that test the
sustainability of methods of engagement and their impact over time. The NHS England guidance on
planning and delivering service change may provide a foundation for the design of future research.

Funding: Commissioned by the National Institute for Health Research Health Service and Delivery Research
(HSDR) programme from the University of York HSDR Evidence Synthesis Centre (project no. 13/05/11).
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Plain English summary

he need to fully engage patients and the public in discussions and decisions about changes to the way

health services are delivered (reconfiguration) is generally recognised. Proposed changes (such as
moving services from one place to another) are often unpopular. Effective public engagement may help to
overcome people’s objections (sometimes by changing the original proposals). In contrast, inadequate
consultation may lead to proposals being delayed or challenged in the courts.

The purpose of this research was to assess what is known about effective patient and public engagement
in reconfiguration processes. We did this by searching for and summarising relevant information from
published research and relevant websites. We were particularly interested in overviews of research and
examples of good practice relevant to the NHS.

We found that patients and the public have been engaged in a wide variety of ways ranging from public
meetings and distribution of information to the use of social media. In general, engagement was most
likely to be successful when the process started at an early stage of planning service change, offered
opportunities for genuine interaction and was led and supported by health professionals. Problems were

most likely if NHS organisations did not pay enough attention to issues considered important by the public.

NHS organisations should report on how they have involved patients and the public in decisions about
changes to services. They should also evaluate the results of the consultations (e.g. how satisfied people
were with the process and what was actually done as a result).
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Scientific summary

Background

The need to fully engage staff, patients and the public in discussions and decisions about changes to the
way health services are delivered has been recognised for many years. In England, local authority health
overview and scrutiny committees must be consulted by local NHS bodies about proposals for substantial
changes to services. Committees can refer proposals to the Secretary of State for Health if they are not
satisfied with the consultation process or consider that the proposals are not in the interests of the health
service in their area. The Independent Reconfiguration Panel (IRP) provides independent advice to the
Secretary of State in such cases. More recently, the Health and Social Care Act 2012 established a new
mechanism (Healthwatch) to drive patient involvement locally and nationally across the NHS. Best practice
guidance is available from several sources, for example NHS England’s Planning and Delivering Service
Changes for Patients (Leeds: NHS England; 2013) and Transforming Participation in Health and Care (Leeds:
NHS England; 2013). Proposals for service changes by commissioners and other bodies are required to pass
four tests, the first of which is to be able to demonstrate evidence of strong public and patient engagement.

While much of the guidance reflects common sense, there is a need to establish the strength of the

evidence base around different approaches to public engagement and involvement and in terms of impact.

Proposed changes to health service delivery are often controversial locally and sometimes nationally.
Effective public engagement may help resolve controversy and result in a broad consensus on the way
forward. In contrast, inadequate consultation may result in lack of agreement, leading to proposals being
delayed or referred to the IRP or ultimately the courts.

A wide variety of approaches to public engagement and involvement are available. Examples include
surveys, face-to-face and telephone interviews, public meetings, focus groups, online consultations
(including use of social media), local referenda and citizens' juries (also known as citizen panels or
stakeholder dialogues). The available literature describing and evaluating how these approaches have
operated in practice appears to be disparate and widely scattered. Any evidence that can clarify factors
associated with positive public engagement will be of value both to NHS decision-makers and to society
as a whole.

Objectives

To assess what is known about effective patient and public engagement in reconfiguration processes and
to identify implications for further research. The specific research questions were as follows:

1. How have patients and the public been engaged in decisions about health service reconfiguration in
the past?

How has patient and public involvement affected decisions about health service reconfiguration?
Which types of patient and public involvement have had the greatest impact on these decisions?
Which methods of patient and public involvement are likely to be sustainable/repeatable?

How have differing opinions about reconfiguration between patients, public, and clinical experts and
other senior decision-makers been negotiated and resolved?

vk W
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SCIENTIFIC SUMMARY

Methods

Scope and definitions

The project was resourced as a rapid evidence synthesis. There is no generally accepted definition of this
term and a number of other terms have been used to describe rapid reviews incorporating systematic
review methodology modified to various degrees. Our intention was to carry out a review using systematic
and transparent methods to identify and appraise relevant evidence and produce a synthesis that goes
beyond identifying the main areas of research and listing their findings. However, we foresaw that

the process would be less exhaustive and the outputs somewhat less detailed than might be expected
from a full systematic review. Added to this, we expected to find limited evidence on the subject in the
peer-reviewed primary literature.

The focus of the review was reconfiguration of health service provision in the NHS. Reconfiguration
includes large-scale system change, such as relocation of hospitals, (re)location of specialist care and
changes in provision of urgent/emergency/out-of-hours care. We did not consider small-scale change,
for example at hospital ward level or within a general practitioner practice.

We defined patient/public/user/carer engagement or democratic involvement as including any means of
seeking and responding to the views of patients and the wider public at any stage of the process of
reconfiguration (including identifying possible options for change). We have not attempted to standardise
the varied terminology used to indicate service user engagement across the included studies. In our search
strategy, terms included ‘user’ and ‘carer’ engagement and involvement. The scope included existing
patients, carers and their representative groups, and the general public and their representatives (e.g. local
councillors and Members of Parliament).

Data sources
We carried out separate searches for systematic reviews, primary research studies and grey literature.
Searches were limited to material published in English from 2000 to March 2014.

We looked for relevant evidence in three main areas:

® Systematic reviews of methods of/approaches to patient/public engagement. We included only reviews
that are relevant to patient/public involvement in decisions about health service reconfiguration.
Reviews of patient/public involvement in research were excluded.

® Empirical studies of any design evaluating methods of/approaches to patient/public engagement.
Studies that focus on involvement in research were excluded.

® (Case studies that have examined how patient/public involvement has worked in specific examples of
system change in the recent past.

The following databases were searched for systematic reviews: the Cochrane Database of Systematic Reviews
(CDSR), the Campbell Library, Database of Abstracts of Reviews of Effects, Database of Promoting Health
Effectiveness Reviews, the Evidence for Policy and Practice Information and Co-ordinating Centre (EPPI-Centre),
Evidence Library and Health Systems Evidence (www.mcmasterhealthforum.org/hse/). For primary research we
searched MEDLINE and MEDLINE In-Process & Other Non-Indexed Citations, Applied Social Sciences Index and
Abstracts, Health Management Information Consortium, PsycINFO, Social Care Online and the Social Science
Citation Index. In addition to the database searches, a wide range of websites relevant to UK health policy,
health service delivery and organisation, and user engagement were searched to identify any policy documents,
reports, case studies or grey literature.

NIHR Journals Library www. journalslibrary.nihr.ac.uk
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The following were excluded:

‘emergency’ reconfigurations triggered by failure of a service provider, such as a NHS trust
consultation/involvement of NHS staff, except as part of a broader consultation where staff and
patient/public involvement could not be separated

® patient/public representation on bodies where reconfiguration is part of the remit but is not the
main focus

® patient/public engagement methods where complaints management is the focus (e.g. patient advice
and liaison service and the Healthwatch independent advocacy arm).

Review methods

Records were managed within an EndNote library (EndNote version X6, Thomson Reuters, CA, USA).

Final decisions on study inclusion were made by two reviewers independently. We used EPPI-Reviewer 4
(Evidence for Policy and Practice Information and Co-ordinating Centre, University of London, London, UK)
to record decisions and for data extraction and quality assessment. We carried out a narrative synthesis
using multiple frameworks (including pre-specified research questions and current guidance). In synthesising
the case studies, we selected a number of ‘exemplars’ based on quality of reporting and some evaluation
of the process of engagement.

Results

The searches identified 2322 potentially relevant references, of which 1896 were excluded based on title
and abstract and 15 were unobtainable. Following screening of full texts and websites, eight systematic
reviews, seven empirical research studies and 24 case studies (six exemplars) were included. The evidence

contributed to answering research questions about methods of engagement and effects on decision-making.

Evidence was less substantial in relation to research questions about the differential effects of methods, their
sustainability and the means of negotiating differences between stakeholders. Methods of engagement
were varied in nature and intensity, and generally involved a mixed methods approach. Engagement
programmes were conducted across a range of health services with diverse audiences. There was no
evidence on the isolated impact of any particular engagement method or collection of methods. There was
little detail about their sustainability.

The impact of engagement was variably measured and demonstrated. Impact was more frequently defined
in terms of process measures rather than success or failure of reconfiguration. Key process factors
identified were organisation readiness and commitment to service user engagement, clarity of aims and
adequate resources. Although the overall quality of evidence was mixed, key factors specifically associated
with positive service user engagement were identified from the exemplar case studies. Indeed, the
exemplars identified may represent what good evidence looks like. Clearly reported objectives, methods,
contextual detail and reflective reporting are key elements to achieving good-quality evidence in the
future. Little was reported on the potential negative impact of service user engagement, but the variable
effect of media coverage (which may encourage polarised views) was highlighted; lessons from past
referrals to the IRP appeared potentially helpful.
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This review has identified that meaningful engagement is hard to achieve, and research to evaluate its
impact is difficult to conduct.

Nevertheless, our review demonstrated that it was possible to address these difficulties. Great advances
have been made to set out frameworks for engaging users in discussions and decisions about service
reconfigurations. We found a number of exemplar case studies which showed meaningful engagement
could be achieved. Our review also demonstrated that present NHS England guidance goes some way to
providing a helpful working framework for future engagement activity. Moreover, although the evidence
base was not large, we found studies that provided insight into the value of user engagement and its
impact on shaping service reconfiguration. In particular, this review has succeeded in clarifying some of the
factors associated with positive service user engagement.

Patients and the public could be engaged through a wide variety of methods ranging from public meetings
and distribution of information to the use of modern social media. People could be engaged as individuals,
in small groups and in larger groups. In selecting which methods to employ locally, decision-makers will
need to take into account the nature of the local population and of the proposed service changes. In
general, engagement was most likely to be successful when the process started at an early stage of
planning service change, offered opportunities for genuine interaction, and was led and supported by
clinicians involved in delivering the relevant services. Interactive methods involving small groups, such as
citizens' juries, could be very successful, although there may be difficulties in recruiting genuinely
representative samples.

Our review also highlighted the importance of engaging with public representatives (in England primarily in
the form of local authority scrutiny committees). The committees were important because of their power
to refer disputed reconfiguration proposals to the IRP, an outcome that NHS decision-makers should seek
to avoid. The IRP’s summary of lessons from its reviews is an important resource, as is the availability of
informal advice from the IRP.

The IRP report noted that problems often arose because NHS decision-makers paid insufficient attention to
issues considered important to the public. There was evidence from case studies and public opinion
research that many people were unwilling to accept longer journey times in return for the promise of
better care at specialised centres. Since reconfiguration often involves centralisation of services, tackling
these issues may warrant consideration by the leadership of the NHS at the national and local levels. There
were potentially divergent issues to consider across other challenges to the NHS, such as decentralisation
of services across several locations or moving services from one location to another.

Given that service reconfiguration dominates the health policy agenda in almost all countries, it is essential
to build upon the practical and research foundations that have already been laid.

The NHS England stages of reconfiguration may provide a helpful framework on which to base plans for
future service user engagement programmes. However, this framework should not necessarily be
considered as a linear process or a set of distinct elements. The ‘ladder of engagement and participation’,
based on the work of Sherry Arnstein (Arnstein SR. A ladder of citizen participation. J Am Inst Plan
1969;35:216-24), seemed to offer less practical value. The four-dimensional framework developed by
Gibson et al. [Gibson A, Britten N, Lynch J. Theoretical directions for an emancipatory concept of patient
and public involvement. Health (London) 2012;16:531-47] may be worth further evaluation.
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Within the NHS England framework, some key factors contributing to successful engagement and/or
service reconfiguration appeared to be:

ensuring a clear understanding of the local context

early engagement; consulting widely

demonstrating clinical-led case for change, with focus on service improvement rather than cost savings
demonstrating openness and developing shared understanding of change through local

partnership working

promoting ownership of the change model and feedback results of engagement

implementing strong managerial leadership

using mixed approaches, particularly deliberative methods of engagement, targeted where necessary
for different population groups

considering access and transport issues as part of service change

evaluation; follow-up

expecting the unexpected.

Of these key factors, the one aspect that seemed most pressing was the striking need for robust evaluation
and follow-up in user engagement programmes. Where evaluation had taken place — and particularly in
relation to some potentially valuable case studies — it was largely poorly reported and therefore difficult to
appraise from a research viewpoint. Quality of reporting may be limited by time constraints in health-care
practice and naturally less concern for academic rigour. However, present reporting made it difficult to
learn and move forward. Evaluation of user engagement in future health service reconfiguration is vital if
we are to avoid reinventing the wheel each time public interaction is required. Ideally, evaluation should be
conducted independently of those directing the engagement programme and should be embedded
throughout the entire process from planning to implementation. Specific attention should be paid to
explicitly and consistently describing the contextual characteristics of the situation, methods of engagement,
outcomes measured, overall impact (including positive and negative impact, and differential effects of
engagement methods), sustainability of efforts (through appropriate follow-up) and lessons to be learned.
The need to publish evidence on methods and impact of patient and public voice activity was touched upon
in NHS England’s Transforming Participation in Health and Care (NHS England. Transforming Participation in
Health and Care: ‘The NHS Belongs to Us All’. Leeds: NHS England; 2013).

Implications for research

The NHS England guidance on stages of reconfiguration may be of value in providing a generalisable
approach and basis for user engagement in practice. The guidance may also provide a foundation for the
design of future research on the evaluation of user engagement in service reconfiguration. These aspects
were recommended areas of future research, together with an exploration of how the guidance might
apply beyond the NHS setting.

In addition, further longer-term evaluations are needed to test the sustainability of methods of engagement
and their impact over time. More research may also be warranted on the specific impact of interventions

in negotiating and resolving differing opinions between patients, the public and clinical experts.
Cost-effectiveness evaluation of engagement methods would be beneficial.

Funding

Commissioned by the National Institute for Health Research Health Service and Delivery Research (HSDR)
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Chapter 1 Background

he need to fully engage staff, patients and the public in discussions and decisions about changes to the

way health services are delivered has been recognised for many years. In England, local authority health
overview and scrutiny committees must be consulted by local NHS bodies about proposals for substantial
changes to services. Committees can refer proposals to the Secretary of State for Health if they are not
satisfied with the consultation process or consider that the proposals are not in the interests of the health
service in their area. The Independent Reconfiguration Panel (IRP) provides independent advice to the
Secretary of State in such cases.” More recently, the Health and Social Care Act 20122 established a new
mechanism (Healthwatch) to drive patient involvement locally and nationally across the NHS. Best-practice
guidance is available from several sources, such as NHS England’s Planning and Delivering Service
Changes for Patients® and Transforming Participation in Health and Care.* Proposals for service changes
by commissioners and other bodies are required to pass four tests, the first of which is to be able to
demonstrate evidence of strong public and patient engagement. The remaining tests seek to demonstrate
consistency with current and prospective need for patient choice; a clear clinical evidence base; and
support for proposals from clinical commissioners.

While much of the guidance reflects common sense, there is a need to establish the strength of the
evidence base around different approaches to public engagement and involvement and in terms of

impact. Proposed changes to health service delivery are often controversial locally and sometimes
nationally. Effective public engagement may help resolve controversy and result in a broad consensus on
the way forward. Successful implementation of this process may, in turn, bring about greater satisfaction
that services adequately reflect public preferences; and may ultimately improve clinical outcomes or better
access to services. In contrast, inadequate consultation may result in lack of agreement, leading to
proposals being delayed or referred to the IRP or ultimately the courts. Any evidence that can clarify factors
associated with positive public engagement will be of value both to NHS decision-makers and to society

as a whole.

A wide variety of approaches to public engagement and involvement are available. Examples include
surveys, face-to-face and telephone interviews, public meetings, focus groups, online consultations
(including use of social media), local referenda and citizens' juries (also known as citizen panels or
stakeholder dialogues). The available literature describing and evaluating how these approaches have
operated in practice appears to be disparate and widely scattered. Recent systematic reviews have looked
at the impact of patient and public involvement (PPI) on UK health care in general® and at strategies for
interactive public engagement in development of health-care policies and programmes.® In the primary
literature, examples include an academic study of a ‘decision conference’ including patients and caregivers,
to consider eating disorders services;” a general discussion of the issues in a journal aimed at health service
managers;® and a number of case studies published by the NHS Confederation.?'?

The objective of this project was to bring together evidence from published and grey literature sources,
to assess what is known about effective patient and public engagement in reconfiguration processes
and to identify implications for further health-care practice and research.
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Chapter 2 Methods

General approach

The project was resourced as a rapid evidence synthesis. There is no generally accepted definition of this
term and a number of other terms have been used to describe rapid reviews incorporating systematic
review methodology modified to various degrees. Our intention was to carry out a review using systematic
and transparent methods to identify and appraise relevant evidence and produce a synthesis that goes
beyond identifying the main areas of research and listing their findings. However, we foresaw that the
process would be less exhaustive and the outputs somewhat less detailed than might be expected from

a full systematic review. Added to this, we expected to find limited evidence on the subject in the
peer-reviewed primary literature.

Research questions
We sought to address the following five questions:

1. How have patients and the public been engaged in decisions about health service reconfiguration in
the past?

How has PPI affected decisions about health service reconfiguration?

Which types of PPI have had the greatest impact on these decisions?

Which methods of PPI are likely to be sustainable/repeatable?

How have differing opinions about reconfiguration between patients, the public, clinical experts and
other senior decision-makers been negotiated and resolved?

v WwN

Scope and definitions

The focus of the review is reconfiguration of health service provision in the NHS. We also considered
evidence on health services delivered by non-NHS providers (e.g. voluntary sector/private sector) and the
joint provision of health and social care where this impacts directly on NHS provision. Where relevant,

we considered international evidence from other health systems which are comparable and relevant to the
NHS. In addition to England/the UK, the included systematic reviews covered studies conducted worldwide;
other research and case studies additionally covered Scotland and Canada.

Reconfiguration includes large-scale system change, such as relocation of hospitals, (re)location of specialist
care and changes in provision of urgent/emergency/out-of-hours care. We did not consider small-scale
change, for example at hospital ward level or within a general practitioner (GP) practice. Reconfiguration
has been defined in the literature as a deliberately induced change of some significance in the distribution
of medical, surgical, diagnostic and ancillary specialties that are available in each hospital or other
secondary or tertiary acute care unit in locality, region or health-care administrative area.™

In the literature, the terms ‘engagement’ and ‘involvement’ are often used interchangeably. For the
purposes of public involvement in research, INVOLVE (www.invo.org.uk) distinguishes between active
involvement of patients or members of the public in research projects and engagement, which provides
information and knowledge about research in an accessible way (e.g. through science festivals or open
days). This distinction is difficult to sustain in the context of proposals for service reconfiguration where
provision of information may (or may not) lead to active involvement. Events such as public meetings or
citizens' juries have elements of both information provision and active contribution of patients or members
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METHODS

of the public to developing or modifying (or rejecting) proposals for change. In this review we define
patient/public engagement or democratic involvement as including any means of seeking and responding
to the views of patients and the wider public at any stage of the process of reconfiguration (including
identifying possible options for change). We have not attempted to standardise the various terminology
used to indicate service user engagement across the included studies. In our search strategy, other terms
included ‘user’ and ‘carer’ engagement and involvement (see Appendix 7). The scope included existing
patients, carers and their representative groups; and the general public and their representatives

[e.g. local councillors and Members of Parliament (MPs)].

Inclusion and exclusion criteria
We looked for relevant evidence in three main areas:

® Systematic reviews of methods of/approaches to patient/public engagement. We included only reviews
that were relevant to PPl in decisions about health service reconfiguration. Reviews of PPl in research
were excluded.

® Empirical studies of any design evaluating methods of/approaches to patient/public engagement.
Studies that focused on involvement in research were excluded.

® (ase studies examining how PPl worked in specific examples of system change in the recent past.
We expected that these were more likely to be found in the grey literature than in peer-reviewed
publications. Case studies of this kind were likely to provide a biased sample of ‘successful’ rather than
typical PPI but were more likely to provide useful data to inform future practice. We also searched for
case studies where public involvement failed to produce an agreed way forward or resulted in
unintended consequences, using the website of the IRP as a starting point.

The following were excluded:

® ‘emergency’ reconfigurations triggered by failure of a service provider, such as a NHS trust

® consultation/involvement of NHS staff, except as part of a broader consultation where staff and PPI
could not be separated

® patient/public representation on bodies where reconfiguration was part of the remit but was not the
main focus

® patient/public engagement methods where complaints management was the focus (e.g. patient advice
and liaison service and the Healthwatch independent advocacy arm).

Literature search

Search strategy for reviews

A search strategy was developed on the Cochrane Database of Systematic Reviews (Wiley) to identify any
systematic reviews or overviews of systematic reviews of user engagement. As user engagement is
described in a variety of ways in the literature, a wide range of text words, synonyms and subject headings
were included in the search strategy. Key terms for user engagement were identified by scanning key
papers, discussion with the review team and use of database thesauri. Searches were restricted to reviews
published from 2000 onwards. No language restrictions were applied to the searches. The search strategy
was adapted for use in each of the review databases searched. Text word searches were limited to searching
in only the title field for databases where this was possible. The following databases were searched in March/
April 2014: the Cochrane Database of Systematic Reviews, the Campbell Library, Database of Abstracts of
Reviews of Effects (DARE), Database of Promoting Health Effectiveness Reviews, the Evidence for Policy and
Practice Information and Co-ordinating Centre (EPPI-Centre), Evidence Library and Health Systems Evidence
(www.mcmasterhealthforum.org/hse/).
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Search strategy for primary studies

A search strategy for primary studies was developed using MEDLINE (OvidSP). The existing strategy for
reviews described above (containing terms for user engagement) was combined using the Boolean
operator ‘AND’ with a second set of terms for reconfiguration. As this was a rapid review, a number of
limits were used to focus the strategy: focusing of subject headings, a date limit of 2000 onwards and
restriction to English-language studies. The range of databases searched was more limited than would be
usual for a full systematic review. In particular, no specific databases of conference proceedings, theses
or foreign-language studies were searched. Relevant databases covering literature from health, health
management and social science were searched in March/April 2014: MEDLINE and MEDLINE In-Process
& Other Non-Indexed Citations, Applied Social Sciences Index and Abstracts, Health Management
Information Consortium, PsycINFO, Social Care Online and the Social Science Citation Index. The MEDLINE
strategy was adapted for use in each database.

Search strategy to locate grey literature

In addition to the database searches, a wide range of websites relevant to UK health policy, health service
delivery and organisation, and user engagement were searched to identify any policy documents, reports,
case studies or grey literature. Websites were selected on the basis of expert knowledge and judgement.

A list of relevant websites was drawn up by the review team and further additions to the list were
suggested by our collaborators and external contacts. Each website was browsed manually and/or searched
using the website search function where available, depending on the size of literature contained on the
website. Searches were carried out in April/May 2014. Relevant documents hosted on the websites relating
to user engagement in the reconfiguration of services published since 2000 in English were retrieved and
downloaded. Further links within each website to documents on other websites were not explored. To
supplement the website searches, a focused search of Google was carried out to locate UK reports on
service reconfiguration. Using the Google advanced search facility, the search was limited to UK portable
document format files (PDFs) published in English from 2000 onwards with the term ‘reconfiguration’ in the
title of the web page. The first 100 results were scanned for relevance. Further case studies were identified
through contact with local hospitals and other experts and researchers working in the field of

user engagement.

Records were managed within an EndNote library (EndNote version X6, Thomson Reuters, CA, USA).
After deduplication, 2322 records in total were identified.

Further details of the search strategies and results can be found in Appendix 1.

Study selection, data extraction and quality assessment

Search results were initially screened by a single reviewer to eliminate obviously irrelevant items. Full-text
copies were ordered or downloaded for potentially relevant records. Final study selection was carried out
by two reviewers independently, with disagreements resolved by discussion or involvement of a third
reviewer if necessary.

We used EPPI-Reviewer 4 (Evidence for Policy and Practice Information and Co-ordinating Centre,
University of London, London, UK) to record decisions about study selection and for data extraction and
quality assessment. We developed separate data extraction forms to record key information for different
evidence sources (systematic reviews, case studies and other research). For case studies, data extraction
was done in two stages: basic details were extracted for all included case studies; then a number of
‘exemplars’ were selected for more detailed data extraction and analysis. Exemplars were those case
studies that provided most detailed and current information about the methods used for patient/public
engagement and involvement and/or assessed the impact of engagement/involvement in reconfiguration
decisions. Data extraction was performed by one reviewer and checked by a second.

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Dalton et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



METHODS

We assessed systematic reviews for methodological quality and reliability using the approach of DARE.
We planned to assess published primary research studies using appropriate design-specific tools described
in the guidance of the Centre for Reviews and Dissemination for undertaking systematic reviews in health
care (2009)." Unpublished case studies and non-peer-reviewed reports were not formally assessed for
quality (risk of bias) but we sought to identify any instances of more rigorously conducted and fully
reported case studies. Issues considered were:

® the extent to which an appropriate diversity of perspectives (e.g. across service user and NHS) was
considered in assessing the impact of patient/public engagement

® the extent to which the case study was conducted and reported with transparency

o reflexivity on any specifically adopted perspective, together with adequacy and clarity of reporting on
intervention context, methods and impact.

Synthesis

We carried out a narrative synthesis using multiple frameworks to guide our analysis. In addition to the
five research questions specified in the study protocol, we considered chronological aspects of
reconfiguration decisions in terms of the seven stages specified in the NHS England guidance on planning
and delivering service changes (Box 1).2 Levels of engagement/involvement were assessed where possible,
using the version of Arnstein’s ‘ladder of engagement and participation’ presented in the NHS England
guidance on transforming participation in health and care (Table 7).* We used the available literature to
determine the extent to which evidence supported or disagreed with the recent guidance and to highlight
areas where the evidence was conflicting or insufficient.

BOX 1 NHS England stages

Setting the strategic context.
Proposal.

Discussion.

Assurance.

Consultation.

Decision.

Implementation.

No vk~ wN =

Source: Planning and Delivering Service Changes for Patients (pp. 14-15).2

TABLE 1 The ladder of engagement and participation

Devolving Placing decision-making in the hands of the community and individuals, for example Personal Health
Budgets or a community development approach

Collaborating ~ Working in partnership with communities and patients in each aspect of the decision, including the
development of alternatives and the identification of the preferred solution

Involving Working directly with communities and patients to ensure that concerns and aspirations are consistently
understood and considered, for example partnership boards, reference groups and service users
participating in policy groups

Consulting Obtaining community and individual feedback on analysis, alternatives and/or decisions, for example
surveys, door knocking, citizens’ panels and focus groups

Informing Providing communities and individuals with balanced and objective information to assist them in understanding
problems, alternatives, opportunities and solutions, for example websites, newsletters and press releases

Source: Transforming Participation in Health and Care.
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In synthesising the case studies, we focused on those case studies identified as exemplars (those case
studies that provided more detail, see Study selection, data extraction and quality assessment). We were
particularly interested in identifying case studies with an element of independent evaluation by an
organisation not involved in the reconfiguration being examined.

Given the resources available for the project, we planned to focus on only a small number of exemplars.
For other case studies, we extracted basic details only and used these studies to supplement the analysis of
themes emerging from the exemplar case studies.
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Chapter 3 Nature of the evidence

e included eight systematic reviews,>®'%2" eight papers (describing seven distinct pieces of work) that
were classified as other health-care-related research'???® and 24 case studies.”'*?°* See Figure 1
for details.

Full data extraction tables for the systematic reviews, other research, case studies and case study exemplars
are available in the appendices, along with details of the systematic reviews quality assessments (see
Appendices 2-6).

Overview

We identified eight systematic reviews conducted between 2002 and 2012 (see Appendix 2). The number
of included studies in these reviews ranged from 8 to 344. Study locations included various European
countries, the USA, Canada, Australia, New Zealand, Israel and Japan. All reviews included some proportion
of UK studies. Four reviews contained a majority of studies located in the UK'682" and two reviews>'® had a
complete focus on the UK setting (Table 2 and Appendix 2). Reading across the reviews, there was some
overlap of studies. Owing to resource limitations, further examination of the nature and extent of this
overlap was not carried out.

Quality of the reviews

The quality of the eight systematic reviews varied. Seven reported an adequate search and provided study
details, and all presented implications for research and/or practice. However, the extent to which review
conclusions were reliably supported by the evidence presented (in the traditional sense of critically
appraising systematic reviews) was limited by the fact that only two reviews formally assessed the quality
of included studies. Seven of the reviews involved mixed evidence sources such as reviews, qualitative and
guantitative (largely observational) studies, grey literature and discussion papers.

Types of reconfiguration

Although all eight reviews were related to service reconfiguration, not all framed their objective in these
terms. Where reconfiguration was described beyond general terms, review authors referred to priority
setting, local planning and policy development, and decisions about health service resource allocation.
Service user engagement was explored across a range of specialist services and generic service or policy
development. Examples of specific clinical service changes included those which were related to cancer,®'®
mental health,"” women'’s health and maternity,’®"” and older peoples’ services.'® Reviews also examined
system-wide change, such as the shaping of primary care and community services;'”'® one review included
two studies concentrating on plans for hospital closure.” Some reviews adopted a wider remit, capturing
more than merely health implications. These particular reviews focused (in addition to health-care services)
on proposals for change in areas such as environmental planning, education and housing.'®*

Engagement methods and who was involved

There was no consistent definition of service user engagement or involvement. Where this was reported,
engagement was specified in the review authors’ terms and did not appear substantially linked to any
wider conceptual or theoretical framework.
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A range of methods was employed in the engagement process. The extent to which methods were
explicitly specified varied. Those that were primarily informative in nature included, for example,
communication via traditional publicity and the provision of website materials.’®* Other methods
indicated more active involvement of service users in eliciting feedback by opinion polls and surveys.'’ 1820
Consultation and deliberative methods featured in all reviews, being largely operationalised as
collaborative partnerships, citizens' juries, working groups, consensus conferences and other mechanisms.
Where public meetings and community forums were described, without further detail it was often difficult
to determine their positioning on the ladder of engagement and participation (see Table 7). Across many
reviews, a mixture of methods was used to capture the service user voice. Four reviews discussed the
potential sustainability of methods.5'6820

Across the reviews, service users were frequently described as ‘the public’, although this term tended to be
defined loosely and variably. Others engaged in the process were patients, carers, staff, local residents,
councillors, MPs and stakeholders (invariably not defined). The engagement of multiple audiences was
referred to in many cases.

Impact

Most reviews were broadly agreed on the paucity of evidence of impact in relation to service user
engagement and reconfiguration. More robust evaluative research was generally recommended. Many
review authors cited the critical influence of contextual variables on successful engagement; one referred
in particular to geographic variability.’® The absence of measurable outcomes was a problem;>'%?' the lack
of independent research was reported to be a considerable limiting factor.™

Successful engagement was defined variably across the included studies, with many describing impact on
processes rather than service reconfiguration per se; for example, changes in service user views about
services, organisational culture change with regard to commitment to user engagement, and shifts in
learning about future processes represented outcomes in two reviews.'s"”

There was some evidence of impact on service delivery outcomes in terms of changes to service
provision>'” and, in particular for location and access issues,” priorities integrated into a regional
programme and new resources found for services resulting from the activities of citizens’ juries and other
community collaborations.'® One review included two studies that reported a successful challenge to
hospital closure, resulting in the proposal being modified or abandoned."”

Negative consequences of engagement were rarely reported. However, two reviews referred to service
users interpreting the engagement process as tokenism,"” and community stakeholders were reported to
experience unintended consequences (feeling ostracised) when challenging statutory sector partners.'®

While there was little evidence to support the isolated success of any particular engagement method,'2°
there were positive indications for those characterised as more deliberative in nature and involving
face-to-face interactions,®'¢'*?° and for engagement efforts comprising multiple methods.' There was
mixed support for partnership working, which was seen as central to success in one review® and as having
no systematic relationship with any form of organisational change in another.”'

Tentative success factors in service user engagement appeared to be organisational support for the
process; a willingness of users to engage; clarity surrounding the aims of engagement; and adequate
resourcing of evaluations.®'819%!

There was little discussion about the potential sustainability of methods. In one review, the
institutionalisation of partnerships was seen as a key driver,® while regional meetings were seen as
potentially repeatable in another.™
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Systematic reviews in summary

Reviews were conducted with a reasonable level of attention to methodological rigour. Because of the
diversity and nature of the study designs, the quality of the studies included in the reviews was difficult to
determine. A variety of health services were studied, and a range of engagement methods (described by
various terminologies) adopted. Not all systematic reviews focused completely on health service
reconfiguration. Where this was the case, review objectives seemed closely aligned to reconfiguration
(e.g. the focus was on priority setting or decisions about resource allocation for future services).

The isolated impact of service user engagement (as distinct from the engagement of staff and other
stakeholders) was sometimes difficult to distinguish. Reviews focused largely on the impact of service user
engagement on outcomes related to process (e.g. shifts in organisational views about engagement) rather
than those related to the impact of engagement on reconfiguration success.

Positive indications were noted from engagement methods that were more deliberative, those involving
face-to-face interactions and those comprising multiple methods. Tentative factors leading to successful
service user engagement were organisational support, willingness of users to engage, clarity about the
aims of engagement and adequate resourcing of evaluations.

Other research

Overview

We identified eight publications that described seven other research projects in the area (see Figure 1).

All were located in the UK (four in England, two in Scotland and one UK-wide). The papers were selected
based on relevance to this review. They were not evaluated for methodological quality. Although they
were diverse in methodology, it was possible to identify three broad categories of discussion papers about
service user engagement and reconfiguration.

Influencing factors, trade-offs and options appraisal

Three papers focused in part on engagement in proposed changes in accident and emergency services.??2*
Changes to community hospital provision were additionally explored in the Scottish-based paper; in this
paper, discussion of services involving day-long deliberative panels, surveys and interviews with the public
and NHS stakeholders resulted in the identification of several key drivers underpinning successful service
user engagement.?* These were reported primarily as the need for common understanding on the case for
change, careful selection of methods of public engagement, focus on location and access, and a strong
clinical case for change.

In-depth interviews and flash cards were used to elicit information about preferences and trade-offs
among patients and members of the public in two English localities.???* Discussion revealed that

most participants were unwilling to accept trade-offs (particularly longer journey times to access
higher-quality care). A key message for commissioners and policy-makers was to avoid assuming that
presenting the clinical case for change, together with very visible clinical leadership of the proposals,
would result in associated community support. While this could be viewed as a negative or unexpected
consequence of engagement, hostility to the proposal identified in this research demonstrated an
important step in the process of arriving at a democratically derived solution.

Mechanisms for independent scrutiny and lessons from failures

A review of IRP reviews sought to highlight common themes arising from various cases of service
reconfiguration referred to the organisation between 2003 and 2010." The report illustrated the following
precursors to referral: inadequate community and stakeholder engagement in the early stages of planning
and change; inadequate promotion of the clinical case for change; overlooking the broad vision of
integration; underplaying benefits of change; limited content and methods of conveying information;
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lack of preparedness to respond on key issues such as money, transport and emergency care; and
inadequate attention to responses throughout and beyond the consultation.

The issue of independent scrutiny was further discussed in an expert opinion paper exploring the
robustness of local and national scrutiny mechanisms (local overview and scrutiny committees, judicial
scrutiny and the role of the IRP) relating to a range of NHS service reconfigurations.?® The report concluded
that local overview and scrutiny committees were assertive in questioning and challenging proposals.
Uncertainties were uncovered relating to decisions about exactly when consultation was required and the
definition of ‘substantial’ change. Costs and benefits of local authority scrutiny were also discussed.

Recommendations for local leaders of service reconfiguration from a further expert opinion paper placed
strong emphasis on involving patients in the coproduction of services (where patients and organisations
were engaged from the start as equals in shaping the case for redesigning services to meet their needs
and preferences) and having less reliance on formal consultation.?®

The nature of communication and role of the media

The first of two papers focused on how primary care trusts (PCTs) could most effectively communicate
proposals for service reconfiguration to the general public.?® Using focus groups and case studies, the
authors discussed the use of language. Results showed that certain words and phrases (such as ‘budget’,
‘value for money’ and ‘competitive tendering’) were not fully understood and sometimes misunderstood
by service users. Consequently, the potential tension between organisational transparency and
communicating in a way that successfully engaged people was exposed. In Scotland, media coverage of
changes to rural maternity services was observed in another report.?” This report documented variations in
reporting across a number of newspapers and British Broadcasting Corporation (BBC) coverage, with
positive and negative accounts of the service change.

Other health-care-related research in summary

Other health-care-related research comprised discussion papers and debates, with some examination of
public views about engagement and/or service reconfiguration. The research highlighted the existence
of key steps in the reconfiguration process that could result in referral to the IRP if not followed correctly
(see Mechanisms for independent scrutiny and lessons from failures)." The research also indicated where
service user engagement could be construed negatively; the importance of effective use of language in
communicating with multiple audiences; variations in media opinion about service change; and
consequent potential to influence service users in their decision-making.

Case studies

Overview of case studies not examined in depth

We identified 24 case studies, but detailed data extraction was not carried out for 18 of these because of
variability in the consistency and depth of reporting. The basic details of these case studies are summarised
as follows.

Most case studies highlighted potential indicators of success but failed to provide enough detail about
methods of engagement and/or report the association of these methods with specific impact.®10113:29-38
Most studies were located in England and in the NHS setting. Specific types of reconfiguration included
hospital mergers, integration of health and social care, and changes linked to primary care, maternity,
emergency, acute care and pain services. Other types of reconfiguration were less well specified, such as
the centralisation of services or unspecified large-scale reconfiguration. A wide range of participants was
involved in the engagement process, including patients and the public, NHS staff, foundation trust
members and governors, voluntary sector organisations, MPs and others.

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Dalton et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

15



Two reports focused on the history and development of specific models of patient and public engagement.
These included a detailed account of activities from the Somerset Health Panels*® and a description of how
a Public Involvement Network model was developed in Dorset, England.*® Another report which looked at
the planning of regional supportive cancer services in Ontario, Canada, focused generally on barriers to
effective patient involvement.'

The final case study reference was a web link to 24 reports produced between 2005 and 2012 by the
Scottish Health Council on behalf of the Scottish Government.*? As with the English NHS, Scottish Health
Boards are required to involve patients and local communities adequately in relation to significant NHS
service change. Across these reports, types of reconfiguration varied. Details centred on aspects of the
consultation process and on learning points to improve future public consultations.

Six case studies were identified as being exemplars of good practice on the basis of one or more of the
following: completeness and quality of reporting (particularly on methods and impact); diversity of
perspectives employed; reflexivity in reporting; and demonstrable impact resulting from a specified
engagement process.”*'%437% See Tables 3 and 4, and Appendix 6.

Overview

Consultations took place between 2007 and 2014. All were conducted in the UK. Four case studies were
commissioned by NHS organisations [foundation or acute care trusts, PCT, Clinical Commissioning Group
(CCQ)], one was carried out by the Sainsbury Centre for Mental Health and the other was commissioned
by The Health Foundation.

Quality of the case studies

Based on our three assessment criteria, the overall quality of these case studies was good (defined as
adequate and clear reporting; evidence of reflexivity; and diverse perspectives considered). Report authors
had generally considered diverse perspectives in the conduct of their case studies. There was evidence of
reflexivity in the reporting (authors had reflected on findings and discussed the implications for practice in
many cases), and reporting depth and clarity was considered largely good to excellent.

Types of reconfiguration

Proposed changes to services covered urgent and emergency care;**** centralisation of emergency care,
providing services closer to home and developing clinical centres of excellence;'? acute hospital maternity
services;? mental health services;* and priority-setting for eating disorder services.”

Populations engaged

Multiple audiences were involved in all except one case study where the consultation focused more
narrowly on patients and members of the public (although this piece of work was part of a wider
engagement and communication strategy).** Across the case studies, other people engaged in the process
included patient representatives, NHS staff and clinicians, overview and scrutiny committees, carers, local
councillors and MPs, partner organisations (including the voluntary sector), specific statutory bodies

(e.g. Sure Start), media, commissioners and external consultants.

Case study exemplars in focus: engagement methods and impact

NHS Scarborough and Ryedale Clinical Commissioning Group

A 3-month consultation was commissioned by Scarborough and Ryedale CCG in relation to urgent care
services.”® The consultation was intense and wide-reaching (an estimated 200,000 people were contacted),
and this involved gathering the views of service users and the general public about their experiences of
current provision, together with their thoughts about a proposed new model of urgent care. Clinicians,
partner organisations (representatives from primary care, secondary care, local authority and voluntary
sector organisations) and local media were also consulted.
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TABLE 4 Key themes from the exemplar case studies

NHS Scarborough and Ryedale CCG (2014)* e Wide consultation
e Extensive range of methods, including targeting for hard-to-reach groups
o Reflections on local context

York Teaching Hospital NHS Foundation Trust e Use of experience-based design theory
(Gamble and Sloss 2011%) ® Actions linked to micro- and macro-level change
e Link between engagement work and wider
communications strategy

Buckinghamshire and Oxfordshire PCT/ e Clinician-led case for change; shared understanding through local
Buckinghamshire Healthcare NHS Trust partnership working
(NHS Confederation 2013™) e Focus on service improvement rather than cost savings

® Starting engagement early

® Wide consultation; including face-to-face discussions with
politicians and local stakeholders

e Discussions about one aspect of care able to provide forum for
wider debate

® Consideration of access to services/transport issues

Sandwell and West Birmingham NHS Trust ® (lear clinical case for change set out; clinician-led
(NHS Confederation 2013 ® Openness/refraining from unworkable options
e Feedback of consultation results
® Expecting the unexpected, for example cultural influences
Sainsbury Centre for Mental Health (2010%) e Suitable practical arrangements and inclusivity for engagement activity
® Genuine partnership in decision-making
® Promotion of service user well-being
® Learning for the future
NHS Sheffield PCT (Airoldi et al. 2013) e Collective character of deliberations
e  Ownership of the model and its results
® Analysis of the whole pathway
® |dentifying opportunity cost of budget allocations
e Presence of patients to identify patient benefit
® Models based on cost-effectiveness principles
® Managerial leadership

Multiple engagement methods were employed, including the distribution of a consultation document and
accompanying video; an interactive workshop for clinicians and partner organisations; presentations to
local and regional health scrutiny committees; questionnaires (paper and online); a series of public
meetings and focus groups; and use of social media.

The demonstrable impact of this consultation was a number of key considerations being taken forward to
inform a service tender specification for urgent care services. Important issues identified by service users
were the need for appropriate location of services with attention to parking, transport, and security

(a significant finding was that people would not be willing to travel further for an improved service,
echoing findings from other research).?** Service users also called for the appropriate design of services
for a range of potential users; appropriate access to medical records and liaison with NHS 111 (where
necessary); and adequate information to aid decision-making about how and when to access urgent care.
It was strongly felt that patient experience should form part of ongoing performance and quality measures
for urgent care services. In November 2014, the successful provider of these services was announced with
effect from April 2015. From the CCG'’s press release, it was evident that issues raised in the public
consultation (such as access and car parking) had been taken on board in the reconfigured service.

This case study highlights the potential effectiveness of wide-reaching stakeholder consultation including
those opposing change. Use of an extensive range of engagement methods (including those to access
hard-to-reach populations and others most likely to access urgent care services) and intensive reflection on
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local context appeared to be significant drivers. The direct impact of this engagement on successful service
reconfiguration will require further evaluation.

York Teaching Hospital NHS Foundation Trust

The trust conducted a 3-month consultation focusing on public and patients/patient representatives in
relation to redesigning the minors care pathway with a view to developing an integrated urgent care
service within its emergency department.*® This piece of work formed part of a wider consultation on
urgent care services including the integration of a walk-in centre (separately located at the time),
improved integration with the out-of hours GP service and consideration of a potential GP triage service.
The project was set in the broader strategic context of helping to maximise effective future streaming of
patients across minor and major care within the emergency department.

Uniquely in this series of exemplars, the methodology underpinning the particular engagement exercise
was experience-based design.*® This methodology focuses on capturing and understanding patient,

carer and staff experience of services, with a view to using them to inform actions for the physical redesign
of systems and processes.

Three key engagement methods were used: observation sessions in the emergency department by hospital
governors and members of the local involvement network; focus groups with service users who had
attended the emergency department in the preceding year; and real-time feedback (a questionnaire on a
standpoint machine located in the emergency department waiting area).

A number of key issues arising from this engagement exercise were fed into an action plan for the
emergency department redesign at micro and macro levels. Various aspects relating to physical redesign
were linked directly to the trust's capital works programme (e.g. major alterations to the reception area
and the provision of a designated quiet area for people with particular clinical needs such as those
suffering from dementia). Indeed, in identifying the needs of patients with dementia as a priority,

the emergency department consultation proposed a review of wider activity around the referral and service
access for these patients.

This case study highlighted the potential effectiveness of consultations that were more narrowly focused,
time-limited and based on a specific methodological framework.

Buckinghamshire and Oxfordshire Primary Care Trust Cluster/Buckinghamshire
Healthcare NHS Trust

The redesign of emergency care featured again in the next case study reported by the NHS Confederation
and carried out across NHS hospital sites in Buckinghamshire.'? This study focused on the proposed
centralisation of emergency care, alongside other objectives to provide care closer to home and to
establish a number of clinical centres of excellence. Similar to York (previous subsection), this was a
short-term consultation but with wider reach involving patients, public, primary care and hospital-based
clinicians and other NHS staff, MPs, local overview and scrutiny committees and voluntary

sector organisations.

A range of engagement methods was used, including public meetings, clinical summits, online surveys,
website access, video recordings showing interviews with lead clinicians, printed materials, a local media
campaign, presentations and site visits. Public meetings were seen as opportunities to provide assurance
on fears about service closure.

Results of the engagement programme led to direct action in response to patient concerns about transport
and access to services. Concerns were considered in more depth by a multidisciplinary task group
comprising council members, hospital representatives and ambulance service representatives. A direct
outcome of this partnership work was the subsequent provision of free travel on local bus networks

and the establishment of a county-wide community transport hub.
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For service redesign, implementation began 6 months after the consultation had ended. An emergency
medical centre at one site was replaced with a new minor injuries unit, together with the transfer of some
inpatient medical wards, a new day unit and a step-down ward. The engagement process was reported
to continue beyond the implementation stage.

Key messages from this case study were the importance of reaching a shared understanding of the case
for change at local level (involving partnerships with primary and secondary care) and possibly by focusing
on one aspect of care to encourage wider debate about services; starting public engagement early and
listen to/accommodate the views of all interest groups where possible; encouraging clinicians to make the
case for change, focusing on the potential to improve services rather than cost savings; and engaging
face-to-face with local politicians and stakeholders. This case study also demonstrated the direct impact of
engagement in bringing together a multidisciplinary team to address a specific issue of patient and public
concern (transport and service access), and how positive action could result from collaboration with
agencies outside the health-care system.

Sandwell and West Birmingham NHS Trust

Maternity service redesign was the focus of an engagement exercise spanning 4 years at Sandwell and
West Birmingham NHS Trust, reported by the NHS Confederation.® The proposed redesign arose from a
pre-consultation exercise that resulted in three options for the delivery of maternity care across the region.
On these three options a range of participants were consulted over a 3-month period. Participants
included patients and their representatives, GPs, local councillors and MPs, community midwives and
hospital-based clinicians.

Methods of engagement include online activities, public meetings, face-to-face meetings with key
stakeholders, use of local and national media, ‘ground-breaking events’, posters and postcards, and the
employment of a redesign lead at the hospital trust.

Response to the consultation was reported to be overwhelmingly in favour of the option to establish a
community birth centre, with specialist care taking place at an inner-city hospital location. It was proposed
that women and their families would contribute to the design of the new facilities. The option was
approved and its implementation ran in parallel with an intensive communications and engagement
programme and a staff training programme.

The nexus between engagement, service reconfiguration and health outcomes was tentatively
demonstrated in this case study. The maternity services at Sandwell and West Birmingham NHS Trust
resulted in the highest normal birth rate in the country in 2011/12, a national award from the Royal
College of Midwives for promoting natural birth was received in 2013, and in the same year the trust’s
maternity services were upgraded to level 2 of the Clinical Negligence Scheme in recognition of safety
standards. The unforeseen consequence of this reconfiguration (and one which will reportedly be taken
forward as a lesson for future consultations) was that some women preferred to give birth in the Black
Country, rather than in the specialist unit in Birmingham. It was unclear from the report whether this was
potentially related to socioeconomic status or to broader cultural influences.

Many of the key messages for future service user engagement mentioned earlier were illustrated in this
case study. Additionally, this study provided novel insight to cultural factors that can exert a strong
influence on patient choice of service location and thus potentially affect the success of reconfiguration.

Sainsbury Centre for Mental Health

A case study carried out over 2 years by the Sainsbury Centre for Mental Health focused on engagement
as part of a wider review of modernising day and vocational services for people with mental health
problems.* Participants included in the process comprised service users, commissioners and

external consultants.

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Dalton et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



A working group (consisting of eight service users) was established to take part in the review of services.
Three members of the group joined a separate project steering group, which also included representatives
from commissioners and external consultants. The group’s remit was to design the review of services,
gather service user views and contribute to decisions about service redesign (e.g. the development of
service specifications and tender documents, and helping to select future service providers).

This case study focused heavily on a process evaluation of the consultation, and several key considerations
were highlighted relating to the need for clarity of purpose; attention to detail (e.g. the provision of
background contextual information to aid the process of service redesign); openness between commissioners
and staff about the implications of service change; and effective management and resolution of conflict
and hostility. A list of specific issues was presented in terms of what worked well and what worked less
well. Key indicators of successful engagement were reported to be suitable practical arrangements
(inclusivity, minimal use of jargon and an agreed working agreement); decision-making based on

genuine and valued partnerships with service users; consideration of service user well-being (in terms of
whether or not they felt their input was worthwhile); and commitment to ongoing development of the
engagement process.

Outcomes directly relating to service redesign were less well documented. Many service users were reported
to feel positively about their involvement in the process, in terms of personal lives and services offered.
Three new models were proposed in relation to the provision of future day and vocational services.

NHS Sheffield Primary Care Trust

The final case study in this section focused on a 6-month engagement programme relating to the redesign
of eating disorder services in Sheffield (delivered by the PCT at that time), reported by The Health
Foundation.” Participants in the process included patients, caregivers, clinicians and health-care managers.
Follow-up was conducted with a wider set of stakeholders (unspecified) in the local health economy.

Methods of engagement included decision conferences attended by key stakeholders and led by an
impartial facilitator; interviews; e-mail correspondence; direct observation of workshops; use of flipchart
notes and minutes of board meetings; and post-consultation follow-up events.

Results of the decision conferences had a direct impact on the development of a business case. The
objective of the business case was to reallocate resources by expanding capacity in primary care and
increasing community or outpatient services, with a view to reducing the number of referrals of patients to
residential care. The case was approved, spending for the eating disorder service was reduced by more
than 15% and reductions were sustained in subsequent years.

Key messages for overcoming resistance to service change were the collective character of deliberations
and encouraging ownership of the model and its results; analysis of the whole pathway and helping to
identify opportunity costs of alternative budgetary choices; strong patient presence; development of a
model based on cost-effectiveness analysis principles; and strong managerial leadership.

Exemplars in summary

The series of case studies chosen as exemplars of good practice were conducted across a range of
health-care services and implementation contexts, with diverse audiences and using multiple engagement
methods. Key messages focused mainly on the potential mechanisms for successful engagement, and less
so on possible negative outcomes. In two case studies attempts were clearly made to link engagement
efforts with impact on service reconfiguration and further on health® and financial outcomes.’
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Chapter 4 Synthesis

his chapter focuses on evidence emerging from the review (but particularly the case study exemplars).
We first summarise the evidence in relation to the ‘ladder of engagement and participation’,* second
we consider the NHS England guidance® and finally we draw together the material to answer our
five research questions.

Ladder of engagement and participation

The NHS England guidance on transforming participation in health and care uses a ‘ladder of engagement
and participation™ (based on the work of Sherry Arnstein?’) to classify different ways in which patients
and the public can participate in health (see Table 7). The ladder has five levels: informing, consulting,
involving, collaborating and devolving. It is argued that participation becomes more meaningful towards
the top of the ladder (devolving). Although there is academic debate about the limitations of this model,
in terms of its narrow focus on transfer of power between providers and services,*® it has been widely
used in studies of engagement and participation in health.

For the included case studies, we assessed only the levels of engagement reported in those selected as
exemplars. Among the six exemplars, the highest level was devolving in one case,’” collaborating in
four'>4 and involving in one.’ Thus, these generally well-reported case studies were characterised by
relatively high levels of engagement, which would be expected to allow meaningful interaction between
participants and NHS decision-makers. This sample of case studies was too small to allow any assessment
of whether or not levels of engagement had increased over time.

The levels of engagement in the studies reported in the included systematic reviews were also high.

The highest level reported was collaborating (which involved working in partnership with communities
and patients on all aspects of a decision) for all except one review. The broad review of user involvement
in change management by Crawford et al. was judged to include examples of devolving (placing
decision-making in the hands of the community or individuals).” The high levels of engagement may
partly reflect the broad coverage of the included systematic reviews.

The levels of engagement reported or discussed in studies in the ‘other research’ category were generally
lower than in the case studies or reviews. Two reports related to the collaborating level.”?® The Scottish
Health Council report sought input from public panels and NHS stakeholders on how to enhance public
involvement in NHS service change.* The other report was an expert opinion report on how NHS
managers should seek to frame debates around reconfiguration.?® As with the systematic reviews, both
reports were broad in scope, although much more specifically focused on service change.

Overall, the ‘ladder of engagement’ was of some help in differentiating among studies but its use was
based on the assumption that the methods reported provide genuine opportunities for engagement and
were not just offered to meet legal or bureaucratic requirements. The extent to which this was true may
depend on contextual factors that were difficult to assess from paper reports.

NHS England stages of reconfiguration

The NHS England guidance covers seven stages (Table 5), ranging from ‘setting the strategic context’
through to ‘implementation’, although the boundaries between these are not always clear-cut. Some
themes and issues arose at multiple stages of the process. It should be noted at the outset that most of
the evidence appeared to adopt the perspective of health system decision-makers responsible for the
process of service change, and comments about ‘successful’ engagement or service change should be seen
in those terms.
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SYNTHESIS

TABLE 5 NHS England stages of reconfiguration: summary of findings from relevant exemplars

1: setting the
strategic context

2: proposal

3: discussion

4: assurance

5: consultation

6: decision

7: implementation

Continuous dialogue with
communities on local health
priorities and needs

Identify range of possible service
changes. Statutory duty to involve
service users. Good practice to
involve patients, the public and
wider stakeholders in the early
stages of building a case for change

Formal discussion with local
stakeholders, including relevant
health and well-being boards and
local authority health scrutiny bodies

Demonstrate clinical case for
change, the robustness of the
reconfiguration programme,
workforce and financial plans,
and the alignment between the
proposal and commissioning plans
(where relevant)

Continuous engagement with
service users throughout the
period of reconfiguration, with
options to focus on specific
reconfiguration and allow for a
range of approaches for
appropriate tailoring

The need for commissioners to
determine which (if any) of the
configuration options are to be
pursued; at the same time
notifying all relevant stakeholders

The need for clarity about
implementation plans, and
maintenance of an ongoing
dialogue with service users in
relation to the bedding down of
service reconfiguration

Airoldi et al. 2013);” Sainsbury
Centre for Mental Health
(2010);* NHS Scarborough
and Ryedale CCG (2014)*

Airoldi et al. (2013);” Sainsbury
Centre for Mental Health
(2010);* NHS Scarborough
and Ryedale CCG (2014)*

Airoldi et al. 2013);” Gamble
and Sloss (2011);*® NHS
Confederation (2013);"> NHS
Confederation (2013);°
Sainsbury Centre for Mental
Health (2010);* NHS
Scarborough and Ryedale
CCG (2014)®

Airoldi et al. (2013);” Gamble
and Sloss (2011);** NHS
Confederation (2013);'> NHS
Confederation (2013);° NHS
Scarborough and Ryedale
CCG (2014)®

Airoldi et al. 2013);” Gamble
and Sloss (2011);** NHS
Confederation (2013);"* NHS
Confederation (2013);°
Sainsbury Centre for Mental
Health (2010);* NHS
Scarborough and Ryedale
CCG (2014)*

Airoldi et al. (2013);” NHS
Confederation (2013);'2 NHS
Confederation (2013)°

Airoldi et al. (2013);” NHS
Confederation (2013);"* NHS
Confederation (2013)°

Limited evidence of this from reports

Difficult to identify as a discrete
stage; often mixed with wider
public consultation

Also difficult to identify as a
discrete stage. Limited research

Limited evidence to demonstrate
explicit attention to the assurance
stage of the guidance, other than
three exemplar case studies
reporting that clinical case for
change was proposed

Continuous engagement with
service users throughout the period
of consultation featured heavily
across the evidence base. Many
engagement activities were designed
with specific populations in mind

Some evidence that decisions had
been made and communicated to
service users and stakeholders in
respect of reconfiguration. The
particular influence of overview and
scrutiny committees in this process
was highlighted

Some attention to the implementation
stage was evident in a limited number
of articles, mainly in the exemplar case
studies in terms of follow-up with
service users or communication at

this stage

NIHR Journals Library www. journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr03170 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 17

We did not systematically attempt to assess the extent to which stages of the NHS guidance were
addressed in the case studies not selected as exemplars. When considering the stages of the NHS guidance
addressed in the other research studies, the extent to which attention to specific stages influenced the
overall success of the engagement process and other outcomes was unclear.

Table 5 summarises which of the stages were covered by the literature, with a focus on the relevant
exemplar case studies.

Stage 1: setting the strategic context

Exemplar case studies

Three of our exemplar case studies covered this phase of reconfiguration.”**** The extensive literature
on public involvement in commissioning and other decision-making bodies was excluded, as we looked
only at examples that were explicitly focusing on service change and reconfiguration. The main issue
emphasised by the guidance was continuous dialogue with local communities and representative bodies
on local health priorities and needs.

Of the three case studies, only the NHS Scarborough and Ryedale CCG urgent care redesign involved a
broad public consultation.®® The other case studies involved setting the strategic context with small groups
of service users/carers.”** The Scarborough and Ryedale report noted the involvement of CCG governing
body members, local clinicians, voluntary/third sector organisations and local authority scrutiny committees
prior to the wider public consultation. However, the extent to which the urgent care consultation was
influenced by a process of continuous dialogue with local communities and stakeholders was unclear from
the report of the consultation.*

We did not systematically attempt to assess the stage(s) of engagement covered by case studies not
selected as exemplars. However, a number of case studies reported attempts by UK health authorities to
engage the public and patients in discussion of broad strategic issues prior to developing proposals for
service change. An example is the ‘Big Health Debate’ organised by Liverpool PCT in 2006 and involving
structured discussion and voting on different options to inform redesign of primary care and community
services.** Another case study, referring to work done in Cornwall and the Isles of Scilly, stressed the
importance of engaging with the public to gain information and establish trust in a situation where there
had been a history of conflict over proposals for service change.®® In a case study in Surrey and Sussex,
where some hospitals faced a potential loss of acute services, extensive ‘pre-consultation’ in the absence of
firm proposals was reported to have increased public concern.?” These examples reinforced the importance
of local contextual factors in influencing how proposals for service change are received and discussed; the
Surrey and Sussex example, in particular, may reflect a lack of success in engaging with the public to
discuss the strategic context and drivers of change before introducing potentially unpopular proposals.

Systematic reviews

Among the included systematic reviews, a 2009 scoping review by Mitton et al. looked at public participation
in health-care priority-setting.?® The review included a wide variety of empirical studies, mainly focusing on
macro-level priority-setting. Despite a lack of rigorous evaluations, two-thirds of included studies reported that
participation processes were successful (as defined by the original study authors). Use of deliberative methods
(often as part of an ongoing process rather than one-off events) and face-to-face contact were associated
with higher levels of perceived successful participation. In studies where affecting an actual decision was the
intention of the engagement process, this was reported to be achieved in 60% of cases, not achieved in
10%, and unclear or not reported in 30% (actual numbers of studies unclear). Other systematic reviews
provided limited information about this stage of the service change process.

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Dalton et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

25



Other research

Three pieces of ‘other research’ were judged to address this stage of the service change process.
The IRP report on lessons from reviews identified inadequate community and stakeholder engagement in
the early stages of planning change as a key factor in proposals referred to the panel for formal review.’
In Scotland, the study of media coverage of reconfiguration of maternity services at Caithness General
Hospital reported that the issue was framed as a conflict between Highland Health Board management
and local people, with a lack of information about issues underpinning the proposed changes.?” Issues
around how proposals for service change were framed were also central to an expert opinion report
published by the NHS Confederation.? This report stressed the need to focus on drivers of change and
potential benefits of new models of service without overusing the term ‘reconfiguration’.

1,27,28

Summary

Overall, the limited available evidence suggested that early strategic engagement with patients and the
public along with other stakeholders could contribute to the process of developing and implementing
proposals for service change. Although there was a lack of rigorous evaluations, opportunities for ongoing
face-to-face interaction appeared to be viewed positively.?® One-off deliberative approaches allowing
groups of patient or public representatives to express views on possible service changes in a structured way
have also been reported as successful.”2* This early stage of discussing service change is important
because it can influence how the issue is framed and perceived by the patients and public with whom
decision-makers are trying to engage. Case studies emphasised the importance of local contextual factors
which those responsible for service change may or may not be able to influence. The Surrey and Sussex
case study cited in Exemplar case studies®” involved a phased roll-out of engagement to different groups,
which could have had a negative impact on those who entered the process later.

Exemplar case studies

At the proposal stage, the NHS England guidance stresses the importance of identifying a range of
potentially viable options for change and involving patients, the public and other stakeholders at an early
stage in building a case for change. Three of our exemplar case studies assessed methods and impact of
public and patient involvement at this stage;”**** these were the same three exemplars as for the previous
stage, emphasising the difficulty of separating the two stages. In addition, a further case study from the
NHS Confederation reported in some detail the methods of public engagement at the proposal stage in
Greater Manchester but without evidence of impact.”

As with the previous stage, the NHS Sheffield PCT eating disorders’” and Sainsbury Centre for Mental
Health* case studies involved small groups of service users/carers rather than the general public. Key
themes of the eating disorder case study included collective deliberation encouraging ownership of the
process and its results; analysis of the pathway as a whole; and framing the problem in terms of patient
benefit, seen as a result of the presence of patients as part of the group developing the proposal. In this
case study, the group was able to identify the opportunity cost of alternative budget allocations and
develop a model based on theoretical principles which provided a credible rationale for difficult decisions.”
Some similar themes of service users and commissioners working together to identify potential new
models of service emerged from the Sainsbury Centre for Mental Health case study, although this did not
involve a cost-effectiveness analysis.**

The NHS Scarborough and Ryedale CCG case study® reported on a broad public consultation that
primarily included elements of stages 2, 3 and 5 of the NHS England guidance (proposal, discussion and
consultation). It appeared that patients and the public were involved from an early stage, although the
exact details of how the CCG had developed its ‘vision’ for urgent care services were not clear. The CCG
did use a wide variety of methods to involve patients and the public in the process. The consultation had
an impact in identifying issues that needed to be considered in the specification and tendering process for
a new urgent care service. Overall, this case study did not fit closely to the NHS England model, as a broad
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public consultation appeared to have begun at an earlier stage than envisaged in the NHS England
guidance. This may reflect the context of reconfiguring the service by means of a service specification and
tendering process. However, although not included as an ‘exemplar’ case study, the ‘Healthier Together’
consultation in Greater Manchester also involved early engagement of wider groups of patients and the
public in discussing the need for change and broad principles involved rather than commenting on specific
proposals for service change.™

Systematic reviews

Of the eight systematic reviews considered, the only review to address this stage of service change was the
broad overview of interactive methods of public engagement by Abelson et al.® Two other systematic
reviews contained potentially relevant evidence but their broad scope made it difficult to fit them with the
stages mentioned in the NHS England guidance.>'®

Findings from the empirical literature synthesis by Abelson et al. indicated that interactive public engagement
can be implemented successfully in various situations.® Success appeared to depend on contextual factors,
including organisational commitment and the topic under discussion. The authors noted that participant
satisfaction and topic-specific learning appeared higher when the engagement process was well designed,
but process satisfaction was not necessarily linked to perceived impact on policy decision-making.

Group debate was identified as an important contributor to participant satisfaction. This finding fitted with
the reports of case studies involving small groups of service users contributing to service change proposals in
eating disorders and mental health services.”**

A systematic review of the impact of PPl on the UK NHS did not report any examples that could be
specifically linked to this stage of service change.® The same was true of a broad (but written from a UK
perspective) systematic review of user involvement in change management.”’

Other research

Other research studies considered relevant to this stage were the same as those for the previous stage,'?"*
plus a report from the Scottish Health Council.?* The IRP review identified specific issues resulting in referrals
that imply insufficient attention to involving patients and the public at the proposal stage, specifically
‘important content missing from reconfiguration plans and limited methods of conveying information’.

The NHS Confederation report emphasises the possibility of ‘co-production’ of improved services by patients/
the public and NHS managers and warns against over-reliance on formal consultation.?® This picks up on a
theme also mentioned by Abelson et al.® and the NHS Sheffield PCT and Sainsbury Centre for Mental Health
case studies.”* Finally, although Thomson et al.’s?” study focused primarily on media coverage, their
background explanation implied that proposals for reconfiguration of maternity services in Caithness were
developed with little or no patient or public input, and this could have been a contributory factor to the
subsequent controversy.

The Scottish Health Council research involved public participants recruited via a citizens’ panel in day-long
deliberative events to obtain their views on how to improve public involvement in NHS major service
change. NHS stakeholders were involved through interviews and a national online survey. In the proposal
stage, both the public panels and NHS stakeholders offered views on factors that should be taken into
account when developing options for change. While both groups felt that improving the quality of current
services was the most important factor, the report author identified a major difference between the public
and NHS stakeholder views, summed up as ‘the public felt strongly that local accessibility was more
important than access to specialist capacity even when the services were of a lesser quality’.* This finding
agreed with research in England (see Stage 4: assurance) in relation to evidence for change not persuading
communities to accept change.?>?* The report also noted the importance of trying to reach a resolution of
conflicting views before applying a scoring system to different options, ‘otherwise many or some of those
taking part could weight options to support particular points of view'.?*
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Summary

Studies of PPI at this stage divided into those that involved relatively small groups of service users/public
members and those that involved broader public engagement to inform the development of more specific
proposals for service change. The latter type of engagement was used in the NHS Scarborough and Ryedale
CCG,* but it was unclear how this fitted in with the NHS England guidance, which appeared to reserve
widespread public engagement to later stages.

Case studies’** and one systematic review® suggested that positive results (for both participant satisfaction
and potential influence on decisions) could be achieved when patient/public members and commissioners
worked together and were able to form a common view of how service change could bring benefits to
patients. However, evidence from public opinion surveys suggested that the public and NHS commissioners
may have different priorities, which, if not resolved, could cause problems for the later stages of the service
change process.?*

The discussion stage of the NHS England guidance involves discussion with local representative bodies such
as health and well-being boards and local authority health scrutiny committees.?

Exemplar case studies

Most of the exemplar case studies included some reference to engagement with health scrutiny
committees, councillors, MPs or other public representatives.”'24> However, this was not the main focus
in any of the exemplars, and meetings, discussions or ‘engagement’ were generally referred to without any
further details. The role of scrutiny committees in particular was addressed in more detail in studies
included in the ‘other research’ category as discussed below.

One case study, not suitable for use as an exemplar, referred to the situation in Wyre Forest, where local
opposition to loss of services at Kidderminster Hospital was expressed through the political process.?®
Opponents of the proposed reconfiguration formed a political group and elected representatives to
Parliament and the local district council. However, while this was a famous case in the history of NHS
reconfiguration, the outcome also appeared to reflect local contextual factors that had not been
replicated elsewhere.

Systematic reviews

Three systematic reviews included some evidence on the discussion phase of service change;*'®'’ the
relevance of three others was unclear.>'®'? QOverall, the information presented in these reviews was too
general to be helpful in analysing public involvement through discussion with representatives or
representative bodies in the context of service change in the UK NHS. Two UK-specific systematic reviews
did not contain any relevant evidence.>'®

Other research

Five studies in this category were judged relevant to the discussion phase.'?*?>272% The most important was
the 2007 Nuffield Trust report on the ‘politics of reconfiguration’, which included a discussion and case
studies of the operation of local authority scrutiny committees.?® The case studies illustrated how scrutiny
committees worked with patient groups, clinicians and other stakeholders. The role of scrutiny committees
in referring reconfiguration proposals to the IRP was also discussed, a theme also raised in the IRP overview
of lessons learned from reviews." The authors of the Nuffield Trust report considered scrutiny committees
to be assertive in questioning and challenging proposals but basing their challenge on evidence rather than
being opposed in principle to any change.?® This conclusion was supported by the case studies (although
as with all case studies their representativeness/generalisabilty was uncertain) and to some extent by the
report’s status as an independent academic evaluation.
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The NHS Confederation report on reframing the debate around reconfiguration also considered the role of
public representatives. Taking a broadly NHS managerial perspective, the report advocated the need for
local and national leaders to work with patient groups and clinicians to support service changes where
these are supported by evidence of improved clinical outcomes.?®

In the Scottish context, the Scottish Health Council report on enhancing public involvement in major NHS
service change reported the views of a small sample of the public on proposals for independent scrutiny

of reconfiguration plans prior to public consultation.?* Public panels expressed some support for independent
review but were less clear about the stage in the process at which this should take place. In Thomson et al.’s
study of media coverage of reconfiguration of maternity services at Caithness General Hospital, the role of
coundillors and Members of the Scottish Parliament was mentioned.?” In this case study, the representatives
appeared as supporting a public campaign against the reconfiguration proposals rather than being involved
in a formal consultation process.

Summary

Discussion of service change proposals with public representative bodies is an important statutory part of
the process. Although this was treated as a separate stage from wider public consultation in the NHS
England guidance, case studies suggested that the two stages often took place simultaneously or overlap
with one another.®'24> Local authority scrutiny committees were important because of their role in
referring contested proposals to the IRP. An independent academic review in 2007 gave a generally
positive assessment of how these committees were operating, based on a small number of case studies.?

The main issues emphasised by this stage of the guidance are to demonstrate the clinical case for change,
the robustness of the reconfiguration programme, workforce and financial plans, and the alignment
between the proposal and commissioning plans (where relevant).

Exemplar case studies

Five of our exemplar case studies indicated some attention to this phase of reconfiguration,”?24345
although explicit detail was lacking and it was not possible to conclude definitively. Three studies referred
to the need to set out the case for clinical change prior to service redesign.®'>* One case study reported
the discussion of costs and alternative budget allocations, and the framing of intent for patient benefit.”
In a further study, coverage of this stage was implied but lacking in detail.**

Systematic reviews

Some of the included systematic reviews loosely referred to a form of assurance being part of the
engagement process, for example those focusing on priority-setting, resource allocation, health service and
policy planning, local goal-setting and (among the engagement methods) the provision of information
about options for change.®'®"""? Firm demonstration of assurance was not evident in any of the reviews.

Other research

In pieces of work classed as ‘other research’, only the review of referrals to the IRP demonstrated clearly
that the assurance stage of reconfiguration had been addressed, along with consideration of all other
stages.! In the remainder of papers it was implied, with reference in the text to evidence for change not
persuading communities to accept change,?? high levels of financial disclosure being given to
participants,® the need for clinically driven case for change and making the case for value,”® and a
hindering factor to successful engagement being lack of issues underpinning change.?”’

Summary

There was limited reporting to demonstrate attention paid to the assurance stage of the guidance.

Explicit attempts were reported in three exemplar case studies in demonstrating the clinical case for
change prior to service redesign.®'>4* Firm demonstration of attention to assurance was not evident in any
of the systematic reviews, although indirectly it may have been present where reference was made to
priority-setting, resource allocation, health service and policy planning, and local goal-setting.
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The main issues emphasised by this stage of the guidance is continuous engagement with service users
throughout the period of reconfiguration, with emphasis on methods that focus on specific reconfiguration
options and allow for a range of approaches for appropriate tailoring.

Exemplar case studies

All of our exemplar case studies demonstrated efforts to achieve adequate consultation at various stages of
service reconfiguration according to the guidance.”®'24> All studies employed multiple engagement
methods. Many justified the choice of a specific method in terms of intent to target a specific population,
for example using social media to capture the voice of younger people* and focus groups to gather the
views of mental health patients attending the emergency department.*?

Systematic reviews

Five systematic reviews were selected here to demonstrate compliance with the guidance on
consultation.®'¢17192! Multiple engagement methods featured heavily, with a notable frequency of
community-based initiatives such as citizens’ juries,®'®'”'® emphasis on partnerships and collaborations,'®
and collective consumerism.® Targeting attempts were illustrated across the reviews, for example in a
specific community initiative to elicit and respond to the views of older people.'

Other research

All pieces of other health-care-related research reported some attention to the consultation stage, and this
was illustrated by use of multiple methods."*728 An attempt to tailor future consultations for specific
populations was demonstrated in an exercise to test public understanding of frequently used NHS
terminology.?® The paper focusing on a Scottish Health Board debate had prime focus on different
messages emanating from media coverage of proposed changes to maternity services.”’” The paper
demonstrated that media coverage (as a method of consultation) could be manipulative, in contrast to
other reported consultation attempts in this review that have sought to demonstrate transparency

and rigour.

Summary

Continuous engagement with service users throughout the period of consultation featured heavily across
the case study exemplars, systematic reviews and other research. Multiple engagement methods were
reported, many of which aimed to target specific populations.'®?627434> The nature of the evidence made it
difficult to identify any specific methods as better or worse than others, but emphasised the need to use
methods appropriate to the local setting and the population groups most affected by proposed service
changes. Consultation methods involving direct interaction with small groups of service users were often
considered successful but raised issues around the representativeness of those involved.

The main issue emphasised by this stage of the guidance is the need for commissioners to determine
which (if any) of the configuration options are to be pursued, at the same time notifying all
relevant stakeholders.

Exemplar case studies

Three exemplar case studies’'? provided evidence that decisions had been reached on issues concerning
service redesign following engagement programmes. The implication was, additionally, that stakeholders
had been notified of such decisions, but methods of communication were not explicit. In particular, there
was evidence that decision conferences had played an important part leading to the approval of a business
case to reallocate resources for services.” Multiple engagement methods were followed by a decision to
replace an emergency medical centre with a new minor injury unit and other wards.’® The creation of new
maternity services appeared to result from another successful multimethod engagement programme.®
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Systematic reviews

Two systematic reviews showed that engagement using multiple methods (and particularly the use of
citizens' juries) was successful in influencing decisions about the commissioning of new services.'®"”
Proposals for hospital closures were modified or abandoned, as reported by Crawford et al.,"”
demonstrating further the impact of potential for engagement to influence the process of
decision-making.

Other research

Decisions about service reconfiguration were referred to in other health-care-related research.”*2’ The
particular influence of overview and scrutiny committees was highlighted in relation to details on various
proposals accepted and rejected.” Decision uncertainty was reflected in the paper focusing on media
portrayal of maternity services in Scotland.?”

Summary

There was some evidence that decisions had been made and communicated to service users and
stakeholders in respect of reconfiguration.”®'? The particular influence of overview and scrutiny committees
in the process was highlighted.?

Stage 7: implementation

The main issues emphasised by this stage in the guidance are the need for clarity about implementation
plans and for maintenance of an ongoing dialogue with service users on the bedding down of

service reconfiguration.

Exemplar case studies
Three exemplar case studies referred to some measure of follow-up with service users or communications
strategies to support the implementation process.”*2

Systematic reviews and other research

Efforts to maintain dialogue with service users was implied in the results of a systematic review in
repeatability of regional meetings.'® The implementation stage was covered, along with other stages, in
the IRP review of referrals.’

Summary

Some attention to the implementation stage was evident in a limited number of articles, mainly in the
exemplar case studies in terms of follow-up with service users or communication at this stage. None of the
included systematic reviews or other research addressed the implementation stage.

Research questions addressed

We did not attempt to assess systematically the extent to which our research questions were addressed in
the case studies not selected as exemplars. Engagement methods were often not described in sufficient
detail to provide meaningful reporting. Where reported, the range of methods did not appear materially
different from those identified in the other types of research above. Similarly, the lack of details about
methods precluded meaningful analysis with respect to demonstrable impact on service reconfiguration.
The measure of impact on decisions about health service reconfiguration, sustainability of engagement
methods, and resolving and negotiating differing opinions about reconfiguration were also not sufficiently
reported in these studies.

Tables 6-8 summarise the evidence (by type of research) on the extent to which the five research questions
were addressed.

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Dalton et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

31



SYNTHESIS

'9|Ce|IeAR SDUSPIAS ‘X

1(€£002)
‘Je 12 asoy

(zL02)
‘Je 13 pioPPON

0(6002)
‘Je 19 uolIIN

«(£002)
‘Je 38 upjAeq

«.(€007)
‘Je 38 pioymer)

{PAA|OSa) pue pajenobau

U93( SI9¥eW-UOISIDAP I01UdS

JBY10 pue spadxa [ediulp pue dignd

‘syuaned UdaMag uoneInbipuodal
1noge suoluido Bulap aABY MOH :§

;9|qereadal/a|geurelsns
X 90 0} Ajdyi| 3ie |dd JO SPOYIaW PIYA ¥

£SUOISDAp 9say) uo pedwi 1s31ealb
X 3y} pey aney |dd 40 sadhy YIYm €

ZuoieinbIyuodas 3JIAISS Yieay
1N0Qe SUOISAP PIBYL |dd SBY MOH 7

¢ised ayy
Ul uoieINbIIUodaI DINISS Yieay
noge suoisap ul pabebus usaq
X X X d1ignd ay1 pue syusied aAey MOH |

.(200?) 2(2L02) +(0L02) uonsanb ydieasay

‘e 38 pioymes)  Je 38 uipjuo) e 13 uos|aqy

SMB3IAAI dI3eW)SAS

SM3IA3J d1ew)sAs Ag passaippe suonsanb ydieasay 9 319v.L

32

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr03170 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 17

-~
[
A d
(V]
c
8&
£ ©
o=
£:
- X x x x
c
.0
-
©
™
)
e
]
s
gw
N
Ua
v -
I o
= O > x x
c
.0
o=}
©
S
(7]
[
)
5
I
Z J B x
‘_A
(=)
-
(=]
~
N
o
= x
£
9
¥
28
g
)
o & e > x x
<
~N
-
]
o
=]
~
N
v
4]
>
e}
o BN > N
<
S <
= g -
e ARG
“n -~
o o ok
o [ -
l | =%
=] = LS
(o] = T
- Ol o B x >
e}
bl
= )
g > ~ Q2 —
8 (SR _8 2 o 'SV;_GCJ
= =5 C © ve ¢ o £ 35
o o 3=< - 29 > o c
S =] Qe S0 0GB ST
© g § 56 Ty X wH
2 Lanps s 0T g Sa®9
=50 o 0 () = c 28
o o [1] ) o cctog
=] TG 2 o° 2 =9 ~ 5 O 9]
0 c2o 2 gf zo 2ogovl
4] T @ E TE <+ aa Oéég—o
2 ©T & 56 < «8 28w 3| o
o = O $0 6 O% £o0w® gre
S SS9 Yo o S =°g8€E€E=|a
< o o=@ EC w8 838 O9c=Lol @
e SR =] © g 8 £ 6§ =
= 5 B oo ] © 0V E£92=0¢< |3
© Q5.9 al wao & TETHO|O
g =) = as LE L CosCco| ®
] S 255~ $ 25 o3 ‘”:;_ggm
& cclY B8R 2z Ew zOocOTR|Y
o SV c-oc@® Cc @ £ C£E o C
~N [ cE Q r=] O + O '© =0 o | @
" 3850 3% £8 £8% 388:9 ¢
o
= I_Q_C:C_a I 25 23 T2382| o
'<_t Iy = N %) < n 3

© Queen’s Printer and Controller of HMSO 2015. This work was produced by Dalton et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

33



SYNTHESIS

'9|qe|leAe DUBPIAS ‘X

«(7L0Z) DID djepaky
pue ybnoioqieds SHN

»»(0L0Z) Y3|esH [eausinl

1o} anua) Aingsuies

uones

2(€£102)
uoneiapajuod SHN

{PAAOSal pue pajenobau
U93q SI9XEW-UOISIDAP I0IUSS
Jay1o pue suadxe [ediuld pue dijgnd
‘syuaied U9aM1ag uoneinbipuodal
X 1noge suoluido Buuapp aAeY MOH :§

3|qereadal/|geureisns
X 3901 AP 3Ie |dd JO SPOLIAW LPIYM

£suoIsPAp asay} uo 1oedwl 1sa1ealb
9y} pey aney |dd 40 sadAr ydiypa i€

fuoneinbipuodal IS Yleay
X X INOQE SUOISAP PAIDAHE [dd SeY MOH 7

¢1sed ayy
Ul uoieINBILUODaI DINIBS Yieay
noge suoispap ul pabebus usxq
X X d1ignd ay1 pue syusied aAeYy MOH |

(L102) 550IS A£102) uonsanb yoieasoy
pue sjquen  je 33 Ipjony

saipn)s ased Jejdwaxy

salpns ase> Jejdwaxa Ag passaippe suolisanb yoieasay g 319v.L

34

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/hsdr03170 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 17

Question 1: How have patients and the public been engaged in decisions

about health service reconfiguration in the past?

All of our exemplar case studies,”?'24™% the systematic reviews>*'*2" and all except one piece of work
classed as other health-care-related research?** adequately answered this question.

Methods of engagement varied in nature and intensity (from informative to deliberative), and use of mixed
methods to capture service user voice seemed to be the general approach. The engagement process
ranged from being a one-off event, to deliberations spanning several months or years. Details on the
sustainability of methods were lacking.

Question 2: How has patient and public involvement affected decisions

about health service reconfiguration?

Five exemplar case studies,”*'24*4% all six systematic reviews>'®?° and three pieces of other health-care-related
research®?#?8 contributed to answering this question, demonstrating some element of impact from service
user engagement. As mentioned earlier in this review, impact was variably defined across the included
papers, and more frequently in terms of process measures rather than outcomes related to the success or
failure of service reconfiguration.

Of particular note was the impact reported in one exemplar.® In this case study, multiple engagement
methods resulted in service user preference for a particular maternity service configuration in Sandwell and
West Birmingham.® Not only did the consultation appear to achieve broad consensus about future service
provision, the resulting reconfiguration was associated with improvements in wider outcomes relating to
patient health and safety, for example percentage of ‘normal’ births. Various other levels of impact were
demonstrated in our exemplars, for example from wide-reaching consultations that added robustness to a
service tender specification for urgent care services (with specific issues raised by the public, in terms of
access and car parking, subsequently helping to inform the agreed service model),* to the direct impact of
engagement on securing initiatives to improve transport and access to health-care services.'?

Systematic reviews focused largely on process outcomes, with key factors to successful engagement

(with potential to influence successful reconfiguration) being organisational readiness and commitment to
service user engagement; clarity about the aims of engagement; and adequate resources of the process and
evaluation of engagement.’®'® In examining discussion papers and debates about service user engagement
and/or service reconfiguration, other health-care-related research was helpful in identifying some of the
negative outcomes on service reconfiguration, such as the variable impact of media coverage.?’

Question 3: Which types of patient and public involvement have had the

greatest impact on these decisions?

Two exemplar case studies,®'? three systematic reviews'®'®2° and two pieces of other health-care-related
research?>?’ contributed to answering this question.

Information was sparse in general, but exemplars indicated differential success in regular face-to-face
meetings, discussions with politicians and local stakeholders, and initiatives to ensure that all interested
parties were listened to." Social media was highlighted as a particularly effective method for engaging
young people in decisions about reconfiguration.®

Systematic reviews highlighted the influential effect of a range of methods, including small group meetings
and plenary sessions, surveys, citizens' juries'® and deliberative methods.?® One systematic review concluded
that there was no best method for involving users in the NHS.'®

Other health-care-related research focused on the particular influence of overview and scrutiny
committees,? and the potential to encourage polarised views in the decision-making process through
different angles of media coverage.?”’
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Question 4: Which methods of patient and public involvement are likely to

be sustainable/repeatable?

Two exemplar case studies,”'? five systematic reviews®'¢'82° and five pieces of other health-care-related
research?*4%28 provided insight to answering this question, although details on the sustainability of
methods were lacking.

Sustainability of multiple methods was implied in one exemplar case study, which reported continuous
dialogue with service users at the end of the implementation period.’ Two systematic reviews emphasised
the sustainability of methods that encouraged partnership working and collaboration;®'® and a further
review cited the ongoing application of multiple engagement methods over a mean duration of 4 years.?
In other health-care-related research, the repeatability of focus groups was implied, as these were
continued after consultation.?

Question 5: How have differing opinions about reconfiguration between

patients, public and clinical experts and other senior decision-makers been
negotiated and resolved?

Three exemplar case studies’'>**> and seven pieces of other health-care-related research’?>%5:27:28
contributed some evidence to answering this question. There was no evidence from systematic reviews.

The exemplars highlighted potential mechanisms for negotiating and resolving differing opinions between
various stakeholders. These included decision conferences, public meetings and the overview and scrutiny
committee function. Other health-care-related research implied the possible success of in-depth interview
technigues to elicit trade-offs between service alternatives.?* Public deliberative panels,® coproduction
of services*® and public campaigns?” were other possible mechanisms, as was referral to the IRP.’
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Chapter 5 Discussion

he objective of this rapid evidence synthesis was to bring together evidence from published and grey

literature sources, to assess what is known about effective patient and public engagement in
reconfiguration processes and to identify implications for further research. The review was guided by five
research questions, existing NHS guidance on seven stages of reconfiguration® and a theoretical framework
outlining five incremental intensities of service user involvement.*

Evidence was gathered from three main areas: systematic reviews of methods of/approaches to patient/
public engagement; empirical studies of any design evaluating methods of/approaches to patient/public
engagement; and case studies where public/patient engagement appears to have worked or not worked
well. The review successfully identified a number of case study exemplars of good practice.

Summary of the evidence

Methods of engagement identified in this rapid evidence synthesis were varied in nature and intensity, and
generally involved a mixed methods approach. Engagement programmes were conducted across a range
of health services with diverse audiences. There was no evidence on the isolated impact of any particular
engagement method or collection of methods, and there was little detail about their sustainability.

The impact of engagement was variably measured and demonstrated. Impact was more frequently defined
in terms of process measures rather than success or failure of reconfiguration. Key process factors
identified were organisation readiness and commitment to service user engagement, clarity of aims and
adequate resources. Little was reported on the potential negative impact of service user engagement, but
the variable effect of media coverage (which may encourage polarised views) was highlighted, and lessons
from past referrals to the IRP may be helpful.

Early engagement can help to contextualise and influence the perceptions of service users. Ongoing
face-to-face interaction may be beneficial, and deliberative methods may provide further help to ensure a
wide representation of service user voice. Social media may be useful, particularly to engage with young
people. It is helpful to form common views between the public and commissioners, but different priorities
may present difficulties.

This was a difficult area to research, the evidence was limited and rigorous evaluations were lacking.
Much of the evidence was from single case studies, which may have limited generalisability in other
settings. The evidence to support methods of service user engagement in health service reconfiguration
was inconclusive; we were unable to recommend a particular method to effect a specific outcome.

The lack of independent research was noted (case studies identified were likely to be biased towards
successful reconfiguration from the perspective of NHS managers), as was the absence of measurable
outcomes and clear definitions of successful reconfiguration.

Reflections on the evidence

Much of the evidence presented in this review related to the UK NHS setting. For those embarking on
future service user engagement programmes, the exemplars identified may indeed represent what good
evidence looks like. Clearly reported objectives, methods and contextual detail, and reflective reporting are
key elements to achieve this.
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The review uncovered a broad range of engagement methods, from those simple and informative in
nature, to more deliberative methods involving the development of shared understanding with service
users and identifying solutions through partnership and collaborative working. No single specific method of
engagement appeared to be more effective than another; the use of mixed methods of engagement was
frequently reported. While there may be an argument for evaluating the collective effect of multiple
methods (on the basis that this is reflective of practice), the relative effects of different engagement
methods from a cost-effectiveness viewpoint may be a topic warranting further research.

Service user engagement was rarely evaluated in terms of its direct impact on the success or failure of
service reconfiguration. Interim and process outcomes were frequently reported (such as changes in service
user views about services, organisational culture change with regard to commitment to user engagement,
or shifts in learning about future processes). This poses a question for future research about what is really
meant by impact in evaluations of service user engagement and health service reconfiguration. Until more
clarity is reached about objectives and outcomes, the evidence is likely to remain inconclusive. Future
evaluation of interventions is vital.

Although it was not explicitly stated, impact appeared to be context-specific; the relative success of this
was set against a backdrop of local dynamics, historical issues and baseline service user expectations.
Furthermore, the impact of interventions to involve patients and the public in reconfiguration decisions was
likely to be mediated by contextual factors which could vary widely across settings as well as over time.
Some of these factors were at least in part predictable and could be used to select appropriate
engagement methods. Examples are the nature of the area (such as urban or rural), age structure and
socioeconomic characteristics of the local population and the types of services affected by

reconfiguration proposals.

Additionally, local responses to configuration proposals can be inherently unpredictable, making it difficult
or impossible to discuss alternatives and seek ways to resolve different opinions. Many community groups
have opposed loss or downgrading of services in their local hospital; only in one setting (Wyre Forest) did
they succeed in getting a representative elected to Parliament and gain control of the local council.*®

This example dates from the early 2000s and the fact that it has not been repeated since suggests the
existence of some highly unusual local factors. In another example, a campaign against changes to hospital
services in Surrey and Sussex was strengthened by the support of well-known local residents, a factor
unlikely to be reproduced in less affluent areas.?

The exemplars and other case studies included in our review cover a range of different services and
geographical settings. An obvious distinction is that between services for the general population

(e.g. primary and urgent care), for specific sections of the population (e.g. maternity services) and for
people with specific conditions (e.g. specialist mental health services). The balance between engaging
with the general public and with patients, patient groups and carers, and hence the methods used,
tend to reflect the type of service. The type of setting (e.g. urban, suburban or rural) may also influence
the process of engaging with patients and the public, although it is likely that the increasing use of
online and social media-based methods will reduce the importance of geographical factors over time.

It is also likely that other, more subtle factors influence the appropriateness of using different methods
of engagement in different circumstances. A fuller analysis of this type of issue would require a larger
sample of well-reported exemplars than we were able to obtain for this review, but this could be a topic
for future primary research. A robust conceptual model of the rationale and goals of PPl in reconfiguration
decisions would be helpful for this type of research.

In the synthesis, a pragmatic decision was taken to map the evidence against existing policy and guidance.
We turned to potential triangulation between the evidence, the NHS stages of reconfiguration and

levels of engagement; the extent to which the different sources correlate with each other and offer a
consolidated framework to those considering service user engagement in health service reconfiguration.
Generally, convergence of concepts from the different sources was difficult to determine, as it was not
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possible to distinguish with confidence the seven stages and the five levels of engagement in the included
evidence. It was clear, however, that the ‘ladder of engagement and participation’ (based on the work of
Sherry Arnstein*’) provided less theoretical contribution than the NHS England stages. In respect of the
ladder, examples of devolved decisions to the community were not well represented in our evidence. One
might propose that devolvement might more appropriately apply to smaller-scale service change than to
the various larger-scale reconfigurations considered in this review.

Given the nature of the review questions, it was clear that evidence was unlikely to be generalisable in the
traditional sense of identifying elements which frame the research questions (populations, interventions,
comparators and outcomes). We suggest that generalisability of the evidence to future service
reconfigurations may lie in the approach (e.g. using the seven NHS England Stages) to guide the
engagement process, rather than attempting to generalise based on the mechanics or the context
underpinning that approach.

We focused our search for evidence on studies of direct relevance to PPl in service reconfiguration.
Resource constraints meant that we have not systematically reviewed the theoretical and empirical
literature on PPl in health care generally (although this was covered to some extent in the systematic
reviews we have included). For theoretical frameworks we concentrated on those that have informed
current NHS guidance (NHS England’s stages of service change® and the ‘ladder of engagement and
participation’). Arnstein’s ladder dates back to the 1960s and other theoretical frameworks have
been developed more recently. For example, Gibson et al.*>° suggested that earlier models of PPl were
unable to respond effectively to the current context of declining faith in traditional political structures
and processes and the diversity of values, ideologies and social groups trying to make their voices
heard. They proposed a four-dimensional framework for analysing the nature of PPI. This framework
encourages knowledge accumulation from multiple sources, with emphasis on the development of
reasoned, interactive and equitable discussions between lay and professional people. The framework,
they argued, could assist the development of new structures and processes that may allow professionals
and lay people to work together more productively than most current structures permit.®

Another critique of current practice in PPl generally related to the issue of power imbalance between
patients and members of the public and NHS managers and clinicians. This was the original purpose of
Arnstein’s ‘ladder of involvement and participation’, to suggest that most involvement activity was more
tokenistic than genuine participation.*’ Harrison and Mort coined the phrase ‘technology of legitimation’,
arguing that PPl ‘can be seen as a means by which managerial legitimacy is maintained in the context of
an increasingly pluralistic policy arena’.®' Similar issues were raised by Martin in a study of service user
involvement in the establishment of cancer genetics services in England.*

In view of resource constraints and the service-focused nature of this review, we were unable to address
these issues in any depth, but we recognise that it is important for NHS decision-makers to be aware

of and reflect on these critiques. However, these issues relate to all types of PPl in health care (and in
policy- and decision-making generally) and are not specific to service reconfiguration, which was the main
focus of this review.
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DISCUSSION

Reflections on the review process

The topic area had parallels with the evaluation of complex interventions and public health research;
engagement was often part of a multicomponent intervention from which it was difficult to isolate
individual effects, and the long-term impact was difficult to measure.

Reconfiguration was defined for this review as large-scale system change [e.g. relocation of hospitals,
(re)location of specialist care, changes in provision of urgent/emergency/out-of-hours care] as opposed

to small-scale change (e.g. at hospital ward level, within a GP practice). It became evident during the
study selection process that the distinction between large-scale and small-scale change was not always
straightforward, and this was not helped by variable use of terminology to describe service change.
Judgements had to be made, and discussions took place between reviewers to reach agreement on
inclusion, particularly where articles reported on a mixture of different levels of change, and often as part
of an overarching strategy.

Given the rapid nature and limited resources available, limitations were placed on the review process. For
example, strict criteria were applied on the reporting aspects of articles to tighten the focus to those most
likely to provide useful information. Studies contained within reviews were not extensively followed up,
and the overlap of studies across reviews was not examined. For case studies, a number of websites
provided external links to other case studies, for example the Scottish Health Council;** external links were
not followed, but instead a signpost was provided, together with a summary of characteristics of

those studies.

Of interest for future search strategies in service-facing reviews, two of the exemplar case studies were
retrieved through contacts and not by the review search strategy. Contact with experts routinely forms
part of traditional searching and this aspect represented a particularly important contribution to the
present review.

The variable quality of evidence across the included systematic reviews may be a consequence of the
composite nature of that evidence. Mixed methods evidence appeared to be a defining feature of the
topic area selected for this review. Assessing the quality of a review based on mixed methods and/or
multiple sources presented difficulties in applying traditional assessment criteria based on individual study
design. Currently, there is no robust reliability assessment tool for mixed methods reviews.

Early specification of criteria for evaluating the quality of case studies in this review (based on clarity and
transparency of reporting) enabled the successful identification of evaluations that might serve as
exemplars of good practice. This was a relatively straightforward aspect of the review. Based on our three
assessment criteria, the overall quality of these case studies was good (defined as adequate and clear
reporting; evidence of reflexivity; and diverse perspectives considered). However, given that good reporting
was an inclusion criterion for case studies, selection bias was a possibility in this review.
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Chapter 6 Conclusions

Key conclusions from the project

The overall quality of evidence in our review is mixed. The included systematic reviews comprised multiple
types of evidence and study designs, and most reviews did not report any quality assessment of included
studies. A number of potentially helpful case studies were found, but the quality of reporting was
generally poor. Six case studies were selected as exemplars on the basis of clearly reported evaluations,
and these provided focus for our analysis. One of the key findings from this review is that meaningful
engagement is hard to achieve, and research to evaluate its impact is difficult to conduct.

Nevertheless, our review demonstrated that it was possible to address these difficulties. Great advances
have been made to set out frameworks for engaging users in discussions and decisions about service
reconfigurations. We have found a number of exemplar case studies which show that meaningful
engagement can be achieved. Moreover, although the evidence base was not large, we have found
studies that were able to provide insight into the value of user engagement and its impact on shaping
service reconfiguration. In particular, this review succeeded in clarifying some of the factors associated with
positive service user engagement.

Patients and the public can be engaged through a wide variety of methods ranging from public meetings
and distribution of information to the use of social media. People can be engaged as individuals, in small
groups and in larger groups. In selecting which methods to employ locally, decision-makers will need to
take into account the nature of the local population and of the proposed service changes. In general,
engagement was most likely to be successful when the process started at an early stage of planning
service change, offered opportunities for genuine interaction and was led and supported by clinicians
involved in delivering the relevant services. Interactive methods involving small groups, such as citizens’
juries, could be very successful, although there may be difficulties in recruiting genuinely

representative samples.

Our review also highlighted the importance of engaging with public representatives, in England primarily in
the form of local authority scrutiny committees. The committees are important because of their power to
refer disputed reconfiguration proposals to the IRP, an outcome that NHS decision-makers should seek

to avoid. The IRP’s summary of lessons from its reviews' was an important resource, as was the availability
of informal advice from the IRP.

The IRP report noted that problems often arose because NHS decision-makers paid insufficient attention to
issues considered important to the public. There was evidence from case studies* and public opinion
research? % that many people were unwilling to accept longer journey times in return for the promise of
better-quality care at specialised centres. Since reconfiguration often involved centralisation of services,
tackling such issues may warrant consideration by the leadership of the NHS at the national and local
levels. There were potentially divergent issues to consider across other challenges to the NHS, such as
decentralisation of services across several locations or moving services from one location to another.

Drawing on the included systematic reviews and exemplar case studies, our review broadly addressed the
first two research questions, seeking to identify methods and impact of service user engagement in health
service reconfiguration. Evidence on differential impact of methods, the sustainability of methods and
outcomes, and methods of resolving differences between interested parties was less well documented.
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CONCLUSIONS

We noted some difficulty in distinguishing the stages of reconfiguration presently recommended by NHS
England, but we uncovered some congruence between this guidance and what appears to be happening
in practice, particularly in relation to the concentration of activity noted at stages 3 (discussion) and

5 (consultation). There is also some accordance between these specific NHS England stages and the
theoretical basis provided by Arnstein’s ladder of participation. Across all evidence types, engagement
activity appeared to move beyond basic information-giving towards the consultation and collaboration
steps in the Arnstein’s ladder. It appears that future activity might usefully engage more readily with earlier
and later stages in the process.

Given that service reconfiguration dominates the health policy agenda in almost all countries, it is essential
to build upon the practical and research foundations that have already been laid.

Strengths of this review

The rapid nature of this review provides a timely, service-facing response to identify methods and impact
of service user engagement in health service reconfiguration. This will be particularly valuable as the

UK NHS navigates a way through arguably the biggest financial and operational challenge since its
inception in 1948. The needs of service users are positioned at the heart of all service reconfigurations.

While providing a rapid response, the review also maintained the highest quality standards through the
adoption of a systematic and explicit review process, featuring:

® athorough and comprehensive search to identify both published and unpublished studies

® astrong pragmatic focus, with less emphasis on academic deliberation, and more on knowledge
translation to a service-based audience

® input of external advisors to corroborate the findings.

Weaknesses of this review

Despite its strengths, there were potential weaknesses in this review. These related to the fact that
inconsistent terminology featured frequently, and inadequate descriptions of reconfiguration were
encountered, which made it difficult on occasion to decide on the eligibility of studies for inclusion.

To mitigate this, such cases were discussed fully to ensure consistent judgements were made. If there

was doubt about the value of a study, it was not included. The rapid time frame for the review also meant
that the detail of some studies was not followed up (e.g. studies contained within web links), although
appropriate summaries and signposts were provided. All of this meant that relevant studies may have
been overlooked.

The nature of the evidence also presented potential problems. Most of the recommendations emanated
from a small sample of case studies. These were potentially biased, as they documented successful
engagement in reconfiguration, largely from a NHS commissioner or provider perspective. While many
practical examples of engagement are available, they are generally poorly reported in terms of methods,
context, impact and sustainability over time.

Implications for health care

The NHS England stages of reconfiguration® may provide a helpful framework on which to base

plans for future service user engagement programmes. However, this framework should not necessarily
be considered as a linear process or a set of distinct elements. Arnstein’s ‘ladder of engagement

and participation’ (based on the work of Sherry Arnstein?’) contained in NHS England guidance® seems
to offer less practical value. The four-dimensional framework developed by Gibson et al.*® may be worth
further evaluation.
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Within the NHS England framework, some key factors contributing to successful engagement and/or
service reconfiguration appear to be:

ensuring a clear understanding of the local context

early engagement; consulting widely

demonstrating clinical-led case for change, with focus on service improvement rather than cost savings
demonstrating openness and developing shared understanding of change through local

partnership working

promoting ownership of the change model and feedback results of engagement

implementing strong managerial leadership

using mixed approaches, particularly deliberative methods of engagement, targeted where necessary
for different population groups

considering access and transport issues as part of service change

evaluation; follow-up

expecting the unexpected.

Of these key factors, one aspect that seemed the most pressing was the striking need for robust evaluation
and follow-up in user engagement programmes. Where evaluation has taken place — particularly in some
potentially valuable case studies — it was largely poorly reported and difficult to appraise from a research
viewpoint. Potential limiting factors are time constraints in health-care practice and naturally less concern
for academic rigour. However, present reporting made it difficult to learn and move forward. Evaluation of
user engagement in future health service reconfiguration is vital if we are to avoid reinventing the wheel
each time public interaction is required. Ideally, evaluation should be conducted independently of those
directing the engagement programme and should be embedded throughout the entire process from
planning to implementation. The reporting system in Scotland may provide some helpful pointers.*
Specific attention should be paid to explicitly and consistently describing the contextual characteristics of
the situation; the methods of engagement, outcomes measured and overall impact (including positive and
negative impact, and differential effects of engagement methods); the sustainability of efforts (through
appropriate follow-up); and the lessons to be learned. The need to publish evidence on methods and
impact of patient and public voice activity is touched upon in NHS England’s Transforming Participation in
Health and Care.*

Implications for research

One of the difficulties of the review was that much of the research was context-specific, which made
generalisation difficult. Reconfiguration of services might be considered for the general population (such as
primary care); for people with diagnosed conditions (such as mental health problems); for people seeking
specific services (such as maternity services); or across geographical areas. Although the contexts are
diverse, many challenges will be common.

The NHS England guidance on stages of reconfiguration may be of value in providing a generalisable
approach and basis for user engagement in practice. The guidance may also provide a foundation for the
design of future research on the evaluation of user engagement in service reconfiguration. These aspects
are recommended areas of future research, together with an exploration of how the guidance might apply
beyond the NHS setting.

In addition, further longer-term evaluations are needed to test the sustainability of methods of engagement
and their impact over time. Prospective evaluations with contemporaneous data collection, including use of
observational methods, may be the most suitable methods to achieve this. More research may also be
warranted on the specific impact of interventions in negotiating and resolving differing opinions between
patients, the public and dlinical experts. Cost-effectiveness evaluation of engagement methods would

be beneficial.
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Appendix 1 Search strategies

Search strategies for reviews

The Cochrane Database of Systematic Reviews via The Cochrane
Library, Wiley

URL:

http://onlinelibrary.wiley.com/

Date range searched: inception to March 2014.

Date of search: 27 March 2014.

Records retrieved: 30.

#1

#2

#3

#4

#5

#6

MeSH descriptor: [Consumer Participation] explode all trees (993)
MeSH descriptor: [Public Opinion] this term only (54)

MeSH descriptor: [Consumer Organizations] this term only (9)
MeSH descriptor: [Consumer Advocacy] this term only (10)

MeSH descriptor: [Patient Advocacy] this term only (59)

((Patient™ or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or

carer® or caregiver* or care-giver*) near/2 (particip* or engage* or involve* or consult* or opinion* or
voice* or dialogue or view* or input* or partner* or represent* or collaborat* or advoc*)):ti (777)

#7

((Patient* or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or

carer® or caregiver* or care-giver*) near/2 (jury* or juries or panel* or forum*)):ti (10)

#8

#9

#10

#11

#12

#13

#14

#15

community next health next council*:ti (0)
local next involvement next network*:ti (0)
healthwatch:ti (0)
national next voices:ti (0)
foundation next trust next governor*:ti (0)
FT next governor*:ti (0)
co-produc* or coproduc*:ti (13)

#lor#2or#3or#4 or#5or#6 or #7 or #8 or #9 or #10 or #11 or #12 or #13 or #14 in Cochrane

Reviews (Reviews and Protocols) (30)

Key:

MeSH descriptor = indexing term (MeSH heading); * = truncation; :ti=terms in title field; near/

2 =terms within two words of each other (any order); next =terms are next to each other.
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APPENDIX 1

The Campbell Library
URL: www.campbellcollaboration.org/lib/

Date range searched: 2003-2014.
Date of search: 25 March 2014.
Records retrieved: 32.

1 title is particip* or title is engage* or title is involve* or title is consult* or title is opinion* or title is
voice™* or title is dialogue or title is view* or title is input® or title is partner* or title is represent™* or title is
collaborat* or title is advoc* (15)

2 title is ‘citizen jury’ or title is ‘citizen juries’ or title is forum™ or title is panel* (0)
3 keywords is ‘citizen jury’ or keywords is ‘citizen juries’ or keywords is forum* or keywords is panel* (0)

5 keywords is particip* or keywords is engage* or keywords is involve* or keywords is consult* or
keywords is opinion* or keywords is voice* or keywords is dialogue or keywords is view* or keywords is
input* or keywords is partner* or keywords is represent* or keywords is collaborat* or keywords is
advoc* (17)

8 title is ‘community health council’ or title is ‘community health council*’ or title is ‘local involvement
network’ or title is ‘local involvement networks’ or title is Healthwatch or title is ‘national voices’ or title is
co-produc* or title is coproduc* or title is ‘foundation trust governor’ or title is ‘foundation trust governors'’
or title is ‘FT governor’ or title is ‘FT governors’ (0)

9 keywords is ‘community health council’ or keywords is ‘community health council*’ or keywords is
‘local involvement network’ or keywords is ‘local involvement networks’ or keywords is healthwatch or
keywords is ‘national voices’ or keywords is co-produc* or keywords is coproduc* or keywords is
‘foundation trust governor’ or keywords is ‘foundation trust governors’ or keywords is ‘ft governor’ or
keywords is ‘ft governors’ (0)

Key: * =truncation; ' * = phrase search

Database of Abstracts of Reviews of Effects (DARE)

Centre for Reviews and Dissemination Internal Content Management System (includes those records
published in DARE on the Centre for Reviews and Dissemination website and records retrieved for possible
inclusion in DARE but rejected).

Date range searched: inception to 25 March 2014.
Search date: 25 March 2014.
Records retrieved: 356.

MeSH DESCRIPTOR consumer participation
MeSH DESCRIPTOR patient participation
MeSH DESCRIPTOR public opinion

MeSH DESCRIPTOR patient advocacy

MeSH DESCRIPTOR consumer advocacy
MeSH DESCRIPTOR consumer organisations
#1 OR #2 OR #3 OR #4 OR #5 OR #6

NoukwnN =

NIHR Journals Library www. journalslibrary.nihr.ac.uk


http://www.campbellcollaboration.org/lib/

DOI: 10.3310/hsdr03170 HEALTH SERVICES AND DELIVERY RESEARCH 2015 VOL. 3 NO. 17

10.

11.

13.

14.

16.

17.

18.

19.

20.

21.

22.
23.
24,
25.
26.
27.
28.

29.
30.
31.

((Patient* or user* or client* or consumer™ or citizen* or public or communit* or stakeholder* or
carer* or caregiver* or care-giver* or care giver or care givers) adj2 particip*):ti
((Patient* or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or
carer® or caregiver* or care-giver* or care giver or care givers) adj2 engage*):ti
((Patient™ or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or
carer® or caregiver* or care-giver* or care giver or care givers) adj2 involve*):ti
((Patient* or user* or client* or consumer™ or citizen* or public or communit* or stakeholder* or
carer* or caregiver* or care-giver* or care giver or care givers) adj2 consult*):ti

. ((Patient* or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or

carer® or caregiver* or care-giver* or care giver or care givers) adj2 opinion*):ti

((Patient* or user* or client* or consumer™* or citizen* or public or communit* or stakeholder* or
carer® or caregiver* or care-giver* or care giver or care givers) adj2 voice*):ti

((Patient* or user* or client* or consumer™ or citizen* or public or communit* or stakeholder* or
carer* or caregiver* or care-giver* or care giver or care givers) adj2 dialogue):ti

. ((Patient* or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or

carer® or caregiver* or care-giver* or care giver or care givers) adj2 view*):ti

((Patient* or user* or client* or consumer™* or citizen* or public or communit* or stakeholder* or
carer® or caregiver* or care-giver* or care giver or care givers) adj2 input®):ti

((Patient* or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or
carer* or caregiver* or care-giver* or care giver or care givers) adj2 partner*):ti

((Patient* or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or
carer® or caregiver* or care-giver* or care giver or care givers) adj2 represent®):ti

((Patient™ or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or
carer® or caregiver* or care-giver* or care giver or care givers) adj2 collaborat*):ti

((Patient* or user* or client* or consumer™ or citizen* or public or communit* or stakeholder* or
carer* or caregiver* or care-giver* or care giver or care givers) adj2 advoc*):ti

((Patient* or user* or client* or consumer* or citizen* or public or communit* or stakeholder* or
carer® or caregiver* or care-giver* or care giver or care givers) adj2 (jury* or juries or panel* or
forum™*)):ti

(‘community health council’ or ‘community health councils’):ti

('local involvement network’ or ‘local involvement networks’):ti

healthwatch:ti

‘national voices':ti

(‘foundation trust governor’ or ‘foundation trust governors’ or ‘FT governor’ or ‘FT governors’):ti
(co-produc* or coproduc*):ti

#8 OR #9 OR #10 OR #11 OR #12 OR #13 OR #14 OR #15 OR #16 OR #17 OR #18 OR #19 OR #20
OR #21 OR #22 OR #23 OR #24 OR #25 OR #26 OR #27

#7 OR #28

FROM 2000 TO 2014

#29 AND #30

Key: MeSH descriptor = indexing term (MeSH heading); * = truncation; :ti =terms in title field; adj/
2 =terms within two words of each other (any order); * * = phrase search.
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APPENDIX 1

Database of Promoting Health Effectiveness Reviews (DoPHER)
URL: http://eppi.ioe.ac.uk/webdatabases/Search.aspx

Date range searched: inception to 27 March 2014.
Date of search: 27 March 2014.

Records retrieved: 40.

121 Freetext: 'Patient* engage*’ (0)

123 Freetext: ‘user* engage*’ (1)

125 Freetext: ‘client* engage*’ (0)

127 Freetext: ‘consumer* engage*’ (0)
129 Freetext: ‘citizen* engage*’ (0)

131 Freetext: ‘citizen* engage*’ (0)

133 Freetext: ‘public engage*’ (0)

135 Freetext: ‘communit* engage*’ (7)
137 Freetext: ‘stakeholder* engage*’ (0)
139 Freetext: ‘Patient* particip*’ (4)

141  Freetext: "user* particip*’ (1)

143  Freetext: ‘client* particip*’ (0)

145  Freetext: ‘consumer* particip*’ (1)
147 Freetext: ‘citizen* particip*’ (0)

149 Freetext: ‘public particip*’ (0)

151  Freetext: ‘communit* particip*’ (6)
153 Freetext: ‘stakeholder* particip*’ (1)
155 Freetext: ‘Patient* involve*’ (5)

157  Freetext: "user* involve*' (0)

159 Freetext: ‘client* involve*’ (0)
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161 Freetext: ‘consumer* involve*" (0)

163  Freetext: ‘citizen* involve*’ (0)

165 Freetext: ‘public involve*” (0)

167 Freetext: ‘communit* involve*’ (16)

169 Freetext: ‘stakeholder* involve*’ (0)

171 121 OR 123 OR 125 0R 127 OR 129 OR 131 OR 133 OR 135 OR 137 OR 139 OR 141 OR 143 OR
145 OR 147 OR 149 OR 151 OR 153 OR 155 OR 157 OR 159 OR 161 OR 163 OR 165 OR 167 OR

169 (40)

Key: * =truncation; ' ' = phrase search.

EPPI-Centre Evidence Library
URL: http://eppi.ioe.ac.uk/cms/Default.aspx?tabid=62

Date range searched: inception to 27 March 2014.

Date of search: 27 March 2014.

Records retrieved: 1.

The list of EPPI-Centre reviews was browsed for relevance. One relevant record was retrieved.

Health Systems Evidence
URL: www.mcmasterhealthforum.org/healthsystemsevidence-en

Date range searched: inception to 1 April 2014.
Date of search: 1 April 2014.
Records retrieved: 95.

The search was carried out using the predefined database topic search of consumer and stakeholder
involvement. In total, 95 records were retrieved.
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APPENDIX 1

Search strategies for primary studies

MEDLINE In-Process & Other Non-Indexed Citations and MEDLINE via OvidSP
URL: http://ovidsp.ovid.com/

Date range searched: 1946 to 20 March 2014.

Date of search: 24 March 2014.

Records retrieved: 467.

ok wN =

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.
25.

exp *Consumer Participation/ (16,670)

*Public Opinion/ (7243)

*Patient Advocacy/ (11,992)

*Consumer Advocacy/ (1551)

*Consumer Organisations/ (661)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 particip$).ti,ab. (31,113)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 engage$).ti,ab. (4448)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) ad;j2 involve$).ti,ab. (22,446)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 consult$).ti,ab. (6340)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 opinion$).ti,ab. (4103)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 voice$).ti,ab. (1435)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 dialogue).ti,ab. (515)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 view$).ti,ab. (7186)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 input$).ti,ab. (1662)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 partner$).ti,ab. (5922)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 represent$).ti,ab. (11,498)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 collaborat$).ti,ab. (2831)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 advoc$).ti,ab. (3722)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 (jury$or juries or panel$or forum$)).ti,ab. (1668)

community health council$.ti,ab. (95)

local involvement network$.ti,ab. (8)

healthwatch.ti,ab. (32)

national voices.ti,ab. (0)

(foundation trust governor$or FT governor$).ti,ab. (3)

(co-produc$or coproduc$).ti,ab. (2003)
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26. or/1-25(131,571)
27. (reconfigur$or re-configur$).ti. (686)
28. ((reconfigur$or re-configur$) adj5 (service$or system$or care or healthcare or hospital$or

29.

30.

31.
32.
33.

34.

35.
36.
37.
38.
39.
40.
41.

42.
43.
44,
45.
46.
47.
48.
49,
50.
51.
52.

NHS)).ab. (327)

((redesign$or re-design$) adj5 (service$or system$or care or healthcare or hospital$or NHS)).ti,ab.
(1609)

((reorganis$or re-organis$or reorganiz$or re-organiz$) adj5 (service$or system$or care or healthcare or
hospital$or NHS)).ti,ab. (2498)

(brain or cortical or cortex).ti,ab. (887,140)

30 not 31 (2202)

((restructur$or re-structur$) adj5 (service$or system$or care or healthcare or NHS or hospital$)).ti,ab.
(1848)

((major or large-scale or substantial$or extensive$) adj5 (chang$or reform$or modif$or transform$or
shap$) adj5 (service$or system$or care or healthcare or hospital$or NHS)).ti,ab. (1727)

27 or 28 or 29 or 32 or 33 or 34 (8160)

26 and 35 (388)

Health Facility Merger/ (4446)

Health Facility Moving/ (250)

Health Facility Closure/ (2151)

Hospital Restructuring/ (4532)

((hospital$or service$or care or healthcare or NHS) adj3 (closure$or closing or close$or merg$or relocat$or
re-locat$or transfer$or decommission$or de-commission$or disinvest$or dis-invest$)).ti,ab. (9594)
or/37-41 (19,523)

26 and 42 (447)

36 or 43 (810)

exp animals/not humans/ (3,903,063)

44 not 45 (810)

letter.pt. (830,574)

editorial.pt. (349,409)

47 or 48 (1,179,918)

46 not 49 (797)

limit 50 to yr="2000 -Current’ (492)

limit 51 to english language (467)

Key: /=indexing term (MeSH heading); exp = exploded MeSH heading; * = focussed MeSH heading;
$ =truncation; .ti,ab. =terms in either title or abstract fields; adj2 = terms within two words of each other
(any order).
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URL: www.proguest.com/

Date range searched: inception to 26 March 2014.
Date of search: 26 March 2014.

Records retrieved: 234.

(((SU.EXACT('Participation’) OR SU.EXACT('Community participation’) OR SU.EXACT('Citizen participation’)
OR SU.EXACT('Patient participation’) OR SU.EXACT('Consumer participation’) OR SU.EXACT

(‘Client participation’)) OR SU.EXACT('Engagement’) OR SU.EXACT('User involvement’) OR SU.EXACT
('Consumer representation’) OR SU.EXACT('Advocacy’) OR SU.EXACT('Citizens’ juries’) OR SU.EXACT
('Community health councils’) OR SU.EXACT('Public opinion’)) AND la.exact("English’) AND pd(2000-2014))
OR (TI,AB((Patient* OR user* OR client* OR consumer* OR citizen* OR public OR communit* OR
stakeholder* OR carer* OR caregiver* OR care-giver* OR ‘care giver’ OR ‘care givers’) NEAR/2 (particip*
OR engage™* OR involve* OR consult* OR opinion* OR voice* OR dialogue OR view* OR input* OR
partner* OR represent* OR collaborat* OR advoc*)) AND la.exact('English’) AND pd(2000-2014)) OR (Tl,
AB((Patient* OR user* OR client* OR consumer* OR citizen* OR public OR communit* OR stakeholder*
OR carer* OR caregiver* OR care-giver* OR ‘care giver' OR ‘care givers’) NEAR/2 (jury* OR juries OR panel*
OR forum*)) AND la.exact('English’) AND pd(2000-2014)) OR (TI,AB(‘community health council’ OR
‘community health councils’ OR ‘local involvement network’ OR ‘local involvement networks’ OR
Healthwatch OR ‘national voices’ OR co-produc* OR coproduc* OR ‘foundation trust governor’ OR
‘foundation trust governors’ OR ‘FT governor’ OR ‘FT governors’) AND la.exact('English’) AND pd
(2000-2014))) AND ((((TI(reconfigur* OR re-configur*) OR AB((reconfigur* OR re-configur*) NEAR/5
(service* OR system™* OR care OR healthcare OR hospital* OR NHS)) OR TI,AB((redesign* OR re-design*)
NEAR/5 (service* OR system* OR care OR healthcare OR hospital* OR NHS)) OR TI,AB((reorganis* OR
re-organis* OR reorganiz* OR re-organiz*) NEAR/5 (service* OR system* OR care OR healthcare OR
hospital* OR NHS)) OR TI,AB((restructur* OR re-structur*) NEAR/5 (service* OR system* OR care OR
healthcare OR NHS OR hospital*)) OR TI,AB((major OR large-scale OR substantial* OR extensive*) NEAR/5
(chang* OR reform* OR modif* OR transform* OR shap*) NEAR/5 (service* OR system* OR care OR
healthcare OR hospital* OR NHS))) OR (SU.EXACT('Organisational change’) OR SU.EXACT('Reorganisation’)
OR SU.EXACT('Structural change’) OR SU.EXACT('Restructuring’))) AND la.exact('English’) AND pd
(2000-2014)) OR ((SU.EXACT('Closure) OR SU.EXACT('Mergers’) OR SU.EXACT('Relocation’) OR TI,AB
((hospital* OR service* OR care OR healthcare OR NHS) NEAR/3 (closure* OR closing OR close* OR merg*
OR relocat* OR re-locat* OR transfer* OR decommission* OR de-commission* OR disinvest* OR
dis-invest*))) AND la.exact('English’) AND pd(2000-2014)))

Key: SU.EXACT =subject heading; TI,AB =terms in the title or abstract fields; NEAR/2 = terms within

two words of each other (any order); * =truncation; ‘ ' = phrase search; la.exact = language limit;
pd = publication date limit.
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Health Management Information Consortium via OvidSP
URL: http://ovidsp.ovid.com/

Date range searched: 1979 to January 2014,

Date of search: 25 March 2014.

Records retrieved: 574.

—_ —_
N

—
w

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.
30.

SOV N UEEWN =

exp Participation/ (7731)

exp opinions/ (10,525)

exp consumer representation/ (829)

exp advocates/ (96)

exp patient & public involvement services/ (126)
commission for patient & public involvement in health/ (4)
local representative committees/ (11)

citizens juries/ (84)

patient partnership strategy/ (16)

community health councils/ (366)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 particip$).ti,ab. (2004)

. ((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or

caregiver$or care-giver$) adj2 engage$).ti,ab. (595)

. ((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or

caregiver$or care-giver$) adj2 involve$).ti,ab. (3277)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 consult$).ti,ab. (1437)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 opinion$).ti,ab. (645)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 voice$).ti,ab. (196)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 dialogue).ti,ab. (43)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 view$).ti,ab. (2158)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 input$).ti,ab. (164)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 partner$).ti,ab. (868)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 represent$).ti,ab. (645)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 collaborat$).ti,ab. (300)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 advoc$).ti,ab. (469)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 (jury$or juries or panel$or forum$)).ti,ab. (357)

community health council$.ti,ab. (554)

local involvement network$.ti,ab. (78)

healthwatch.ti,ab. (53)

national voices.ti,ab. (8)

(foundation trust governor$or FT governor$).ti,ab. (18)

(co-produc$or coproduc$).ti,ab. (87)
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31.
32.
33.
34.
35.
36.

37.

38.

39.

40.

41.
42.
43.
44,
45.
46.

47.
48.
49.
50.
51.

or/1-30 (26,280)

exp organisational change/ (3458)

Structural change/ (140)

change management/ (1926)

(reconfigur$or re-configur$).ti. (106)

((reconfigur$or re-configur$) adj5 (service$or system$or care or healthcare or hospital$or

NHS)).ab. (199)

((redesign$or re-design$) adj5 (service$or system$or care or healthcare or hospital$or NHS)).ti,ab.
(483)

((reorganis$or re-organis$or reorganiz$or re-organiz$) adj5 (service$or system$or care or healthcare or
hospital$or NHS)).ti,ab. (670)

((restructur$or re-structur$) adj5 (service$or system$or care or healthcare or NHS or hospital$)).ti,ab.
(463)

((major or large-scale or substantial$or extensive$) adj5 (chang$or reform$or modif$or transform$or
shap$) adj5 (service$or system$or care or healthcare or hospital$or NHS)).ti,ab. (412)

32 or 33 or 34 or 35 or 36 or 37 or 38 or 39 or 40 (6932)

31 and 41 (671)

exp ‘contraction of services'/ (668)

exp service relocation/ (208)

site relocation/ (57)

((hospital$or service$or care or healthcare or NHS) ad;j3 (closure$or closing or close$or merg$or relocat$or
re-locat$or transfer$or decommission$or de-commission$or disinvest$or dis-invest$)).ti,ab. (1910)

43 or 44 or 45 or 46 (2586)

31 and 47 (249)

42 or 48 (879)

limit 49 to yr="2000 -Current’ (574)

limit 50 to english (574)

Key: /=indexing term (MeSH heading); exp = exploded MeSH heading; $ = truncation; .ti,ab. =terms in
either title or abstract fields; adj2 =terms within two words of each other (any order).
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PsycINFO via OvidSP
URL: http://ovidsp.ovid.com/

Date range searched: 1806 to March week 4, 2014.

Date of search: 28 March 2014.

Records retrieved: 390.

10.
11.
12.
13.
14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24,
25.
26.
27.

28.
29.

O N Uk WwN =

*Participation/ (4167)

client participation/ (1323)

*Public Opinion/ (5012)

advocacy/ (3187)

*Involvement/ (3321)

community involvement/ (2575)

collaboration/ (5449)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 particip$).ti,ab. (14,125)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 engage$).ti,ab. (4401)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 involve$).ti,ab. (7873)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 consult$).ti,ab. (2157)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 opinion$).ti,ab. (4010)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 voice$).ti,ab. (775)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 dialogue).ti,ab. (455)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 view$).ti,ab. (4369)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 input$).ti,ab. (664)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 partner$).ti,ab. (3358)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 represent$).ti,ab. (3527)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 collaborat$).ti,ab. (2313)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 advoc$).ti,ab. (1823)

((Patient$or user$or client$or consumer$or citizen$or public or communit$or stakeholder$or carer$or
caregiver$or care-giver$) adj2 (jury$or juries or panel$or forums$)).ti,ab. (850)

community health council$.ti,ab. (12)

local involvement network$.ti,ab. (6)

healthwatch.ti,ab. (6)

national voices.ti,ab. (0)

(foundation trust governor$or FT governor$).ti,ab. (0)

(co-produc$or coproduc$).ti,ab. (438)

or/1-27 (66,071)

exp organisational change/ (8947)
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30. ((reconfigur$or re-configur$) adj5 (service$or system$or care or healthcare or hospital$or NHS)).ti,ab.

146)

((redesign$or re-design$) adj5 (service$or system$or care or healthcare or hospital$or NHS)).ti,ab.

(438)

32. ((reorganis$or re-organis$or reorganiz$or re-organiz$) adj5 (service$or system$or care or healthcare or
hospital$or NHS)).ti,ab. (733)
((restructur$or re-structur$) adj5 (service$or system$or care or healthcare or NHS or hospital$)).ti,ab.

(659)

34. ((major or large-scale or substantial$or extensive$) adj5 (chang$or reform$or modif$or transform$or
shap$) adj5 (service$or system$or care or healthcare or hospital$or NHS)).ti,ab. (526)

35. ((hospital$or service$or care or healthcare or NHS) adj3 (closure$or closing or close$or merg$or relocat$or
re-locat$or transfer$or decommission$or de-commission$or disinvest$or dis-invest$)).ti,ab. (1858)

36. 0r/29-35 (13,057)

37. 28 and 36 (509)

38. limit 37 to yr="2000 — 2014’ (400)

39. limit 38 to english language (390)

(
(
31.

33.

Key: /=indexing term (MeSH heading); exp = exploded MeSH heading; * = focussed MeSH heading;
$ =truncation; .ti,ab. =terms in either title or abstract fields; adj2 = terms within two words of each other
(any order).

URL: www.scie-socialcareonline.org.uk/

Date range searched: inception to 7 April 2014.
Search date: 7 April 2014.

Records retrieved: 171.

[- PublicationYear:'2000 2014']
AND

[- SubjectTerms:"participation’” including narrower terms — OR SubjectTerms:"'public opinion”’
including this term only — OR SubjectTerms:"’advocacy’’ including this term only — OR
SubjectTerms:"interest groups’ including this term only — OR SubjectTerms:"'consultation” including
this term only — OR SubjectTerms:"’user views'" including this term only — OR SubjectTerms:’
‘collaboration” including this term only — OR SubjectTerms:"’co-production”” including this term only]

AND

[- SubjectTerms:"’change management’’ including this term only — OR SubjectTerms:"'service closure”’
including this term only]

OR

[- AllFields:'reconfigur*’ — OR AllFields:""re-configur*"" — OR AllFields:‘redesign*’ — OR AllFields:"’
re-design*’’ — OR AllFields:'reorganis*' — OR AllFields:"’re-organis*"* — OR AllFields: reorganiz*’ — OR
AllFields:"'re-organiz*"* — OR AllFields: restructur*’ — OR AllFields:""re-structur*"’]

Key: SubjectTerms = subject heading search; AllFields =terms in any field; * = truncation;
"' =phrase search.
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Social Science Citation Index via Web of Science, Thomson Reuters
URL: http://thomsonreuters.com/thomson-reuters-web-of-science/

Date range searched: 1956-26 March 2014.

The Social Science Citation Index was searched using a date limit of 2000-14.

Date of search: 28 March 2014.

Records retrieved: 437.

#17 (#16 AND #9) AND LANGUAGE: (English) (437)

#16 #150R#14 OR #13 OR #12 OR #11 OR #10 (5505)

#15 (TS =((hospital* or service* or care or healthcare or NHS) NEAR/3 (closure* or closing or close* or
merg* or relocat* or re-locat* or transfer* or decommission* or de-commission* or disinvest* or dis-
invest*))) AND LANGUAGE: (English) (2633)

#14 (TS =((major or large-scale or substantial* or extensive*) NEAR/5 (chang* or reform* or modif* or
transform* or shap*) NEAR/5 (service* or system™* or care or healthcare or hospital* or NHS))) AND

LANGUAGE: (English) (701)

# 13 (TS =((restructur* or re-structur*) NEAR/5 (service* or system* or care or healthcare or NHS or
hospital*))) AND LANGUAGE: (English) (855)

#12 (TS=((reorganis* or re-organis* or reorganiz* or re-organiz*) NEAR/5 (service* or system™* or care
or healthcare or hospital* or NHS))) AND LANGUAGE: (English) (516)

#11 (TS =((redesign™* or re-design*) NEAR/5 (service* or system™* or care or healthcare or hospital* or
NHS))) AND LANGUAGE: (English) (727)

#10 (TS =((reconfigur* or re-configur*) NEAR/5 (service* or system™* or care or healthcare or hospital*
or NHS))) AND LANGUAGE: (English) (220)

#9 #8 OR#7 OR #6 OR #5 OR #4 OR #3 OR #2 OR #1 (61,671)

#8 (TS =(co-produc* or coproduc*)) AND LANGUAGE: (English) (909)

#7 (TS=(foundation trust governor*’ or ‘FT governor*‘)) AND LANGUAGE: (English) (2)

#6 (TS="national voices’) AND LANGUAGE: (English) (0)

#5 (TS =healthwatch) AND LANGUAGE: (English) (6)

#4 (TS ="'local involvement network*’) AND LANGUAGE: (English) (6)

#3 (TS ='community health council*) AND LANGUAGE: (English) (12)

#2 (TS=((Patient* or user* or client* or consumer* or citizen* or public or communit* or stakeholder*

or carer* or caregiver* or care-giver*) NEAR/2 (jury* or juries or panel* or forum*))) AND LANGUAGE:
(English) (1509)
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APPENDIX 1

# 1 (TS=((Patient* or user* or client* or consumer* or citizen* or public or communit* or stakeholder*
or carer* or caregiver* or care-giver*) NEAR/2 (particip* or engage™* or involve* or consult* or opinion*
or voice* or dialogue or view* or input* or partner* or represent* or collaborat* or advoc*))) AND
LANGUAGE: (English) (59,787)

Key: TS = topic tag (searches terms in title, abstract, author keywords and keywords plus fields);
* =truncation; ' ' = phrase search; NEAR/2 = terms within two words of each other (any order).

NIHR Journals Library www. journalslibrary.nihr.ac.uk
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Search strategies to locate grey literature

The following websites were browsed manually and/or searched using the website search function where
available, depending on the size of literature contained on the website. The searches were carried out

during the period 11 April 2014 to 2 May 2014. The search was limited to documents published in English

from 2000 onwards. A total of 187 relevant documents were identified.

Center for Studying Health System Change 0
www.hschange.org/

Department of Health 15
www.gov.uk/government/publications

Foundation Trust Governors Association 0
www.ftga.org.uk/

Health Services and Delivery Research (HSDR) programme 11
www.nets.nihr.ac.uk/programmes/hsdr

Health Services Management Centre, University of Birmingham 8
www.birmingham.ac.uk/schools/social-policy/departments/health-services-management-centre/index.aspx

Healthcare Improvement Scotland 0
www.healthcareimprovementscotland.org/

Healthwatch England 0
www.healthwatch.co.uk/

Independent Reconfiguration Panel 52
www.irpanel.org.uk/Aview.asp?id =0

Joseph Rowntree Foundation 5
www.jrf.org.uk/

National Voices 2
www.nationalvoices.org.uk/

NHS Confederation 20
www.nhsconfed.org/Pages/home.aspx

NHS England 4
www.england.nhs.uk/

NHS Improving Quality 3
www.nhsiq.nhs.uk/

NHS Institute for Innovation and Improvement 5

www.institute.nhs.uk/
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APPENDIX 1

Website

Results

NHS Scotland

www.show.scot.nhs.uk/

NHS Wales

www.wales.nhs.uk/

National Institute for Health and Care Excellence

www.nice.org.uk/

RAND Corporation

www.rand.org/

Scottish Health Council
www.scottishhealthcouncil.org/patient__public_participation/patient__public_participation.aspx
Social Care Institute for Excellence (SCIE)

www.scie.org.uk/

The Health Foundation

www.health.org.uk/publications/

The King's Fund

www.kingsfund.org.uk/

The Nuffield Trust

www.nuffieldtrust.org.uk/

The Picker Institute Europe

www.pickereurope.org/

Total

16

12

187

A focused search of Google, using the advanced search, was carried out to locate reports on service
reconfiguration. The search was limited to UK PDFs published in English from 2000 onwards with the term
‘reconfiguration’ in the title of the web page. The first 100 results were scanned for relevance. The search

was carried out on 2 May 2014 and identified 18 reports.
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Appendix 2 Systematic reviews data extraction

Study: Abelson et al. (2010)¢

Authors’ objectives: To evaluate the effectiveness of interactive strategies for engaging the public in the
development of health-care policies and programmes at provincial/regional level. Particular attention is
given to public engagement of rural populations (and to the New Brunswick context in Canada), in both
official languages (English and French) and regarding the determinants of health.

Inclusion criteria: Original and review articles of empirical studies of public engagement methods, practices
and evaluations in the development of health-care policy and programmes. Theoretical and conceptual
work that helps inform the evaluation of public engagement. Key background papers of methodological
and theoretical issues relating to public engagement. Languages restricted to English and French.

Exclusion criteria: Not stated.
Search dates: 2000-9.
Number of included studies: 34.

Included study designs: Cochrane review (1); systematic review (1); scoping review (1); narrative reviews
(2); empirical studies evaluating a public engagement intervention in health care (12) (including three
comparative evaluations; where reported, comparisons were different intensities, not different
interventions); non-empirical papers of evaluation approaches and methods (8); Canadian grey literature
documents containing empirical and non-empirical studies (9).

Countries of included studies: 12 published empirical studies include Canada (7); the UK (3);
the USA (1); and Australia (1).

Types of reconfiguration: Published empirical studies: priority-setting, planning and policy development
in @ number of areas including local health goal-setting; health promotion and healthy public policy;
cancer-specific and general health service planning and delivery; and policy development related to new
health technologies.

Definitions of engagement/involvement: Review authors’ definition: a category of methods for
involving citizens in health-care decision-making that incorporates at least three elements, (1) the provision
of information to participants about the topic/issue being discussed; (2) the opportunity for interactive
discussion among participants and potentially between participants which the public engagement
sponsors; (3) an explicit process for collecting individual or collective input. Definitions are also provided for
included reviews.

Who was engaged/involved: Urban/rural/Francophone/Aboriginal populations. Participants recruited
from community-based organisations; local residents/citizens/stakeholders/hard-to-reach groups.

Methods of engagement/involvement: Ad hoc deliberative meetings (e.g. citizens’ panels/juries) held
over 1-3 days; long-term collaborative partnerships over several months or years. Three studies looked at
partnerships as models of, or inputs to, effective and sustainable public engagement.
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Method of synthesis: Critical interpretive synthesis (Dixon-Woods et al. 2006>): conceptual translation of
guantitative/qualitative/non-empirical studies.

Conceptual/theoretical framework or logic model used: There is a contextual framework mentioned
(figure 1, p. 6) but it is not explicitly stated that this was used. Many of the included studies employed a
conceptual framework in their evaluation.

Research questions addressed: 1, 4.
Stages of involvement: 1, 2, 3, 4?, 5.
Levels of involvement: Informing; consulting; involving; collaborating.

Results: Results from the review of reviews indicated that greater conceptual clarity is needed about the
meaning of effective public engagement and common evaluative criteria, as is more rigorous evaluation of
the effects of public engagement on a range of outcomes of interest. Key messages from the 12 published
empirical studies: interactive public engagement can be implemented successfully in various situations, and
success is dependent on contextual variables. Organisational commitment and topic-related characteristics
appear to be key contextual variables. Public engagement mechanisms need to be adapted to the wider
context of policy development around the issue, including topic, the group(s) to be engaged, the history of
the issue and the perceived power dynamics. Skills required to conduct interactive processes can be
learned in a supportive organisational environment. Participant satisfaction and increased topic-specific
learning is higher when the engagement process is well designed, although process satisfaction does not
necessarily lead to perceived impact of participation on policy decision-making. Group debate features as
an important contributor to satisfaction. Partnerships are central to the effectiveness of community-based
public engagement strategies. Institutionalisation of partnerships beyond the active phase can enable
sustainable change. Interactive public engagement can influence participant views, but is less likely to
change more dominant views. Results from the Canadian grey literature highlighted the need for open
processes of engagement, with the involvement of policy-makers and participants in setting indicators,
benchmarks and goals in evaluating public engagement activity. Further results are reported in the paper
from the published non-empirical literature (focusing on theoretical and conceptual work in public
engagement evaluation). Further results are also reported on engaging the public about the determinants
of health; engaging rural populations; public engagement in different languages; and combining theory
and practice.

Authors’ conclusions: Current interest in public engagement among Canadian health system managers
and policy-makers needs to be matched by clear thinking from all interested parties (researchers, managers
and policy-makers) about the terminology, goals, theoretical properties and benefits of public engagement.

Comments: Not all focused on reconfiguration. Related to this review are those focusing on priority-setting

and resource allocation. Not clear if any study overlap with Mitton et al. (2009),?° as Mitton did not present
study details. Crawford et al. (2002)" also included in the Abelson review.
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Authors’ objectives: To evaluate the outcomes of public involvement in health-care decision-making,
priority-setting, resource allocation and health service planning at the macro and meso levels.

Inclusion criteria: Focus on evaluation studies. For this review, involvement was conceptualised as taking
a broader societal perspective on public involvement where the public were (1) lay citizens/community
members, (2) representatives of organised social interest groups, such as coalitions, partnerships,

(3) organisations of staff members and/or patients/customers/clients, and input was from a broad group
(not individual) perspective. Any outcome or impact was eligible, as defined by the study authors.

Exclusion criteria: Surveys of beliefs/attitudes about participation. Studies that examined involvement in
service development, shared decision-making of individual treatment, clinical decisions, participatory action
research, therapeutic and service delivery decisions, and clinical guidelines. Studies of preferences for
participation among health-care professionals or users. Reviews, editorials, commentaries. Studies in
languages other than English, German or French.

Search dates: Published articles from November 2000 to April 2010 were sought.
Number of included studies: 19.

Included study designs: Nine descriptive case studies; 10 empirical studies (cross-sectional; comparative
pre—post design; qualitative; mixed methods). Follow-up (where reported) ranged from 1 year to 7 years.

Countries of included studies: Majority in England, Canada, the USA and Northern Ireland. Others
included France, the Netherlands, Italy and Israel.

Types of reconfiguration: Relevant studies (where reconfiguration was the goal). Examples: resource
allocation relating to local health integration networks; shaping policies and decisions about primary care
provision and delivery; health-care priority setting; health policy decisions about the delivery of women'’s
health services; decision-making about local health services.

Definitions of engagement/involvement: The review authors defined six levels of involvement
(consultation, participation, engagement, partnership, community development, representation), but stated
that these were often used interchangeably, even within included studies.

Who was engaged/involved: Special interest groups; the public; patients; staff; NHS lay board members.
More specific definitions of ‘the public’ varied and were generally unclear across the studies. Terms used:
representatives of patient organisations; ordinary citizens; individuals with no particular axe to grind; those
whose voices might not otherwise be heard.

Methods of engagement/involvement: Surveys; conference and website; community health councils;
public meetings; local patient groups; citizen panels/juries; group simulation using roulette wheel;
collaboration between agencies/groups/individuals.

Method of synthesis: Narrative.

Conceptual/theoretical framework or logic model used: Not stated.
Research questions addressed: 1, 2, 3, 4.

Stages of involvement: 3, 4, 5, 6, 7.

Levels of involvement: Informing; consulting; involving; collaborating.

© Queen'’s Printer and Controller of HMSO 2015. This work was produced by Dalton et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals
provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.



Results: Where reported, details of specific and measurable data on outcomes were generally lacking.
Studies demonstrated how public involvement had influenced decision-making and led to acceptance

and implementation (one study involving small group meetings/plenary sessions); practical changes/
improvement were achieved (three studies involving surveys and group meetings); priorities (identified
through the involvement activity) were integrated to a regional programme (one study); and resources had
been found for new services (three studies involving citizen’s juries, community group representations/
collaborations). One study demonstrated repeatability of regional meetings (a deliberative consultation
activity) in two other organisations. Other studies suggested that the impact or influence of public
involvement on shaping strategic decisions was found to be minimal (three studies), geographically variable
(two studies) or mixed (one study). Common outcome measures were participant views or ‘change’ as a
measure of influence of public engagement on decisions, policy and practice. Some studies reported
improved learning or knowledge of processes involved in consultation and priority-setting, and benefits
for deliberative procedures. Negative consequences of public involvement were reported as costs and
unintended outcomes for participating stakeholders when challenged by members of the public.

Authors’ conclusions: Evidence of impact on public involvement in health-care policy remains scarce,
despite the growing body of work. Firm conclusions about effective and appropriate involvement activities
are difficult to draw. Focus on outcomes risks missing the normative argument that involving the public in
the health-care policy process may be seen to be of intrinsic value.

Comments: This review was designed as a scoping review.
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Authors’ objectives: To examine the effects of involving patients in the planning and development of
health care.

Inclusion criteria: Studies of patient involvement (defined as the active participation in the planning,
monitoring and development of health services of patients, patient representatives and the wider public as
potential patients) in the planning and development of health care.

Exclusion criteria: Studies of patient involvement in research, community development, health promotion,
self-management and self-help, and the role of doctors and patients in determining individual treatment
choices. Studies measuring patient satisfaction or patient preferences without describing how information
was used to help develop a service.

Search dates: 1966 to 2000.
Number of included studies: 42.

Included study designs: Case reports (31); surveys (5); review of minutes of meetings (3); action research (3).
Four of the included studies used qualitative research methods.

Countries of included studies: The UK (28); Sweden; the USA; Australia; and Canada.

Types of reconfiguration: Various services, including primary care, mental health, learning and physical
disability, general health care, community services, inpatient and outpatient, social care, maternity,
neurology, human immunodeficiency virus. Most studies looked at smaller-scale change. Approximately
one-quarter of studies focused on larger-scale change, including changes to organisation of care and/or
services. Of these studies, two involved a plan for hospital closure.

Definitions of engagement/involvement: Review author’s definition: active patient participation in the
planning, monitoring and development of health services of patients, patient representatives and the wider
public as potential patients.

Who was engaged/involved: Most studies described participants as patients. Others reported
involvement of carers, service users, staff, health and welfare council, community health council, citizens,
lay board of directors or mixed populations.

Methods of engagement/involvement: Patient groups, consultation meetings, committees and forums;
interviews; citizen’s juries; survey; focus groups; representation on planning boards and panels;

mixed methods.

Method of synthesis: Narrative.

Conceptual/theoretical framework or logic model used: No.

Research questions addressed: 1, 2, 4.

Stages of involvement: 3?, 4?7, 5, 6.

Levels of involvement: Informing; consulting; involving; collaborating.
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Results: Most frequently cited effects of patient involvement were the production of new or improved
sources of information for patients and making services more accessible (smaller-scale changes). Seven reports
described new services being commissioned, and two reports described hospital closure proposals being
modified or abandoned as a result of patient involvement. There was a mixed response from patients in terms
of satisfaction with the process of involvement. Organisational attitudes to involving patients became more
favourable (four reports), resulted in culture change to being more open to involving patients (two reports)
and resulted in further involvement projects (two reports). Other reports (6) discussed less favourable
conseguences, such as involvement being used to legitimise decisions already made, or a slower
decision-making process.

Authors’ conclusions: Involving patients has contributed to changes in the provision of services across a
range of different settings. The evidence base for the effects on use of services, quality of care, satisfaction
or health of patients does not exist.

Comments: This review appears to be a subset (based on health-care context only) of that in Crawford et al.
(2003)'8 (which contains a wider scope of sectors). The wider review has a different objective: to look at
transferability of user involvement from other sectors to health care. Therefore, it appears appropriate to treat
these as two separate reviews.
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Authors’ objectives: To evaluate user involvement in change management across a range of sectors
(health, other public services, voluntary and private sectors). To identify factors that promote successful
user engagement, and identify relevance to the NHS.

Inclusion criteria: Any study design focusing on the aims, processes and outcomes of service user
involvement in change management at local organisational level.

Exclusion criteria: Studies not directly related to change management (such as campaigns for change in
policy at national level).

Search dates: Databases: published after 1980, to 2002. Other searches (where reported) to 2002.

Number of included studies: 344 (of those reporting outcomes, 55 related to public sector health, social
care and community care; 19 related to public sector non-health; and 23 related to the private sector).
See Appendix 3.

Included study designs: Most were qualitative process evaluations or discussion papers on case studies.

Countries of included studies: Largely the UK. Others: Australia, Sweden, Denmark, the USA, Canada,
Austria, Japan. See Appendix 3.

Types of reconfiguration: Specific reconfiguration not described. Reconfiguration contexts described as
various within health, social and community care; non-health public sector (including postal services, social
security, education, housing); private sector (including consumer goods, travel, entertainment); and
voluntary sector (disability/neurological services).

Definitions of engagement/involvement: Review authors’ definition: taking an active part in change
management at the organisational level.

Who was engaged/involved: Current, ex- and potential service users and their
representatives. Providers.

Methods of engagement/involvement: Various, covering time-limited methods (to elicit user
perceptions/preferences) and long-term approaches (building relationships with service users). Some
initiated by provider; others initiated by service users. Public sector tended to use more deliberative
approaches. Examples: surveys, focus groups; deliberative approaches (such as citizen’s juries, public
conferences); user/community groups; formal bodies (such as community health councils, patient groups,
advocates and link workers).

Method of synthesis: Thematic (using qualitative methods).
Conceptual/theoretical framework or logic model used: Not stated.
Research questions addressed: 1, 2, 3, 4.

Stages of involvement: Not clear. Difficult to apply to such a general review.

Levels of involvement: Informing; consulting; involving; collaborating; devolving.
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Results: User involvement in health care (represents the majority of evidence in this review): small numbers
of reports attributed changes in services to user involvement. The impact of changes on service quality has
not been evaluated. User involvement in other public sector services: similar issues to health care, but
greater emphasis on involving local residents who are not service users. Emphasis on complaints procedure
in social services. User involvement in the voluntary sector: very limited number of reports. Emphasis on
user-led services. User involvement in the private sector: user engagement more frequently applied to
shaping products and services (not structural or organisational policy change). Less emphasis on methods
of involvement than other sectors. Quality of evidence reported to be poor (reported for private sector
only). See Crawford et al. (2003)'® pp. 10-11.

Authors’ conclusions: There is little evidence of independent research in any of the sectors examined.
No best method for involving users within the NHS. Methods need to be selected on the basis of aims of
involvement, capacity of local users and providers, and financial/other constraints. Facilitators of successful
user involvement appear to be increase clarity of aims of involvement to service users; increase willingness
of users to engage; reduce organisational resistance to user involvement; and increase appropriately
resourced evaluation on where user involvement has made a difference.

Comments: In the first 55 studies (on public sector health, social care and community care) this review
overlaps with Crawford et al. (2002)" (their review of 42 studies focusing on health care).
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Authors’ objectives: To evaluate the impact of strategies, including the Patient Advice and Liaison
Service, for PPl in health care.

Inclusion criteria: Initial inclusion criteria: quantitative studies (with measurable outcomes) or qualitative
research focusing on defined PPIl/user involvement interventions in an identified health-care population.
English language and published between 2000 and 2005. Second stage inclusion criteria: randomised
controlled trial/fexperimental studies. Quantitative studies measuring outcomes against an identified
baseline. Qualitative and mixed methods studies focusing on successful or unsuccessful elements of the
strategy under investigation.

Exclusion criteria: Second stage exclusion criteria: studies focusing on individual treatment and care.
Anecdotal reporting only, no recognisable research process.

Search dates: 2000 to 2005.
Number of included studies: Eight evaluations.

Included study designs: Four case studies; two independent evaluations using qualitative methods; one
project evaluation using mixed methods; one action research study.

Countries of included studies: The UK.

Types of reconfiguration: General/strategic development; cancer services; mental health services; older
people’s services.

Definitions of engagement/involvement: Definition not stated.

Who was engaged/involved: Staff, members of the public, patients.

Methods of engagement/involvement: Employment of an individual to work with community groups;
interprofessional cancer education programme; user groups; forums for service users and officials;
community-based exercise facility for people with mental health problems; citizen’s juries; community
initiative to elicit and respond to the views of older people; regional-level action research programme
with staff.

Method of synthesis: Narrative.

Conceptual/theoretical framework or logic model used: Realist framework: identifying contexts and
mechanisms that lead to favourable or unfavourable outcomes.

Research questions addressed: 1, 2.
Stages of involvement: Not clear. Possibly 3, 4?7, 5.

Levels of involvement: Informing; consulting; collaborating.
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Results: Difficulties were reported in documenting impacts from PPIl. Problems were a result of time lag
between intervention and outcomes, and difficulty isolating the direct impact of PPl from other potential
contributory factors. Social benefits (two studies): engagement with community groups and activists

can assist in shifting service provision towards a social model of care. New services provided as a result of
PPl intervention. PPl can help to destigmatise mental illness and offer a means of reintegration to the
community. Other outcomes were reported, but they did not correspond with the review inclusion criteria
(e.g. focused on improvements to individual care and in relation to community health improvement).
Prerequisites for effective PPl identified as follows. Structure and resources: organisational structures that
support partnership working; community capacity for change; programme-level structures to support staff
and safeguard users’ well-being; and mechanisms to identify impact of user involvement on decisions.
Politics and discourse: commitment to deliberative process involving discursive democracy and community
development. Attitudes and culture: adaptations and change by staff needed to enable successful
participation of users in service development. Specific results in relation to Patient Advice and Liaison
Service are reported in the paper.

Authors’ conclusions: Authors’ conclusion appeared to focus on limitations of the evidence, in terms of
relevance to the evaluation of PPl and quality criteria.

Comments: The review authors excluded a number of reviews on the basis that they did not meet the
review criteria.
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Authors’ objectives: To examine methods and impact of public engagement in health-care priority-setting
decision-making.

Inclusion criteria: Study design: English-language studies in peer-reviewed journals. Population: ordinary or
lay citizens/community members; representatives of organised social interest groups (including coalitions,
partnerships); organisation staff members/employees and/or patients/customers/clients. Intervention: public
engagement or involvement in decision-making. Setting/context: decisions at macro (high-level funding) and
meso (specific services and programmes) levels; decisions about treatment eligibility at group or typical patient
level; monitoring and evaluation relating to priority-setting or resource allocation. Perspective: societal.

Exclusion criteria: Study design: news items, letters, editorials, book reviews, non-peer-reviewed journal
articles. Population: exclusively professionals or experts. Context/setting: studies of wider policy frameworks
and choices, (such as clinical rationing) unless they focused directly on how public engagement was used
to develop such frameworks. Perspective: individual.

Search dates: 1981 to 2006.
Number of included studies: 175 articles (190 distinct cases of public engagement).
Included study designs: Observational.

Countries of included studies: The USA (40%), the UK (26%), the rest of Europe (8%), Canada (9%),
Australia/New Zealand (7%) and elsewhere (10%).

Types of reconfiguration: Largely macro-level decision-making. General assessments of public priorities

for government spending or development of broad vision statements in health care (97 cases). Non-health
care (largely environmental science; urban planning) (77 cases). Most health care reconfiguration focused

on public health and health promotion. Others on general policy and spending, regional health authorities
and integrated systems, mental health, acute care, pharmaceuticals or health technology assessment, and
long-term care. Sixteen cases included health and non-health care sectors.

Definitions of engagement/involvement: Three levels: communication; consultation; participation.

Who was engaged/involved: Where defined (167 of 190 cases): public as individuals (speaking on their
own behalf) (42). Public as organised interest groups (speaking on behalf of a membership) (20). Public as
patients or consumers of services (speaking on issues outside their personal experience) (14). Most of the
190 cases reported engagement with multiple public audiences. Thirty-eight per cent of cases reported
particular attention to disadvantaged populations or groups with special needs.

Methods of engagement/involvement: Communication: traditional publicity; public meeting/hearing;
drop-in centre; internet information; telephone hotline. Consultation: opinion poll/survey; referendum;
consultation document with select population; electronic consultation/interactive website; focus group; study
circle or open space; standing citizens' advisory panel. Participation: citizens’ jury or consensus conference;
negotiated rule-making or task force; deliberative poll or planning cell; town meeting with voting. Most
cases (93 of 183 codable) used multiple methods. In total, 405 techniques were employed. Fifty-eight per
cent consultation; 24% communication; 18% participation. From the codable data, 49% one-off events;
45% ongoing over a period of time (mean duration approximately 4 years). Forty per cent of cases involved
face-to-face interaction, and this was more likely to occur within deliberative engagement processes.
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Method of synthesis: Narrative.

Conceptual/theoretical framework or logic model used: Lomas (1997):>* three-level scale to assess the
scope of public engagement (with added fourth category of monitoring and evaluation). Rowe and Frewer
(2005):* coding framework for intensity and methods of public engagement.

Research questions addressed: 1, 2, 3, 4.
Stages of involvement: 1 (largely macro-level priority-setting).
Levels of involvement: Informing; consulting; involving; collaborating.

Results: Evaluation of effectiveness carried out in only 32% of included cases, and most of this was
process evaluation. No direct experimental comparison of different methods. Despite the lack of
evaluation, two-thirds of included articles concluded that participation processes were successful

(as defined by the study authors). Six per cent of cases were deemed to be unsuccessful and

14% inconclusive. Cases using deliberative methods were more successful than those employing lower
levels of engagement (e.g. communication or consultation). Cases with face-to-face contact were
perceived to be more successful than those without direct interaction. In studies where the intention of
engagement was making a difference (or leading to a decision other than what would have been arrived
at in the absence of engagement), 60% of cases stated an impact; 10% stated this had not been
achieved; and in 30% of cases the impact was unclear or unspecified.

Authors’ conclusions: Some practices for public engagement in priority-setting are promising; for
example, use of multiple methods and balancing broad consultations with in-depth engagement using
new deliberative techniques. Lack of evaluation limits the ability to suggest supportive evidence for any
particular approach to public engagement in priority-setting.
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Authors’ objectives: To identify the impact of PPl on UK NHS health-care services and to identify the
economic cost of PPI. Secondary objectives were to examine how PPl has been defined, theorised and
conceptualised, and how the impact of PPl is captured or measured.

Inclusion criteria: Studies of user/patient activity which involved patients, carers or the public working
(1) in a collaborative way with health professionals or management or (2) in a user-led way. All types of
study designs were eligible except those specifically excluded.

Exclusion criteria: Studies of children’s services; health research; NHS research and development;
voluntary sector; independent health-care services; and educational services. Studies of involvement as part
of an individual’s health care. Discussion papers, ‘think pieces’ and editorials.

Search dates: 1997 to 2009.

Number of included studies: 28 (42 publications).

Included study designs: Case studies (20); ‘evaluations’ (5); secondary data analyses (2); survey (1).
Countries of included studies: The UK.

Types of reconfiguration: General.

Definitions of engagement/involvement: Not reported. Authors stated that included studies rarely
provided an explicit definition of PPI, engagement or similar terms.

Who was engaged/involved: Patients/carers; the public.

Methods of engagement/involvement: Lay membership of boards, panels and working groups;
user groups.

Method of synthesis: Narrative.

Conceptual/theoretical framework or logic model used: No.

Research questions addressed: 1, 2.

Stages of involvement: Unclear.

Levels of involvement: Consulting; involving; collaborating.

Results: Results indicated that PPI took many forms and had a range of impacts on health-care services,
including design, location of and access to services; provision of additional services; reorganisation of
existing services; and changes in organisation of acute trusts. Reporting quality was poor and there was
little evidence on costs.

Authors’ conclusions: There is a need for significant strengthening of the evidence base around the
impact of PPl on NHS health-care services. Development of clear concepts and robust forms of

measurement is required.

Comments: Focused on small-scale (such as ward-level) change as well as larger-scale change.
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Authors’ objectives: To evaluate user and carer involvement in organisational change management in a
mental health context.

Inclusion criteria: English-language articles published between 1987 and 2002. Studies of user and carer
involvement in organisational change in a mental health context.

Exclusion criteria: Participants aged under 18 years and over 65 years. User/carer involvement in auditing
and evaluation of services, where changes resulting from involvement are not described.

Search dates: 1987 to 2002.
Number of included studies: At least 112.

Included study designs: Most included studies were discussion papers (61 discussing practice;
43 discussing concept; some discussed both). There were 34 qualitative papers, 16 quantitative papers
(including four trials), seven organisational reports and two unpublished dissertations.

Countries of included studies: The UK (71); the USA (42); Europe (1); Australia/New Zealand (3); and
more than one country (9).

Types of reconfiguration: Promoting democracy and representation and/or cultural change (over 50%
of included studies). Strategic planning, restructuring of services (very few studies) and policy initiatives.
New service provision and the employment of service users in organisations.

Definitions of engagement/involvement: Review authors’ definition: consumerism (individual),
including day-to-day personal care planning; consumerism (collective), group involvement in the planning,
delivery, implementation and monitoring of services; citizenship.

Who was engaged/involved: Majority of studies focused on service users and professional staff.
One-quarter of studies involved carers. Others involved: user groups, carer groups, the public, community
health councils.

Methods of engagement/involvement: Majority of studies focused on collective consumerism, involving
consultation, representation, partnership, evaluation, involvement in staff recruitment. Methods not

explicitly stated.

Method of synthesis: Narrative. Use of coding frame to elicit most frequently occurring aspects of user
involvement activity.

Conceptual/theoretical framework or logic model used: Review authors’ definition could also be
classed as a conceptual framework for the review: consumerism (individual), including day-to-day personal
care planning; consumerism (collective), group involvement in the planning, delivery, implementation and
monitoring of services; citizenship. Adapted version of Arnstein’s ladder of participation was also used.
Research questions addressed: 1.

Stages of involvement: 5.

Levels of involvement: Consulting; involving; collaborating.
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Results: Outcomes were rarely measurable (and based on subjective judgement of the study author).
Fifty-eight papers reported unknown or unclear outcomes; 52 papers reported positive outcomes;

14 reported negative outcomes of user involvement. The included trials did not focus on reconfiguration.
Among the other studies, various relationships were proposed between the type of user involvement and
type of change. For example, collective consumerism was associated with restructuring and strategic
planning but could equally be conceptualised as tokenism. Partnership working showed no systematic
relationship with any form of organisational change (small number of reports). Citizenship and
campaigning were associated with change of mission. User control was associated with new service
provision. Drivers for successful user involvement included a facilitating organisational culture, information
provision, funding and service user training.

Authors’ conclusions: The review shows a complex picture of user and carer involvement in change
management. The evidence is diverse and of variable quality.
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Appendix 3 Systematic reviews quality
assessment
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Appendix 4 Other research data extraction
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