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Inclusive approaches to the synthesis of qualitative research: 

harnessing perspectives and participation to inform equitable public 

health policy 

 

Abstract 

There is a pressing need to understand inequalities in health and how these might be 

addressed. In this thesis I explore an area of research practice in the field of public health 

that holds potential for addressing inequalities; the point at which there is overlap between 

the influences of two current and influential developments in research. These developments 

are: an increasing interest in the use of systematic methods to review studies of people’s 

experiences of their everyday lives (qualitative evidence synthesis); and a turn towards the 

active participation in the design and conduct of research of people from all walks of life, but 

in particular people that hold marginalized positions in society (inclusive research). A claim 

seen within both developments is that research can contribute towards changing the ‘status 

quo’, however little guidance exists for researchers who want to bring both ideas together 

and conduct systematic reviews of qualitative evidence in ways that bring the insights and 

rights of people from marginalised groups to the fore.  

I will argue that the publications that I have submitted for consideration as part of this thesis, 

as well as providing substantive findings about the perspectives of people from groups that 

can be considered marginalized, provide a novel contribution to the literatures about 

qualitative evidence synthesis and inclusive research methods.  

I conclude that principles of inclusive research can usefully be applied at several points 

during the research journey of a qualitative evidence synthesis so as to aid the production of 

findings about the perspectives of marginalised groups that have transformative potential. 

However, if systematic reviews of qualitative evidence are to be directed at addressing 

social marginalisation, then thinking about the human drivers of this work is likely to be an 

essential step in review planning.  
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Chapter 1. Introduction 

‘Archie Cochrane famously issued the challenge in 1979: ‘It is surely a great 

criticism of our profession that we have not organised a critical summary… of all 

relevant randomised controlled trials.’ For public health reviewers, and those with an 

interest in equity, it would surely be an even greater criticism if those reviewers did 

not increasingly turn their attention to the observational and qualitative evidence that 

is often overlooked.’ (Petticrew et al. 2014 p292) 

I am working as a social researcher at a time when many have written with concern about 

increasing inequalities between different sectors of society. In the field of Public Health in 

Western society, where most of my work is located, considerable differences in health within 

countries are seen between people in different socio-economic groups. While the average 

wealth of populations continues to increase, income inequalities within populations are, in 

many countries, on the rise, and good health is inextricably linked to sufficient material 

wealth (CSDH 2008; Marmot et al. 2010).  

That said, the causes and patterning of ill-health between groups within populations are 

understood to be linked not only to material commodities, such as employment, education 

and housing, but also to more psycho-socially-based phenomena, such as a person’s 

experience of social class, gender and ethnic relations (Kawachi et al. 2002). Here an 

individual’s position in relation to dominant and non-dominant groups in society is seen to 

affect their chances of discrimination, stigmatisation and social exclusion, which in turn can 

influence access to material resources as well as having more direct impacts on physical 

and mental health or health-related behaviours (CSDH 2008; Hatzenbuehler et al. 2013). 

This marginalisation, like many systematic differences in health, is judged to be avoidable by 

reasonable action and so can be said to be unfair.  

My research work is focused around a particular level of analysis of data from the social 

world. I work with others on research projects that aim to apply robust and principled 

methods so as to systematically identify, describe, and synthesise existing research. These 

systematic approaches to reviewing research, or ‘systematic reviews’ can crudely be 

represented as following a series of stages starting with the development of a research 

question, scope and design plans for the review through to the communication of findings 

(Figure 1). They have been of growing interest in public health since the mid-1990s, in 

particular because policy-makers and practitioners increasingly have been encouraged to 

use evidence to inform the decisions they make (Brownson et al. 2009). The idea that 

decisions made by policy-makers and practitioners to help prevent ill-health and promote 

health should be made in the light of knowledge from high quality research - so called 

evidence informed policy and practice - has been commonplace in public health in the UK 
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for at least the last 15 years (Kelly et al. 2002). In the UK, the National Institute for Health 

and Care Excellence (NICE) has, as a statutory body, been commissioning systematic 

reviews to guide and inform the decisions of key stakeholders since 1999. NICE’s Centre for 

Public Health Excellence (CPHE) began producing public health guidance for decision-

makers in 2005. Worldwide, systematic reviews of relevance to public health are produced 

by many others, working in a variety of academic, service and policy-related organisations, 

and supported by the activities of various review-focused organisations, including the 

globally active Cochrane and Campbell Collaborations. 

 

The statement at the head of this Chapter is taken from a paper written by researchers with 

strong track records in both public health and systematic reviewing. Earlier in their paper, 

these authors welcome the setting up of a group focused upon methods for promoting equity 

within the Cochrane and Campbell Collaborations. They note how members of this group 

have been working to identify personal and population characteristics that might be 

important for judging whether interventions promote or alleviate inequalities. They also 

identify how equity considerations are being built into deliberative processes aimed at 

prioritising effectiveness review questions for attention (Nasser et al. 2013).  

In the quote presented above, however, Petticrew and colleagues are calling for reviewers to 

look beyond intervention effectiveness so as to address health equity. They also single out 
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qualitative research as a source of information that needs subjecting to systematic review so 

as to examine how more general influences on people’s health are themselves socially 

distributed.  

This thesis will be exploring this idea of systematically reviewing qualitative research so as 

to inform or enlighten decision-making. It will use an umbrella term, ‘qualitative evidence 

synthesis’ (QES) in discussing this type of review. QES approaches will be discussed in 

Chapter 2, however it is important to define the term ‘qualitative’ at this point. This term is 

often used imprecisely when talking about research, which can often deal with both textual 

information and numbers, and apply data collection and analysis techniques that are hard to 

classify as purely qualitative or quantitative (Harden and Thomas 2005). In this thesis I use a 

deliberately broad definition of qualitative research, as research characterised as either 

‘focused on context and meaning and investigation of the world from the point of view of 

people studied,’ or as ‘collecting textual data’, or as ‘generating concepts, explanations or 

theories through narrative interrogation of the data to identify patterns, themes or 

contradictions’ (Harden 2007 p9).  

If a systematic review is to be useful for informing and enlightening decision-makers it needs 

to be of a high quality. This means not only applying appropriate methods so as to make 

proper use of the information that is present within existing research, but also effectively 

harnessing the knowledge and competencies of varied kinds of people who can contribute to 

the task of getting the review done (Oliver et al. 2012). While the question of what 

constitutes quality in qualitative research is a contentious one, there appears to be a certain 

degree of consensus at the level of principles. For example, Spencer and colleagues 

developed a set of guiding principles for use in qualitative research by and for the 

Government in the UK (Spencer et al. 2003). These state that research should be: 

contributory; defensible in design; rigorous in conduct; and credible in claim (Spencer et al. 

2003 p6). This group’s report describes the literature- and interview-based research that 

they conducted to inform their work, and presents a wide range of commonly proposed ways 

of judging and ensuring quality. For example, a study’s contribution might be judged using 

ideas about the relevance of findings to a particular group of people, but also through 

assessments of a study’s discussion of this relevance. Rigour might be judged via evidence 

of care in recording data, of coding by more than one researcher or of a thorough analysis, 

but also indirectly through appraisal of researchers’ skill sets and other attributes (Spencer 

et al. 2003 p71).  

Spencer and colleagues note how their framework only makes a brief reference to certain 

commonly identified aspects of research quality because they are either ‘context-specific’ (in 

the case of ethics), or ‘highly personal… [and] depend[ent] on the researcher’s or readers’ 

own values’ (here they include, ‘democratic, reformist and emancipatory notions of quality’) 
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(p82). Others, in contrast, have insisted on the consideration of such notions within inquiry, 

especially when appraising research that aims to address issues of social justice (Mertens et 

al. 2010). Oliver and colleagues take forward these ideas and introduce the idea of 

transformative systematic reviews, adapting criteria described by Cresswell and Mertens for 

identifying primary research that is based upon a transformative philosophy (Cresswell 2003, 

Mertens 2003, Oliver et al. 2012). With this kind of review, it is proposed, reviewers intend to 

produce findings that might help improve the situation of people from marginalised or 

disadvantaged groups. They will do this by seeking definitions of the problem to be 

researched from members of the communities of concern. Also, as a result of ‘spending 

quality time’ with each other (Mertens 2003 p144), reviewers and members of the 

communities under study can learn from each other as well as develop trust and respect. In 

their illustration of this category of reviews, Oliver and colleagues restrict themselves to 

listing reviews of various designs that they claim use the views of less powerful groups in 

different ways.  

This thesis aims to contribute to methodological thinking in this area of transformative 

reviews by examining approaches to qualitative evidence syntheses (QES). It will consider in 

particular what might be enabled when members of the public are included among the 

people who work with researchers to inform or conduct the research tasks of a review, as 

well as some challenges of this involvement work. This idea of inclusive qualitative evidence 

synthesis is the common theme uniting all of my submitted publications. This idea appears 

from the literature review that I present in this thesis to be a relatively unexplored one.  

In the remainder of this overview I assess the publications I have submitted for the degree of 

PhD by publication. I first briefly introduce both qualitative and inclusive research, 

considering them in particular with respect to marginalised groups. To start considering what 

an inclusive qualitative evidence synthesis might look like, I call upon the existing literature 

that examines how people other than researchers might participate more actively in the 

processes by which these reviews produce findings. I describe the research approaches 

taken in three systematic reviews commissioned to inform policy and research agendas in 

the UK, all of which had a focus on population groups that can be considered marginalized. 

With reference to the four of my submitted publications that present key aspects of these 

reviews (nos. 1-4 below), these reviews’ more technical reports, and the wider literature, I 

reflect upon how the review approaches were novel and what might be learned as a result of 

their application. Similarly, I describe and reflect upon the contribution provided by my 

recent, more theoretical work (submitted publication no. 5 below).  

These publications are presented in full in Appendix 1. They consist of three journal articles 

(Publications 2-4), a book chapter (Publication 5) and one chapter commissioned for a set of 

researcher guidelines (Publication 1). All but the last one of these went through a process of 
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external peer review, as did the technical reports for the three systematic reviews. This work 

has been selected as indicative of the leading role I have played in a methodological area 

and as evidence of my contribution to new understanding in substantive fields. However, 

with one exception (Publication 1, selected because it was one of the very first cases of its 

kind to be published), these publications only reflect my recent activity. They are part of a 

larger body of published work where I have been a co-author or sole author (see Appendix 

2). Each of my submitted publications, also, is a co-authored piece, as is characteristic in 

reports of high quality systematic reviews, and common in public health research. However 

the research and scholarship presented in the submitted publications has all either been led 

by me or has seen me make a significant contribution and this is indicated by the ordering of 

authors (and further evidenced by statements in Appendix 3). To help with interpretation of 

my thesis I briefly note some of the key philosophical assumptions that underpin my 

approach to research and introduce the ethical frameworks and guidelines that have 

informed my work (Appendix 4). Also relevant to a reading of this work is an understanding 

that the systematic reviews that I discuss were all conducted as part of a commissioned 

programme of research to inform national government policy. So while my work has also 

contributed to substantive knowledge, as a reflection of the unpredictable sequence of policy 

concerns and questions defined by policy teams in this programme, my thesis is framed 

largely around methodological development. 

 

The submitted publications 

 Rees R and Oliver S (2007) User involvement in systematic reviews: an example 

from health promotion. In: Carr S, Coren E (ed). Collection of examples of service 

user and carer participation in systematic reviews. London: Social Care Institute for 

Excellence.  

 Oliver K, Rees R, Brady LM, Kavanagh J, Oliver S, Thomas J (2015) Broadening 

public participation in systematic reviews: a case example involving young people in 

two configurative reviews. Research Synthesis Methods 6(2):206-17.  

 Rees R, Oliver K, Woodman J, Thomas J (2011) The views of young children in the 

UK about obesity, body size, shape and weight: a systematic review. BMC Public 

Health 11:188. 

 Rees R, Caird J, Dickson K, Vigurs C, Thomas J (2014) “It’s on your conscience all 

the time”: a systematic review of qualitative studies examining views on obesity 

among young people aged 12–18 years in the UK. BMJ Open 4:e004404. 

http://scholar.google.co.uk/citations?view_op=view_citation&hl=en&user=ndxD_IgAAAAJ&sortby=pubdate&citation_for_view=ndxD_IgAAAAJ:eJXPG6dFmWUC
http://scholar.google.co.uk/citations?view_op=view_citation&hl=en&user=ndxD_IgAAAAJ&sortby=pubdate&citation_for_view=ndxD_IgAAAAJ:eJXPG6dFmWUC
http://scholar.google.co.uk/citations?view_op=view_citation&hl=en&user=ndxD_IgAAAAJ&sortby=pubdate&citation_for_view=ndxD_IgAAAAJ:eJXPG6dFmWUC
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 Rees R, Oliver S (in press) Stakeholder perspectives and participation in reviews. 

In: Gough D, Oliver S, Thomas J (ed.) An introduction to systematic reviews. 2nd 

ed. London: Sage. 
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Chapter 2. Background 

 

This Chapter has three sections. Sections 2.1 and 2.2 introduce qualitative and inclusive 

approaches to research respectively, considering the relevance of these approaches for 

people from marginalised groups. Section 2.3 starts with an introduction to qualitative 

evidence synthesis (QES). To provide a grounding for Chapter 3’s reflections on cases of 

inclusive QES, the rest of the chapter then presents a pragmatic review of literature related 

to inclusive approaches to QES and to inclusive systematic reviews more generally. 

 

2.1 Qualitative research traditions: perspectives and social justice 

The varied body of research approaches grouped together under the label ‘qualitative 

research’ is often cited as particularly suited to helping research address social inequalities. 

While there are many forms of qualitative research that have developed across different 

disciplines (Brinkmann et al. 2014), they have been described as concerned with the 

generation of rich and detailed data through which to explore the ways in which respondents 

interpret, understand and experience the social world within specific contexts (Mason 2002). 

Qualitative approaches are sometimes compared favourably with approaches that instead 

aim to produce findings that represent a population’s average or more frequent 

circumstances. In that qualitative approaches can be more targeted at understanding 

particular, contextualised experience, they can be seen to hold potential for increasing our 

understanding of the experiences of a full range of social groups, including people from 

groups that are less powerful.  

Statistical analyses that test associations between measures of inequality or marginalisation 

and other variables, or estimate the prevalence of specific characteristics or experiences are 

powerful tools for understanding the variation of phenomena across populations and so hold 

considerable potential for informing social change, as do experiments that test theories 

about intervention effects (Oakley 2000).  However researchers in public health have argued 

that, to gain greater understanding of why different social groups, and individuals within 

social groups, respond differently to risks and opportunities that can affect health, we need 

to go beyond statistical study of the associations between events in people’s lives that are 

judged significant by researchers (Elliot et al. 2015, Popay et al. 1998).  We also need, this 

argument continues, to look at ‘lay knowledge’, or people’s perceptions of episodes or 

phenomena in their lives that are meaningful to them and their own explanations for how 

these might affect their behaviour, given the contexts in which they live. Without attention to 

the insights of those most intimately affected by a health concern, or an intervention aimed 
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at improving health, we risk missing important information about key influences, 

mechanisms and preferences, and will produce research that will ultimately be less useful 

(Oliver 2001). 

While it is not the only position taken, many researchers who use qualitative approaches 

believe that, while each individual’s experience of the world will be unique, people within a 

given social group will to some extent have key circumstances and experiences in common. 

It is often assumed that, because people make sense of the world not only through 

experiencing the material circumstances of their lives, but also through their interactions with 

other people in relatively similar circumstances, they will also to a certain extent share 

understandings of the world with these other people, and will attribute relatively similar 

meanings to phenomena. It is these shared understandings and attributions that arise from 

specific contexts that are referred to in this thesis as perspectives. While different beliefs are 

held about the nature of reality and how it can be known (Spencer et al. 2003), it is assumed 

here that humans can, in offering their perspectives, provide useful insights about the 

contexts in which they live. It is also assumed that research, if it uses appropriate methods 

rigorously, can use these insights to produce relatively accurate knowledge about people’s 

lives, although this knowledge can only ever be provisional and may well need revisiting in 

the light of new findings. 

As well as having a tendency to focus on individual participants’ in-depth experiences, 

qualitative research has also been the site for important methodological debates that are 

relevant for discussions of research aimed at examining inequalities. One debate has been 

called the ‘turn to language’ (Alldred 1998), or the ‘interpretive turn’ (Zimmer 2006). Here 

research is believed to be a sequence of productions of accounts. Instead of research 

participants’ being enabled to ‘voice’ their perspective from a ‘private reserve of meaning’, as 

is often implied in much qualitative research in public health, participants are seen as 

producing an account from the many possible accounts that are culturally available to them 

(Alldred 1998 p155). With this view of research, the researchers’ job is to interpret these 

accounts, and so gain insight into the cultures that govern account making. As an illustration 

of this kind of approach, Alldred presents a case of interview-based research with young 

people who had been excluded from school. She describes how the researcher’s findings 

are a commentary on the different ways in which these young people manage their 

presentation of themselves. Some were ‘protesting their innocence’, others ‘confessional’. 

The researcher saw the accounts as produced partly in response to the interview situation 

itself and related this to broader theories about how society is characterised by powerful 

ideas about how people should ‘repent’ when they might be seen to have done wrong, and 

otherwise self-regulate themselves (Alldred 1998 p156). Others however, writing on the 

need to consider inequity, have pointed out the dangers of extreme forms of relativism. 

Alderson, for example notes, ‘If there is no truth and only multiple subjectivities, how can 
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researchers … respect universal principles of human rights, justice, equality, altruism and 

avoiding harm?’ (Alderson 2010 p239). 

Other debates have helped make it clear that, while people constantly engage in interpreting 

the world around them so as to attach meaning to the situations and episodes in their lives, 

this interpretation cannot be made without some background or context; as Brinkmann and 

colleagues have put it, there are no ‘fundamental givens’ (2014 p22). This holds for 

researchers too, when they are interpreting the actions and statements of research 

participants. Feminist researchers in particular have been credited with developing 

understanding of the limits to researcher objectivity (Hesse-Biber 2010, Collins 2000). These 

researchers have argued that, instead of being able to take a detached, neutral stance, all of 

us bring our own value-laden conceptualisations of the world to bear on any issues that we 

examine. Our own social position will strongly influence our framing of any social 

phenomenon and our ideas about what is problematic and why, as well as our potential 

solutions. This means, it is argued, that because of who is in control of interpretive 

processes within research, research can too often serve mainly to support existing 

differences in power between social groups, with researchers or other more powerful groups 

being more likely beneficiaries in many cases. As a result the act of reflexivity, or the 

contemplation of the researcher’s own agenda and practices and the concepts used and 

developed in a study, is considered particularly important for qualitative researchers.  

At the centre of some of these methodological perspectives is a concern that research 

processes traditionally have built knowledge in ways that have ignored or misrepresented 

the experiences of less powerful groups (Hesse-Biber 2010). While the idea of ‘giving voice’ 

through research to people who are less often heard has received much criticism, there is a 

need for people from these groups to be heard if they are to be recognised as equals 

(Alldred 1998, Fisher 2012). It has been argued however that the existence of negative 

cultural stereotypes means that researchers need to consider how their accounts of the 

perspectives of marginalised groups might be heard (Alldred 1998, James and Platzer 

1999). For example, James and Platzer (1999) point to the potential for research findings, ‘to 

expose protective mechanisms, to encourage voyeurism and to ostracize [members of these 

groups] further in the public eye’. They propose as a result, discussions about research 

findings before they are publicised ‘with representatives of the groups to whom that 

information belongs’ (p78). Research that includes input like this from stakeholders is the 

subject of the next section. 
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2.2  Inclusive research: participation for the democratisation of research 

An understanding of the existence of relations of domination within society, along with the 

desire to take action to reduce health inequalities, has also led recently to calls for a greater 

commitment within public health research and development to the promotion of relations of 

equality, where all are entitled to participate and be heard, and others have a duty to listen 

and respond respectfully (Blacksher 2012). This idea of participatory parity was formalised 

for those working in health on a global scale as far back as 1978, when the World Health 

Organisation’s Declaration of Alma-Ata stated that people had a ‘right and a duty’ to be 

involved in planning and addressing their health needs (WHO and UNICEF 1978). It has 

been used since as a central guiding principle in much research, in particular by 

nongovernmental organisations in developing countries, as well as in relatively localised 

research with communities (which is sometimes called community-based participatory 

research). It has been taken up within research with varied disadvantaged or marginalised 

groups, including disabled people (e.g. Walmsley and Johnson 2003) people who are 

lesbian, gay, bisexual or transgender (e.g. Fenge 2010), children (e.g. Brady et al. 2011) 

and people in economically deprived communities (e.g. Schulz et al. 2001).  

This model of research often starts from the position that academic researchers are not best 

placed, because of their relatively dominant position in society, to identify issues important to 

the lives of disadvantaged people, or to understand the perspectives and values of members 

of these groups. Furthermore, if a researcher acts as the expert, or holds all control and 

ownership of a research project, this is seen as placing barriers between researcher and 

researched. These barriers can potentially distort the expression of research participants’ 

views and their behaviours. Instead, it is argued, researchers should work together with 

members of these groups so as to devise and conduct research so that it can produce 

findings that have more relevance and insight. Similarly, Blacksher argues that 

disadvantaged groups should routinely be equal partners in the directing of public health 

research initiatives. She sees this as a key means to avoid re-enforcing ideas held by 

dominant groups that help sustain inequality. She cites the dangers of researchers acting to 

reinforce ideas about deviancy, and of falsely assuming that their own and participants’ 

values and priorities align, identifying both of these as ‘harms of recognition’. ‘As agents of 

change and peers in the health equity project’, she writes, the ‘insights and stories [of 

disadvantaged groups] must be heard if we are to make progress on social justice together’ 

(Blacksher 2012 p329). 

The ways in which these principles of participatory parity have been brought to bear in 

research initiatives are hugely varied, as are the labels given to these approaches. Nind, in 

considering a range of social science disciplines and policy fields, portrays such research as 

involving, ‘people who may otherwise be seen as subjects for the research as instigators of 
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ideas, research designers, interviewers, data analysts, authors, disseminators and users’ 

(Nind 2014 p5, citing Walmsley and Johnson 2003) [emphasis added]. 

All research of this type is seen by Nind as reflecting ‘a particular turn towards 

democratization of the research process’ (2014, p2) because it has certain characteristics 

and attends to certain core principles. In terms of research scope and purpose, the problem 

addressed is one owned by the less dominant group and the research is aimed at 

addressing the interests of that group. In terms of how the research is conducted, it is held 

that people from that group should be involved in the process of doing the research, should 

be able to exert some control over research processes and outcomes, and should be able to 

access research processes and products. As Nind points out, the permutations for such 

research are extensive, with potential for active involvement existing at all research stages, 

for example. Others have taken forward and examined the scope for the application of these 

ideas at the level of programmes of research, for example when funding bodies or other 

institutions decide on their research priorities (Chalmers et al. 2014). While acknowledging 

the range of distinctive positions and approaches that exist, Nind uses ‘inclusive research’ 

as a term that covers all, and this label will be used here. 

Nind (2014 p33) refers to the following three broad types of inclusive research: 

1. research led by lay researchers/user groups; 

2. research conducted in partnership between academics and lay researchers/user groups 

(which is less focused on who leads and more on how people work together, with 

challenges for all involved to work out what compromises are acceptable to them, and 

who has expertise within the research and who owns it); 

3. research by academics designed to enhance the active participation of participants/user 

groups.  

There is growing interest in all three types, but because of the way research funding is 

currently structured the third form has to date been the most prevalent. In the field of health 

and social care, there is recognition of the value of inclusive research at a national level, with 

funding bodies such as the National Institute of Health Research in the UK, and the Patient 

Centred Outcomes Research Institute in the US, requesting that researchers identify in grant 

applications how they will involve members of the public, and sometimes also other 

stakeholders, actively in the planning and conduct of their work (NIHR 2015, PCORI 2015).   

Research using various Delphi-inspired approaches has identified areas of consensus and 

dissent around what constitutes successful involvement (Telford et al. 2004) and factors that 

can influence involvement’s success (Snape et al. 2014 a and b). There is also a growing 

body of empirical work that explores what happens when researchers and others attempt to 

work in an inclusive way (e.g. Brett et al. 2014a&b). One of the most in-depth and large-
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scale studies conducted to date included a literature review, a survey of researchers and a 

series of interviews and documentary analyses related to cases of research across multiple 

health areas in the UK (Wilson et al. 2015). The 21 cases in this realist evaluation included 

one systematic review but this appears to examine intervention effectiveness and there is no 

mention of a qualitative analysis. The quantitative or qualitative nature of research study 

design does not appear to have been important in the study’s analyses or ultimate findings. 

While Wilson and colleagues concluded that a range of positive outcomes could be seen 

from public involvement, they make a compelling case for the complexity of involvement, 

characterising it as a ‘multifaceted social process’ and emphasising the influence of context 

and interactions over time on outcomes (Wilson et al. 2015 p6). 

There is a more general tendency, however, for authors who examine cases of involvement 

to over emphasise positive experiences and outcomes, at the expense of learning about 

what didn’t go so well (Chew-Graham 2016). An indication that active involvement in 

research might not always be easy to implement well is provided by another realist 

evaluation by Evans et al. (2014), who explored patient and public involvement across eight 

diverse projects, all of which were described as having ‘significant public involvement’ 

(pxxiv). These authors reported that many researchers ‘significantly underestimated the real 

costs of public involvement’ when planning, with research teams contributing ‘substantial’ 

amounts of time so as to establish and maintain good levels of communication and to 

otherwise nurture interpersonal relationships between research partners (Evans et al. 2014 

pxxv). Actual measurement of costs and the use of other resources within research that 

uses active involvement has, unfortunately, been scarce (Brett et al. 2010, Staley 2009, 

Wilson et al. 2016).  

Indeed, in general the evidence-base for the impact of public involvement has been criticised 

as insufficiently rigorous. Because of the complexity of factors at play, however, it has been 

argued that reflective cases of active involvement research are of considerable value as an 

expression of a kind of ‘experiential knowledge’ about involvement processes (Staley 2015).  

The assumptions underlying inclusive research have also received considerable critical 

attention with respect to marginalised groups. In public health some claim, for example, that 

the label has too often been applied to research activities that are mainly driven by others 

outside of disadvantaged communities where a limited form of participation is used as a 

means to increase a project’s efficiency, and communities are enabled only to choose 

between options that have already been set, instead of defining problems (Blacksher 2012, 

Gibson et al. 2012). One of the realist evaluations mentioned above identified the act of 

‘ensuring diversity‘ as a key mechanism for securing effective involvement (Wilson et al. 

p58). Proposals for ensuring diversity include physically getting out of an academic or 

organisational setting to meet people (Brady 2015; INVOLVE 2012). 
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2.3  Inclusive research principles and practice in the qualitative evidence 
synthesis literature 

 

‘We implore researchers to consider the political imperative of knowledge synthesis 

and the potential of the utopian method to move both research and practice 

forward… It is our contention that we can only truly identify what patient experiences 

of diabetes care might be … when we have patients with experience of diabetes 

fully involved in identifying the ontology (constitution of knowledge), archaeology 

(policies and practices), and architecture (institutional structures) of how we got 

where we are now. We can only achieve the political imperative of knowledge 

synthesis (and thus real balance) with patients.’ (Frost et al. 2016 p317) [authors’ 

emphasis]  

The above excerpt is the concluding paragraph from a paper by authors who, between them, 

have published a number of qualitative evidence syntheses as well as methodological 

explorations of this kind of systematic review. These authors are calling for researchers like 

themselves who conduct QES about health conditions to make sure that they do this 

together with people with experience of those health conditions. 

I will return to this paper at the end of this chapter. Before then I will first briefly describe 

what a qualitative evidence synthesis is understood to be and will set out some of the ways 

in which those QES approaches most commonly aimed at informing policy tend to be 

different from those used in systematic reviews of intervention effects. I will then describe 

what I found when I looked in the literature for methodological writing on conducting QES 

together with people other than researchers. 

 

2.3.1 Qualitative evidence synthesis 

Qualitative evidence synthesis (QES) is an umbrella term commonly used to refer to any 

type of systematic review that synthesises qualitative research (Booth et al. 2016). Methods 

for conducting syntheses of qualitative research have been under development for around 

30 years, with early methodological writing coming from the field of health care (Jensen and 

Allen 1996) but also education (Noblit and Hare 1988). The approach often described as the 

first to be formalised (meta-ethnography) has been found in several bibliographic studies to 

be the most commonly followed, but many other types can be found in use within published 

reviews (Hannes and Macaitis 2012, Melendez-Torres et al. 2015, Ring et al. 2011). QES 

production appears to be on the increase. One survey found the annual rate of publication of 
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new meta-ethnographic studies in health in 2012-2013 to be double that found for the period 

2005-2008 (France et al. 2014).  

The considerable variety of existing types of QES that have been developed is illustrated by 

a recent study that included a comprehensive search for papers containing comparisons of 

two or more types of approach (Booth et al. 2016). To produce guidance for reviewers (see 

section 2.3.2 below) this team pulled together the issues identified as important by authors 

of these comparative studies. Although they limited their analyses to approaches that they 

describe as: ‘predominantly qualitative’, ‘mixed methods approaches with a qualitative 

orientation’, or ‘mixed-methods approaches that handle quantitative and qualitative data 

equally’ (p17) this team nonetheless identified over 20 different types of approach.  

This same study, however, also illustrates the constrained basis for claims made about how 

QES should be done, as these 20 types of approach were described in only 24 comparative 

studies. Furthermore, not all of these authors report on actual attempts to compare 

approaches empirically. The study of methods for identifying, describing and synthesising 

qualitative research evidence is clearly a broad but still emerging field. 

One dimension of difference important for this thesis is the extent to which different QES 

approaches are aimed at enlightening different audiences. It has been noted that several 

QES approaches, in particular Meta-narrative and Meta-study, are often aimed more at 

identifying conceptual or methodological development through time, or variation in research 

philosophies, methods and outputs within and across disciplines, and so reviews using these 

approaches are less likely than others to aim to have clear messages for policy-makers and 

other audiences outside academia (Barnett-Page and Thomas 2009). Of the other QES 

approaches most in use, Booth and colleagues list several, including meta-ethnography, 

thematic synthesis, framework synthesis, critical interpretive synthesis and realist synthesis, 

that have been judged more directly useful for policymakers and others involved with 

developing and implementing policy in its broadest sense, such as practitioners and people 

who are designing interventions (Booth et al. 2016).  

If this last set of approaches is considered as a group, it is possible to start characterising 

the key tasks that reviewers need to complete if they are to conduct a policy-relevant QES. 

The remainder of this section starts to examine the steps that reviewers take at several 

important points within these kinds of QES, contrasting these steps with those seen within 

systematic reviews of intervention effects. While this temporal ordering is a simplification, as 

will become evident, steps taken at the start of the review, in its middle and near its end are 

here considered in turn. 
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Defining the focus of the review 

One difference between many QES approaches and approaches used in reviews of 

intervention effects is the extent to which concepts, and even a review’s boundaries are 

fixed throughout the review’s progress.  

In a final report of any kind of systematic review there is a need for clarity about both the 

boundaries of the review (for example, which populations of people have been under study), 

and about the concepts that are important in the final synthesis of the studies as a whole. 

Similarly, all systematic reviewers, in the very least so that they can start working together, 

will need to develop at the start of their review a working set of boundaries for the review’s 

scope and will need working definitions for key concepts and some kind of understanding 

about why these concepts might be important (Oliver et al. 2012).  

As Gough and colleagues argue (2012), with a review that sets out mainly to test a theory - 

for example about an intervention’s effects - boundaries and concepts will need to be 

defined for the purposes of the review early on, before searches are finalized and well 

before study findings are pulled together in a synthesis. People working on a review that is 

aimed at testing intervention effects will do conceptual work at the point of starting a review, 

when they are building a hypothesis for testing. They will then do conceptual work again 

near the review’s end, for example when deciding what a review’s effect size estimates 

mean for policy and practice.  

In a QES however, both the review’s boundaries and its conceptual framework can be in flux 

during much of the review’s progress (Booth et al. 2016). Reviewers who conduct QES, 

more commonly are aiming to further develop ways of understanding the world by 

developing or consolidating concepts or theory in a field of study. They can be considering 

possible modifications to theory, and to the concepts and connections between concepts 

that make up theory, throughout the review, right up to the point at which their synthesis of 

study findings is written in its full and final form.  

 

Conducting the synthesis.  

The point at which study findings and contexts are pulled together and turned into a more 

synthetic whole is also one that differs considerably between QES and other kinds of 

systematic reviews. As Gough and colleagues again argue, reviews that seek to test 

hypotheses about intervention effectiveness can be characterized as mainly aggregating the 

findings of included studies during the review’s synthesis stage (Gough et al. 2012). They 

contrast this with the more configurative approaches that are often central to the synthesis 

stages of other review approaches, including QES, where instead reviewers seek groupings 
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and patterns amongst different studies’ findings and make links of different sorts between 

them. The synthesis stage of a QES has been characterised as interpretive by many authors 

in the QES literature (e.g. Booth et al. 2016), and methodologists point to the number of 

levels at which meaning is being sought and then further developed, as well as the 

subjectivity that is involved (Sandelowski 2006, Booth et al. 2013).  

When working with qualitative studies as part of a QES, reviewers are working at the 

synthesis stage to understand the meanings that the individual authors of studies meant to 

portray through their study findings. The findings of these studies will usually consist of a 

narrative that presents conceptual categories or themes found amongst data, and 

sometimes an emergent theory, or storyline, that attempts to link these themes, for example, 

making suggestions that the occurrence of one phenomenon is explained by or helps to 

explain another. Usually authors of these primary studies also present a selection of quotes 

to help illustrate their narrative and help readers see that the narrative is underpinned with 

actual data. Put simply, by looking across groups of studies, reviewers who are conducting a 

QES will then themselves attempt to develop descriptive categories and explanations that 

group, build on and further develop their interpretations of these individual studies’ findings, 

ultimately aiming to arrive at a product that, rather than listing individual findings, transforms 

them somehow into a meaningful whole. 

Reviewers who conduct syntheses of intervention effects, in contrast, use statistical 

analyses, with or without meta-analysis, to test hypotheses about intervention effects and 

describe degrees of confidence in individual or pooled estimates of effects. Sub-group 

analyses may be run to explore potential modifiers of effect. There is certainly judgement, 

and so subjectivity, associated with the synthesis stage of an effectiveness review, however 

the bulk of decision-making for this stage occurs before it. Reviewers who are conducting 

this kind of review agree on their analytical approaches, and choose between sub-group 

analyses and analytical models, early on in the review process. They make these decisions 

explicit in a protocol that is published before studies are sought and well before analyses 

start. 

Unlike reviews of intervention effects, the tasks of synthesis within a QES are subjective at 

the point in which study findings are examined. Like researchers who conduct primary 

qualitative studies, QES reviewers call upon a range of techniques for this interpretive task 

to help them identify nuances in a set of studies’ findings, and to produce a synthesis that is 

justified by, and makes full sense of, the content of the review’s included studies. Booth et 

al. (2013), for example, describe the method of deliberately seeking information amongst the 

included studies’ findings so as to put to test any emergent theory that a reviewer is 

developing (the disconfirming case). A combination of independent and dialogical work 
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amongst a diverse group of reviewers has also been described as a means of challenging 

the dangers of otherwise tacit ‘intuitive certainty’ (Toye et al. 2013 p2).  

 

Reporting the findings of a QES 

Another key difference between QES and systematic reviews of intervention effects is seen 

in the different formats that are used to present the review’s findings.  

Put simply, the findings section of a report of a review of intervention effects will present the 

output of statistical analyses. There will be a narrative, however the form that this narrative 

takes is relatively predictable. It will follow relatively tight conventions in form and style, so as 

to address concerns about the potential for reviewer biases influencing readers’ 

understanding of the review’s messages about the relative sizes of effects seen in tests of 

different interventions and comparison groups (Popay et al. 2006). Authors will aim to 

ensure that all claims made about tests of effect are accompanied by the statistical results of 

those tests, however there will be relatively little disagreement among reviewers as to which 

statistics need to be presented where. 

In contrast, as is suggested by the description of the act of synthesis above, reviewers who 

conduct QES will produce a narrative to present their findings which may contain numbers 

but will tend to be mainly textual. This narrative needs to present a meaningful account of 

the transformed findings of the individual studies and their contexts. It will often be structured 

using as headings themes that have been developed in the synthesis. One common feature 

is the use of quotations, which serve the purpose of illustrating the story told by the review’s 

narrative, but also provide a degree of evidence that the synthesis is grounded in the 

findings of individual studies, and to some extent in the reports of participants in those 

studies.  

Unlike the findings section of a review of effects, as with qualitative research more generally, 

the structure, style and even the intent of the findings section of a QES can vary 

considerably (Sandelowski 2008), even amongst those reviews that are in the policy-

relevant category described above. Reviewers will differ, for example, in the extent to which 

they provide a commentary about the quality or contexts of the body of included studies. 

Quotations may be lengthy and plentiful, or sparse, with more space given over to the 

reviewers’ own descriptions and explanations of the views or other phenomena presented in 

primary studies. The unpredictability associated with the findings section of a QES is 

illustrated by the deliberate production by one review team of a commentary that presents 

two ‘readings’ of their synthesis findings (Sandelowski and Barroso 2003 p478). These 

authors write that their findings (about the lived experiences of motherhood in the context of 
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HIV) can be read as an ‘empirically grounded interpretation’ of these experiences, but also 

as a ‘critical/discursive’ one, which might reveal more about the reviewers’ and the authors 

of the reviewed studies’ intent to be seen as ‘compassionate interpreters’ than about study 

participant’s lives. The synthesis themes include different types of maternal practices aimed 

at protecting children and the women’s own identities. ‘Motherhood talk’ is also identified as 

a phenomenon which enabled participants, reviewers and primary study authors alike to 

offset or avoid stigmatising stereotypes of mothers with HIV. 

 

2.3.2 The literature on inclusive approaches to qualitative evidence synthesis 

This section presents what I found when I searched within the methodological literature to 

inform discussion of my work. I took a pragmatic approach, looking first at methodological 

guidance aimed at those considering qualitative evidence synthesis and at empirical work 

that examines cases of inclusive approaches to systematic reviews in general. To further 

explore the perspectives of researchers experienced in conducting qualitative evidence with 

respect to working with stakeholders, I supplemented the above analyses with a brief 

exploration of commentaries in the field. I discuss each of these groups of literature in turn 

below. 

 

Guidance on working with people other than researchers when conducting qualitative 

evidence syntheses. 

A small number of documents exist that contain guidance to support those choosing 

between approaches for reviewing evidence at the more qualitative end of the systematic 

reviews spectrum. These documents have been produced by national organisations active in 

public health, namely the UK-based Centre for Public Health Excellence (CPHE) at the 

National Institute for Health and Care Excellence (NICE) and the Centre for Reviews and 

Dissemination (CRD) (CRD 2009, NICE 2012), and two groups working to develop 

systematic review methods for public health and qualitative evidence respectively within the 

globally active Cochrane Collaboration (Armstrong et al. 2007, Noyes et al. 2011). Most 

recently, guidance on selecting between different types of approach to qualitative evidence 

synthesis has been produced by academics, with funding from the European Commission, 

so as to inform bodies that conduct Health Technology Assessments (HTA) (Booth et al. 

2016). 

These guidance documents vary in the extent to which they discuss stakeholder involvement 

and I will write further below about the two that refer explicitly to stakeholder participation as 

part of a qualitative evidence synthesis (Booth et al. 2016, Noyes et al. 2011). First I will 
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consider the three guidance documents that refer to stakeholder involvement only in more 

general terms. All three of these documents incorporate guidance about qualitative reviews 

within a broader document that addresses reviews asking questions of effectiveness as well.  

The first of these broader sets of guidance that include reference to qualitative evidence has 

been designed to support reviewers producing reviews in public health for NICE as part of 

that body’s work to issue evidence-informed guidance for decision-makers (NICE 2012). 

Stakeholders are described as ‘central’ to the guidance for decision-makers that NICE 

produce, and stakeholder ‘scrutiny and validation’ are cited as the means by which 

recommendations for practice in public health are made ‘realistic and appropriate’ (p18-19). 

The procedures outlined show how stakeholders might influence the initial scope of a review 

and identify relevant research prior to the stage at which a research team take on the job of 

conducting a systematic review, and might influence recommendations developed by a 

guidance panel from a systematic review’s findings. However no suggestions are made for 

NICE reviewers who are considering consulting or otherwise working with stakeholders while 

they actually conduct a review, qualitative or otherwise.  

The second guidance document in this broader guidance set (CRD 2009) was initially 

produced by researchers at the CRD for fellow employees of this non statutory organisation, 

although it is now cited widely as informing choices about review methods by researchers 

working elsewhere. CRD’s guidance for reviewers is structured into an initial chapter that 

contains principles and methods judged important for conducting systematic reviews of all 

types, followed by shorter chapters that address reviews with different kinds of review 

question. While there is a chapter that considers the reviewing of qualitative evidence, the 

only mention of active stakeholder involvement occurs in the chapter on systematic reviews 

of public health interventions. Here, after an introductory section that characterises reviews 

in this field as more complex than those in other fields, a section about determining a 

review’s scope states that an advisory group can help ensure that a review’s questions ‘are 

those of importance to decision-makers’ (p159). Public health reviewers are advised that 

‘practitioners, policy-makers (local or national), funders, and potential recipients or users of 

services’ are all suitable candidates for advisory group membership. This same section also 

cites as potentially useful one programme development approach labelled the ‘Theory of 

Change’. This is described as involving the collaboration of ‘multiple stakeholders’ to identify 

possible pathways for change, but no detail is given of how this might work within the 

context of a systematic review. 

The third of the three guidance documents in this broader guidance set (Armstrong et al. 

2007) is the oldest, but contains by far the most detail related to involving stakeholders in a 

review, focusing in particular on advisory groups. Designed to address issues specific to 

reviews in public health, it contains a two page section focused on integrating qualitative and 
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quantitative research, although, reflecting its relation to the Cochrane collaboration (see 

below), the document is aimed at supporting the production of systematic reviews of 

intervention effectiveness. Text making up just over two of the document’s 40 pages is used 

to argue that reviewers ‘as a first step’ should form an advisory group ‘of people including 

consumers (Cochrane’s term for the public), with relevant interests, skills and commitment’ 

so that a review’s conclusions can be well informed. The perspectives within an advisory 

group of people described as ‘vulnerable and marginalized’ are presented as valuable for 

ensuing that conclusions are applicable ‘to all groups in society’, as are those of ‘resource 

poor countries’ (p7). The document was written for use by what at the time was the public 

health field of the Cochrane Collaboration. This group has since reformed into a review 

group that not only offers substantive and related methodological guidance to reviewers with 

an interest in public health, but also oversees editorial processes for Cochrane reviews in 

the area, for example setting standards and managing editorial procedures such as peer 

review of protocols that propose review scopes and methods. Reviewers are still being 

encouraged on the Cochrane Public Health Review Group (CPHRG)’s webpage to read this 

guidance, but if they wish to have their work recognised as a Cochrane review will also need 

to read a separate document with instructions for drafting detailed plans (a protocol) for 

proposed reviews (CPHRG, undated). As both the guidance document and the guide for 

producing a protocol have been produced by members of the Cochrane Collaboration, they 

need to be read in the context of the Cochrane Handbook (Higgins et al. 2011), which is a 

more generic and often more prescriptive document that lays out the expectations for all 

systematic reviewers who aim to conduct and publish reviews as part of the Cochrane 

Collaboration. It is noticeable, however, that, while the Cochrane Handbook contains much 

of the same text as the CPHRG guidance, including the reference to involvement of 

vulnerable and marginalized  

groups, the former document is less emphatic, stating that an advisory group ‘may be’ useful 

(section 2.3.4.3), whereas the CPHRG’s guide for developing a protocol states it is a 

recommended approach for ‘all review teams’ (p3).  

The two guidance documents developed specifically for researchers who want to design a 

QES are relatively quiet when it comes to talking about active stakeholder involvement. One 

of the pair (Noyes et al. 2011), has been developed by a team with expertise in conducting 

QES and is designed to support reviewers who are considering conducting a QES under the 

auspices of the Cochrane Collaboration. As was the case for the Cochrane Public Health 

review group guidance described above, Noyes and colleagues’ document is meant to be 

read as a supplement to the Cochrane Handbook for reviewers who want to work and 

publish as part of the Cochrane Collaboration. In terms of who might contribute to work on a 

QES, Noyes and colleagues’ guidance makes only two brief references in its six chapters 

and 80 or so pages. The authors make passing reference to the value of commentary and 
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review of a protocol ‘amongst peers’ in the document’s first chapter on preparing a QES 

protocol (Noyes et al. 2011 p1). In addition, the author of this document’s chapter 4 on 

critical appraisal during a QES suggests that involvement in study evaluation of people ‘with 

content expertise’ can help produce more consistent assessments (Hannes 2011 p6). While 

the author does not explain this category of expert further, reference is made to an empirical 

study of this approach for evaluating the risk of bias in clinical trials (Oxman and Guyatt 

1993) where the term content-area expert is used to mean a specialist clinician in the area 

under review. There therefore appears to be no specific reference within Noyes and 

colleagues’ QES guidance to the potential for input from people other than those who might 

be considered peers, and specialist health professionals. However it can be assumed that 

their guidance will be read – by those aiming to publish within the Cochrane Library at least 

– alongside the more generic guidance on review teams and stakeholder involvement 

contained in the other Cochrane guidance materials referred to above.   

The final guidance document in this set is the most recent (Booth et al, 2016). It is aimed at 

all reviewers, regardless of whether they aim to work within the bounds of Cochrane or 

bodies such as NICE, to help them decide which approach to QES might be best for their 

purposes. The research team developed a framework of seven different dimensions of 

issues considered important at the design stage of a qualitative review. Captured by the 

acronym ‘RETREAT’, they call these: ‘the nature of the Review question’, ‘issues relating to 

Epistemology’, and ‘Time/Timeframe, Resources, Expertise, Audience & Purpose, [and] 

Type of Data’ (p17). Under resources, the team addresses the personnel that might be 

needed to do a QES. They make a brief reference only, citing the above-mentioned study of 

the seeking of disconfirming cases (Booth et al. 2013), and noting that advisory group input 

might ‘[help] maximise interpretive insights’ (Booth et al. 2016 p25).  

In sum, a brief examination of the guidance literature that reviewers considering QES are 

likely to read, especially if they are planning to do this work under the banner of specific 

organisations, provides evidence of a commitment to the idea of actively involving people 

other than researchers in systematic reviews in general, with the Cochrane Public Health 

Review Group in particular emphasising the value of this stakeholder involvement. However, 

guidance for those developing plans for QES specifically does not address the question of 

stakeholder involvement to any great degree, let alone the more specific activity of working 

with potential or actual service users or the public.  

The next section in this Chapter will describe what I found when I looked for studies of cases 

of stakeholder involvement in QES.  
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Empirical work on the active involvement of stakeholders in systematic reviews 

At the start of 2011 Boote and colleagues searched widely for examples of public 

involvement in systematic reviews in health and social care, finding only eight cases in total, 

with the first published in 2005 (Boote et al. 2011 and 20121). This team included reports 

where researchers had described how they had actively involved patients or other members 

of the public in systematic reviews, as long as there was detail of the contribution these 

stakeholders made to the systematic review. They examined these reports systematically so 

as to produce a narrative review of ‘the different methods, levels and stages’ of involvement, 

and the identified contributions, tensions, facilitating strategies and recommendations (Boote 

et al. 2011 p105). This study describes review authors’ accounts of five types of 

‘contributions’; to: refining the scope of a review; suggesting and locating relevant literature; 

appraising the literature; interpreting review findings; and writing up the review (Boote et al. 

2011 p108).  

Boote and colleagues’ review explains how their set of eight reflective studies covers a 

range of different kinds of research topic. It does not, however, explore the different kinds of 

systematic review design seen across the cases. While several could be defined as using a 

mixed-method approach (Booth et al. 2016), only two cases (Carr and Fleischmann 2007, 

Rees and Oliver 2007) relate to involvement in a QES.  

It appears that publication of critical reflections on the processes of stakeholder involvement 

in reviews of any kind is still scarce. Few reflective case reports appear to have been 

published since 2010 (since Boote and colleagues’ searches), although there may have 

been a recent increase in reporting. I have found only eight further reflective cases identified 

through the literature searching done for this thesis, with most of these being published 

within the last 12 months (Bayliss et al. 2016a and b, Harris et al. 2015, Hyde et al. 2016, 

Jamal et al. 2014, Liabo 2013, Oliver K et al. 2015, Pollock et al. 2015, Thompson-Coon et 

al. 2015). While it is possible that more comprehensive searches might identify other 

reflective cases, the limited size of this literature is also suggested by recent systematic 

reviews on the topic of public involvement in research more generally, which describe no 

other cases  (Brett et al. 2014a and b, Shippee et al. 2015).  

Of the eight  reflective case studies of stakeholder involvement in systematic reviews that I 

have found to have been published since 2010, only five relate to published reviews that 

synthesise qualitative evidence and discuss involvement in work on qualitative evidence 

syntheses. Of the remainder, two report on involvement in reviews of intervention 

                                                      

1 Submitted publication no. 2 (Oliver K et al 2015) refers to Boote et al 2012 but this paper 

was mistakenly lost from the reference list before publication. 
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effectiveness (Liabo 2013, Pollock et al. 2015). The other (Hyde et al. 2016) refers to a yet 

to be published review that is described as including qualitative and quantitative studies. 

However the reflections on this case include no detail of the review’s approach to synthesis 

so this report is not considered further here.  

This remaining set of five recent reflective studies of stakeholder involvement in QES 

represent a diverse set of cases, varying, for example, in the type of stakeholder involved, 

the nature of the QES and the range of different research tasks in which stakeholders are 

involved. All, as in Boote and colleagues’ review, explore cases that involved members of 

the public, however two describe cases where input was sought also from other 

stakeholders, including teachers (Thompson-Coon et al. 2015) and community health 

workers and others providing peer support services in the community (Harris et al. 2015).  

The variation in the type of QES and the types of systematic review that stakeholders were 

contributing to among these five cases is considerable. Two cases describe a review with a 

single synthesis type, with one reporting on a realist review (Harris et al. 2015) and the other 

being labelled as ‘meta-synthesis’ (Bayliss et al. 2016a and b). In a further two cases, 

stakeholders were involved in a mixed-methods research project where an effectiveness 

review was combined with either one QES (Jamal et al. 2015) or two (Thompson-Coon et al. 

2015), with all of these QES being meta-ethnographies. The final case, which is one of the 

submitted publications from this thesis (see Chapter 3), is distinct again in that it describes 

an episode where the same stakeholder group was involved both in a QES that used 

thematic synthesis and in a review that statistically tested hypotheses of association 

between variables (Oliver K et al. 2015). 

Between them, these five recent reflective studies of stakeholder involvement in QES 

contain mention of all of the categories of contribution that were identified in Boote and 

colleagues’ review, excepting that of appraising the literature. One study reports a 

contribution to identifying relevant literature (Harris et al. 2015) and two describe 

involvement in interpreting the meaning of a review’s findings (Oliver K et al. 2015, 

Thompson-Coon et al. 2015). Two studies report involvement in scoping a QES (Harris et al. 

2015, Jamal et al. 2015). In three, stakeholders are described as contributing to the write-up 

of the review (a category slightly different from Boote and colleagues’, which emphasises 

actual authorship) (Bayliss et al. 2016a and b, Oliver K et al. 2015, Thompson-Coon et al. 

2015). All, however, also reflect upon a type of a contribution that is not present in Boote and 

colleagues’ review: to the actual conduct of the synthesis stage.  

The last three of this new total of six types of contribution to QES will be explored in Chapter 

3, when these five recent studies and the two studies of QES identified in Boote and 

colleagues’ 2011 review will be discussed further, along with an additional QES case that is 

presented in another one of my submitted publications. In the meantime, given the small 
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number of reports identified over a period spanning just over 10 years, it seems reasonable 

to say that stakeholder involvement in QES is a phenomenon that has received relatively 

little empirical attention. 

 

Commentaries from QES methodologists 

Discussions of the active involvement of research stakeholders in QES are also not 

prominent in the broader QES methods literature. In addition to the study by Frost and 

colleagues that will be discussed at the end of this section, I here examine a small number 

of commentaries that illustrate how interest in the potential for work with stakeholders, if it 

has grown over time, has done so very slowly. 

The authors of one of the earliest papers to discuss QES notes that people similar to the 

participants in a review’s included studies (those ‘having that experience’) might be able to 

say, from the review’s descriptions or interpretations, whether ‘they immediately recognise 

[that experience] …as their own’ (Jensen and Allen, 1996 p556). This idea is taken up briefly 

by Booth, (2001), who suggests that this approach might enable a kind of validation of a 

review’s findings.  In a paper that is framed mainly about the responses of QES authors to 

the interpretive turn, Sandelowski mentions inclusive approaches, but only in passing 

(Sandelowski 2006). In the paper’s introductory section this author identifies the approaches 

that some primary researchers have taken to respond to concerns about their own distance 

from the lived experiences of participants, and the danger that instead of giving voice to 

participants they might end up misrepresenting them. As she puts it these researchers want 

to avoid, ‘…controlling the voices of the voiceless and, thereby, maintaining their 

voicelessness’ (Sandelowski 2006 p10). She notes how, to avoid misrepresenting 

participants, some researchers take up participatory approaches, ‘…that authorize 

participants to represent themselves.’ (Sandelowski 2006 p10)  However she makes no 

mention of the possibilities for involving people with experience of the phenomena under 

study at the level of conducting the QES itself. 

In the more recent literature I found several references to stakeholders, but in all but the 

paper by Frost and colleagues mentioned at the head of this section, either it is unclear 

which kind of stakeholder might be involved, or it is work with practitioners that is being 

considered. For example, Booth et al. (2013), in their study of the seeking of disconfirming 

cases referred to above, mention stakeholders, but question the feasibility of people other 

than researchers examining a review’s raw data for these purposes. Mention is also made in 

passing again of the idea of stakeholders being asked to consider a QES’s quality; as this 

group puts it, ‘to establish the credibility… or external validity’ of the review (p130). The 

author of a recent paper that suggests areas for QES research in the future proposed that 
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researchers might make ‘a commitment to reciprocal work’ with practitioners so that their 

experience can be set alongside theory so as to ‘fine-tune’ practice guidelines over time 

(Finfgeld-Connett 2016 p292). 

Because writing in the methodological literature about actively involving stakeholders in QES 

processes is so difficult to find, the work represented by the excerpt quoted at the start of 

this chapter has a particular significance and is worth detailed scrutiny. Frost and colleagues 

reach their conclusion following a presentation of arguments from the sociological literature 

about the dangers of an intelligentsia dominating the production of knowledge. Their 

conclusions also stem from the findings of their own QES – a meta-study of six qualitative 

evidence syntheses about adults with diabetes. With this meta-study Frost et al. examined, 

for each QES, the theoretical perspectives that had been used and further developed, the 

review processes used, and issues of methodological and epistemological quality. Setting 

the reviews in chronological order (from 1998 to 2011) they then considered how much each 

review added to understanding about patient perspectives of diabetes.  

These researchers claim that the later reviews add little to the findings of the first two in 

terms of both theory development and ‘the potential to transform policy and practice’ (Frost 

et al. 2016 p316). Their call for inclusive QES that is quoted above stems from their concern 

that this is an indication of a more general move in qualitative evidence synthesis away from 

an earlier patient-centred focus towards an interest in rhetoric from professional practice or 

policy. In the case of diabetes, the authors argue, a focus in earlier reviews on the 

experiential knowledge of patients, allowed these reviews’ authors to identify explanations 

that countered commonly held professional assumptions about behaviours around blood-

sugar control, whereas the later reviews, when they did explore study findings sufficiently to 

develop theory, centred on a professionally-led agenda of self-management.  

Frost and colleagues conclude that the means for building a patient-centred focus back into 

QES processes include an increased focus on qualitative research techniques, but could 

also include, as the quote above intimates, ’a more revolutionary approach [where]... people 

with [a health condition] are included in all stages of syntheses that concern them’ (p316).  

Frost and colleagues’ work is important in that it appears to be one of the first, along with my 

submitted publication 2, to explicitly argue for an inclusive approach to qualitative evidence 

synthesis, where people with intimate experience of the phenomena being researched are 

included, rather than excluded from the research enterprise. However other than referencing 

Boote et al.’s review, two of its featured cases and the paper from Chalmers and colleagues 

referenced in section 2.2 above, these authors make no suggestions for next steps. 
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Summary 

In this chapter I have identified a small, but growing number of reflective case studies of 

stakeholder involvement that cover a range of different types of QES and stakeholder, as 

well as reporting involvement in a range of different QES research tasks. I have found that, 

while qualitative methodologists appear to be starting to consider the potential value of 

stakeholder involvement in QES processes, specific guidance for reviewers has yet to be 

developed. These findings suggest that it is a good time to reflect on previous cases of 

involvement in QES to start identifying how, through different approaches, stakeholders 

might influence QES products. The question of how involvement might work differently, 

depending upon factors such as who gets involved and who involves, also needs attention, 

as does whether all of this might look different for reviews that aim to address marginalised 

groups. These points will be addressed in my next and final chapter. 
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Chapter 3. Reflections on inclusive qualitative evidence synthesis in 

practice 

 

3.1 The relationships between my submitted publications 

Three particular systematic review cases are examined in detail in this thesis. Before 

describing and appraising the contribution of the work published around these cases in 

sections 3.2 – 3.5, and before a brief section on the limitations of stakeholder involvement in 

QES (3.6), I will use this section to provide a quick overview of the submitted publications 

and the reviews to which they relate. 

Figure 2 presents my three review cases and submitted publications. The figure indicates 

the chronological order of the reviews (with the earliest at the top right of the diagram, the 

most recent at the bottom right). It also shows that my submitted publications sometimes 

relate to more than one review. Throughout the rest of this thesis I refer not only to my 

submitted publications, but also to the peer reviewed full technical reports of each 

systematic review. The full technical reports can be accessed by the following URL links (all 

accessed 14 May 2016) 

 

Technical reports 

Rees et al. 2004 

http://eppi.ioe.ac.uk/cms/LinkClick.aspx?filetickethypo=Kqp8OMPFFxg%3d&tabid=247&port

alid=0&mid=1372  

Rees et al. 2009 

http://eppi.ioe.ac.uk/cms/LinkClick.aspx?fileticket=FEJt5hyrzgM%3d&tabid=2463&portalid=0

&mid=4608  

Rees et al. 2013 

http://eppi.ioe.ac.uk/cms/LinkClick.aspx?fileticket=evD07mSlTvE%3d&tabid=3394&portalid=

0&mid=6713  

 

http://eppi.ioe.ac.uk/cms/LinkClick.aspx?filetickethypo=Kqp8OMPFFxg%3d&tabid=247&portalid=0&mid=1372
http://eppi.ioe.ac.uk/cms/LinkClick.aspx?filetickethypo=Kqp8OMPFFxg%3d&tabid=247&portalid=0&mid=1372
http://eppi.ioe.ac.uk/cms/LinkClick.aspx?fileticket=FEJt5hyrzgM%3d&tabid=2463&portalid=0&mid=4608
http://eppi.ioe.ac.uk/cms/LinkClick.aspx?fileticket=FEJt5hyrzgM%3d&tabid=2463&portalid=0&mid=4608
http://eppi.ioe.ac.uk/cms/LinkClick.aspx?fileticket=evD07mSlTvE%3d&tabid=3394&portalid=0&mid=6713
http://eppi.ioe.ac.uk/cms/LinkClick.aspx?fileticket=evD07mSlTvE%3d&tabid=3394&portalid=0&mid=6713
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In the remainder of this chapter I summarise the empirical content and arguments related to 

active involvement in systematic reviews that are contained within my five submitted 

publications, as well as commenting briefly, where appropriate, on their contribution to 

substantive knowledge for public health and indicating some measures of academic impact. 

So as to inform discussion of these publications’ contribution to the methodological literature, 

I refer back to the literature reviewed in Chapter 2 and draw comparisons, briefly, where 

possible. 

There are four sections. The first three explore involvement in three points in the journey of a 

QES: in the early stages of a QES when decisions are made about the review’s focus; 

during the QES synthesis stage itself; and at the stage of communicating the findings of the 

QES. I frame this discussion around the idea of review quality. The last and final section 

explores the human side of involvement and considers how the characteristics and 

motivations of those who extend invitations for involvement, and those who become 

involved, might be key for designing this work, especially when it focuses upon people from 

marginalised groups.  
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3.2 Active involvement and defining the focus of a QES: Publication 1 

As noted in section 2.3.1, reviewers who are developing a protocol for a QES aimed at 

developing understanding about people’s perspectives on one or more phenomena will need 

to develop a certain degree of clarity about those phenomena so as to start setting the 

boundaries of the review and enable plans for searching the literature and identifying 

relevant studies. More iterative approaches exist where the phenomena under study shift as 

insights are gained from the literature and inclusion criteria and search terms are repeatedly 

changed and reapplied throughout the QES process. Many approaches, however, including 

thematic synthesis which was used in all three of my reviews, include a stage where 

inclusion criteria are drafted for discussion and some testing for clarity, but are then fixed for 

the remainder of the review. If thinking about how an inclusive approach might affect the 

quality of a QES, a question that arises is, who is involved in decisions about the 

conceptualization of the problem that the QES is focused upon and how might their 

participation affect the final review? 

Against this background, I argue that publication 1 (Rees and Oliver 2007) provides insights 

into the nature and value of the input that stakeholders might have at the early stages of a 

QES; when a review team is choosing between different potential versions of a review’s 

question, theoretical framework and the related study inclusion criteria.  

 

3.2.1 Overview of Publication 1 and its academic impact 

As is indicated by Figure 2, Publication 1 relates to Review A, which examined barriers to 

and facilitators of the health of men who have sex with men in the context of HIV (the MSM 

review). This review is also discussed in my submitted publication 5 (Rees and Oliver in 

press). Additional methodological detail and research findings are contained in the peer 

reviewed full technical report of this systematic review (Rees et al. 2004). 

The academic impact of the stakeholder involvement work presented in Publication 1 is 

evidenced by it having been used as an exemplar in guidance for systematic reviewers 

produced by the Cochrane Collaboration (Armstrong et al. 2007, Higgins et al. 2011). The 

full technical report of this review is still being used, having been cited over 24 times in 

research published in the last five years. Substantively, this review contributed to public 

health knowledge about MSM’s perspectives (see below) as well as about effective and 

potentially valuable interventions for promoting MSM’s HIV-related sexual health. 
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3.2.2 The active involvement in Review A and its influence on the review’s focus 

As Publication 1 explains, the theoretical framework and inclusion criteria of Review A (the 

MSM review), and therefore the nature of its findings, were affected a great deal by the 

contributions of a group of stakeholders. Arguably one of the most important changes that 

affected the review’s QES was to the review’s conceptual framework, which needed to set 

out the outcomes perceived as valuable components of, or mechanisms that might aid, 

MSM’s sexual health. 

As Publication 1 describes, the review’s commissioner (the Department of Health - DH) had 

set some initial substantive and methodological specifications. In terms of substantive focus, 

the DH specified a question type and a topic: What is known about the barriers to and 

facilitators of HIV health promotion for men who have sex with men (MSM)? One of the first 

tasks of the review team, therefore, was to come up with a topic definition (for ‘HIV health 

promotion’).  One of the DH’s methodological specifications was that the review team take 

into account the views of a specific research organization (Sigma Research) that had been 

working collaboratively over several years with the DH and several health promoting and 

campaigning agencies to develop a strategy for HIV and AIDS prevention for MSM (the 

CHAPS partnership). This requirement simultaneously acted as a reminder for the review 

team to pay careful attention to the particular social context of the review when deciding 

upon key conceptual definitions, and suggested a mechanism to help with this. As is 

explained in Publication 1, in part to help the review be ‘sensitive to sexual and HIV 

prevention politics’ (Rees and Oliver 2007 p21), the team invited the head of Sigma 

Research to take part in an advisory group for the review, along with others deemed to hold 

complementary stakes in the production of research knowledge about health promotion and 

MSM. In terms of public participation the group included representatives from organisations 

that provide services for and campaign on behalf of MSM. 

As publication 1 reports, before the first meeting, group members had been sent a draft 

protocol for the review. This referred to various ways of conceptualising sexual health and 

health promotion that were present in the more theoretical literature, including reference to 

the value of ‘safer’ sexual behaviours. At the first of its three meetings the advisory group 

recommended a model that, instead, emphasised multiple unhelpful influences that can 

reduce the control MSM have over their health and the various assets that MSM can 

develop to increase their control (Hickson et al. 2003). This model had been found by the 

review team, but we had not before this point understood the significance of its approach.  

As the full technical report of the review explains, in response to this, the review team 

developed a revised framework that had at its core the argument that, ‘MSM need to be 
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empowered in order to act to reduce their contribution to HIV incidence’ (Rees et al. 2004 

p183). The team developed an operational definition for sexual health in the context of HIV 

that included six different components. Instead of a epidemiologically-influenced focus upon 

individual sexual behaviour categorised as more or less safe, these six components 

attended to rights, such as to the enjoyment of sex and intimacy with a partner, to full 

participation in one’s sexual culture, and to freedom from exploitation, and to the need for 

respect for self, others, individual differences and diversity, as well as assets such as skills, 

knowledge and awareness so as to have increased control over sexual HIV/STI exposure 

and over relevant services and resources.  

The shape of the final QES narrative in Review A can be seen to have been affected by this 

refocusing of the review to include, but also go beyond, the phenomenon of sexual 

behaviour that is considered more or less risky because it is more or less likely to lead to 

HIV exposure. When we examined the findings in the available studies of MSM’s views, I 

and a fellow reviewer identified findings about views from MSM about risks related to other 

aspects of their lives, and this was influential in the creation of a broad thematic category for 

the synthesis entitled, ‘Perceptions of sex, self and others in a risky world’ (Rees et al. 2004 

p52). The narrative written to describe the themes falling under this category acts to illustrate 

the social context within which MSM are operating. It complemented the two other broad 

categories in the synthesis that are more directly related to individual behaviour: ‘Engaging 

with sex and HIV’ and ‘Experiences of support, advice and information’.  As is described in 

the full technical report, the review team then also used a thematic synthesis approach to 

identify barriers and facilitators to HIV-related sexual health as part of the QES. These 

barriers and facilitators were then juxtaposed against intervention evaluations to see to what 

extent these appeared to respond to the influential factors apparent in the literature on 

MSM’s views. The impact of the revised conceptual framework is again apparent in the 

wide-range of recommendations that were then created for further research. Many of the 

barriers or facilitators produced by the QES appeared not to have been considered by those 

developing and evaluating interventions for MSM's HIV-related sexual health at the time – 

including the psychological and physical risks that HIV-positive MSM reported around 

disclosing their HIV status to potential partners. 

 

3.2.3 The impact of active involvement in defining the focus of Review A on this 

review’s quality  

The recommendations of the review advisory group and the review team’s responses that 

are detailed above can be understood as a response to the principle that qualitative 

research should be contributory in advancing wider knowledge or understanding (Spencer et 
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al. 2003). In particular, these actions arguably improved the relevance of the final review 

report for MSM affected by HIV, and for those working with and on their behalf, because the 

synthesis of views could, as a result, start to identify a more complete set of socially-

determined influences on these men’s health. It is difficult to measure relevance, however 

the review team noted at the time that a presentation of the review at a conference for 

community-based providers of services for MSM was well received, despite the limited ability 

of the review to provide evidence about interventions that were commonly in use in the UK 

at the time. As publication 1 notes, the review was also described by the funder as having 

been useful for its development of policy around stigma. 

It can also be argued that this group’s contribution of an alternative model for thinking about 

sexual health helped improve the ethical quality of this review, in that use of this model 

helped the team avoid promoting a view of MSM as a deviant group. Work with the group 

assisted the team in moving away from a stance that presents gay and bisexual men’s 

behaviour in negative terms – because it is associated with exposure of the self or others to 

infection – towards one more respectful of the diversity and complexity of these men’s lives.  

3.2.4 The positioning of this work in the area of inclusive systematic reviews 

As noted in section 2.3.2, Publication 1 can be claimed as one of the earliest attempts at 

reflecting upon a review that contains a configurative QES element. The other QES case 

study in Boote and colleagues’ (2011) review, which described a review of studies of service 

users’ perspectives of ECT, also describes how input from review advisors resulted in 

changes to the review’s framework, adding the dimension of emotional impact to those that 

had previously been explored in the literature (Carr and Fleischmann 2007).  

Two of the reflective cases of involvement in QES published since 2010 also report changes 

of the review’s focus influenced by active involvement. The nature of this work, while it 

cannot be described here in much detail helps illustrate the diversity of QES approaches, as 

well as approaches to involvement. Jamal and colleagues reflect upon two discussions with 

an existing group of young people early in a review (at its protocol and systematic mapping 

stages). They describe how the young people’s ideas about ‘what to prioritize or how to 

conceptualize [the topic]’ were similar to those of the review team and other stakeholders, 

and so provided ‘confidence and [a] rationale’ for making decisions (2014 p3236). In 

contrast, Harris and colleagues funded a third-sector group to help their review team 

convene an advisory network. They held a total of 12 events throughout the review to enable 

‘approximately 240 face-to-face contacts with around 120 [stakeholders]’ (2015 p3). They 

report how discussions with network members encouraged reviewers to further interrogate 

the literature already found (see 3.3.4 below), but also resulted in the review team moving 

from its initial definition of the review’s topic (the peer-support worker as a means of 
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intervention delivery) to one that included also the ‘equity context’ or ‘organisational control’ 

of this work (Harris et al. 2015 p5).  

 

3.3 Active involvement and conducting a QES synthesis: Publications 2 - 4  

As section 2.3.1 above notes, at the stage of conducting a QES synthesis, reviewers need to 

work interpretively, and one approach to this is to use existing ideas or theory to scrutinise 

patterns that appear to be present across authors’ findings. However, when anyone chooses 

a theory to aid their interpretations, whether explicitly reported or otherwise, this choice is 

likely to reflect their own distinct set of values and understanding. Researchers are faced 

with a dilemma as to how they should inform their choice of theory for the purposes of 

testing out their emergent synthesis, especially if they recognise their own understanding of 

the topic under study, or previous theories, are likely to be partial or limited in some way.  

If developing a synthesis of the perspectives of others whose life-worlds are far removed 

from their own, reviewers will want to use rigorous methods to interrogate the existing 

studies of these perspectives. They will need methods that help them become aware, to 

some degree, of their own assumptions and values so that they consider a range of potential 

ways of categorising or explaining the findings that are present in the literature before 

settling on the one that they can argue is the most supportable.  

I argue that Publications 2, 3 and 4 (Oliver K et al. 2015, Rees et al. 2011, Rees et al. 2014) 

are important contributions to the methodological literature on inclusive approaches to 

systematic reviews because they start to illustrate how active stakeholder involvement might 

be one response to the dangers of partial interpretation of the studies that are included in a 

QES.  

3.3.1 Overview of Publications 2, 3 and 4 and their academic impact 

Publication 2 (Oliver K et al. 2015) is a reflective case report of active involvement of a group 

of young people in two systematic reviews. These young people were consulted so as to 

advise reviewers about Review B (the Children’s views review) which used systematic 

methods to identify, describe, appraise and synthesise research findings about the views of 

children aged 4-11 in the UK on obesity and body size, shape and weight. It needs to be 

noted that, in the same consultation, these young people were also asked for help with a 

separate review, which will not be discussed here.  

Publication 3 (Rees et al. 2011) is the peer reviewed journal article that was produced so as 

to broaden the dissemination of Review B’s findings and methodological developments.  
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Publication 4 (Rees et al. 2014) provides another example of active involvement work in a 

QES. This is reported as part of a peer reviewed journal article that primarily presents the 

QES’s substantive findings. Here young people again advised the review team on a review 

(Review C – the Young people’s views review). This review explored the same phenomena 

of obesity, body shape, size and weight, but from the perspective of young people aged 12-

18. Notably, this consultation involved some of the same young people who were involved in 

the case described in Publication 2.  

In terms of academic impact, the oldest of Publications 2, 3 and 4 (Rees et al. 2011) has 

been cited over 30 times by others from the UK and elsewhere, writing on topics that include 

children’s perspectives on body size as well as the prevention and management of obesity in 

children, and rights-based approaches to promoting health and wellbeing (e.g. Economos et 

al. 2014, O'Hara and Taylor, 2014, Spencer 2013, Woolford et al. 2012). Publications 3 and 

4 were both published in journals that enable open access. The journal webpages for 

Publication 4 state that it has been downloaded in PDF form over one thousand times. 

In terms of their contribution to knowledge for public health, both Review B and Review C 

(the Children’s and Young people’s views reviews, respectively) present thematic syntheses 

of the findings of diverse studies from the UK. Both were the first reviews systematically to 

examine obesity or body size from the perspective of people of their given age ranges, 

regardless of their body size (a report of a systematic review focused upon the perspectives 

of young people diagnosed as obese  was published in between the publication of review 

C’s technical report and appearance as a journal article). In particular, the substantive 

findings of these two reviews add to previous findings in the literature from studies of other 

health topics that show the limited salience of physical or health outcomes for most children 

or young people. These reviews both found support from across a range of studies for the 

idea that children and young people, respectively, tended instead to emphasise the social 

implications of a person’s body size, which included being bullied or unpopular. The studies 

synthesised in Review C (the Young people’s views review) also presented findings that 

included young people’s explanations linking their own circumstances and others’ to 

behaviours related, not only to weight gain and loss, but also to coping more generally. 

3.3.2 The active involvement in Reviews B and C and its influence on the conduct of 

the reviews’ syntheses  

The involvement approach used in these two reviews of children’s and young people’s views 

was quite different from that used in Review A (the MSM review), in that it took the form of a 

single consultation, rather than the more extended series of consultations that were used as 

part of the MSM review (Review A). In addition, for Reviews B (the Children’s views review) 

and C (the Young people’s views review), the review team consulted with an existing group 

of people (the PEAR group), rather than convening a group on purpose, as had been done 
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for Review A (see section 3.5 below for a discussion of the person-centred drivers of 

involvement). Publications 2 and 3 relate to Review B and so will be described first. 

Publication 2 starts by describing the rationales for, and the state of the literature on, the 

involvement of service users and the wider public in systematic reviews. It identifies the 

relative novelty of the involvement case that it reports, by noting that previously documented 

cases mainly relate to reviews aimed at testing intervention effectiveness and that few have 

featured children or young people in review-related work. The paper then describes the two 

reviews to which the PEAR group were asked to contribute and the stages these had 

reached, along with the exercises that were run with what intent, the types of idea that the 

young people offered, what was done with these ideas, and how these ideas impacted, if at 

all, on the final review product and on the researchers themselves. The publication argues 

that it is possible and useful to involve young people in discussions about systematic 

reviews that aim to develop or explore theory. However, because not all of the aims for the 

consultation were met, one of its conclusions is that attention needs to be paid when 

designing involvement activities to the nature of the review tasks at which involvement is 

aimed. 

The workshops described in Publication 2 featured a combination of learning about the 

methods for systematic reviews and individual and small group work to encourage members 

of the PEAR group to offer their own perspectives about body size and how it was 

experienced by young people. The publication argues that through the workshop this group 

of young people was enabled to take part in the development of a QES (Review B), 

specifically at the stage of synthesising the findings from included studies. By the time the 

consultation was held with the young people, researchers working on the systematic review 

of children’s views of obesity, body size, shape and weight had produced draft themes for a 

synthesis and these were shared with the group. While no structured observations were 

made of the consultation, field notes were taken by the one member of the review team who 

was present. The young people’s intellectual engagement with Review B is implied in 

Publication 2 by that paper’s description of the young people having proposed themes (e.g. 

the influence of the media) that they felt might have been overlooked, as well as a 

description of their production of varied suggestions for interventions that might be 

appropriate for addressing the issues raised for them by the review.  

Importantly, Publication 2 also describes in some detail the reviewers’ responses to the 

ideas contributed by the young people, which were not always straightforward. It describes 

the review team’s realisation that it was a mistake that the researcher charged with writing 

up the report had not been present at the consultation so as to have a chance of entering 

into a dialogue with the young people about their perceptions.  
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As well as findings from the review’s synthesis, Publication 3 (the peer reviewed journal 

article produced to disseminate the work of Review B) also briefly describes the young 

people’s ideas from the consultation that were used in the production of this review’s 

synthesis. This paper’s detailing of the review’s methods includes a brief report of the 

methods used for the consultation with young people as well as information as to what 

reviewers did in response to the consultation and the impact this had on the synthesis.  

The final publication discussed in this section is Publication 4, the peer reviewed journal 

article produced to disseminate the work of Review C (the Young people’s views review). 

This contains again only an overview of the consultation used for this review and a brief 

reference to the contribution of those consulted. However it is important to discuss this 

publication and the review that it reports because it helps illustrate an example of members 

of a review team working with the same group of stakeholders on two separate occasions on 

two discrete systematic reviews.  

Publication 4, like Publications 2 and 3, describes how the PEAR group were introduced to 

themes that were emerging from the synthesis and were asked to consider whether these 

matched their expectations, and whether any kinds of views might have been overlooked. 

However the consultation workshop this time (for Review C) was designed to enable the 

PEAR group members to immerse themselves to a greater degree in materials related to the 

review’s topic before these discussions. As the full technical report of this review describes, 

the review team created and presented a video about the analysis and synthesis stage of a 

thematic synthesis. Because of the unusual nature of one of the studies included in Review 

C the team were also able to show a video clip of an interview with a young women talking 

about her experiences of living with obesity - one of the included studies was conducted by 

the Health Experiences Research Group, who present edited videos and transcripts from 

their research interviews on a website aimed to provide information and support to people 

experiencing various health conditions (Health Experiences Research Group 2010). After 

watching these videos the PEAR group members then split into two and worked separately 

on reading extracts from the findings of two of the review’s included studies, examining and 

discussing in their separate small groups the issues that were described as raised by young 

people, before returning for a whole group discussion. Also in contrast to Review B, with 

Review C’s consultation, two of the review team were able to be present, including myself as 

the researcher tasked with writing up the review’s reports.  

3.3.3 The impact of active involvement in the syntheses of Review B and C on these 

reviews’ quality  

Publications 2, 3 and 4 all describe how the review team felt more confident in the review’s 

findings as a result of the discussions with young people about the emerging syntheses 

described immediately above. As described in the full technical report for Review C (the 
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Young peoples’ views review), and in both Publications 2 and 3 (about the Children’s views 

review), for both reviews the PEAR group’s discussions of important aspects of views that 

might have been missed were used as a starting point for further scrutiny of the findings of 

the studies included in each review’s synthesis, as well as the themes that were being 

developed for those syntheses.  

Publication 2 refers to Review B’s consultation as ‘testing synthesis credibility’ (Oliver K et 

al. 2015 p215), and ‘resulting in arguably greater credibility for the review’s findings’ (Oliver 

K et al. 2015 p213), using a term (‘credibility’) that is often applied to considerations of 

qualitative research quality (Spencer et al. 2013). However, after reflection on the 

consultations held for both Review B and C, and on the wider literature about QES referred 

to in Chapter 2, I am happier with the second of these two phrases. In the terms of Jensen 

and Allen’s argument (see section 2.3), both consultations might well have involved 

stakeholders who ‘immediately recognise[d]’ an experience, however, the PEAR group’s 

members were arguably not the ‘people having that experience’ (Jensen and Allen 1996 

p556) [emphasis added]. It could be argued that the PEAR group, being more similar in age 

to the young people in Review C, than the children in Review B, were more able to provide a 

set of perspectives to test the credibility of the former of these reviews’ findings. However, as 

Publication 2 identifies, they appeared between them unlikely to have recently have had 

personal experience of being overweight. Instead, because the PEAR group’s perspectives 

were arguably closer than those of the review team’s to those of the children and young 

people in the studies examined in the two QES, the PEAR group members’ contributions 

can be seen as a particularly useful set of insights or lay theories, that the review team could 

then use as an additional frame of reference for scrutinising the perspectives represented in 

the review’s included studies. 

 

3.3.4 The positioning of this work in the area of inclusive systematic reviews 

Of the cases listed in Chapter 2, Submitted publication 2 is important in that it appears to be 

one of only a few papers to reflect in any detail upon systematic reviews of any kind that 

actively involve young people. Jamal and colleagues’ study (described above) is another 

which also focuses upon a QES (also see Liabo 2013, mentioned in 2.3.2 above). These two 

QES cases are also similar in that both involved work with an established group of young 

people. As already described in 3.2.4, Jamal and colleagues’ consultation preceded the 

synthesis stage of their QES. Their report, however, still claims that this group influenced the 

synthesis. They describe how discussions alerted the team to issues that they should look 

out for in the literature (as in Reviews B and C), as well as to conceptual ‘fuzzy boundaries’ 

that they should avoid simplifying (Jamal et al. 2014 p3237).  
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Harris and colleagues’ work with stakeholders at the point of conducting a synthesis has 

also already been referred to above. This study, like Thompson-Coon et al.’s (2015), 

emphasises the importance of the use of graphics and interactive materials such as 

worksheets and flip-charts to promote dialogue, as well as written summaries of discussions 

to encourage input outside of meetings. Thompson-Coon et al., similarly to Publications 2, 3 

and 4, report that they used a workshop to present stakeholders with themes that were 

emerging from the review team’s synthesis work and asked if they were ‘recognisable in 

practice’ (2015 p7). The exchanges with the advisory network reported in Harris and 

colleagues’ paper however were far more wide-ranging. These started with individuals’ 

experiences of receiving and providing peer-support and later turned to emerging themes 

and a final overall model for the synthesis. These last two QES components are described 

as having been ‘collaboratively and iteratively developed’ (2015 p3). 

Arguably, an important contribution of Publication 2 is that it reports not just what went to 

plan, but also what did not work so well and why this might have been the case, so that 

others can learn from this experience (Staley 2015). Indeed, Bayliss et al. (2016a and b) 

indicate that they further developed the consultation approach described in Publication 2. 

This team asked a group of patient representatives a set of questions similar to those asked 

in the consultations for Reviews B and C, however they added an earlier component which 

may have enabled a greater level of immersion in the topic under discussion (although the 

authors do not reflect upon this). Before their consultation workshop, this team sent their 

patient group copies of included studies, and a written training manual, asking them first to 

try to code studies using a draft coding framework. The group were also then sent a draft 

thematic analysis and were asked to look across studies to review the themes. This 

approach is similar to, although more intensive than, that used in Review C, which aimed to 

enable a degree of engagement with a QES’s raw data as well as with its emerging themes. 

Activities that enable interaction with both included text and codes or themes represent 

another, distinct, mechanism through which stakeholders might contribute to a QES 

synthesis. Importantly, Bayliss’s team are unique in the reflective studies of QES that I have 

identified, in that they sought evaluations of the involvement from their patient group. The 

group members are reported as saying that they would participate in similar activities again 

as long as certain considerations were met. These included more time for work on studies 

and themes, face-to-face training and feedback on service-user contributions. 

 

3.4 Active involvement and the reporting of QES findings: Publication 4 

My submitted publication 4 (Rees et al. 2014), has already been described immediately 

above as providing insights about active stakeholder contributions to the synthesis stage of 

a review. I argue here that it also illustrates how involvement prior to communicating a 
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qualitative evidence synthesis in a review report might also help improve the ethical quality 

of this kind of review. The idea that the reporting of qualitative research findings might hold 

potential for harm to individuals from marginalised groups has been introduced in section 

2.1. All three of the QES represented in my submitted publications were of sensitive topics 

(bi- and homosexuality/ HIV and body size) and the review teams were on all three 

occasions concerned that they should not contribute to any further stigmatisation of 

individuals who might match the characteristics of individuals represented in the review 

reports.   

 

3.4.1 Overview of Publication 4 and its academic impact 

The substantive contribution and academic impact of Publication 4 and Review C (the 

Young people’s views review) has already been described in section 3.3.1 above.  

 

3.4.2  The active involvement in Review C and its influence on the reporting of the 

review’s findings 

Publication 4 and the full technical report for this review (Rees et al. 2013 p57) describe 

how, as part of the second consultation referred to in section 3.3 above (for Review B), I and 

another researcher asked the PEAR group of young people whether they had any advice for 

the review team as to how to write-up and communicate the review’s findings. This 

discussion was designed for the end of the consultation workshop, so that it followed the 

interactive activities to explore some of the raw material used for the synthesis and the 

discussions about the interim findings from the synthesis that are considered in Section 

3.3.2 above.  

During this whole group discussion, as Publication 4 reports, concern was raised by 

members of the group about the distress that they had seen or read about in the video and 

textual accounts that they had accessed in the workshop’s earlier sessions. As well as 

young people describing their own hurt at feeling excluded socially because of their size, the 

materials had included reference to physical bullying and persistent weight-related taunting.   

As had been predicted by the review team, the group raised the possibility of added distress 

for young people. Group members talked in terms of individual harm; of the potential for 

individual upset should a young person read the final report of the review. They also 

discussed what we as reviewers might do about this. As the full technical report puts it, the 

review team were asked to ‘bring to life the potentially damaging impact of the negative 

things people can say about body size, but be very careful how we do this’ (Rees et al. 2013 
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p44). We were asked whether we could possibly add something to the report that might be 

supportive of young people who were experiencing bullying, or who felt pressured as a result 

of their body size. 

As with the consultation for Review B (the Children’s views review), at the time of the 

consultation for Review C the narrative describing the study’s synthesis was still being 

written. It was in need of editing still, partly because it contained too great a number of 

illustrative quotes from young people. These had been taken from the studies included in the 

review so as to illustrate the main themes that were central in the review’s synthesis.  

The review team responded to the views of the young people in the consultation by seeking 

out examples in these quotes where the young people quoted appeared to be resisting 

stereotyping. In Publication 4 and in the full technical report several of these kinds of quotes 

were placed at the end of sections in the synthesis narrative. An introductory section, ‘A note 

on language,’ was also added to both reports, so as to make explicit the review team’s 

position as one of wanting to avoid further stigmatization. 

 

3.4.3 The impact of active involvement in reporting the findings of Review C on this 

review’s quality  

The deliberate focus on communicating the QES’s findings and the discussions with 

members of the PEAR group described above, along with the review team’s response, 

represent an attempt to improve Review C’s ethical qualities. It can also be argued that this 

work, indirectly, helped the review team to contribute review findings of a greater breadth 

(Harden et al. 2004).  

When compared with other examples, the final narrative of the QES synthesis reported in 

Publication 4 is unusual in that its theme headings are made up of phrases that have been 

taken verbatim from quotes from young people. Like other quotes in the final narrative, 

several of these theme headings either use words with known potential for offence 

(specifically, ‘If you’re fat, then they don’t like you’, and ‘Being fat is really a bad thing’), or 

are extreme stereotypes (‘People that are right big have right dirty houses’). I and others in 

the team for Review C felt able to re-present these perspectives alongside others partly 

because we had been encouraged to do this by a group that was publically advocating on 

behalf of young people. These quotes and others had been contributed by young people 

with experience of being very overweight, as well as by young people where there was no 

evidence provided for that experience. Along with the caveats presented about the dangers 

of representing people in terms of their body size, and the inclusion of examples of young 

people’s agency in the face of considerable adversity, we were able to present potentially 
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offensive and potentially empowering perspectives alongside each other, so as help readers 

make greater sense of the experiences of a range of young people with respect to larger 

body sizes.  

 

3.4.4 The positioning of this work in the area of inclusive systematic reviews 

Reflections on involvement in the communication stage of a QES appear to be unusual in 

the literature. Of the reflective studies mentioned in Chapter 2, Thompson-Coon et al.’s 

(2015) paper adds to that by Carr and Fleichmann (2007) in discussing authorship. No 

mention is made in the other cases of attempts to represent perspectives respectfully 

following input from stakeholders. Bayliss et al. state that their patient group chose quotes 

for the final report, but says nothing about the rationale or methods for this (2016a and b).   

 

3.5 The human drivers of active involvement: Publications 1-5 

This section is structured slightly differently from previous sections in this Chapter. After 

introducing the last of my submitted publications (Publication 5) and considering its 

academic impact, I will reflect on this publication and the involvement work represented in 

my other publications. I will focus on one set of drivers - the individuals and organisations 

that have capacity and an interest for working inclusively together. I argue that this type of 

driver needs consideration if QES are to start fully attending to issues of equity among 

marginalized groups 

As outlined earlier, previous work has described the range of types of active involvement in 

systematic reviews documented in the literature and the tensions and facilitators reported to 

be associated with this involvement. However, nobody appears to have attempted to identify 

factors that might be important considerations when selecting between different approaches 

at the planning stage of a systematic review, or when evaluating involvement that has 

already occurred. I argue here that Publication 5 (Rees and Oliver in press) is a contribution 

in this area that can be used when thinking through which involvement approaches might 

work for a QES that needs to address marginalisation.  

 

3.5.1 Overview of Publication 5 and its academic impact 

Figure 2 shows that Publication 5 calls upon the active involvement work that was done as 

part of both Review A and Review B (the MSM review and the Children’s views review 

respectively). Table 2.2 of this publication and its associated text compares and contrasts 
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these reviews’ approaches. The chapter has been accepted for publication in a second 

edition of an edited book. The book addresses the full range of systematic review 

approaches and aims to identify concepts that are central to all, as well as key dimensions of 

difference. The first edition of the chapter has been cited by researchers working in fields as 

diverse as international development (Hansen and Trifkovic 2013) and health informatics 

(Saan et al. 2015), as well as public health (Thompson 2013). It features in an impact case 

study submitted by UCL’s Institute of Education to the 2014 Research Exercise Framework 

(Institute of Education 2014). 

 

3.5.2 Relevant content in Publication 5  

Publication 5 is an important contribution to methodological writing about both systematic 

reviews and the active involvement of stakeholders, again, because there is so little of this. It 

outlines a history of what it terms ‘participatory policy and practice’. It develops arguments 

about the inescapable influence of subjectivity throughout systematic reviews of all kinds, as 

well as in the research that they review, and the subsequent value of stakeholder 

involvement ‘to produce a rounded piece of work'. It also explores the different kinds of 

attributes that stakeholders in research can bring when they work as part of a review project, 

highlighting, for example, not only various kinds of knowledge, but also skills. The chapter 

has been updated and revised since the book’s first edition so as to include other recent 

theoretical and empirical work. One of the additions relevant here is a short section that 

introduces the idea that involvement might differ between reviews that test intervention 

effects and others that are more configurative. The example given to support this claim is 

one that has been illustrated within this thesis with respect to QES; that stakeholders might 

contribute important insights at any point in more configurative reviews (helping to build 

understanding), whereas reviewers who conduct reviews of intervention effects mainly 

appear to work with stakeholders either side of the review’s synthesis (constructing 

hypotheses and interpreting the results of testing), but not during it.  

Another important contribution made by the revised chapter is that it applies and extends a 

theory developed for research in general (that from Oliver S et al. 2015) to the more specific 

tasks that arise in systematic reviews, including QES. Oliver et al.’s framework starts from 

the point that people - more specifically the characteristics and motivations of those who 

extend invitations for involvement, and those who become involved - are some of the key 

drivers of stakeholder involvement. It is argued that consideration of these people-centred 

drivers, along with contextual factors related to ‘research as a public interest’, can help when 

evaluating which approaches to involvement might work best for any particular project 

(Oliver S et al. 2015 p46). Publication 5 applies the framework to Reviews A and B (the 

MSM and Children’s views reviews respectively). The chapter explains how the different 
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agendas of the public stakeholder groups involved in these two reviews, and the nature of 

their prior experiences meant that different involvement approaches were appropriate. 

Review A’s advisory group meetings, that aimed for debate and decision-making between 

people with different perspectives, are compared with Review B’s one-off consultation that 

aimed for reviewers to learn about stakeholders’ personal experiences, as well as for 

stakeholders to learn about systematic reviews. It argues that the first approach was 

appropriate for work with community-focused advocacy groups with a long-history of working 

to influence research on the review’s topic, and the second fitted work with the members of a 

panel who had recently been brought together to take forward a broader agenda of young 

people informing public health research more generally.   

 

3.5.3 The human drivers of active involvement - the implications for inclusive QES 

Publication 5 only pays limited attention to the issue of diversity within groups of 

stakeholders (see section headed ‘a note on difference’). This aspect of involvement work is 

emphasised however, by INVOLVE, the public body established by the UK to support public 

involvement in research in the NHS, public health and social care. INVOLVE’s briefing notes 

for researchers, which have a supplement addressing systematic reviews, stress the need to 

make involvement accessible (Hanley et al. 2004, Vale 2012). In a separate report this 

group notes that there is concern that the people getting involved ‘come from a relatively 

narrow section of the population and may have a limited range of experiences and 

perspectives to draw upon’ (INVOLVE 2012 p3).   

The particular context of the involvement work discussed in this thesis means that this 

concern is relevant. The three case reviews sought to examine and draw findings from the 

research evidence-base for population groups that can be considered marginalised. While 

legal protections have been extended to MSM in the UK and other areas of Western society, 

they are still at risk of experiencing negative societal stereotypes and attitudes towards 

homosexuality (Berg et al. 2013). Furthermore, as with all social categories, the term MSM 

simplifies what is a hugely varied group of people. MSM who do not identify as gay or 

bisexual, for example, might experience marginalisation with respect to gay culture as well 

as the rest of society. Children and young people, while also a very large, heterogeneous 

group, are increasingly recognised as marginalised as a result of their relative lack of rights, 

and exclusion from much decision-making (Moran-Ellis 2010). Children and young people 

who have body sizes that would class them as obese might be categorised as particularly 

marginalised. They have been found to be more likely than their lower weight peers to 

experience stigmatisation, stereotyping and various forms of discrimination (Puhl and Latner 

2007). Obesity in children is also highly correlated with experience of more material forms of 

disadvantage (Public Health England 2014).  
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Importantly, in all three of the reviews examined in Publications 1-4, as well as in several of 

the other reflective cases of public involvement in reviews discussed in Chapter 2, 

systematic reviewers worked with existing groups that had come together prior to the review 

itself so as to promote progress on a topic of concern. It can be argued that the 

characteristics of these groups affected the extent to which the three reviews were able to 

attend sufficiently to issues of diversity. Gay and bisexual men have responded to societal 

marginalisation through self-organisation, which long ago made itself felt in the arena of 

health research (Epstein 1996). Advocacy for children and young people, in contrast tends 

to be carried out on their behalf by adults (Alldred 1998). With Review A (the MSM review) 

the review team were able to engage representatives from groups. These representatives 

each had individual expertise about different kinds of marginalisation amongst MSM built up 

over time through connections with others with this experience, or through immersion in 

debates about campaigns and services for these men. With Review B and C, however (the 

Children’s and Young people’s views reviews), the review team aligned itself with a group 

formed by the National Children’s Bureau which has a very broad focus upon a wide range 

of challenges that face children, especially those who experience disadvantage. While they 

could offer their own personal experiences of living as a young person in the UK, the young 

people in the PEAR group had no evident experience of having had a large body size. One 

consequence of this might be that the robustness of the syntheses in Reviews B and C was 

not tested as effectively as it might otherwise have been.  

An involvement strategy which involves people from existing groups relies to a certain 

degree on the strengths and weaknesses of those groups. And it needs to be remembered 

that people who join any one group can be very different from those who do not (Nind 2014). 

Reviewers that aim to focus upon people who are experiencing marginalisation and that plan 

active involvement to inform their review therefore need to weigh up existing groups with 

diversity in mind as well as consider the alternative strategy of finding individuals who are 

not necessarily aligned with a group. Possibly partly because of the additional cost and time 

associated with reaching out to individuals, this last approach appears far less commonly in 

the literature found for this thesis than do strategies that depend on organised groups in 

some way. Of the reflective systematic review cases discussed in Chapter 2, nearly all 

appear to have either worked with representatives from existing groups or have recruited 

their public stakeholders through the contacts of existing groups. As a complement to 

working with existing groups, some of the cases discussed in Chapter 2 describe using the 

review team’s existing networks of contacts (e.g. Harris et al. 2015).  

One of the earliest publications to reflect on a case of public involvement in systematic 

reviews reports use of this strategy of using informal networks to recruit individuals, as well 

as the act of physically going to where people might be found (Oliver et al. 2001). 

Interestingly, this example is also a case of a systematic review focused on a health 
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behaviour that is strongly linked to experience of disadvantage. This paper describes how 

researchers sought the views of women who had smoked before or during pregnancy so as 

to inform the update of a systematic review of the effects of smoking cessation programmes. 

Women were identified by the review team through their own informal community networks, 

for example through contacts they had made in school playgrounds. The women who talked 

with members of the review team raised concerns about the potential adverse effects for 

programme participants if they continued to smoke after such a programme, emphasising in 

particular the guilt and anxiety that might be felt, as well as potentially damaging effects on 

relationships with their families and those providing maternity care. These, and outcomes 

identified through consultations with health promotion practitioners, were added to the scope 

for the revised review. In their report, the review team describe how they were, for the first 

time, able to identify outcomes of importance to women that had not been addressed in 

trials, including the impact of the intervention on maternal psychological wellbeing, or the 

wellbeing of other family members.  

These different approaches to recruiting people for involvement are a reminder of the 

second set of human drivers in Oliver S et al.’s (2015) framework; the characteristics and 

motivations of the people doing the involving. Harris and colleagues (2015) note how 

important it was to the success of the participatory aspects of their QES that the review team 

not only had expertise in participatory approaches but also a prior working relationship with 

some of their network (p5). Thompson-Coon and colleagues (2015), however, point out that 

systematic review projects might often be carried out by researchers without much prior 

experience in a substantive area, meaning that relationships might to a certain extent have 

to be built from scratch. This last characteristic might be one that, to some degree, marks 

researchers who conduct systematic reviews out as different from those who conduct 

qualitative research, who need connections with the groups and communities that they study 

if they are to collect data.  

The characteristics of different research traditions might, however, be of more general 

importance here. Writing at the start of this century, Oliver noted that the field of health 

promotion included three separate movements, organised in turn around principles of 

effectiveness in care, ‘health for all’ (as detailed in the World Health Organisation’s strategy 

of that name), and self-help and campaigning for better services (Oliver 2001). She argued 

that, while everyone was acting upon principled and deeply held beliefs, strong group 

identities and a focus on challenging others’ assumptions meant that people had yet to come 

together ‘to combine their different experiences and principles to forge new ideas’ (p169). It 

is quite possible that similar kinds of divisions could delay potential synergies between QES 

and active stakeholder involvement, especially if bodies that promote systematic reviews or 

provide funding for active involvement miss opportunities for evaluating these innovations as 

they develop (Hannes et al. 2013, Staley 2015). Instead, it should be recognised that 
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qualitative researchers with experience of conducting QES are likely to have an extremely 

valuable role to play in taking forward empirical and theoretical work on active involvement in 

this kind of systematic review. With qualitative research methods expertise, and 

understanding of the human and material complexities of research, they are well placed to 

help develop and evaluate stakeholder involvement in QES and other kinds of systematic 

review in ways that, as Staley puts it, ‘[pay] sufficient attention to the context in which 

involvement takes place and the way it is carried out‘(Staley, 2015 p1). 

 

3.6 A note on the potential limitations of active involvement in QES 

While the previous sections in this chapter have emphasised the potential for good, it is 

important not to represent active stakeholder involvement in qualitative evidence synthesis 

as unproblematic. As with the application of any methodological approach, steps taken 

deliberately to include stakeholders in research design and implementation will require 

specific sets of skills and knowledge amongst all those who are to be involved. The need for 

specific researcher skills is emphasised in two of the existing QES case reports that were 

introduced in Chapter 2 (Harris et al. 2015, Thompson-Coon et al. 2015). The authors of 

both of these papers identify challenges related to the management of stakeholder 

expectations. This resonates with my findings from the more general literature in Chapter 2 

about the challenges of the interpersonal aspects of involvement. Harris and colleagues 

describe themselves as experienced in the participatory approaches that they used in their 

realist review and note that insufficient skills for these approaches could ‘do harm’ by raising 

and then not meeting stakeholders’ expectations that their views will be included in the final 

review (p 211). Thompson-Coon and colleagues, in contrast, describe feeling at times as 

though their skills for managing expectations were inadequate - for example when handling 

stakeholders’ enthusiasm for specific intervention approaches when these could not be 

supported by the literature identified by their review. 

As a complex methodological intervention, involvement initiatives will also need enabling 

contextual factors to be in place if they are to have an optimal impact (Wilson et al 2016). 

Both the building of researcher and stakeholder capacity and modifications to research 

infrastructure will incur specific costs for research producing institutions and research project 

funders. To a certain degree, research funding initiatives such as the Research Council UK’s 

Concordat for Engaging the Public with Research represent a shift in the drivers for research 

practices so as to support increased levels of active involvement (Holti 2015). It is however, 

still reasonable not only to question the possible strengths and weaknesses of different 

involvement approaches, but also to consider how investment in involvement should best be 

spent in the context of research knowledge production as a whole. In the case of qualitative 

evidence synthesis, for example, decisions will need to be taken as to how to balance the 
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development of expertise and methodological and topic understanding for conducting QES 

(which is itself a relatively under-developed field of inquiry) and the development of 

knowledge about and skills for stakeholders’ involvement in review production.   
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Chapter 4. Conclusion 

 

4.1  What has my work added to knowledge about active stakeholder 
involvement in systematic reviews? 

My five submitted publications report on the impact of different kinds of public involvement in 

three distinct systematic reviews that all sought to present findings about the perspectives of 

people that can be considered marginalised. One of the publications also presents a 

framework aimed at helping researchers choose between different approaches to active 

participation which has been illustrated with examples of systematic reviews. These 

publications between them represent some of the earliest studies of active involvement of 

the public in systematic reviews generally, as well as some of the first studies of involvement 

in qualitative evidence syntheses (QES) more specifically. 

My work in this thesis extends this contribution in several ways. I have sought literature of 

varied types to explore the ways in which researchers have addressed the active 

involvement of stakeholders in QES, and to explore empirically-based studies of involvement 

in QES. I have found that this topic is not prominent in methodological writing and is 

relatively under-researched in practice. 

I have shown in this thesis that the active involvement of stakeholders in qualitative evidence 

synthesis is not only feasible at several stages, but that it can also be thought of as 

potentially contributing to improved review quality, in particular to a review’s relevance, its 

rigour and its degree of respect for the groups that it attempts to represent. After examining 

cases in the literature, I have illustrated how involvement in QES might differ from 

involvement in systematic reviews of intervention effects in that researchers and 

stakeholders can usefully work together during the review’s synthesis stage in the former, 

whereas there is less of a rationale for sharing review tasks at this stage in the latter. I have 

also argued for the importance of considering human drivers when planning or evaluating 

different approaches to active involvement, especially when working on reviews that are 

focused upon marginalisation.  

 

4.2 What are the implications for further research? 

My searches for this thesis were limited, so other published reflections on cases of inclusive 

QES may well exist, including those described within what Boote and colleagues call ‘the 

main systematic review document’ (2011 p106). It may be valuable to systematically review 

a more comprehensive set of cases to develop a fuller understanding of the range of tasks 
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that stakeholders might usefully participate in, as well as the methodological lessons 

learned.  

However it is notable that the views of the public on the potential for inclusive QES are 

missing from this thesis. It is arguably as important to invest in prospective studies where the 

public and other stakeholders contribute their perspectives to evaluations of QES 

involvement in practice. This is a reminder of the centrality to inclusive practice of the 

question of who owns and controls research problems and processes (Nind 2014). While my 

thesis has not focused upon the dimension of control, people identifying themselves as from 

traditionally marginalised groups have led systematic review projects and have identified 

benefits from this active involvement (Carr and Fleischmann 2007, Gribble and Around Him 

2014). An important next step should be dialogue about QES between researchers and a 

diverse range of stakeholders to identify how inclusive QES might be made meaningful for 

all.  
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Stakeholder perspectives and participation in reviews 

 

 

Aims of chapter 

This chapter addresses the initiation stage of a review. It aims to: 

 Introduce participative research and practice: where evidence-informed decision-

making meets stakeholder involvement 

 Discuss how seeing issues differently has implications for framing research – in 

this case systematic reviews – differently 

 Examine how bringing multiple perspectives to bear on systematic review 

activities can help clarify and make explicit use of the values and other theoretical 

positions that drive research  

 Describe the different attributes that stakeholders can bring when they work on 

systematic reviews 

 Explore different models for this participation 

 Consider the practicalities of stakeholder involvement in a review 
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Introduction: stakeholders and evidence-informed public policy 

There was a shift in ethical and political thinking in the field of public policy throughout 

the twentieth century. This saw a move away from the idea that knowledge and 

decision-making are things best left to authorities, towards more inclusive, shared 

approaches. Advocates of inclusive approaches have written about settings as 

diverse as urban development projects in the USA (Arnstein 1969) and participatory 

research with farmers in rural Africa (Cornwall 1995). It is now widely held that the 

views of the public in particular, but also those of other people, such as employees, 

should be taken into account when decisions are made about the structures and 

systems in society. In the health sector such approaches are endorsed by the long-

established World Health Organisation’s Declaration of Alma Ata, which states, ‘The 

people have the right and duty to participate individually and collectively in the 

planning and implementation of their health care’ (WHO 1978). Children and young 

people, who stand as an example of a group that is marginalised by society, have 

had their right to participate in all decision-making that relates to them recognised by 

all but two member states of the United Nations (UNICEF 2010). 

One of the concepts now in use to describe the potential players in a policy area 

is ‘stakeholder’. People are said to hold a stake in an organisation’s work when that 

work can affect them or when they have contributed to it (Phillips 2003). The 

stakeholders for public services include the people the services are established to 

serve, the people who manage or work in them, and taxpayers and others who fund 

them. When decisions are being made about services, stakeholders are seen as 

having a right to have their opinions considered. For instance, changes to the length 

of the school day would affect most directly school children, carers, teachers and 

others involved in planning and managing services related to schooling. These groups 

can be said to hold a stake in any decision about change. Inclusive approaches to 

decision-making would allow these stakeholders a say in the decision, either 

expressing their opinions or sharing the decision-making. 

The move to more participatory decision-making has been driven to a great extent 

by the campaigning of groups seeking to improve their own lives. Where parents were 

once concerned about the isolation of their children in hospital, they now share the 

care with greater visiting rights. Where communities objected to the proximity of 

industrial waste, planning and environmental development now includes public 

consultations to widen the debate about options for reducing waste, re-using 

resources, recycling and recovering energy from waste. ‘User groups’ also exist for 

transport services, IT services, libraries, housing (as residents associations), and 

many other public and commercial services. Thus users of specific services and the 

wider public play a role in any act of public scrutiny if it is their own lives or actions 

that are under discussion, and a role in developing services and products. They claim 

rights as citizens and service users, hold authorities accountable and assume 

responsibilities when acting on behalf of themselves and their peers. 
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The movement for greater stakeholder involvement has evolved alongside the 

growth of another movement, one that challenges the idea of professionals as the 

sole holders of expertise (Bastian 1994; Chalmers 1995; Oliver 1997). This movement 

is aimed at increasing the use of relevant, rigorous research when policy and 

professional practice decisions are being made – so-called ‘evidence-informed’ 

decision-making (see Chapter 10 for further discussion of the use of research 

evidence). 

Box 2.1 Key terms and how we use them 

 Collaboration: an ongoing partnership to work together and share 

decision-making 

 Consultation: seeking others’ opinions, but not necessarily acting upon 

them 

 Communicative competence: the ability to exchange ideas about 

pertinent issues with other people 

 Stakeholders: people having some self-interest in a piece of work, either 

because they might use the findings or because decisions made by others 

in light of the findings might have an impact on them 

 Participatory research: undertaking research together in order to 

generate knowledge and act on that knowledge 

 Perspective: a particular attitude toward or way of regarding something. 

Each one of us, because of our particular social circumstances and 

history, will have a particular point of view on any given phenomenon 

 

Gradually, these two movements grew closer together, first by decision-makers 

drawing on both research evidence and stakeholder opinions, and weighing the two 

before coming to a conclusion. An example of this is when women accept or decline 

antenatal screening for Down’s Syndrome on the basis of their views on caring for a 

child with Down’s Syndrome, their views on terminating a pregnancy and the research 

findings estimating the statistical risk of tests prompting a miscarriage. Then, more 

inclusive approaches allowed stakeholders to weigh the evidence themselves and 

share the decision-making; for instance, decision aids have been developed to help 

women navigate the evidence of effects, and consider the value they place on those 

effects, when considering hormone replacement therapy (O’Connor et al. 1998). More 

fundamentally still, stakeholders can play an active role in generating the research 

evidence before decisions are made together; for instance, women’s groups choosing 

outcomes and recruiting their peers for randomised controlled trials. 

As the two movements integrated, participatory approaches to generating and 

using research evidence became established elements of research programmes and 
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the development of evidence-informed guidelines. Many research commissioners 

require research teams to involve service users and the wider public (Staley and 

Hanley 2008), and the participation of stakeholders is seen as an indicator of quality 

for the development of guidelines for practice (Brouwers et al. 2010). 

These approaches, where a range of stakeholders play an active role in decision-

making for policy, and in the research that can inform policy, are summed up in the 

phrase ‘participatory research and policy’. Participatory research and policy, in 

general, and participatory systematic reviews in particular, are grounded in the ethical 

and political arguments touched upon earlier, where reference is made to rights and 

responsibilities, and the accountability and governance of publicly funded activities 

(e.g. Bannister et al. 2011; Gough 2007a; Irwin 2001). They are also informed by 

instrumental arguments, which assert that inclusive approaches lead to more relevant 

and valid research, and findings that are more readily used (Entwistle et al. 1998).  

While these arguments apply to individual research studies, they perhaps apply even 

more to systematic reviews, as these are designed to provide a shortcut to evidence 

and so might have a greater influence over decisions than individual studies.  

A related set of arguments considers the role that users of research can play in 

reducing research waste, especially in more straightened economic times. Instead of 

relying on peer review by established researchers, which tends to be inherently 

conservative, research funders have been encouraged to support interactions 

between different groups of stakeholders that include those who are well placed to 

use research findings, so as to increase the relevance, and therefore the value of the 

research that is done. With this in mind, there have been calls for research funders to 

make information available about how they decide what research to support and who 

is involved in these decisions (Chalmers et al, 2014). 

As this chapter discusses, systematic reviews, like any form of research, will 

inevitably be affected by the perspectives brought by those involved. Researchers 

and other stakeholders will each bring their own individual, and necessarily partial, 

understanding of the world and the way it works, which will include a universe of 

different approaches to conducting research. Individuals’ perspectives are also value 

laden, and will contain preferences for certain approaches to life or particular 

outcomes - an often quoted area of difference between individuals is the relative value 

each places on quality and length of life (Sassi et al. 2001). This Chapter explores 

this area, while acknowledging that the potential influence of stakeholder 

perspectives varies a great deal in review reports. In some, it is implied only – for 

example, through the choice of some outcomes and not others in inclusion criteria, 

and by statements about funding and conflicts of interest. In others, reviewers present 

arguments for valuing a particular approach, for example one that aims to drive 

change by taking into account the perspectives of disadvantaged groups (something 

that has been described as ‘transformative-emancipatory’ research - see Chapter 4).  

In terms of structures that recognise the influence of perspectives, the Cochrane 

Collaboration has, since its foundation, had “striving for relevance” as one of its key 

principles, and has a long-established patients and carer network.  The creation in 
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the last few years of systematic review methods development groups in the areas of 

Equity and also Agenda and Priority Setting also serve as evidence of a growing 

recognition amongst systematic reviewers that judgements when reviewing are often 

far from value-free (Nasser et al. 2013; Welch et al. 2015). A prime example in the 

UK is the National Institute for Health and Care Excellence (NICE). Not only are 

stakeholder organisations invited to comment on the scope and content of guidelines 

for health and social care during their production, or observe guideline panel 

meetings, but its panel of 30 members of the public meets as a Citizen’s Council to 

deliberate moral and ethical issues raised by this work as a whole (Davies et al. 2006). 
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Box 2.2 MYTHS: Systematic reviews address effectiveness but 

neglect opinions and values 

Archie Cochrane advocated a national health service based on both 

‘tender, loving care’ and ‘effective care’, the latter being informed by 

randomised controlled trials (Cochrane 1972/1989). The growth of 

randomised controlled trials and, subsequently, systematic reviews of 

randomised controlled trials, prompted concerns that the ‘softer’ elements 

of ‘tender loving care’ might be neglected and that qualitative research, so 

important for eliciting perspectives and values, would be undermined. 

Systematic reviews can address the ‘softer’ elements of care, and 

stakeholders’ perspectives and values, in more fundamental ways than 

measuring satisfaction or quality of life: 

1 By involving practitioners and service users in setting questions and 

frameworks that reflect their priorities and ways of seeing in order to 

systematically review studies in terms of issues important to service 

users (Rees and Oliver 2007; Stewart et al. 2011); 

2 By systematically reviewing evaluations of ‘care’ interventions such as 

RCTs of one-to-one support for women during childbirth (Hodnett et 

al. 2011), or hospital discharge plans (Shepperd et al. 2010); 

3 By systematically reviewing evaluations of interventions designed to 

enhance communication and participation in decision-making (Prictor 

et al. 2010); 

4 By systematically reviewing qualitative research about, for instance, 

looked-after children and young people’s and carers’ preferences for 

the care system (Dickson et al. 2010). 

This chapter addresses the first of these issues. Chapter 4 covers the 

careful framing of complex interventions so as to address the second 

issue. Reviewing qualitative, as well as quantitative and mixed methods 

research, is addressed throughout the book. 
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Seeing issues differently frames systematic reviews differently 

As mentioned above, anyone working on a piece of research will always bring their 

own ways of looking at the world that they are researching, and their own ways of 

seeing the practice of research itself. These perspectives can include ideas about the 

issues that are being addressed, for example which research questions it is important 

to address, and which factors and relationships it is important to consider in an 

analysis. They can include ideas about how phenomena should be interpreted, which 

might play out when evaluating the implications of a study’s findings. When compared 

with primary research, reviews can be seen to involve at least one additional layer of 

interpretation. Instead of the primary researcher’s task of interpreting raw data or 

analytical findings, a reviewer might need to decide what a study author might mean 

by a specific statement. Perspectives can also differ on methodological issues, for 

example which study designs can provide valid findings for different kinds of research 

question, or the relative importance to validity of the different methodological 

components of any given design. A common way in which review teams differ in terms 

of methodological perspective is in the study designs that they consider most valuable 

for addressing a given type of review question (see Chapter 3 for a discussion of the 

choice of research approach within a review). 

A study of two systematic reviews focused on preventing obesity illustrates the 

existence and potential for impact of different perspectives within systematic reviews 

(Doak et al. 2009). At approximately the same time, two systematic review teams set 

out to find studies of interventions focused on diet or physical activity and to collate 

findings about the effects of these interventions on physical measures of body size in 

children (Doak et al. 2006; Summerbell et al. 2005). Here, these reviews will be 

referred to as Review 1 and Review 2 respectively (see Table 2.1). 

The reviewers found the same studies, but presented very different findings as to 

what they judged to be effective. Review 1 included the findings from 24 studies and 

judged 17 interventions (71%) to be effective. Review 2 included findings from 22 

studies and categorised four interventions (18%) as effective. Only ten of the studies 

contributed findings to both reviews. The difference in findings between the two 

reviews arose from eight differences in how the reviews were conducted, all of which 

related either to different ways of seeing the challenge of obesity, and potential 

solutions to obesity, or to different ideas about how best to judge an intervention as 

‘effective’. 

Table 2.1 describes a selection of these differences. For example, Review 1 only 

examined interventions aimed at children in the general population. Review 2 also 

addressed interventions directed at children at a particularly high risk of obesity, such 

as those living in low-income communities. The authors of the first review argued that 

initiatives on a large scale were a priority. Deciding which children to include was an 

early decision and was built into the review’s inclusion criteria (see Chapter 4).  

This potential for apparently similar reviews to produce different conclusions, largely 

because of a review team’s perspectives, has been recognised in other fields (Oliver 
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et al, 1999). The apparently divergent findings of several reviews that had assessed 

what works in improving learning outcomes in developing countries, prompted debate 

within blogs run by the World Bank, 3ie and the Africa Evidence Network (Vojtkova et 

al. 2015). One set of commentators related the differences in findings to different 

reviewer approaches to classifying and grouping interventions (Evans et al. 2015). 

While one review had found interventions that provide “materials” to students to be 

the best way to improve student scores, another review team had categorised some 

of these same interventions as providing computer-based instruction, and instead had 

based their explorations around whether or not computer-based instruction had made 

a difference. 

Perspectives can be expected to differ even more substantially between different 

kinds of stakeholder. Policy-makers, practitioners and others tasked with developing 

or implementing initiatives, for example, have indicated the value to them of detail 

about the content of interventions, and detail about factors that influence whether or 

not an intervention is successfully implemented. Studies have compared service 

users’ and professionals’ priorities for research information, finding that service users 

tend to highlight issues about patients’ views, long-term outcomes and social and 

other kinds of support, whereas professionals tend to focus on technical and 

economic issues (e.g. Oliver 1997; Oliver et al. 2001a). 

On a larger scale than individual studies are investigations of different 

stakeholders’ priorities for whole fields of research. Research priorities identified by 

patients and clinicians working together in partnerships were recently compared with 

existing research, specifically clinical trials, addressing the same areas (namely 14 

different health conditions - see more on the James Lind Alliance Priority Setting 

Partnerships below). The patient clinician partnerships placed a far greater emphasis 

on non-drug treatments (Crowe et al. 2015). Drugs accounted for only 18% of the 

treatments prioritised by the partnerships, whereas they accounted for 37% and 86% 

respectively of the treatments addressed in non-commercial and commercial trials 

registered over the same period. 

In the public health arena, groups who campaign against discrimination on the basis 

of body size might prefer research to focus on initiatives that emphasise and measure 

improved physical and mental health more generally. Too much emphasis on body 

size, and on personal responsibility for this, they argue, can reinforce the social 

stigma experienced by people who are already overweight, and in turn lead to poorer 

mental health, less healthy eating and physical activity, and, as a consequence, to 

weight gain. They might also argue that the behaviour of many people is so severely 

constrained by factors in their physical and social environments (such as the low 

pricing of calorie-dense foods or reduced access to outdoor space), that a review 

should focus on interventions that aim to modify those environments. 

There has been a tendency within the literature about systematic reviews to 

emphasise the need for researcher objectivity, especially in writing focused on 

reviews that aim to test theories. The need for judgment when reviewing, and the 

influence of people’s perspectives at points at which judgments need to be made has 
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received less attention, and yet there is a  wide range of ways in which this subjectivity 

can act in a systematic review. Figure 2.1 illustrates that this starts, but does not end, 

with the review’s question and design. The choice of review question depends on who 

is prepared to fund a review or reviews, who is prepared to invest their time in 

conducting a review, and what questions these people see as important. The 

subjectivity of the review team and any advisory input into the review is then also 

exercised in the design of the review and the review tools, as this necessarily rests 

on their substantive knowledge and experience, which can only ever be partial. 

Sensitivity to the substantive issues covered by the review is another form of 

subjectivity. This is often seen as an asset in qualitative analysis where the prior 

experience and expertise of whoever immerses themselves in the data is 

acknowledged as being likely to influence the research findings (Crotty 1998). The 

studies included in a review frequently not only offer the subjective views of the study 

participants, but also frame these with the questions asked and how they are 

addressed by the studies’ authors. Finally, before they can influence decisions, the 

review findings are interpreted, first by the reviews’ authors, and then by readers of 

their work. Chapter 4 presents more on choosing a focus for a review, on being explicit 

about theoretical frameworks, and on choosing review methods. 

Accepting the subjective element of systematic reviews implies a need to draw on 

a range of perspectives, to produce a rounded piece of work. Through participation, 

reviewers aim to make use of and account for differences in meaning and context 

when setting research questions, when scoping the issues that reviews should 

consider and when interpreting review findings. Examples that illustrate the forms that 

participatory reviews might take are presented later on in this chapter. First, we need 

to look in a bit more detail at the full range of attributes that stakeholders can bring 

with them to the tasks involved in a systematic review. 
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Table 2.1 Comparing two reviews of obesity prevention measures for children: the 

influence of perspectives on a selection of decisions that differed between the reviews 

 Impact on the review’s scope  

Where teams 

differed in 

perspective 

Review 1 (Doak 

et al., 2006) 

Review 2 

(Summerbell et 

al., 2005) 

Supporting arguments 

for  

 delineating the review 

Assumptions 

about 

intervention 

effectiveness  

Included 

interventions 

regardless of 

their duration 

Only included 

interventions that 

ran for 12 weeks 

or more 

Short-term interventions 

are insufficient for 

lasting behaviour 

change (Review 2) 

Assumptions 

about 

intervention 

applicability 

Included 

interventions 

regardless of 

when they were 

evaluated 

Only included 

interventions 

evaluated from 

1990 onwards 

Older studies are less 

relevant for current 

environment and context 

(Review 2)  

Priorities for 

intervention 

Interventions 

excluded if they 

targeted 

populations at 

high risk of 

increased body 

size 

Studies were 

included 

regardless of 

characteristics of 

participating 

children 

Initiatives are needed: 

 That can be 

implemented on 

a large scale 

(Review 1 & 2) 

 For communities 

at a high risk 

(Review 2) 

Outcomes for 

judging 

‘effectiveness’? 

Interventions 

judged ‘effective’ 

only if they 

reduced size as 

measured by 

BMI  

Interventions 

judged ‘effective’ 

if they reduced 

any body size 

measure 

Change in body mass 

index (BMI) is by far the 

most useful measure of 

intervention effects on 

body size (Review 1) 
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Figure 2.1 Points of subjectivity in a systematic review 
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What stakeholders bring to systematic reviews 

When considering stakeholder involvement in systematic reviews it can help to 

explore what researchers and others might bring to research, and the purposes that 

this can serve (Oliver, 2013).  

Professional researchers bring, in particular, specialist knowledge, both about 

research methodology and of empirical and theoretical bodies of knowledge on 

research topics. They also can be expected to bring their competencies and skills in 

systematic review and other research methods. Technical expertise is required to 

formulate research questions, plan and apply the review’s methods and manage the 

project (see Chapter 4). These attributes all help assure the rigour and 

trustworthiness of systematic reviews, but input from others can further enhance the 

work where they are able to contribute independent interests, complementary 

expertise, additional capacity for the work, or critical and constructive input to the 

overall task of improving the field of evidence-informed policy and practice. The 

following sections illustrate the types of contribution and their related purposes in turn 

as though they are distinct, although the boundaries between them are difficult to 

draw.  

Independent interests for oversight 

Stakeholders can usefully bring interests that are complementary to and 

independent of those of researchers so as to contribute to the oversight, or general 

governance of systematic review projects. A general interest in publicly funded 

services is appropriate for effective scrutiny of systematic reviews because they are 

frequently funded, at least in part, by the public purse or charities. Members of the 

public in general, and charitable givers in particular, can expect such activities to be 

accountable to them in terms of how investment is used. In addition, scrutiny from 

people with different interests can encourage a research team to question the 

assumptions that underlie their own approaches to a review and can result in these 

assumptions being articulated more fully in reports of the review. 

A number of national research agencies have established systems to support 

public and other stakeholder participation in decision making about the prioritization, 

funding and scoping of systematic reviews, for example as participants in 

consultations about the scope of research programmes, as reviewers of funding 

applications, or as committee members on Guideline Development Panels (Kreis et 

al. 2012; Menon and Stafinski, 2011; Oliver et al. 2009). At the time of writing over 26 

Priority Setting Partnerships, supported by the UK’s James Lind Alliance (JLA) and 

National Institute for Health Research, have brought together patients, clinicians and 

researchers in facilitated discussions to identify treatment uncertainties held by these 

three groups in an area of health, and to prioritise these where there is a lack of 

definitive research. The political nature of such activity is clearer with the American 

parallel, where the Patient-Centered Outcomes Research Institute (PCORI), which 

works to fill the gaps in evidence needed to improve key health outcome, was 

authorised as a federal agency by the Patient Protection and Affordable Care Act of 
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2010. 

Complementary knowledge for enhanced review relevance and use 

When stakeholders see issues from different perspectives they bring knowledge 

that is complementary to that of professional researchers which can help shape a 

particular review and so produce findings from that review that are more relevant, are 

reported in more accessible language and formats, and are therefore more likely to 

spread more widely through stakeholder groups or networks (see Chapter 11). 

Specialist knowledge gained from formal study or enquiry can be complemented by 

knowledge that comes from knowing a very different job that is, nevertheless, relevant 

to the topic focus of the systematic review, or from having experience of using a 

product or a service that is the focus of the review.  

These different types of knowledge can be seen in Pawson et al. (2003)’s work 

(see Box 2.3) which distinguishes between knowledge gained: about how 

organisations work by observing them from the inside; by accruing experience 

through professional practice or by using services; by having a familiarity with policy 

issues; and by systematic enquiry. 

 

Box 2.3 Types of knowledge 

Types of knowledge include: 

 organisational knowledge – accrued from an organisation’s collective 

experience of governance, regulation and other operations of services; 

 practitioner knowledge – based on professional skills, experience and craft 

knowledge; 

 user knowledge – gained from first-hand experience of, and reflection on, 

services; 

 research knowledge – derived from systematic enquiry; 

 policy community knowledge – knowledge about the organisation and 

implementation of services that exists in the broader policy community of 

ministries, civil service, think tanks and agencies. 

Adapted from Pawson et al. (2003) 

 

So, building on the earlier example, a review aimed at supporting the development 

of school-based interventions to promote children’s health could benefit from input 

from the following: 
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 Children and young people themselves, who hold insights into their own 

social worlds, including the likely acceptability of different intervention 

approaches to them and their peers, and ways of communicating about 

the issues involved. 

 Teachers, clinicians, parents and others who work with or care for 

children, who can bring, for example, knowledge about the settings 

(homes, schools, clinics, workplaces, etc.) where the different components 

of interventions to promote health might be experienced. 

 Policy-makers and managers with knowledge of the national or local 

environments in which policies and plans are made or implemented, as 

well as relevant legislation and regulations. Important policies might 

already have been developed, for example, by educational and health 

authorities, or could already be in place, to promote things like active 

travel, increased access to healthy food, leisure facilities, etc. 

 Others who know about the findings from research and conceptual 

thinking in this area, for example, bringing awareness of the types of 

school-based initiative studied by existing empirical work, or theories of 

change that might be relevant. 

 Researchers who are knowledgeable about research methodology, for 

example about the research designs and methods that are appropriate for 

particular kinds of research question. 

  

Thus, when systematic reviews are designed to inform decisions, stakeholders can 

work with researchers to choose which key concepts align the scope of a review with 

the decisions they face and values they hold, or even clarify those key concepts 

where there is little prior consensus (Oliver and Dickson 2015). This process, where 

formal consensus development methods or knowledge brokers may help, can be 

initiated by the research team or by potential review users working locally, nationally 

or internationally.   

 

Enhanced review efficiency and raised awareness of evidence-informed 

policy and practice 

In addition to knowledge, complementary expertise can also be contributed to reviews 

as a result of people’s skills and competencies. All contributors to a review, for 

example, have the potential to bring problem-solving or team working skills to bear 

on challenges that arise. Of central importance in any group of people that aims to 

further knowledge are opportunities for the two-way flow of information, or dialogue, 
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that enables participants to present and explain their ideas, and where at all possible, 

to debate ideas with more than one other. Crucially, working together constructively 

requires different stakeholders not only to offer their own understandings but also to 

appreciate each other’s, so that there can be mutual learning. This may not always 

be easy, especially if people are used to thinking in terms of one kind of expertise and 

tend to overlook the whole range of types (Stewart 2007). Participants need to engage 

with the issues, but also need to be able to listen to and understand as well as support 

others so that they can have their say. Having a say can mean either introducing new 

ideas or commenting on other people’s ideas. Challenging ideas and managing 

constructive conflict are part of effective committee work (Jonsdottir 2010). The skills 

required for these kinds of interactions have been described as communicative 

competence (Webler 1995, on Habermas 1970). 

In addition to improved teamwork for individual reviews, the capacity for systematic 

reviews within civil society can also be enhanced by stakeholders who are willing to 

bring their own problem solving resources and critical engagement to bear on 

systematic review initiatives. Advances in information technology and social media, 

alongside restrictions in formal research funding, have, for example, seen an increase 

in research projects that seek out volunteers willing to contribute their time, brain-

power and computing resources and act as part of a virtual crowd to help research 

progress. Examples of such crowdsourcing from systematic reviewing include 

projects that have developed mobile applications and recruited large numbers of 

people to help with the screening of citations for studies that are potentially relevant 

for systematic review groups. One such campaign saw over 700 volunteers, aged 

between 11 and 90, screen over 100,000 citations from the European bibliographic 

database EMBASE in just under a year and, in the process, correctly identify more 

than 4000 citations with a relevant study design (Cochrane Collaboration, 2014).  

Others have experimented with online interactive spaces, such as wikis, as a means 

for encouraging wider communities to identify potentially relevant studies and so help 

update existing systematic reviews (Bender et al. 2011). In the even broader arena 

where ideas develop about how systematic reviews and decision-making might be 

improved, the American-based Consumers United for Evidence-based Healthcare 

(CUE) stands as an example of an organisation working to bring enquiring minds to 

bear on the challenges of evidence-informed policy and practice. Describing itself as 

working “to empower consumers to make the best use of evidence-based healthcare”, 

CUE was set up as a partnership between researchers and advocates for users of 

health services (CUE, 2015). Through free online research courses, outreach and 

annual conferences, CUE members aim not only to enhance service-user 

contributions within systematic review teams and spread news about the findings from 

systematic reviews, but also to educate others about systematic review methods and 

incorporate evidence-based methods into health advocacy work.  
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A note on difference 

It is important to note that the classification of stakeholders used above, while it 

usefully emphasises some similarities that are found within and between groups, 

tends to simplify the range of experiences that many people have, and underplays 

the distinctly different experiences seen within groups. Children with experience of 

being excluded from school, or those with existing health problems, for example, 

might well offer considerably different insights from children who do not have these 

experiences. 

Reviewers might also want to bear in mind that stakeholders can sometimes have 

a particularly strong vested interest in the topic under review. Review organisations 

have provided guidance on dealing with potential conflicts of interest (see Higgins 

and Green 2011 for the Cochrane Collaboration’s guidance). More generally, 

reviewers can report clearly who was, and was not, involved in a review, and in what 

way, so as to help readers evaluate potential influences on the review. 

 

Different dimensions of stakeholder participation in systematic reviews 

 

When might stakeholders take part and what might they do? 

Stakeholders can be involved at any point in a review and in many different tasks, as 

is illustrated by a systematic review about education for looked-after children (see 

Figure 2.2).  

The young people working on this review became involved at an early point. With 

the assistance of a researcher, they selected the review’s question. The review had 

been funded by a body with a remit for health and social care, but in initial discussions, 

the young people interpreted this widely, touching on a wide range of issues relevant 

to the health of looked-after children, including illegal drugs, mental health, bullying, 

placement moves and offending. Some people in the group felt that you can have a 

healthy life without an education, but most agreed that a good education is likely to 

support your health. Reflecting this, they selected a final review question that focused 

on support for the education of looked-after children in school. This direction for the 

review was one that had not been considered prior to the young people’s involvement. 

Different members of the group learned and applied several of the skills used in 

systematic reviewing. Members of the group also shared their time and their expertise 

to improve the quality of the review. For example, at the stage of searching for 

literature, they identified potentially relevant sources of studies, and terms that might 

have been used by authors to describe looked-after children and their lives. They also 

applied their experience of being looked after to the task of judging the relevance of 

study findings from around the world to the UK context. 
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Although young people were involved in every stage of this review to a greater or 

lesser degree, participation is sometimes targeted at key stages. Surveys of 

Cochrane review groups, for example, found that patients and carers were involved 

mainly in commenting on draft review reports and in writing plain language 

summaries, while making up only 2% of review authors (Horey, 2010).  Case studies 

have also described public involvement in topic prioritization, refining a review’s 

scope, finding and appraising studies, interpreting findings and report writing (Boote 

et al, 2012; Jamal et al, 2015; Oliver K. et al, 2015; Pollock et al, 2015).  

While there exists some introductory guidance for those considering how to work 

with other stakeholders on a review (Vale et al, 2012), there remain many under-

examined areas. For example most studies to date have explored involvement in 

reviews that aim primarily to aggregate the findings of existing studies to test theories, 

rather than reviews that aim mainly to configure so as to develop or explore theory 

(see Chapter ADD). This difference will also affect the kinds of tasks that stakeholders 

might usefully undertake, and when. For example, reviewers testing hypotheses 

about intervention effects will often ask stakeholders to help make decisions about 

important outcomes and intervention components before completing their review’s 

inclusion criteria and starting their searches for relevant studies. With a more 

configurative review, stakeholders might contribute important insights at any point 

(Harris et al, 2015; Oliver K et al, 2015; Thompson-Coon et al, 2015).   

 

A multidimensional framework for exploring stakeholder involvement in 

reviews 

There is a body of theoretical literature on how participatory approaches to 

research vary (see for example Nind, 2014, Oliver et al. 2008b, Oliver S et al. 2015b). 

Much of this literature has explored the particular case of involving service users or 

the public in health research, but it can also be useful for considering the participation 

of other kinds of stakeholder, and for research that addresses issues other than 

health. The framework illustrated by Figure 2.3 can help us plan or evaluate different 

methods for involvement (Oliver et al. 2015b).  

The pivotal point of this framework, represented by the furthest right block in the 

diagram’s middle row of ‘Processes’, is the opportunity for researchers and others to 

interact and exchange ideas. The choice of methods for bringing people together in 

the first place and supporting their debates and decisions (the previous two blocks in 

the diagram’s middle row) are likely to depend on the contexts of involvement (e.g. 

the nature of the research itself and the environment of political, civic and commercial 

interests - represented in the diagram’s top right hand corner). Importantly, they need 

also to respond to the drivers of both researchers and the others involved. Particularly 

key in these people-centred drivers are the characteristics of all involved, in particular 

their degree of enthusiasm and experience, and their motivation for involvement 

(represented by the two blocks, ‘Which researchers involve others’ and, ‘Who else 
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gets involved’ and the two blocks labelled ‘Why...’). At the end point in the theory of 

change that this model builds, are found the impacts of involvement (represented in 

the bottom right hand of the diagram), which can be on both the research and on 

anyone involved in it.  

This dynamic and multidimensional conceptualising of involvement in research 

moves beyond earlier frameworks based upon the analogy of a ladder, with higher 

(more highly valued) and lower levels of involvement. Within that ladder, public-led 

projects have sometimes been seen as the highest rung, collaborative approaches 

with sharing of decision-making or other kinds of partnership work as a step down, 

and approaches that seek stakeholder advice through consultation as near the 

ladder’s base of tokenistic, or manipulative strategies. The model in figure 2.3, in 

contrast, acknowledges that, while it is mainly professional researchers that currently 

involve others, involvement can be driven by people inside and outside the research 

community and that each can use strategies of control, collaboration and consultation.  

For examples where researchers are brought into a review by others, see Garcia et 

al. 2006 and Sakala and Mayberry 2006.  

Below we illustrate each component of this framework in turn by considering the 

methods for involvement used in the review of education for looked-after children 

described above, and other reviews, including the three described in Table 2.2, which 

were conducted by research teams at the EPPI-Centre. The reviews between them 

address a range of reviews that differ in terms of their questions, purposes and 

designs. For example two addressed questions about people’s views so as to help 

develop theory about meaning and value [Rees and Oliver 2007; Oliver K et al. 2015], 

as well as  questions about relationships between phenomena so as to test 

hypotheses (Brunton et al. in press; Rees and Oliver, 2007). The latter two reviews 

mapped a broad field of literature before proceeding to review and synthesise a 

smaller body of studies judged to be addressing priority research questions. See 

Chapter ADD for more on variation between review designs. 

Taking account of the drivers: In terms of the characteristics and motivations of 

those involved, the young people involved in the review of children’s views of obesity 

in Table 2.2 could be characterised as relative novices to research, to participatory 

working and to the topic of obesity. However they were already committed to working 

together in a panel so that young people’s perspectives could inform research in 

public health. Here researchers needed to design involvement activities that fitted 

within the young people’s own forum and which supported their learning about and 

engagement with the review’s methods, its focus on obesity and its interim findings. 

The review team were invited to consult with the panel, after a chance encounter put 

them in contact. The timing of this panel’s meetings, and its broad agenda, meant 

that involvement activities were restricted to a single, short consultation towards the 

end of the review. This review can be contrasted with the review of sexual health 

promotion for men who have sex with men (MSM) (the third case in Table 2.2). Here 

several of the stakeholders involved had considerable prior experience of working 

with each other and a commitment to using research to improve services for this group 

in particular and so were ready for work within a more conventional committee where 
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all could hear and respond to each others’ ideas over a longer period of time. In 

contrast again, in a review looking to test hypotheses about the association of chronic 

Hepatitis C with both extra-hepatic conditions (EHCs) and quality of life (see Table 

2.2’s second column), advocacy groups got involved because of their commitment to 

improving the lives of those they worked for with chronic Hepatitis C, and so as to 

contribute expertise of their own and others’ experience of this condition. This review 

had been commissioned in response to activists’ concerns about EHCs and the 

review team needed a mechanism for understanding in some depth each different 

groups’ concerns about which EHCs were problematic and why. In response, 

reviewers held separate consultation meetings with each group. Separately, they also 

brought together a clinical specialist, an epidemiologist and a representative from one 

of the advocacy groups, all of whom had an interest in research methodology. This 

group were asked to discuss the potential implications for the review of the types of 

research methods that had been used to examine associations between Hepatitis C, 

different EHCs and quality of life, as revealed by the team’s initial mapping of existing 

literature.  

In all three of the cases in Table 2.2, the researchers’ motivations for involvement 

were in line with the underlying philosophy of the EPPI-Centre, which centres upon 

improving the accessibility and relevance of research for solving real world problems. 

These cases contrast with others which have explicitly aimed for other outcomes, 

such as empowerment for service-users (e.g. Braye and Preston Shoot, 2005) and 

which, in response, have used involvement approaches that prioritise the 

development of skills and political agency among people considered previously to 

have been on the margins of decision-making. 

Taking account of the context: Important contextual aspects of a review that will 

affect the choice of approach to involvement include the review’s topic and its 

purpose, but also the degree of consensus about definitions of the phenomena under 

review. In terms of purpose, in the case of the review of education for looked after 

children described above the researcher had secured fellowship funding. The funder 

valued capacity building as well as the potential use of the review for influencing 

decision-making and few restrictions had been placed on the review’s topic focus or 

question. The researcher was therefore able to take a collaborative approach and 

select a review question in partnership with a group of young people. In contrast, the 

three reviews in Table 2.2 were all commissioned to inform policy within the 

Department of Health of England and Wales. All of these reviews’ research questions 

were framed around health states that policy makers had identified as problematic, 

and reviewers therefore sought involvement with stakeholders who had an interest in 

discussing these health states in quite broad terms, as opposed, for example to others 

with expertise or a particular interest in a specific type of intervention.  

The importance of the degree of existing consensus over the concepts under study 

can be illustrated by comparing the review of children’s views of obesity in Table 2.2 

with the review of sexual health promotion for MSM. The first aimed to develop 

understanding of children’s every day conceptualisations of a complex topic and little 

conceptual work had been done. Researchers designed discussion activities for the 
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young people to help sensitise the research-team to ways of thinking about children’s 

experiences of obesity that they might otherwise have missed in their readings of 

research studies. The young people were asked to consider themes from a draft 

synthesis and to offer suggestions for things they thought might be important or that 

the review team might have overlooked when examining studies’ findings. Here, there 

was potential for any one young person to identify a conceptual distinction that could 

then be used to re-examine the review’s synthesis and increase its robustness. In 

contrast, in the case of sexual health for MSM, work had already been done to reach 

a consensus around what might constitute health and to distinguish between different 

types of intervention. The involvement approach therefore could be focused upon 

identifying priorities among the many possible hypotheses that could be tested, 

including which groups of MSM it was most important to focus upon.  

Choosing the approach: When choosing an approach for bringing people 

together, a research team might develop consultation exercises, as well as or instead 

of collaborative projects, and might aim for debate between people for the purpose of 

reaching consensus or seek input from people because they identify a wide range of 

relevant issues. They might consider involving individuals, or people who have links 

with others as a result of their holding formal roles within organisations set up for 

people with similar interests. Reviewers chose the second of these last two 

approaches for the reviews of Hepatitis C and sexual health for MSM. This approach 

can be contrasted with that used in a review of the effects of treatments for 

degenerative ataxias (Serrano-Aguilar et al. 2009). Here 53 patients took part in 

three-rounds of Delphi style questioning using postal questionnaires to identify and 

prioritise the review’s outcomes. This last example, also serves as an illustration of 

reviewers choosing to mount a wide consultation exercise, which can potentially help 

bring a range of perspectives into a review but contrasts with more collaborative 

approaches that aim instead to encourage dialogue in some depth, and sometimes 

the sharing of decision-making, through the development of mutually beneficial 

relationships. The three advisory group meetings held as part of the review of sexual 

health for MSM, provided many opportunities for exchanges of information and 

learning on all sides. This review team also chose to bring together for debate people 

likely to have different perspectives on which kinds of populations, interventions and 

outcomes it was most important to test, an approach which also helped to increase 

the review’s accountability to a range of different stakeholders. 

Facilitating interaction: In terms of how exchanges were supported and people 

interacted, in this last review the researchers convened an advisory group that met 

face to face three times during the review. The conventions of this kind of forum, such 

as the use of a neutral chair and the production of minutes, have been developed to 

support transparency and an equal opportunity for all to contribute and hear others’ 

contributions. The exchanges that this group were able to have, with the review team, 

and with each other, were also able to support that group in voting to select the 

review’s priority outcomes, an activity that, again helped increase the accountability 

of the review to its stakeholders. More can be learnt about making collective decisions 

from the wider literature about effective committee work, particularly about the size 
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and composition of groups, the role of the chair and timing for discussion, and formal 

processes for seeking consensus (Oliver S et al 2015a). 

In contrast, the Hepatitis C review team’s creation of separate meetings with each 

advocacy group meant that these meetings could be organised at times and venues 

chosen by these groups. Each group could also fully describe and explain its own 

perspective on EHCs in a way that might not have been possible if a broader group 

of stakeholders had been brought together. The Hepatitis C review team did not set 

up any direct exchange of ideas between the advocacy or scientific groups. However, 

independently of each other, all four advocacy groups identified the same EHCs as 

being the most problematic and the scientific advisory group agreed that patient 

perspectives should be used to identify priority EHCs for study.  

Having an impact: There is a growing number of accounts of research where 

involving the public has influenced the research agenda, design and delivery of 

research projects, research ethics, the people involved and researchers themselves, 

the research participants (in primary research), the wider community and community 

organisations, and use of research findings (Staley 2015). However, these accounts 

relate largely to primary research and are reported with insufficient detail to 

understand how the impact has arisen. Anticipating and accommodating 

stakeholders’ contributions are key steps towards their involvement having an impact 

on the review. Furthermore, it can be helpful to question the contribution that all kinds 

of stakeholder can bring to a review, rather than necessarily privileging one group’s 

contribution over any other’s. Stewart and Liabo argue that the nature of the review 

task in hand at any one point will affect which stakeholders’ expertise or capacity 

might be of greatest use at that time (Stewart and Liabo, 2012). For example, when 

knowledge is needed to understand a social phenomenon at the problem specification 

stage of a review, public expertise enables the identification of topics, questions, 

populations, interventions and outcomes of importance. Policymakers and 

practitioners might be expected to have expertise in operational matters that will often 

be useful at the stage of considering the implications of review findings, as well as 

expertise on social problems from a macro-perspective that can inform the problem 

specification stage of a review.   
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Figure 2.2 A participatory systematic review (See Liabo et al. 2013)  
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Figure 2.3. A framework for considering involvement in systematic reviews (adapted from Oliver et al. 2014)
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Table 2.2 The approaches to stakeholder involvement used in three EPPI-Centre 

systematic reviews  

Dimension Oliver K et al 

(2015) 

Brunton et al (In press) Rees and Oliver (2007) 

Review 

topic and 

other 

contextual 

factors 

 Children’s 

views on 

obesity, body 

shape, size 

and weight  

 Review 

purpose: 

theory 

development 

for policy 

enlightenment 

 Little previous 

conceptual 

work 

 The association 

between chronic 

Hepatitis C infection 

(HCV) and 

extrahepatic conditions 

(EHCs) and impacts on 

quality of life  

 Review purpose: 

theory testing to inform 

a policy decision 

 Some previous 

conceptual 

development but no 

consensus 

 Preventing HIV among 

men who have sex 

with men (MSM) 

 Review purpose: 

theory development 

and testing for policy 

enlightenment 

 Existing consensus 

developed through 

previous collaborative 

work 

Who was 

involved 

and why a 

 Potential 

service users 

(young 

people)  

 Young people 

who jad 

joined a panel 

so as to 

inform public 

health 

research 

 Researchers 

sought young 

people’s 

insights to 

help sensitise 

them to 

concepts 

within the 

findings of 

included 

studies. 

 Service-user advocacy 

groups; 

academics/researchers 

 Advocacy groups 

sought community 

gains by influencing 

policy around service 

provision. The review 

had been funded in 

response to activists 

highlighting individual 

peoples’ ill-health and 

suffering   

 Researchers sought 

understanding of the 

concerns of different 

advocacy groups so as 

to account for these in 

the review’s design. 

  Service-user 

advocacy groups; 

policy-makers; 

academics/researchers 

 Stakeholders included 

those interested in 

building upon a 

previous research-

informed collaborative 

initiative that had 

aimed to promote the 

sexual health of MSM 

in the UK while also 

respecting rights and 

identities.  

 Researchers invited 

stakeholders in 

response to the 

funder’s request that 

the review take 

account of this 

previous work and 

sought stakeholders 

that would identify the 

most important 

hypotheses for testing 

in the review 

How 

people 

 An existing 

panel of 

 Researchers asked to 

meet separately with 

 Representatives of 

organisations with 
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were 

brought 

together b 

young people 

was identified 

half-way 

through the 

review. 

 Researchers 

asked to take 

part in one of 

the panel’s 

series of 

facilitated 

workshops so 

as to consult 

with the 

young people 

 

members of each 

advocacy group b to 

learn about their 

concerns, and 

convened a separate 

scientific advisory 

group 

 

active service-user 

networks b, and 

individuals with policy 

making and research 

roles were invited to 

participate in an 

advisory group that 

was to meet three 

times.  

 

How 

debates 

and 

decisions 

were 

supported 

 Involvement 

activities were 

designed to 

help young 

people 

engage with 

the specific 

issues 

involved in 

both obesity 

and 

systematic 

reviews 

(technical 

terms were 

explained and 

review-

focused work 

followed more 

general 

training on 

methods) 

 The young 

people were 

introduced to 

the review’s 

objectives 

and 

presented 

with interim 

findings in the 

form of a 

diagram of 

 Individual meetings 

were held with each 

advocacy group to 

enable an in-depth 

discussion so that 

researchers could gain 

insights of why EHCs 

impacted on quality of 

life. 

 Group members were 

asked to describe in 

their own terms EHCs 

that they knew to be 

important to those with 

HCV and how these 

impacted on quality of 

life. 

 A presentation 

describing the likely 

size and nature of the 

evidence base was 

made to the scientific 

advisory group to seek 

their advice on EHCs 

that should be 

prioritized for synthesis 

 Standard committee 

methods were used 

because of the existing 

work experiences of 

group members, eg 

they were sent detailed 

minutes of the 

discussions and 

suggestions made at 

each meeting, a chair 

facilitated informal 

discussions and 

sought clarification of 

recommendations at 

each meeting end 

 In addition, a 

structured voting 

process was used to 

identify priority 

outcomes for 

synthesis. This 

involved an initial 

brainstorm to identify 

all possible outcomes 

followed by two rounds 

of voting, with a 

discussion about 

rationales for choices 

in between   

 Group members were 

sent a draft protocol 

prior to discussion of 

this at the first group 
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synthesis 

themes that 

they could 

write upon 

and discuss 

among 

themselves. 

 Young people 

were asked 

whether they 

thought the 

findings 

seemed 

believable 

(why/why not) 

and asked if 

themes might 

be missing. 

meeting 

 Researchers 

presented a map of the 

range and number of 

studies found to help 

the group discuss 

which interventions 

and which group of 

men should be a 

priority for the review’s 

syntheses 

How 

people 

interacted 

and how 

ideas were 

used 

 

 

 

 

 

 

 The young 

people’s 

discussions 

were not 

recorded and 

there was 

limited time 

for the 

reviewer to 

discuss the 

young 

people’s 

ideas with 

them 

 The reviewers 

took the 

young 

people’s 

notes about 

possibly 

missing 

themes and 

revisited the 

included 

studies and 

their coding to 

check if 

themes had 

been missed 

and/or 

represented 

 The scientific advisory 

group discussed how 

priorities might be set 

for the review. 

Individuals argued that 

the review should 

prioritise for synthesis 

the EHCs with the 

highest morbidity and 

mortality, but the group 

agreed that these 

measures were best 

judged by using patient 

perspectives 

 Between them the four 

advocacy groups 

identified 18 important 

EHCs as impacting on 

quality of life, of which 

four were identified by 

all four groups.  

 Three of these four 

EHCs became the 

focus for syntheses. 

 Three group meetings 

were held where 

participants: i) 

discussed and 

recommended 

changes to the 

review’s draft protocol; 

ii) discussed the 

review’s systematic 

map of research so as 

to identify priority 

questions for 

synthesis; (iii) 

commented on interim 

synthesis findings 

 In the second meeting, 

group members heard 

each others’ 

arguments about 

important outcomes 

and individual 

members’ choices 

shifted as a result 

 The group selected a 

primary outcome .This 

outcome received the 

most emphasis in the 

review’s report.  

 When the review’s 

protocol was in a draft 

form the group also 
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appropriately  

 

suggested an 

alternative conceptual 

framework for the 

review (from one 

centred around risky 

behaviours to one 

focused upon 

individual control over 

health), a later cut-off 

date for studies 

(aligned with changes 

in treatment), and 

priority groups of MSM. 

All of these 

suggestions were 

taken up by the review 

team. 

 

Main 

impacts (as 

identified in 

reports) 

 Reviewers 

had greater 

confidence in 

synthesis 

findings that 

had been 

checked for 

credibility by 

a group likely 

to have 

perspectives 

similar to the 

group under 

study 

 

 Consultation with 

advocacy group 

representatives led to 

a focusing of 

syntheses around the 

conditions which these 

groups considered to 

have the most 

significant impact on 

the lives of people with 

HCV, as opposed to 

what is easily 

diagnosable, treatable 

or 

pathologically 

interesting 

 This sequence of 

group discussion and 

decisions by a varied 

group of stakeholders 

shifted the scope and 

emphasis of this 

review away from the 

relatively dominant 

model of individualised 

risk to focus on 

outcomes and 

interventions centred 

around the MSM 

community 

a In all three reviews, researchers sought to involve people so as to help increase the 

relevance of findings to a problem identified as important by UK policymakers. They 

sought to invite those with most at stake in the review or in the problems addressed. 

The stakeholders, in all cases, were all highly motivated within their established 

groups, with an expectation among the public groups of making gains in the long run 

for the people like themselves, or that they advocated for 

b  In these reviews, researchers involved people who could contribute on a collective 

basis because of their formal links with others with a similar stake in the review. The 

review teams also followed agreed principles for successful involvement (e.g. Telford et 

al. 2004).  
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Box 2.4 The practicalities 

 

Review teams need to ask themselves: 

5 What is the purpose of involving stakeholders? 

i To provide public oversight and ensure the accountability of the work? 

ii To maximize the relevance of the work to people facing decisions? 

iii To maximise the sharing of the findings through relevant networks? 

6 What judgements about the review is the team willing and able to share with 

other stakeholders? 

iv The framing of the question and/or sub-questions? 

v The definitions of key concepts? And their relative importance? 

vi Where to look for literature? 

vii What the findings mean? And how to report them? 

7 Who are the stakeholders who can help make these judgements, and how 

can they be motivated to participate? 

viii If members of organisations, they may be able to draw on a wide range of 

opinions and discuss the review with other types of stakeholder. 

ix If individuals are not part of organisations, they may be limited to bringing their 

personal experiences and might be more comfortable talking on their home 

ground. 

8 How much time is there for thought and discussion? Who has the skills to 

facilitate this process? What language, explanations, prompts and formal 

consensus methods can help discussions and decisions? (For practical 

advice, see Cartwright and Crowe 2011.) 

9 What costs will be accrued? For travel, refreshments, a venue, honoraria? 

10 How will stakeholders’ contributions be acknowledged in the report? 
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Conclusion 

This chapter has described the practical implications of seeing systematic reviews from 

different perspectives. Towards the end of the second millennium the growing 

enthusiasm for a more participatory approach to developing services was applied to 

research and ‘evidence-informed decision-making’. These two movements provided the 

setting that encouraged researchers to draw on the perspectives of policy, professional 

practice and service use so as to develop a more applied social science. When they 

recognise that their own perspectives may be limited, systematic reviewers can work 

with others who will, between them, bring a range of priorities, knowledge and types of 

expertise to guide the conduct of their review work. By doing so, all can be helped to 

recognise and check out their own assumptions, and to choose a focus for and a way of 

communicating the review that is scrutinised and informed by a range of perspectives. 
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Rebecca collaborated with the other authors of this paper to develop a shared understanding of 

how two systematic review projects had been influenced by a consultation with a group of 

young people. One of these reviews is reported in submitted publication number 3 and is 

discussed immediately below. The consultation workshops were co-designed and run by 

Kathryn Oliver, who had the idea for the paper and led discussions with the other authors, 

ultimately taking the paper through to publication. The authors worked under the supervision of 

Professor James Thomas as the primary investigator for the research facility of which this paper 

and the related reviews were products. In order to make use of the results of the consultation in 

the systematic review process, Rebecca examined the materials used for and produced by the 

consultation. She participated in several meetings with co-authors where the group identified 

the main issues that needed to be addressed in the paper. She also contributed text to drafts of 

the paper that related to both reviews, including what was done with the ideas that were raised 

by young people and her reflections on the benefits and challenges associated with the 

consultation as a whole.  

3. Rees R, Oliver K, Woodman J, Thomas J. The views of young children in the UK about 

obesity, body size, shape and weight: a systematic review. BMC Public Health. 2011; 

11:188. 

This paper is the peer reviewed publication that was produced at the end of a systematic review 

project on the same topic. Rebecca led the day to day research work for all stages of this 

review. The work was overseen by Professor James Thomas as the primary investigator for the 

research facility of which this review was a product. Rebecca led the development of the 
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review’s protocol, contributing to the formulation of research questions and the protocol’s 

proposed approaches to identifying, appraising and synthesising studies, as well as screening 

and coding included studies. In consultation with Prof Thomas she designed the second, more 

aggregative synthesis of correlational studies when searching resulted in relatively few studies 

that had used open-ended approaches to seek children’s views on the review’s topic. Rebecca 

wrote the narrative for the review’s thematic synthesis and interrogated the review’s included 

studies following the reported consultation with a group of young people, so as to check for 

relevant findings that might have been overlooked. She led the write-up of all other parts of the 

full technical report as well as this peer reviewed publication, as is indicated by the ordering of 

authors, which is the same in both publications. 

4. Rees R, Caird J, Dickson K, Vigurs C, Thomas J. ‘It’s on your conscience all the time’: a 

systematic review of qualitative studies examining views on obesity among young 

people aged 12–18 years in the UK. BMJ Open. 2014;4:e004404. 

Rebecca’s contribution to this paper takes the same form as that described above for submitted 

publication number 3, except that with this review she led the one synthesis that was 

conducted, designed and led the consultation that was conducted with young people near the 

review’s end, and implemented the recommendations made by young people about review 

reporting.  

5. Rees R, Oliver S. Stakeholder perspectives and participation in reviews. In: Gough D, 

Oliver S, Thomas J, editors. An introduction to systematic reviews. 2nd ed. London: 

Sage; in press.  

Rebecca worked with Professor Sandy Oliver to draft this book chapter and her leading 

contribution is indicated by her being the first named author. This (second) version of the 

chapter has been revised considerably to update and extend the earlier text to reference recent 

methodological writing and case examples, with Rebecca contributing nearly all of these 

revisions. In the earlier version produced for the first edition of the same book, Professor Oliver 

led the writing of around a fifth of the chapter, contributing in particular to the discussion of 

participatory policy and practice as a coming together of social movements, as well as 

producing four of the chapter’s nine explanatory figures, tables and boxes.  

As co-authors on these reports, we confirm that this information is correct and represents an 

original contribution by Rebecca to these research projects 

 

Kathryn Oliver    Date: 

 

Sandy Oliver     Date: 27/05/2016 

 

James Thomas    Date: 31/05/2016 

http://scholar.google.co.uk/citations?view_op=view_citation&hl=en&user=ndxD_IgAAAAJ&sortby=pubdate&citation_for_view=ndxD_IgAAAAJ:eJXPG6dFmWUC
http://scholar.google.co.uk/citations?view_op=view_citation&hl=en&user=ndxD_IgAAAAJ&sortby=pubdate&citation_for_view=ndxD_IgAAAAJ:eJXPG6dFmWUC
http://scholar.google.co.uk/citations?view_op=view_citation&hl=en&user=ndxD_IgAAAAJ&sortby=pubdate&citation_for_view=ndxD_IgAAAAJ:eJXPG6dFmWUC
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Appendix 4. A note on philosophy and on ethical theory and practice 

Social researchers vary considerably in the range of assumptions that they hold about the 

nature of the world (ontological beliefs) and the ways in which we can have knowledge about 

the world (epistemological beliefs), although research has suggested that those working with an 

ideal of informing policy might hold to a narrower range of beliefs in both of these areas 

(Spencer et al. 2010). Developing this thesis provided me with an opportunity to question and 

develop understanding about my own ontological and epistemological assumptions. Likewise, 

there are a range of approaches to using and theorising research ethics, and as part of my 

thesis I called upon specific theoretical frameworks. This section contains a presentation of my 

orientation in both of these areas so as to aid interpretation of my thesis arguments, as well as a 

note on my research practices with respect to research ethics. 

Epistemology and ontology 

The assumptions that underpin my research include a belief that there is a reality that exists 

independently of our knowledge of it, but also that our knowledge of that reality is mediated by 

our perceptions, in particular when we are considering social phenomena. It has been argued 

that most of the writing about qualitative evidence synthesis appears to be based upon similar 

assumptions, especially when this concerns those synthesis approaches that are used to 

produce findings of use for developing policy (Barnett-Page and Thomas 2009). This set of 

beliefs has been given the label critical realism (Sayer 2000, Spencer et al. 2010) partly to 

distinguish it from, on the one hand positions that hold that reality exists independently of our 

knowledge of it but can be known directly (a naïve realism), and, on the other hand, the idea 

that nothing exists but human constructions (certain forms of idealism).  

I am comfortable with these assumptions, as the existence of an independent reality is 

necessary for arguments that knowledge claims can be more or less practically adequate as 

representations of reality. My belief that the world can be known - albeit in a way that is always 

subject to change as understanding improves - underpins my interest in studying the 

perspectives of varied social actors about the realities of their lives. The emancipatory potential 

ascribed to critical realism (Sayer 2000), also fits with my commitment to social justice. We can 

only judge claims in terms of their truth if we understand there to be an independent reality. 

When we can identify understandings as false, this means that we can single out actions based 

on such understanding as falsely based and in turn we can have justification for alternative 

actions. This chain of argument is not available for those who see the world as existing only of 

ideas about reality, and sometimes as not even composed of a single shared idea about reality, 

only ‘a series of alternative constructions [of reality]’ (a stance that is sometimes termed 

subjective idealism or relativism – see Spencer 2010 p45). This point is often made by critical 

realists who work on research about groups disadvantaged by society (I touch on this in passing 

on p11 in section 2.1of my thesis).  

As the reference above to reality being mediated by perceptions implies, critical realism also 

acknowledges that there is always an interpretive element to social science. It is understood 
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that social phenomena are particular in that they hold meaning for people, and that social 

researchers have to take steps to understand these meanings to develop knowledge of the 

social world. As I also note in section 2.1, feminist methodologists in particular, have argued 

that researchers often hold a relatively privileged position in society and when interpreting the 

social world of others can mistakenly project particular features of their own social position onto 

the lives of the people that they study. In the early 1990s, Sandra Harding, for example, argued 

that the perspectives of a mainly white, male, heterosexual and affluent academic body, were 

likely to reinforce false assumptions about the lives of the many people who did not hold these 

characteristics (Harding 1991). She argued that these assumptions could influence the 

questions that are asked in research, but also the theories used – often implicitly – to frame and 

analyse social observations. The critical realist position appears consistent with a recognition of 

the potential value in what Harding calls ‘strong objectivity’, where the social and political 

context in which scientific knowledge is created (its situated character) is acknowledged, and 

steps are taken to consider and address potentially distorting effects in the way that 

observations are mediated. The goal of strong objectivity, is one of the drivers behind research 

that is designed and conducted in partnership with those close to the social world under study – 

the inclusive research that this thesis considers. 

Ethical theories and practices in research 

In understanding ethics in research I have been influenced by several pieces of work, in 

particular that of Tom Beauchamp and James Childress from the field of biomedical science 

(Beauchamp and Childress 1993) and by more recent debates about ethical principles that 

might usefully be held across the social sciences (Dingwall et al. 2017). In the first of these 

works, Beauchamp and Childress identified four clusters of principles central to most arguments 

in their field: respect for autonomy (which acknowledges the individual decision-making 

capacities of humans); nonmaleficence (the need to avoid causing harm); beneficience 

(providing benefit, but also balancing benefits against risks and costs); and justice (the need to 

distribute benefits, risks and costs fairly). These principles are now widely used in health 

research as a basis for prompting discussions about steps that might need to be taken to 

improve its ethical nature (Carpenter 2017).  

There is, however, a developing consensus among social researchers - in the UK at least - that 

there might be a need for social science ethical principles to be formulated, or at least 

interpreted, in a different way. Robert Dingwall and colleagues present a set of principles 

derived from a series of interdisciplinary discussion meetings convened by the UK’s Academy of 

Social Sciences, whose affiliated societies include the British Sociological and Psychological 

Associations (Dingwall et al. 2017). These authors argue that the clinical ethical model, 

‘prioritises the rights of participants over all others, including the researcher and society more 

generally’, whereas for social research a balance is instead needed between respecting an 

individual’s interests, and producing ‘the most reliable and valid account of some issue to the 

public domain’ [my emphasis] (p114).  
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The principles of aiming to maximise benefit and minimise harm are present in Dingwall and 

colleagues’ social science ethics model in a form that is very similar to that used by Beauchamp 

and Childress. Respect for autonomy and justice in Dingwall and colleagues’ model, however, 

are both framed in a way that places greater emphasis on the collective good (and harms) to 

which research might contribute. In place of ‘justice’, reference is made to the need for social 

science as a support for democracy (‘a free social science, based on a plurality of interests, 

funding, methods and perspectives [because this is] fundamental to the United Kingdom as a 

democratic society’ (p 114), and to the need for social scientists to ‘acknowledge their social 

responsibilities’ (p 116). Dingwall and colleagues’ model also includes a principle of ‘[respect 

for] the privacy, autonomy, diversity and dignity of individuals and communities’ (p 114) [my 

emphasis]. They contrast a tendency in biomedical ethics to insist that anonymity is provided to 

individual participants, with demands from some participants in social research that their ‘voices 

[be] heard… through identification’ (p 115).  

Dingwall and colleagues’ reference to the value of respect for diverse interests and 

perspectives, and of the expression and recognition of identity through voice also resonates 

with my interest in the study of research methods for exploring the views of individuals from 

marginalised groups. Importantly, this approach to research ethics also seems highly 

appropriate for the field of public health, which is also commonly defined in collective terms – for 

example as, ‘the efforts of society as a whole to improve the health of populations and prevent 

illness’ (Nuffield Council for Bioethics 2007 pv) [my emphasis]. I have written more on the 

ethical stance taken by many public health researchers in their work (for example the attention 

given to the issue of inequity in health within the field) in Chapter 1 of my thesis. 

A remaining issue of importance is how an attention to research ethics can be promoted 

practically among systematic reviewers and those that they work with. One mechanism is that of 

institutional ethical review as a requirement before research can proceed, but researchers can 

also independently use structured guidance to help them develop, plan and monitor their 

research projects in ways that consider research ethics (eg. Alderson and Morrow 2011). The 

UCL Institute of Education where I work is unusual in that it requires all research projects 

conducted by its staff and students to undergo a process of ethical review, regardless of 

whether projects involve the collection of new data from human subjects. This means that 

secondary data analyses and systematic reviews are subjected to formal ethical review. This 

was the case for the systematic review described in my submitted publication no. 4, which was 

conducted after this ethical review policy was introduced.  

In terms of guidance relating to the ethics of public involvement in particular, one document has 

been of particular interest to me. The newly formed Health Research Authority has recently re-

issued guidance on ethics approval processes when research is led from England and involves 

the NHS (HRA 2016). This document, which is an update of one issued in 2009, was developed 

in conjunction with INVOLVE, the national advisory group formed to support active public 

involvement in NHS, public health and social care research. I used the 2009 version of the 

guidance when working to produce staff guidance as the research ethics chair for one of the 
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IOE’s then two faculties, as well as when contributing to a set of webpages for an ESRC-funded 

project (Boddy et al 2010). 

The joint statement was developed in response to concerns that those conducting ethical review 

were insufficiently familiar with public involvement as compared with the act of taking part in 

research as a research participant. The document makes it clear that it is not necessary to 

apply for NHS ethical approval for public involvement if this is limited to involvement in the 

planning or design stage of a research project, for example as a member of a research advisory 

group. The document notes, however, that approval will be required for cases where there is 

involvement in data collection and/or analysis - because of the potential for the risk of harm to 

wellbeing either of those being involved, or to those that they work with (for example if they work 

as peer interviewers but are insufficiently trained). NHS research ethics review does not 

currently require systematic review projects to gain ethical approval, although projects where 

patients, carers or clinicians are recruited through the NHS to participate in a QES synthesis 

stage (where data are both collected and analysed) would seem to need approval for that 

involvement component. To my knowledge, this aspect of involvement in systematic reviews 

has not been considered in the literature to date.  

 


