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Background 

Recommendation six of Going the Extra Mile (GtEM1) reads ‘The public, researchers and 
health professionals should be empowered and supported better to work together in the 
future. In respect of the co-production principles that we have been minded to embrace we 
recommend that the NIHR consider establishing a co-production taskforce to examine how 
these can be applied in practice. The taskforce should have the ability to undertake rapid-
testing of these to establish their importance in delivering research excellence.’ 
 
Work on how the underpinning principles of ‘co-production’ can be embedded in the work of 
the NIHR is a priority area for INVOLVE, as part of their national work programme 
‘Community, Partnerships and Networks’.  As such, INVOLVE have started work on a project 
which has the following purpose: To identify whether and how the discourse, elements and 
principles of co-production could be used to evolve and improve Public and Patient 
Involvement (PPI) in research. 
 
Co-production has been used in the design and improvement of services, especially in health 
and social care. There is no single definition of ‘co-production’ reflecting the varied literature 
and practice from which it has emerged (Nesta 20122). Reference is often made to the 
principles of co-production. It is suggested in GtEM that the characteristics identified by 
Boyle, Slay and Stevens (20103) might be used as a starting point for evolving and 
improving public involvement in research. The premise is that, people's needs are better met 
when they are involved in an equal and reciprocal relationship with professionals and others, 
working together to get things done. This is the underlying principle of co-production – a 
transformational approach to delivering services - whose time has now come. 
 
Co-production is prevalent in the design and improvement of services and is cross fertilising 
the world of research. The time is ripe for exploring this issue further with the goal of 
evolving and improving PPI in research and ultimately the quality and relevance of our 
research for public and patient benefit. The NIHR is a national and international leader in 
PPI in research and this work could serve to enhance the status. 
 
Co-production is a term increasingly ‘claimed’ by researchers and research funders. However 
its application in health and social care research varies, revealing a lack of consensus around 

1 https://www.nihr.ac.uk/01-archive/get-involved/Going%20the%20extra%20mile%20flyer%2015%207.pdf 
2 http://www.nesta.org.uk/publications/challenge-co-production 
3 http://www.nesta.org.uk/sites/default/files/public_services_inside_out.pdf 
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the concept. Some argue that co-production in research is just ‘really good PPI’. For others it 
is very different; a very much more deliberative process which requires public members and 
‘professionals’ to be involved on an equal footing throughout every stage of the design and 
delivery of the research. Examples of where researchers apply the term range from a ‘co-
production’ group which is comprised of public/patients and professionals designing patient 
friendly materials, through to research projects where a patient is a co-applicant. It is not as 
easy to find examples where public/patients have been involved on an equal footing with 
researchers, or throughout the design and delivery of the research. 
 
INVOLVE is leading across the NIHR to deliver a project which is expected to recommend a 
pragmatic NIHR understanding of ‘co-production in research’, with a longer term vision for 
this to be adopted and embedded into the processes, procedures and culture of the NIHR. 
 
The wider project has four phases and will be delivered between September 2016 and mid-
2018.  
 
This project forms part of Phase 1 about learning from co-production; the emphasis is on 
ensuring conceptual clarity between the discourses of co-production and PPI in health and 
social care research and recommending which elements of co-production work in research, 
where and why with regard to different types of research activities or projects.  There are 
two parts to this report. Part A reports on the literature review and concept mapping while 
part B reports on interviews with people involved in co-produced research. 
 
Project Team: 
 
Tracey Johns, Public Involvement Lead, Research Design Service East of England, University 
of Essex [Part B Interviews] 
Jonathan Paylor, Public Involvement Advisor and Research Assistant, Research Design 
Service, Kings College London [Part A Literature review] 
Peter Lovell, Deputy Director, Research Design Service London, Kings College London 
[Project Oversight] 
Chris McKevitt, Professor of Social Science & Health King’s College London [Project 
Oversight] 

Timescales: 
The literature review and interviews were conducted in parallel during February to April 
2017. 
 
Part A. Literature review and concept mapping  

A.1 The literature review had two central aims: 
 

1. To map the various ways the term co-production has been defined and applied.  
2. To gauge how the prevailing definitions and practices of public and patient 

involvement (PPI) relate to literature on co-production. 
 
The review consisted of a series of searches in Google and Google Scholar based around ‘co-
production’. This included general searches as well as more targeted searches that 
combined key words (e.g. co-production AND research AND health). Literature was also 
identified by searching within specific journals and by reviewing websites of relevant 
organisations and research groups. Relevant references and citations were also followed up. 
This search strategy led to a wide range of texts being identified and reviewed. These 
included academic papers, book chapters, research reports, policy documents, practice 
guidelines, consultancy reports, videos and interviews.  
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A.2Findings 
 
This section starts by mapping the out the various ways the term ‘co-production’ has been 
used, identifying key bodies of literature and the diverse meanings and practices associated 
with the term. The section then moves on to consider how literature on co-production 
relates to definitions and practices of PPI.  
 
A.2.i Mapping co-production 
  
As figure 1 illustrates, it’s possible to identify two key strands of literature relating to co-
production: 1) the co-production of public services and 2) the co-production of knowledge. 
What follows is a brief outline of the various bodies of literature that are associated with 
these two strands.  
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Figure 1  
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A.2.ii Co-production of public services 
 
Public management theory 
Building on the seminal work of Elina Ostrom (1996) who put forward the idea of co-
production in the late 1970s, researchers in the field of public management have developed 
the concept of co-production to envisage service users not as passive recipients of 
government services but as people who input into the delivery of public services. While 
keeping in line with this basic premise, researchers have interpreted and applied the concept 
of co-production somewhat differently. Bovaird (2007) focuses on the direct and long-term 
involvement of users, suggesting that full co-production is when service users are involved 
the planning / design and the delivery of a service. Brandsen and Pestoff (2006) develop the 
concept of co-production to analyse the role of third sector organisations in the delivery of 
public services. Offering a rather different perspective, Alford (2009) uses the term to 
understand the inherent ways in which the desired outcome of a service is constituted by 
the involvement of the user (e.g. health service providers rely on patients taking their 
medicine).  
 
Service management theory 
The concept of co-production also has extensive origins in service management literature 
(Normann 1991) - an interdisciplinary and cross-sector body of literature which is concerned 
with understanding all aspects of managing a service. Co-production here has tended to be 
defined in similar way to Alford: an intrinsic aspect of service delivery. The notion of the co-
creation of value has advanced this line of thought (Edvardsson et al, 2011). Here writers 
have emphasised how the interactions between a service provider and user at the point of 
delivery creates the value of a service (the value, for example, being the impact of the 
service on the user’s well-being). This perspective thus draws attention to the crucial and 
unavoidable role users play in co-producing the delivery and effectiveness of a service. In an 
effort to provide conceptual clarity there have been recent attempts to develop a conceptual 
framework that brings together public management and service management theory 
(Osborne, et al, 2016). 
 
The core economy and time banking 
The work of Edgar S Cahn (2000), particularly in relation to the core economy and time 
banking, has been central to developing and promoting the concept of co-production. Cahn 
uses the term co-production to refer to a partnership between the monetary economy 
(comprised of public, private and non-profit sectors) and the core economy of home, family, 
neighbourhood, community and civil society.  Cahn suggests that the core economy is 
central to a functioning society but the various kinds of labour that constitute the core 
economy (e.g. caring, mentoring, volunteering) remain devalued and unacknowledged in 
the face of the monetary economy which measures value in terms of market price and 
defines citizens by their needs. For Cahn, co-production casts the core economy in a 
different light; it values and seeks to invigorate the different forms of labour it is based on. 
Cahn suggests time banking offers a way to build the core economy. Conceived by Cahn in 
the early 1990s, time banking is an alternative currency system that enables the exchange 
of time and skills between community members. Cahn asserts that time banks are premised 
upon five principles: 1) everyone is an asset; 2) some work is beyond a monetary price; 3) 
reciprocity in helping; 4) social networks are necessary; 5) and a respect for all human 
beings. These principles along with Cahn’s notion of the core economy offer an expanded 
vision of co-production – one that that takes on a more normative tone and brings notions 
of citizen empowerment and social capital to the fore. 
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UK policy and practice  
In recent years co-production has received a notable degree of attention from policy makers 
and practitioners (particularly in health and social care) interested in public service reform 
and enhancing citizen participation (Boyle and Harris, 2009; Boyle et al. 2010; NEF, 2008; 
Needham and Carr, 2009; SCIE, 2013). Much of this interest takes its cue from both the 
work of public management theorists concerned with ‘adding’ co-production into the public 
delivery process and the work of Cahn and his notion of time banking. These conceptual 
roots can be seen in the models of co-production that have gained traction. While there is 
some variation, these models tend to prescribe a conception of co-production defined in 
terms of asset development (i.e. users are not passive recipients but people have skills and 
expertise they can contribute), reciprocity and mutuality (i.e. cooperative relationships based 
on two way transactions), and re-balancing hierarchical relations (i.e. users and 
professionals sharing decisions and responsibility). Proponents suggest that delivering public 
services in such a way not only has the potential to enhance the effectiveness of services 
but also challenge dependency on statutory services as citizens develop social networks and 
galvanize resources from the local community.  
 
A.2.iii Co-production of knowledge 
 
Science and technology studies 
The co-production of knowledge is often associated with the work of Science and 
Technology Studies theorist Sheila Jasanoff (2004). Jasanoff uses the concept of co-
production to describe how society and science shape each other; in other words the ways 
in which scientific knowledge shapes and is shaped by the social, economic and political 
environment it is situated in. This perspective shifts attention towards the various elements 
and relations that constitute the knowledge production process, thereby opening up 
possibilities for broadening the range of methodologies and knowledge forms that are seen 
as valid.  The proclaimed rise of Mode 2 knowledge production (Gibbons et al. 1994; 
Nowotny et al., 2001) which signifies a move away from ‘pure’ discipline-based research 
(Mode 1) towards more interdisciplinary, collaborative and application-focused forms of 
science needs to be understood in relation to this context. In literature relating to Mode 2 
the use of the term co-production is often descriptive; it is used to describe academics 
collaborating with non-academics in the knowledge production process. Some strands of 
literature take on a more normative tone, promoting such collaborative working as a way to 
conduct relevant and useful science. Across the different strands of literature, the types of 
practices and relations that are in seen to constitute co-production vary widely, ranging from 
consultations to participatory research to general partnerships between institutions. Co-
production in this sense doesn’t denote a singular method or methodology. Rather it refers 
to a generative process that can include various forms of interactions between academics 
and non-academics. 
 
Participatory research  
Participatory research (or what is also often referred to as collaborative research) is an 
orientation to inquiry that seeks to plan and conduct research with those who are being 
researched. It thus denotes a collaborative process of knowledge production where the 
people in the field under study are enrolled as co-producers of knowledge. A wide range of 
methodologies can be classed as participatory research. Some of the most notable ones 
include co-operative inquiry which is rooted in the work of humanist psychologist John 
Heron (1996); participatory action research which builds on the work of social psychologist 
Kurt Lewin (Greenwood and Levin, 1998) and had has been particularly influential in the 
field of community development (Hall, 2005); and collaborative ethnography which has been 
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promoted by anthropologists such as Luke Eric Lassiter (2005). These all have their own 
distinctive histories, language and associated methods; they thus vary in how they enact co-
production. However, it’s possible to identify a number of key and common features:  
 

• Reconfiguring knowledge hierarchies: participatory research values the contributions 
of ‘lay’ people and challenges the privileging of professional expertise.  

• Rebalancing power relations: by working with research participants in an interactive 
rather than an extractive fashion, participatory research seeks to diminish the 
exploitative and objectifying dynamics of research. 

• Transforming lives: participatory research (particularly action research) aims to 
produce knowledge that empowers the lives of the actors in the field under study. 

• Reflexivity: participatory research emphasises the importance of reflecting on the 
knowledge production process and the relations between participants, researchers 
and the research itself.   

 
UK research funders  
Reflecting concerns about a ‘relevance gap’ and research ‘impact’, in recent years co-
production has caught the attention of research funders in the UK. Co-production here is 
often framed as a way to produce knowledge that is relevant and useable and thus 
translates into benefits for society and the economy. Much of the interest has come from 
funders of social science and arts and humanities research.  One notable project is the AHRC 
funded Towards co-production in research with communities (Durose et al. 2011). While the 
authors don’t offer a precise definition, they intimate co-production is about challenging 
unequal power relations and democratising the process of knowledge production process. 
Through reviewing previous literature (much of it based on participatory research), the 
authors expand on this by exploring conceptual and practical tools for delivering co-
production. Key features include:  
 

• Presence: countering power imbalances by giving marginalised groups ‘presence’.  
• Interactive knowledge production: developing a space where different perspectives, 

including those based on lived experiences, are valued and jointly produce 
knowledge.  

• Transformative research: altering the social conditions of those being ‘researched’. 
• Public value: being accountable to the public and doing research that is relevant and 

of public value. 
• Reflexivity: reflecting on how subjectivities and relations between researchers and 

participants shape the knowledge production process. 
• Beyond text: using visual methods to undertake and disseminate research. 

 
One other notable project is the ESRC-funded Knowledge That Matters: Realising the 
Potential of Co-production- a collaborative research programme based on key stakeholder 
interviews, a workshop and 6 pilot projects (Campbell and Vanderhoven, 2016). Taking their 
cue from the traditions of participatory research, the authors state ‘co-production between 
academic and non-academic communities assumes mutual respect, no hierarchy of 
knowledge forms, fluid and permeable disciplinary and professional boundaries, and a 
normative concern with action, not simply a focus on systematic analysis’ (ibid: 12).  They 
move on to note that co-production contrasts with more traditional forms of research that 
position non-academics as research subjects or as commissioners and recipients of research. 
Thus:  
 

Co-production re-defines relationships between research participants from being 
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essentially extractive or transactional to being interactive, where the boundaries 
between the academic and non-academic become increasingly blurred. Research 
therefore is a collaborative, iterative process of shared learning, rather than 
distanced and linear; hence research is undertaken with people rather than on 
people. This suggests that co-production can help to democratise the research 
process and in turn lead to socially just change. (ibid: 12). 

 
In referencing the distinction between Mode 1 and Mode 2 knowledge production, the 
authors situate co-production in relation to broader questions about the nature of 
scholarship. Here they suggest that co-production challenges the distinctions between ‘pure’ 
and ‘applied’ research, claiming that co-production offers the potential to generate both 
intellectual insight and public benefit.  
 
 
Reflecting the ESRC’s interest in co-production, there’s a growing body of literature that 
focuses on co-production in relation to social science research. A themed issue of Public 
Money and Management, for instance, looks at the politics of co-produced research (Orr and 
Bennett, 2010). What is noticeable is how contributors define co-production in different 
 ways. Martin (2010) offers a rather broad definition, outlining 5 different types of co-
production: 1) practitioners as informants; 2) practitioners as recipients; 3) practitioners as 
endorsers; 4) practitioners as commissioners 5) practitioners as co-researchers. Other 
contributors adopt a narrower definition and exclude Martin’s type 1 and type 2.  
 
 
Health research 
Co-production has also caught the attention of health researchers. Rather than denoting an 
overarching approach to research, here the term is often (quite loosely) used to describe the 
involvement of patients and/or practitioners in the design of a research tool (e.g. outcome 
measures, questionnaire). Some researchers have attempted to develop and apply the term 
in a more consistent and theoretically-underpinned way. Gillard et al. (2012), for instance, 
apply the term to reflect on qualitative data analysis undertaken as part of a mental health 
study. To do so they develop a definition of co-production by drawing on the work of 
theorists who have been influential in developing the terms Mode 1 and Mode 2 (Gibbons et 
al., 1994; Nowotny et al., 2001). They suggest that co-production is characterised by: 
 

o A move away from academically led research institutionalized within the university 
o A trans disciplinary approach involving a range of scientific and non-scientific 

expertise 
o Non-hierarchical, heterogeneously organized forms of undertaking research 
o An increasing reflexivity and social accountability of knowledge production 
o A challenge to what is counted as “good science” (Gillard et al., 2012: 1132) 

 
Heaton et al. (2016) offer a somewhat different conceptualisation. Using co-production as a 
way to understand the collaborative processes of knowledge creation and transition at a 
Collaborations for Leadership in Applied Health Research Care, they instead draw on recent 
literature in relation to public service form. They discerned five core elements from the 
literature: 
 

o Users are regarded as active agents and not merely passive subjects or recipients of 
services   
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o There is greater equality in the relations between users and professionals, with 
services becoming more user driven and users’ knowledge and experience being 
valued on a par with that of professionals.   

o Service users and professionals recognise that they can achieve more by working 
together than they can apart; both also find their relationship to be reciprocal and 
mutually beneficial.  

o Users’ increased participation transforms the ways in which public services are 
designed and delivered, developing capacity for users’ present and emerging needs 
to be met. 

o The participation of users in the co-production of services is encouraged and 
facilitated by networks and organisations that support their involvement (although it 
is recognised that it is people, not systems, who create change). (Heaton at al., 
2016: 3) 
 

A.2.iv Varied concepts and practices 
The bodies of literature outlined above reveal the multiple and differing ways co-production 
has been defined and applied. These differences relate to a number of dimensions. Perhaps 
the most obvious variation relates to what is being co-produced. As the two main strands of 
literature show, a distinction can be drawn between the co-production of public services and 
the co-production of knowledge. And within these two strands the focus of what is co-
produced varies further. For instance, the co-production of public services can entail the 
design of the service, the value of the service for users, the generation of social capital, the 
functioning of a public service system and the functioning of society more widely. Such 
differences regarding what is being co-produced are tied to differences about who is co-
producing and the level of analysis at play. Among others, co-production can refer to the 
relationships between professionals and citizens, between professionals and professionals, 
and between citizens and citizens. And these relations can operate at various levels including 
the individual, organisational, community and systemic. 
 
There are also differences between perspectives that focus on ‘intrinsic’ co-production and 
those that focus on ‘active’ co-production. While some focus on the inherent and passive 
ways different actors come together and contribute to generative processes, others are 
primarily concerned with the orchestration of active co-production achieved through the 
development of new mechanisms, processes and structures. These differences point to 
another important distinction between perspectives of co-production; namely the distinction 
between those that are descriptive and analytical and those that are prescriptive and 
normative. While these often feed into each other, we can see marked differences between 
the various bodies of literature according to these different perspectives. In particular, 
whereas much of literature relating to scientific knowledge applies the concept of co-
production to analyse and describe processes of knowledge production, much of the recent 
literature relating to UK public service reform applies the concept to prescribe a model for 
designing and delivering public services. 
 
Differences at the conceptual level are compounded by variation at the practice level. 
Studies (e.g. Flinders et al. 2016) relating to the recent policy focus on co-production in the 
UK have highlighted how there is often a ‘theory – reality gap’; that is to say what is 
prescribed and expected by policy makers and others interested in promoting co-production 
is not reflected in how it is implemented by those on the ground doing co-production. 
Central to understanding this gap is the extent to which co-production has been lauded as a 
normative good and has become a buzzword. It has been shown that this elevated status 
has led professionals to feel compelled to enact co-production. The practice of co-production 
can thus often amount to little more than impression management and surface-level 
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gestures as professionals merely perform co-production to meet expectations and impress 
others. Another consequence is that the concept takes on new meanings and ambiguities as 
people from different disciplines and fields bring their own interpretations of co-production 
and apply the term to different activities. These factors, which can be seen to be adding to 
the confusion surrounding the meaning of co-production, also need to be understood in 
relation to the challenges of doing co-production. Flinders et al. (2016), for instance, 
suggest the institutional structures and conventional research practices that characterise 
academia limit and complicate the notion of equal and collaborative relationships. In other 
words, what is prescribed and expected is very difficult to implement given the context 
within which researchers work.  
 
A.2.v How PPI relates to co-production 
 
The diverse and contested nature of co-production (and indeed PPI) complicates attempts to 
draw comparisons between PPI and co-production. Any similarity or difference that can be 
identified depends on the body of literature and the particular definition that is being 
referred to. The distinction between UK public service reform literature and science and 
technology studies literature offers a useful case in point. If we look towards prominent 
understandings of co-production found in UK public service reform literature, it could be said 
that co-production puts a greater emphasis on equal and reciprocal relationships compared 
to dominant representations and practices of PPI. However, if we compare PPI against the 
broader and less prescriptive notions of co-production found in science and technology 
studies, such differences and points of emphasis don’t hold up. Rather, we see PPI 
subsuming into co-production. Put another way: PPI constitutes a form of co-production.  
 
These complexities highlight the importance of recognising and clearly outlining how an 
understanding of co-production developed by INVOLVE fits in relation to existing definitions 
and applications. Conceptual roots and reference points as well as specificities relating to 
function and definitional distinctions need to be acknowledged and made clear. The need to 
do so is all the more apparent in light of the confusion caused by the recent stretching of 
the term and the fact that many health researchers have an understanding of co-production 
which stems from and is shaped by their field and disciplinary outlook.  
 
The complexities surrounding the varied and slippery nature of co-production also mean that 
the similarities and differences between co-production and PPI outlined below shouldn’t be 
read as an account of how things really are or should be. Rather they should be seen as 
provocations or heuristic tools that encourage reflection on the relationship between co-
production and PPI and incite us to think about ways of evolving and advancing the concept 
and practise of PPI.  
 
A.2.vi Similarities and convergences? 
 
1. Broadly speaking, both co-production and PPI are about generative processes that 

involve interactions between different actors (actors who bring different perspectives, 
values, knowledge forms and so on). 

 
2. Co-production and PPI share a concern with reconfiguring hierarchical relations between 

narrow groupings of professionals and a broader public. Likewise they are both 
concerned with broadening understandings of what constitutes ‘expertise’ and valid 
knowledge forms. 
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3. Discourse of co-production and PPI both position non-professionals as active 
contributors rather than passive recipients. 
 

4. Normative framings of co-production are underpinned by similar rationales to those 
which drive PPI. This reveals a shared mix and blend of pragmatic and ideological 
motives including a) the belief that people effected by an issue have a right to take part 
in decision-making processes relating to that issue and b) the notion that the 
involvement of non-professionals or non-academics (i.e. those who possess experiential 
knowledge) can enhance the relevance and effectiveness of processes and outputs.  

 
A.2.vii Differences and divergences?  
 
1. Co-production is an approach to research which underpins the way a study is designed 

and conducted; it’s not an additional component or layer that can be added into a 
research methodology.  

 
2. Co-production demands a radical shift in power relations. Much of the literature relating 

to public service reform talks about establishing equal partnerships between citizens and 
professionals. Also reflecting attempts to reconfigure power relations, literature on 
participatory research emphasises the importance of working with research participants 
in an interactive rather than extractive way (i.e. research participants being involved in 
designing and carrying out the research). This approach jars with dominant 
representations and practices of PPI which tend to draw a clear distinction between 
research participants and patients / members of the public involved in designing and 
carrying out research.   

 
3. Points one and two suggest that co-production requires a more fundamental change in 

the way research and PPI is carried out compared to how the common notions of 
‘consultation’ and ‘collaboration’ are often conceived and implemented. Co-production 
also differs from the ways in which user controlled / user-led research is often promoted 
and practised. While these modes of PPI emphasise the control and dominance of 
service users, co-production emphasises collaboration and dialogue between 
professionals and service users; it is this coming together of different perspectives and 
the exchange of ideas which is central to co-producing new knowledge.  

 
4. Co-production opens up possibilities for involving a wide range of stakeholders- not only 

those who inhabit a ‘lay’ position but also professionals who are knowledge users (i.e. 
policymakers and practitioners).  

 
5. Co-production brings a broader range of impacts to the fore, focusing not only on the 

impact of the research findings but also the outcomes derived from the research process 
itself and working collaboratively (e.g. expanded social networks and increased sense of 
self-efficacy).  

 
6. Involving different stakeholders in co-analysing research findings and making sense of 

the implications is central to co-production. This is promoted in relation to PPI but in 
practice it is often something which researchers control and dominate.  

 
7. Co-production emphasises the importance of reflecting on the knowledge production 

process and the relations between participants, researchers and the research itself. This 
demands a flexible research approach as assumptions are challenged and new lines of 
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inquiry emerge. The extent to which these features prevail in the field of applied health 
research is questionable.  
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Part B. The interviews  

B.1 Aim  

To capture the experiences of professional and public researchers4 who have recently been 
involved in conducting co-produced research in order to gain a ‘pragmatic’ understanding of 
co-production in research. 

B.2 Specific objectives: 

• To explore the rationale for choosing a co-production approach 
• To find out what terminology and labels are used to describe co-production 
• To understand how co-production has been applied in practice within different types 

of research and describe the various characteristics 
• To identify any key processes and/or milestones in conducting co-produced research 
• To detail the support and resources specifically required for co-produced report 
• To understand the perceived benefits and challenges of conducting co-produced 

research 
• To listen to individual experiences and lessons learned 
• To explore views and ideas about the principles of delivering research using co 

production 
 

B.3. Approach  

Twenty semi-structured interviews were conducted with thirteen academic researchers and 
seven public partners involved in fifteen NIHR, or other national peer reviewed funded, 
research projects (see Appendix for list of projects).  
 
Projects and researchers were identified by various routes, including via INVOLVE and RDS 
national and regional networks and contacts emerging from the literature review. All the 
projects included were either nominated via the INVOLVE Task Group members as potential 
examples of ‘co-production’ or were offered as examples of co-production by researchers 
themselves. It was a deliberate strategy to not provide a definition of co-production, as we 
wished to understand how this term was interpreted and applied in practice.  Given the 
short timescales and resources available for this project, a pragmatic approach to sampling 
was adopted. However, an attempt was made to ensure a good mix of different types of 
research, clinical topics and geographical locations. 
  
Interviews were conducted via phone or video using an interview framework informed by 
the objectives above and emergent themes from the round table discussion5. The interview 
framework we used was developed with public members of the task group. The interviews 

4 ‘Public partner’ is the term we are using in this document to describe non academic researchers including 
people who referred to themselves as service user researchers, patient representatives, public contributors 
etc. 
5 INVOLVE Co Production Round Table Discussion 
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were recorded and transcribed verbatim. A broad brush thematic analysis was performed 
and this report summarises the key themes and issues that emerged. 
 
B.4 Emergent Themes 
 
B.4.i The language of co-production 

Co-production as applied to research is recognised as having “taken off as the new buzz 
word”. 

“It is very trendy at the moment to put the co prefix in front of everything”  
[Public partner B] 

The researchers who appeared most fluent with referring to the term ‘co-production’ were 
those who described their research as participatory action based research or asset based 
community enquiry.  

“I am using participatory methods and so most of it is co-production.”  
[Academic Researcher 4] 

Others when questioned about what they meant by co-production in research expressed 
some uncertainty and admitted that on reflection they did not have a clear definition. It did 
not appear to be a term that was used ‘normally’ by the public researchers and when 
questioned a couple of people suggested it is a term which applies more to other disciplines 
outside the field of health research such as the manufacturing industry or the creative arts. 

“It just feels as though we just keep reinventing the same thing and calling it something 
different and suddenly it’s become this magic thing...I’m not entirely clear in my mind 
whether co-production and PPI are just bits, sort of different bits on a spectrum or whether 
they are completely different things.” [Academic Researcher 3] 
 
“We’ve both come at it with a slightly different perspective of what true co-production 
means in inverted commas, um and that’s why it’s an interesting subject, because people 
have got a different interpretation of it, it hasn’t been clearly defined and particularly in the 
research community” [Academic Researcher 5] 
 
“I like the term joint better than co-production...co-production sounds old fashioned, like a 
movie, I prefer joint production” [Public partner C] 

There was a suggestion that perhaps the language of co-production was being borrowed as 
a way of making PPI appear more interesting and appealing to funders. 
 
“I am supportive of PPI, I am completely, that is absolutely fine, I think the language has 
got a bit tired and it has just got a bit inward looking, circular and co-production, co-design, 
I would say this, seem to be much more exciting places to be working and talking about 
than PPI and so bringing them together I am quite resistant” [Academic Researcher 2] 
 
“Just re-inventing PPI and calling it something different so it becomes this magic thing” 
[Academic Researcher 3] 

B.4.ii Co-production as Patient Public Involvement (PPI) 

There were excellent examples of PPI integrated throughout research plans and involvement 
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across many different activities, including: research design, management, data collection, 
analysis, reporting and dissemination.  Everyone interviewed also expressed a great sense of 
pride and commitment and were clearly dedicated to promoting very active involvement 
mainly using collaborative approaches to PPI rather than more consultation-based exercises. 

Some people described co-production as a form of PPI that involves a lot of collaboration 
and that it is the gold standard of PPI. 

“It’s collaboration, I feel happier saying I belong to a collaboration rather than co-
production” [Public Partner B] 

“PPI should strive towards co-production, most PPI is evaluating and not actually 
developing” [Academic Researcher 7] 

Others who had experience and knowledge of co-production methodology from other fields 
outside of health research were more cynical about the relationship between PPI and co-
production. 

“I struggle with this notion of co-production and PPI...I have this nagging question at the 
back of my mind around the way in which co-production is kind of being applied to 
everything now and so let’s apply it to PPI um, and I don’t, it doesn’t quite fit with how I 
conceptualise it...it seems to me that co-production is really radical...it is really challenging, 
it is transformational and you just worry that the word is getting denuded of meaning.” 
[Academic Researcher 2] 

A couple of researchers suggested that PPI has become too ‘safe’ and ‘normalised’ within 
mainstream research culture and that co-production represents a more radical methodology 
which has the potential to transform research.  
 
“I think PPI has become sort of mainstream and for me co-production is, if it’s not radical 
then there is nothing to it, it’s the radical element of bringing service users, provider 
together to shape the delivery of services...PPI I think has lost its edge and some of the 
really good work around co-production is much more radical than that. ”   
[Academic Researcher 2] 
 
“PPI is structured and pre-existing people are added to it and given training to fit academic 
structure …Co-production is different structures bringing together different communities... 
PPI is actually a different thing, to me it’s not always participatory...if you think of the ladder 
of participation, um PPI can be used on a consulting level quite often...but that doesn’t 
necessarily mean patients are involved and co-producing ...I’m not sure whether co-
production actually does fit within PPI?” [Academic Researcher 4] 
 
Co-production requires a different way of doing research and, as a couple of researchers 
have learned, it doesn’t necessarily work if not embraced fully and integrated fully into the 
research plan. 

“y’know you’re learning all along, I was so worried, the study basically sucks so much 
energy out of all of us, it was a very complicated study um and co-production and patient 
and public involvement in research take a lot of time, um, we decided at, at points in the 
study, we just couldn’t do it, we just put our hands up and said we just couldn’t do it, it 
wasn’t working, so we just weren’t going to do that at that stage but by the time we got to 
the end I said we’ve absolutely got to have PPI, we’ve got to work in a different way, and so 
what we did is something quite innovative” [Academic Researcher 5] 
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“I think it can be in all research but it requires a lot more time and a different type of 
research design and funding....I think in co-production you need to have research design 
that are more constructivist...that will allow interpretation that are not just about 
standardised tools. “ [Academic Researcher 7] 

B.4.iii Equal Power Relations 

Equal power for patient partners with other members of the research team was noted as the 
foremost principle of co-production. 

“The whole point about co-production is you’ve got to work with equal and reciprocal 
relationships.... one of the principles of co-production is the sharing of power and if you do 
not share power, you are not doing co-production, I think it’s an absolutely fundamental 
thing, it’s about equality” [Academic Researcher 5] 

Equal power underpins the principles of working in partnership and having an “equal seat at 
the table”.  

“They are very much part of the management group, they’re not seen as separate and their 
opinions are valued as highly as any of the other members of the programme management 
group” [Academic Researcher 2] 

“I always think of co-production projects as being a lot more driven by patients .... so we 
have [patient partner] being very much that sort of patient partner who’s been involved in 
everything but then we involve other people in a more adhoc way through surveys or online 
discussion groups.... whereas I think of co-production as being more driven and more equal 
in terms of numbers so I guess like a priority setting partnership...I think of this as more co-
produced because on the steering group we try and get equal numbers of patients and 
health professionals.” [Academic Researcher 3] 

Everyone talked about the challenges to achieving more equality in the context of the 
traditional culture of academic science where the norm has been for formal and hierarchical 
relationships.  

“But that piece of work, again, got me thinking about what does it mean in terms of 
research, because research is so hierarchical, y’know you’ve got the kingpin at the top, he or 
she and then you’ve got all the little minions down the bottom doing their research, and it 
doesn’t matter whether you are a service user or not, in your researcher position, you’re 
kind of feeling, you’re looking up and you’re a bit frightened and you’re a bit intimidated and 
you’re thinking how am I ever going to get to the top of the tree?  Do you know what I 
mean?  It’s a very hierarchical environment to work in so when you then introduce um co-
production into it, it’s really difficult I think” [Academic Researcher 5] 

“I find it very, very challenging, working in systems where people say that they want to 
work, like involve patients or the public or carers or however they want to be framed, but 
they don’t really want to work differently, they kind of like the idea and they think it will add 
value and they get that and they quite enjoy but they actually don’t really want to work that 
differently ...I’d come back to, the essence of it is about power sharing and it’s about doing 
things differently.” [Academic Researcher 5] 

Academic careers are built upon the acquisition of formal qualifications, expertise and peer 
reviewed publications and it is clear from the public partners interviewed that it is difficult to 
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establish an equal footing.  

 “Very difficult to say that as a patient you have equal weight with researchers – we make a 
good contribution but I am not sure it is equal …the researcher is accountable and we make 
a voluntary contribution.” [Public partner D] 

“I think it is fair to say I felt pretty nervous, um because obviously the power differential 
was huge…he was someone in considerable power and I was someone who didn’t have that 
sort of feeling…I remember feeling very anxious…it took a while before we really established 
a relationship where we were on much more of an equal footing.”  
[Public partner A] 

Most of the researchers and patient partners described how they were consciously taking 
steps to re-dress the power relations (see B.4x Ways Of Working). 

“If you put yourself in the role of expert, you put other people in the role of not knowing 
and it changes the dynamics” [Academic Researcher 4] 

The impact was extremely positive for the patient partners who described how they had felt 
‘empowered’ by the confidence and trust that the researchers had demonstrated towards 
them. 

“Well he said, ‘you could do a review’...’no, I’m not a scientist or a doctor what are you 
talking about?’, he said, ‘no well it doesn’t work like that, it’s a group of people who bring 
different skills…. you already have a massive amount of information about the disease, 
probably more than the actual [specialist] ….so you could have at least three of four people 
working together but you would be the lead’ and I thought ‘what?’.... I thought about it and 
then I got very excited, I thought well maybe I could do this…” [Public partner B] 

“She empowered me by giving me more responsibility, put me in all sorts of situations and 
took me to all sorts of events.” [Public partner A] 

B.4.iv   Genuine and reciprocal relationships 

Establishing strong and reciprocal relationships from the outset was another key 
characteristic that enabled the levelling of the power dynamics. The importance of 
establishing this from the earliest point was highlighted. 

“So the first thing that I did was build relationships...because why should people want me to 
help them evaluate things unless there is some credibility or trust there...so there were 
various bits of work and pieces of information and technical support that I offered freely. ….. 
It’s really important to start out with that reciprocal relationship at the very beginning so 
that means before we apply for funding…. we make sure that people that want to apply for 
funding are involved on an equal basis in designing the funding application, we all identify 
our skills “ [Academic Researcher 4] 

“So I think you have much more buy-in, involvement, satisfaction, all those things, if you’ve 
actually either identified a topic or you’ve very much helped to shape the nature of the 
research.” [Public partner A] 

Allowing sufficient time and commitment for building strong and meaningful relationships 
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was one of the key mechanisms for shifting and smoothing the traditional power relations in 
the research team.  

“At the beginning it starts by people identifying what they know and what they don’t 
know...before we realise it, we end up working a lot of our working lives in a position where 
we are telling other people what the important information is and it’s very hard for 
academics to get away from doing that…. from a co-production point of view, right away 
that skews the relationship because if I do that, I’m coming in as the expert ... it’s really 
important that we start by defining what we can share and what we know across the 
group….so it doesn’t end up kind of one sided and it should build from there.”  
[Academic Researcher 4] 

A measure of success in co-production is the quality of the relationships, how much time 
people spend together and whether they last beyond the project.  

“A sign of success is do people spend enough time with each other so that they can start to 
look at issues through the lens of the other person, and that’s what you’re aiming for.” 
[Academic Researcher 5] 

Strong relationships grounded in mutual respect and understanding was described as 
important for enabling people to see from different and new perspectives – “Through the 
lenses of another person”.  Interviewees stressed that relationships must be genuine and 
reciprocal and this takes time and a commitment on both sides to share personal details and 
allow space and time for social interactions beyond formal work environments. 

“Talking to people and listening to them and their projects, … their experiences ...we would 
do a sort of a, a brief, a debriefing in my car. My car became my mobile office, um I would 
see them before the interview, I would see them after the interview and we would talk 
through any issues they might be having...we’ve got quite close...they do inspire me 
through their enthusiasm” [Academic Researcher 1] 

“Sharing your view, honestly and openly with people ...the reason people might not want to 
do it is they feel threatened, but the whole point about co-production is you’ve got to work 
with equal and reciprocal relationships and how do you do that in research when people’s 
experience …isn’t equal and reciprocal relationships…you have to take your professional hat 
off and share a bit of yourself…Ivory tower has to go and meet the people”  
[Academic Researcher 5] 

The little details really count and patient partners very much noticed and appreciated these. 
These gestures helped them to feel more included and valued which inspired their 
confidence to open up and contribute their stories of lived experience more actively.  

“He really worked hard to understand our stories and what was driving us”  
[Public partner B] 

“She didn’t stand on ceremony and she invited me into her house on a number of 
occasions.” [Public partner A] 

Creating a community of support was seen as a key characteristic of co-production. 

“I think a sense of community of support is actually quite important so rather than content it 
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is this sense do they genuinely feel that they are a real partner.” [Academic Researcher 3] 

Researchers shared the rewards of developing such close relationships and in some cases 
the additional pressure that this emotional investment could have. 

“It was having time to build that group, although I didn’t consciously do it, because I was so 
involved with getting all the paperwork done, doing the research project. I was not only the 
PI but I was also the lead researcher so there’s a lot of work to do.”  
[Academic Researcher 1] 

It was noted that personalities, interpersonal skills and previous experiences do impact upon 
how easy this is to do in practice for both researchers and patient partners. Some 
researchers who also have lived experience in the condition expressed feeling especially 
vulnerable. And patient partners who were not accustomed to being treated as equal 
partners by professionals and expected they would be “talked down to” took time to adjust. 

 B.4.v Shared decision making 

Interviewees spoke of wanting to share all key decisions with patient partners from as early 
as possible in shaping the research priorities and question, designing the bid through to the 
dissemination.  

“If you put into your research proposal that you’re working co-productively, you are saying I 
am going to get to a point where we as a team agree and we will compromise until we do 
and I am responsible for that process, it doesn’t mean you panic and say right, I’m going to 
make all the decisions, you have to focus on the methodology and I think that’s the 
problem, it’s not really at the moment embedded as a methodology”  
[Academic Researcher 7] 

“If you are working co-productively, you really have to look for a consensus, if you can’t 
reach a consensus, you can’t kind of move forward, which is why it takes time, but it’s no 
point in running a co-production project and then saying but I am going to make all the 
decisions, because that is not co-production” [Academic Researcher 5] 

 “Co-production is acknowledging that every suggestion is important and they say which you 
would like to explore first, and again it is the principle of control so that the group decides 
which one they want to explore first…it’s a constant kind of interaction.”  
[Academic Researcher 8] 

Different levels and degrees of shared decision-making were described and there were 
different views about the justifications of when it is appropriate to share or not to share. 
Some administrative and academic decisions were considered out of remit or interest. 

“I think it should be right the way throughout, I think it’s, y’know as the NIHR diagrams and 
different reports show, it’s, it’s, it needs to be from the inception of the idea, which, and the 
commissioning of work, the monitoring of work, the development of work, the delivery of 
work, the communication of work, y’know and the implementation of the findings” 
[Academic Researcher 5] 

“Some meetings not relevant to them to attend, it is going to be ‘sciency”  
[Academic Researcher 7] 
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Sometimes choice was given about opting in and out of opportunities for shared decision 
making. 

“You have a voice in all decisions if we don’t understand the minutiae….it would devalue it 
just to say ‘Ok this is nothing to do with you this bit, you go and make yourself a cup of 
coffee while we discuss this and come back for item 2’. You know we are there all the time 
and we are free to make comment if we wish, we might even want to say ‘well what do you 
mean by….?” [Public partner C] 

“There are some programme management group meetings where there isn’t a lot they can 
say so I’m conscious of them sitting ...I said I don’t think there is anything that you’re gonna 
want to have to input into so if you’ve got something better to do then you know don’t feel 
you’ve got to come” [Academic Researcher 2] 

The importance of active listening to facilitate shared decision-making was highlighted and 
also other strategies such as letting the patients speak first and being mindful to hand the 
discussion back to them throughout.  

“letting go of control and really listening and letting patients speak first”  
(Academic Researcher 7) 

Some researchers raised the point that co-production calls for an impartial agenda and 
space and time to develop consensus. This presents a challenge for shared decision making 
within funding time lines and highly focussed research protocols. Researchers admitted that 
it is difficult to give up control when you feel pressurised. 

“And I think, the temptation, because grant applications are so competitive...and sometimes 
you just want to do it and you think it is going to take time … but we just work through that 
...I didn’t feel that I wanted to cut them out of certain things because I knew they wanted 
to be involved” [Academic Researcher 1] 

One mental health researcher said that consideration needs to be given to the bias that all 
members of the team, not only patient partners, bring to the table which could impact upon 
the decisions being made upon a level playing field. 

“We need to be thinking about the different bias we might be bringing into to the study…. 
we’re asking all of the team, all of the co-applicant team, to reflect on their view of the 
topic...cos the topic we’re researching is something that some of them have got personal 
experience of as clinicians [and lived experience]…before we start” [Academic Researcher 5] 

The importance of preparation and ground rules to facilitate shared decision-making was 
promoted. 

“Get everyone around the table with a blank sheet …No decisions outside of the room and 
ground rules for listening to each other.” [Academic Researcher 8] 

B.4.vi    Respect for individual assets and embracing diversity 

The importance and value of involving a wide range of different perspectives, experiences 
and backgrounds was underlined as a key principle of co-production. To different degrees, 
researchers described the efforts they made to be open and inclusive and to engage with 
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people with the relevant lived experience.   

“Another important thing about co-production is to make sure that we have diverse points of 
view represented and we have so many different skills and areas of knowledge in this group, 
it’s great, but are there any that are missing?” [Academic Researcher 4] 

“Need all stakeholders and to be careful not to miss a voice out” [Academic Researcher 5] 

“We are open and inclusive toward people that get involved in our study, so we wouldn’t put 
limits on you have to have a degree, or a certain level of education, ours is more about 
experience.” [Academic Researcher 6] 

Due to the evolving nature of co-production it is not always easy to know in advance who all 
the relevant stakeholders are that need to be involved and this can create a conflict with the 
commitment to involving people as early as possible. 

“Important to get the right people although difficult to know at the start, you tend to involve 
in a low key way and then people bubble to the top” [Academic Researcher 3] 

A great emphasis was placed on the value that different people bring to the team and about 
being explicit about this. 

“If you value what they have to offer, they come up with the goods” [Academic Researcher 
7] 

As discussed in sections above, the importance of promoting equality by ensuring 
appropriate access to enable full involvement was underlined. 

“Adapting tasks to skills and competencies, it is a hollow gesture if you don’t do that.” 
[Academic Researcher 6] 

It was pointed out by a couple of researchers that co-production involves a wide range of 
stakeholders, not just patients and the public. Some researchers referred to this as “the 
tripartite voice of academics, practitioners and patients.” 

“You’ve got the staff and the people that are basically working in the services, particularly in 
terms of health services research, which is what I do, and then you’ve got the clinicians, and 
then you’ve got the researchers, and they all bring different skills and assets to the 
team...we co-produced the study, the idea of the study, between academics and service 
users um but I think a lot of research misses out the practitioner element”  
[Academic Researcher 5] 

“Co-production is wider than that because co-production as I said is this, it’s often this tri-
part voice of um that group, the clinicians, the practitioners, um who are another really 
important part of that triangle of care and the scientists” [Academic Researcher 4] 

A number of researchers referred to the importance of explicitly acknowledging the value of 
different types of knowledge, including that from lived experience, that people bring which 
they considered to be a fundamental aspect of co-production that challenges the status of 
academic knowledge. 
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“It’s about acknowledging that everyone around the table has got expertise, different 
expertise, but it’s all valuable and none of its more important than the other and that’s 
where I think it gets difficult in research, cos research...doesn’t look like that, it looks like 
y’know I, I’ve got this status and I’ve done all these years training and how can you just 
come in off the street and think you can add value to my study, you get that attitude 
sometimes, you get that feeling that people don’t see somebody in an equal role.” 
[Academic Researcher 5] 

B.4.vii   Honesty, openness and transparency  

This was considered a very important principle of co-production and underpins the integrity 
and trust of the relationships.  

“It’s about being safe enough in a group to say what you don’t know”.  
[Academic Researcher 6] 

Some researchers found it uncomfortable to be open and transparent about the challenges 
of the co-production process and struggled with a need to ‘protect’ patient partners from 
some of the difficulties associated with funding outcomes, timelines, research and HR 
bureaucracy and procedures.  

“We had to put our hands up and say we couldn’t do it” and ask for help  
[Academic researcher 5] 

It was considered essential to work within a “spirit of openness” and to be as explicit about 
everything as possible. This extended to asking all members of the research team to mirror 
this in their own communications and actions. 

“Always be open about problems and see what they have to say "[Academic Researchers 1] 

“But also being open so that you can allow new things to emerge that you weren’t 
expecting” [Public partner Z] 

B.4.viii Employing a creative and flexible approach 

Researchers and patient partners remarked upon the flexibility and faith required for co-
production as “you never quite know where you are going to end up”. They talked about the 
organic and flexible nature of the decision making process and the different paths which 
needed to be explored in order to be true to the process and involvement of different 
perspectives. 

“Creative and emergent, never know where project will end up” [Academic Researcher 2] 

“Because as soon as you have a nice neat process that people know about before they come 
into the room, you are precluding opportunities for interaction, and that’s what co-
production is, it’s interacting” [Academic researcher 4] 

“Doing research differently…Co-production comes from a different place”  
[Academic Researcher 1]  

“It seems to me that co-production is really radical, it’s really challenging, it’s 
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transformational.” [Academic Researcher 7] 

For some researchers this was exciting and they felt they were pushing the boundaries of 
traditional research and were learning new skills along the way. 

“You can push the barriers of method development forward and do research differently” 
[Academic Researcher 5] 

“Novel for me and for them” [Academic Researcher 8] 

 “Did not set out to develop patient reported outcome measures, they led us there!” 
[Academic Researcher 3] 

The challenges of conducting research in an organic and flexible way within existing 
research funding and ethics systems were recognised by many. In particular, having a 
sufficiently open ‘agenda’ or research plan to allow for creativity. 

“Difficult to leave things open when you write ethics you have to stipulate what you will do, 
it prevents good co-production” [Academic Researcher 1] 

“Being prepared to go down blind alleys and having space for iterations”  
[Academic Researcher 8] 

“It is always a challenge because as soon as you have got the funding, you want to just get 
on and do it. But we were very aware as we were putting the application through that we 
were really worried about the primary outcome. So it was our choice to do that driven by 
what the patients were saying. It was really nice that the ...funders were fully on board with 
us actually doing that and gave us time to be able to take time to do that before, whereas 
many funders will say no, you have the award letter now, you just need to get started.” 
[Academic Researcher 3] 

Breaking boundaries and experimenting with new ways of doing things in addition to 
challenging the status quo involves a certain degree of tenacity and bravery and researchers 
talked about working outside of their comfort zone. 

“Don’t be afraid” [Academic Researcher 8] 

“Flying by the seat of our pants” [Academic Researcher 1] 

 “Yes, which is a bit of scary thing because you wouldn’t normally start with a whole new 
un-validated outcome, primary outcome, so we took a whole year out actually before the….. 
grant started we need to sort this out and we did a lot of work to develop and validate 
that.” [Academic Researcher 3] 

“Lots of balls in the air ...trying to keep everyone involved” [Academic Researcher 3] 

B.4.ix Joint production of knowledge and perceived benefits  

Most of the projects included patient partners as co-researchers involved in the gathering, 
analysing, reporting and disseminating of research evidence. Involvement in the 
management of the research on its own without involvement in the joint production of the 
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research knowledge was not generally considered as co-production.  

“You can have lay-creation throughout the whole system” [Academic Researcher 11] 

“We do have patients listening to early findings in research…interpreting the data with 
us…then we say how to get them into practice.” [Academic Researcher 13] 

“We’ve got a knowledge broker who’s a lay member…taking that knowledge and being the 
person between the researchers, the practitioners and the patients.”  
[Academic Researcher 10] 

For a couple of researchers this went one stage further with patient partners involved in the 
joint implementation and delivery of services. 

“For me it can’t be co-production unless you get to that final point that the service users and 
staff are sharing in the delivery of services…there has to be some change to the delivery of 
services as part of a co-production project... I think there is a difference in the end point…so 
in true co-production users of public services will be involved in helping delivery as well.” 
[Academic Researcher 1] 

 “I think what was really interesting is that it was the first time we’d worked in this particular 
way, of basically giving people carte blanche to go and have a look at the data and think 
about what they found write it up and then we try to integrate it into our finding, and the 
project that went on from that” [Academic Researcher 5] 

A number of the patient partners talked at length about their involvement as co-researchers 
and about the impact this had upon their sense of self-worth and confidence. 

“Well sometimes I feel it happened to somebody else, it feels very unreal sometimes my life 
and as a result of all the work I’ve done for … over the years…I got an MBE…I get quite 
emotional about that because I can’t believe it’s happened to me…none of this was in my 
wildest dreams…I didn’t think with this disease that I would meet anyone interested in me.” 
[Public partner B] 

 “Personally when I left work I just felt completely bereft, I mean I left my briefcase by the 
door for about a year and a half until my husband got fed-up with falling over it, he said 
‘what are you waiting for?’…all my shelf life had gone…I felt quite low…it was like a godsend 
because it gave me back some value, self-esteem, I felt I was making a contribution to 
society again.” [Public partner C] 

“I could only speak to about 10 people, I used to physically shake like a leaf so the whole 
journey has been one of confidence building…and that type of reward really.”  
[Public partner A] 

There were also positive impacts that the researchers claimed to benefit from. 

“It’s quite time consuming but we learned so much, we got so much out of it, we really did.” 
[Academic Researcher 1] 
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B.4.x Ways of working 

Researchers and patient partners consciously invested time and effort in cultivating a more 
‘level playing field’ where different types of knowledge and experience could be awarded 
equal value.  There were various examples of this, some of which are listed below. 

Getting to know each other 

As previously described co-production flourishes when it comes from a platform built upon 
genuine and mutual relationships. The researchers and public partners all appreciated that 
this involved interacting in a more informal and personal way with all parties committing to 
sharing personal details as a way of building trust and getting to know each other.  

“In order for co-production to work really well, you absolutely have to get to know each 
other as people, and you can’t just sit in a room and wear your professional hat, you have to 
actually take that hat off and share a bit of yourself, so the, one of the projects we did, is 
first we went round the room and everybody shared a little bit about their interests, so 
somebody said I like going running and somebody else said I like knitting and somebody 
else said y’know they used to play in a band but it’s, I mean obviously people share what 
they want to share and y’know you’re not asking for a life history but by sharing something, 
it puts people in a little bit of a different place than they’re the GP or y’know the professor of 
psychiatry um and it really does change the dynamics I think of the group and helps open 
up other conversations of interest...” [Academic Researcher 5] 

“Really the only way to do co-production is to go in there and be there as a person, just like 
everybody else is in there as a person...and to be honest about the fact that you are feeling 
you’re way along together, and to trust each other.” [Academic Researcher 4] 

Preparing the ground and establishing ground rules 

People talked about the importance of being flexible and open to the organic direction that 
co-production can take. However, the researchers who appeared to have the most 
experience of working in this way stressed the importance of establishing ground rules and 
ways of working from the outset. Ground rules were said to be an important way of 
managing the whole team’s expectations and also to provide clarity about each other’s roles 
and responsibilities. Establishing and agreeing the ground rules needs to be a team activity 
and to involve all stakeholders and the process enables deeper understanding and 
appreciation of what assets each individual is able to bring to the project. The ground rules 
once agreed need to be revisited and reviewed as the project progresses to ensure they are 
still relevant and especially as new people join the team. 

“First of all we set the ground rules about how we want to be treating each other as a 
group, y’know fairness, respect, equity, listening that type of thing…we recorded all of those 
aims that people had…and made sure as we went along that some things were added to the 
plan to make sure that we got all the needs met so in a sense they are co-creating the 
agenda.” [Academic Researcher 4] 

“Early on we got a sense that not everybody was on the same page so we decided to write 
a ways of working document jointly and we sent it round the whole team so the economists, 
the statisticians, the trialists, everybody got an input into this document”  
[Academic Researcher 5] 
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Role descriptions and managing expectations 

Establishing role descriptions and managing expectations are good practice in public 
involvement and interviewees said that this is particularly so in co-production where the 
traditional hierarchies are challenged. This was clearly a challenging aspect of co-production 
which a number of the researchers and public partners admitted uncertainty about and 
there was quite a mix of views on roles and responsibilities relating to different stages of 
projects.  
 

“We didn’t think it was about equal power, it’s more about service users being positively 
assertive.” (Academic Researcher 7)  
 
“Treated the same as every other member of the research team, we had the same timelines 
and looked at everything, not just the bits to do with PPI.” [Service User Researcher C] 

“The challenge all the time is whether you are trying to turn patients into mini medics, in 
other words are you actually trying to make the patients conform to what, y’know what the 
researchers need, or are you adapting the research...y’know we are putting you in a totally 
alien environment and then asking your opinion, rather than, inclining to adapt our language 
and our culture and our aspirations to something that you can understand.”  
[Public partner D] 

“And I will say one of the first principles of co-production is that I’m an expert about one or 
two things, it doesn’t matter that I’m from a university, I am not an expert on everything.” 
[Academic Researcher 4] 

Facilitation techniques geared towards breaking down barriers 

Researchers talked about the value of working in an ‘embracing’ and ‘facilitative’ way. 
Unsurprisingly qualitative researchers and health professionals were more experienced and 
confident about working in this way. Public partners talked about their experience of such 
facilitation and the satisfaction when researchers really listened to their suggestions and 
took them on board. Good facilitation was seen as key to harnessing and exploiting the 
different assets of all the partners. 

“We try to facilitate environments and settings where people recognise that each other have 
unique knowledge and skills...And it’s important to create spaces where all sorts of different 
people can share their knowledge and their skills and learn from each other, hoping that if 
we do research with each other rather than to each other that we’ll end up with some kind 
of partnership synergy...where the whole is greater than the parts.”  
[Academic Researcher 4] 

“For me it starts by asking people what they don’t know and what they do know. And the 
reason I nudge for that is because…us academics are used to being people who tell people 
things…we’re used to teaching and sharing knowledge…it’s very hard for academics to get 
away from doing that…but from a co-production point of view that right away skews the 
relationship.” [Academic Researcher 4] 
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Wide support infrastructure 

Co-production requires a great deal of commitment and personal investment and whilst 
rewarding it can be demanding for everyone at times. Resilience and tenacity were qualities 
evident from what both the researchers and public partners shared. Some researchers 
talked about feeling isolated and stressed from what they saw as being in the middle of 
negotiating and managing relationships between their senior academics and public partners. 
They also gave examples of public partners being forced to withdraw involvement as a result 
of the bureaucracy and administration. What was clear was the benefit for both researchers 
and public partners of having a peer support network either within their organisation or 
community. This was also important to help support people in transitioning and moving on 
once projects ended. 

“It’s really hard to stand your ground, so I think that’s the other part of co-production, I 
don’t think we can pretend it’s easy, and it’s not easy for people on the coalface that are 
really trying to push it forward” [Academic Researcher 4] 

“We have salaried lay people who are in PPI co-ordinator roles and what they do is they, 
they’re supported to deliver our patient and public involvement to um our um research, so 
what they do is they, they look after um about 90 different lay members”  
[Academic Researcher 13] 

Role of ‘Guardian of the concept’  

Finally, this was a term which one of the researchers suggested to describe the role that is 
necessary to co-ordinate the co-production and broker relationships. It is good practice for 
someone in the research team to take the lead on the public involvement; in co-production 
this is seen as even more essential. Ideally it needs to be someone with experience and 
understanding of co-production who has the confidence to ensure everyone stands by the 
principles agreed. 

“I really feel you need somebody that’s championing sort of co-production ... somebody that 
takes on that role ... they have the expertise in it, I think it is an expert, it comes back to 
the issue, it is an expertise issue, it’s not just gonna happen on its own...you need 
somebody who really owns it and understands what it means and makes, helps make, helps 
people to work differently”  
[Academic Researcher 8] 

“Suppose I don’t think academics are particularly good at thinking through some of the sort 
of finer, finely tuned details of how to, and it’s not their fault, there isn’t, there aren’t lots of 
examples, y’know, and this is really tricky work and some of it is your, you’re balancing 
people’s personal needs” [Public partnerF] 
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Summary and conclusions (Part A & B) 

The findings presented in this report provide an overview of the various meanings and 
practices associated with co-production and how these relate to PPI in research. In doing so 
the report offers a resource that INVOLVE can draw on to establish whether and how the 
term co-production can help to evolve and advance PPI. As INVOLVE move on to take this 
work further, it should consider the following key points:  

• There is a great deal of interest in co-production in research and use of the terminology; 
however, when examined there is a lot of confusion. There is an appetite for more 
clarity, but nervousness/scepticism about the NIHR using co-production as the new gold 
standard for PPI. 
 

• When formulating and representing an NIHR understanding of co-production it is vital to 
recognise how it relates to other definitions and interpretations of co-production and 
PPI. Failing to do so could exacerbate conceptual confusion.  

 
• While the establishment of principles offers a way to provide conceptual clarity and to 

guide practice, it is important not to impose an overly prescriptive and narrow 
understanding of co-production. This could stifle creativity and lead to inappropriate 
practices and/or acts of impression management (especially if co-production is seen as 
the ‘gold-standard’ of PPI). 

 
• The systemic and cultural changes that are needed to create an environment that is 

conducive to co-production needs to be acknowledged. If not, there’s a danger of 
creating a theory-practice gap. For example:  
 
- training and support is needed for all, including Chief Investigators and sponsors 
responsible for projects using co-production. 
 
- NIHR & Ethics processes need to be flexed to accommodate the different relationships, 
roles and responsibilities and timelines needed for co-production. 
 
- Organisations hosting co-production need to pump prime resources to facilitate the 
building of relationships from the start. 
 

A huge thank you to everyone who participated in the interviews. 
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Part B: A few projects referred to in the interviews Funder 

MOSAICS 

https://www.spcr.nihr.ac.uk/PPI/rp/case-studies-final-november-website.pdf 

NIHR PGFAR 

PPI Feedback Cycle  

http://www.clahrc-eoe.nihr.ac.uk/2016/05/impact-patient-public-involvement-
ppi-completing-feedback-cycle/ 

CLAHRC 

MSK-HQ 
http://bmjopen.bmj.com/content/6/8/e012331 
 

Arthritis Research UK 

OPO252-PARE NIHR 

Hi-Light Home Interventions and Light therapy for the treatment of vitiligo 
http://www.nottingham.ac.uk/research/groups/cebd/projects/2vitiligo/vitiligo-
maintrial.aspx 

NIHR HTA 

Shared Decision Making in Psychiatric Medication & Management (The ShIMME 
study) 
http://journals.rcni.com/doi/abs/10.7748/mhp2014.05.17.8.16.e889 

Cambridgeshire and 
Peterborough NHS 
Foundation Trust (CPFT) 
and Anglia Ruskin 
University 

COCAPP - Collaborative Care Planning Project 
https://blogs.city.ac.uk/cocapp/ 

NIHR HS&DR 
 

Early detection to imPRove OutcoMe in people with undiagnosed Psoriatic 
arThritis (PROMPT)  
 

NIHR PGfAR 
 

The DRINK trial 
https://cctu.medschl.cam.ac.uk/Trials/Drink/Drink.htm 
 
 

PKD Charity/ British Renal 
Society/ British Kidney 
Patient Association 

Supported Communication to Improve Participation in Rehabilitation of people 
with moderate-severe aphasia after a first stroke: a pilot study (SCIP-R) 
 

NIHR RfPB 
 

PROMISE (PROactive Management of Integrated Services and Environments)  
http://www.clahrc-eoe.nihr.ac.uk/2016/06/reflections-patient-public-
involvement-promise-project/ 
 

CLAHRC 

Using co-production to improve patient carer and staff experiences in health 
care organizations: a multi-centre, mixed methods evaluation in inpatient 
stroke units (CREATE) 
https://www.journalslibrary.nihr.ac.uk/programmes/hsdr/1311495/#/ 

NIHR HS&DR 

SCIP-R (Supported Communication to Improve Participation in Rehabilitation)  
 
http://nspccro.nihr.ac.uk/research-study-results/scip-r 

NIHR RFPB 
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