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My focus today is user Involvement In research: making sense of a radical new 
development. I have described this as a ‘radical new development’ – in one 
sense there is nothing new under the sun, however what I want to address are 
the step change issues which  are raised by user involvement in research in its 
various expressions.  
 
I have been asked to put this development in the context of action research. Put 
simply the key relation is that action-research concerned with research and 
action being in dynamic relation – the one entails the other. This is its meeting 
point with user involvement research, but it is involvement that is the defining 
issue of user involvement research although as we will see it is also closely 
linked with taking action. 
 
To put my subject  in context, this Wednesday I have to be at a meeting of the 
NIHR advisory board, a high level advisory body for NHS Research, on which 
sits the director of NHS research and Chief Medical Officer, Dame Sally Davies, 
with its £1billion plus budget where a key item on the agenda is public and 
patient involvement in research. 
 
User involvement in research is now increasingly a high priority issue in 
research. This is reflected in: 
 

 NIHR involve whose responsibility is to support and advance PPI (public, 
patient involvement) in health, public health and social care research 

 Formal requirements from funders state and private for user involvement 
(for example, the PRP programmed for which I am a ‘consumer’ referee 
on its review panel) 

 Significant cannon of work and growing body of literature and discussion 

 Increasing number of projects addressing it 
 
                                                
1
 The DREaM project runs from January 2011 until August 2012, is funded by the Arts and 

Humanities Research Council, is supported by the Library and Information Science Research 
Coalition, and is based at Edinburgh Napier University. For further details please see 
http://lisresearch.org/dream-project/, from where a video, a summary and other resources related 
to this presentation may be found.  

http://www.brunel.ac.uk/shssc/people/social-work/peter-beresford
http://lisresearch.org/dream-project/
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I bring three affiliations to this discussion, first working as an academic 
researcher in a university, second, having long term experience of using statutory 
mental health services – being a service user - and third being actively involved 
in service user organizations and movements as an activist and service user 
researcher. This is significant because this is a research development that 
highlights issues and complexities of identity, experience and standpoint. 
 
I want to explore both methodological and practical issues raised by this idea of 
involving people as service users in research and evaluation. To do so, I shall 
draw on my own and many other people’s experience taking forward this work.  
 
I want next to say something to start with about safety and security. This needs 
to be put in context. User involvement in research is becoming something seen 
as virtuous - a must-do activity. There is now strong and increasing pressure for 
‘user involvement’ in research and evaluation from government, research funders 
and health and social care service users. Personally I think this is both something 
to be pleased about and a cause for concern. It is a cause for concern because 
user involvement in research is both a complex issue and one which creates 
challenges for all of us. I do mean challenges for all of us - and I include myself in 
this - challenges to us as service users, user researchers, conventional 
researchers, research users and policy makers. Challenges to how we think, how 
we do things, even to the kind of principles which we may cherish and seek to 
guard with great care. User involvement in research and evaluation raises 
personal, ethical, methodological and practical issues for researchers. I don’t 
think there are always neat solutions or compromises. I think we will all be faced 
at some times with conflicts, contradictions, uncertainties and even impasses. I 
think it is wrong, both methodologically and pragmatically, for us to gloss over the 
difficulties.  
 
There are three broad approaches to involvement in research projects which 
have been identified. First is user involvement research, where input from service 
users is added to existing research arrangements. Second, is collaborative or 
partnership research where service users and/or their organizations and 
researchers and/or their organizations jointly develop and undertake projects and 
third user controlled research where service users and their organizations initiate 
and control the research. 
 
We need to be clear for a start just how great the sweep of such involvement can 
be. It can extend to include: 
 

 Identifying the focus of research and research questions 

 Commissioning research 

 Seeking, obtaining and controlling research funding 

 Undertaking the research 

 Collating and analyzing data 

 Producing findings 
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 Writing up and producing publications 

 Developing and carrying out dissemination policies 

 Deciding and undertaking follow up action- 
 
Service users may be involved in all, some or none of these aspects of the 
research process. Their involvement may range from none or some, or full 
involvement. For example, in relation to designing the research, they may have 
no involvement, be consulted over the process, design it jointly with others or 
determine its design themselves. 
 
Service users may also be involved in the broader processes and structures of 
research. There are examples of all the following expressions of such 
involvement in the UK.  
 

 Identifying and setting research agendas 

 Having a role in research organizations and bodies 

 In purchasing research 

 The development of research methods and methodology 

 Selection of research projects for funding 

 Research training and education 

 Peer reviewing for and on editorial boards of journal and other research 
publications 

 Speaking on research platforms 
 
We also need to consider different strands in the development of user 
involvement in research. Two key sources of interest can be identified. First 
mainstream interest from researchers, research organizations and research 
purchasers. Second, from service users, service user organizations and service 
user researchers. 
 
Mainstream research interest in service user involvement has developed 
relatively recently in the UK and has been signified by a number of 
developments. As I have said, these include requirements for evidence of 
involvement in research funding bids and projects from a growing number of 
statutory as well as non-statutory funders; the establishment of Involve, which I 
mentioned, formerly Consumers in NHS Research by government, ministerial 
and government statements of support for user involvement in research, the 
production of how to do it practice guides; and a developing discussion of the 
issue in mainstream research publications and events like this. The focus of 
interest has been on seeking and including the views of service users in the 
research process. It can be seen as connecting with broader 
consumerist/managerially approaches to involvement. 
 
Interest among service user organizations in user involvement in research has a 
longer history. It originated in the disabled people’s movement, which saw 
existing disability research as part of broader structures of oppression and 
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discrimination in society. Disabled researchers were influenced by the ‘critical 
social research’ of feminists, Black writers and educationalists who  allied 
themselves with oppressed groups. The disabled people’s movement has 
highlighted the importance of changing (and equalizing) the social relations of 
research production. Disabled people’s and social care service user 
organizations and movements have emphasized two overlapping concerns in 
research and evaluation: what research is for and where control of research lies. 
This is reflected in the emergence of the ‘emancipator research paradigm’ and 
related interest in ‘user controlled research’. In emancipator research, the central 
purpose of research is seen as supporting the empowerment of service users 
and the making of broader social change. In this it can be seen as part of broader 
liberator and democratizing approaches to involvement advanced and supported 
by the disabled people’s and other new social movements.  
 
User involvement seems to be regarded as a necessary, but not sufficient 
condition for research to improve the lives of disabled people, individually and 
collectively. User involvement has generally been treated by disabled 
researchers much more as a means to undertaking helpful research rather than 
as an end in itself. The emphasis has been on emancipator rather than 
participatory research. To reiterate, underpinning this such user controlled 
research, whether developing as emancipator disability research or survivor 
research has prioritized: 
 

 changed more equal relations between researcher and research 
participant 

 Change making as the purpose of research linking research to action – 
both to empower the individual and bring about broader social change. 

 
This leads us to consider the relations of the different approaches to participation 
in research which we have been discussing; that emphasizing user involvement 
and that prioritizing emancipation and user control, to the different ideological 
models that have underpinned the development of user involvement more 
generally in policy and practice. Are there similarities. This is a question we 
should perhaps all ask ourselves, but it does seem to me that there are 
significant similarities. 
 
The disabled people’s and service user movements’ interest in research is 
concerned with having a greater say and making change. While mainstream 
interest in user involvement in research and evaluation highlights feeding user 
knowledge and experience into existing research arrangements and paradigms, 
service users and their organizations emphasis the transformation of research 
philosophy, production social relations, and objectives.  
 
I believe both these approaches to research, that from mainstream research and 
that from service users and their movements, raise big questions for research 
and researchers (as well as for service users) I want to focus particularly on the 
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questions for research and researchers here today. Let’s look first at the broader 
interest in user involvement in research that seems to relate most closely to a 
managerially/consumerist model. 
 
We know that dominant managerially/consumerist approaches to user 
involvement in the service system have come to be seen as a very mixed 
blessing by service users and their organizations. Serious concerns are raised 
about tokenism and incorporation. Service users and their organizations talk 
about ‘consultation fatigue’ and being ‘all consulted out’. The gains achieved from 
getting involved have frequently been seen to be slight for the effort involved.  A 
managerially/consumerist approach to user involvement in research and 
evaluation may raise similar issues. There may indeed be serious problems of 
tokenism and incorporation here.  
 
Crucially, it raises the issue of whether user involvement in research and 
evaluation can necessarily be assumed to be a progressive and positive 
development, or whether it has a regressive potential. Will there be gains for 
service users if they are merely drawn into traditional research methods, 
methodologies and processes, established without their involvement? Why would 
it help for mental health service users, for example, to be involved in traditionally 
focused research funded by pharmaceutical companies, narrowly concerned with 
the efficacy of different drug therapies, when service users highlight many other 
important and neglected social focuses for research? While service user 
researchers, organizations and movements have tended to see user involvement 
in research and user controlled research as part of a process of developing their 
own knowledge’s and discourses (as a basis for change); for service providers, 
the focus is essentially service-led  and for mainstream  researchers, is likely to 
be tied in to all the usual pressures and constraints of the academy. Some 
serious concerns have already been expressed, that where user or ‘consumer’ 
involvement is required by research funders, it is frequently treated as a ‘box 
ticking’ exercise and seen by some researchers more as a nuisance, than of any 
real importance. So there are fundamental ethical and philosophical issues here 
about how to ensure that the involvement of service users goes beyond tokenism 
and incorporation.  
 
Research concerns about involvement based on a democratic approach are 
more predictable and are becoming well developed. Both approaches; 
managerially/consumerist and democratic, of course, are inherently political, but 
the former tends to be abstracted and treated as if it were unrelated to any 
broader ideology or philosophy. But the democratic approach is explicitly political. 
Research here is seen as an essentially political activity, rather than a neutral 
‘fact-finding mission’. It is concerned primarily with improving people’s lives rather 
than solely with generating knowledge. So these issues will apply in both cases, 
but we can expect they will be focused particularly on user involvement based on 
a democratic model.  
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We can expect fundamental questions to be raised about the relation of 
emancipator and user controlled research with traditional positivist research 
values of ‘objectivity’, ‘distance’ and ‘neutrality’ to be raised, even though new 
paradigm research has made its own challenge to these. Findings from such 
involvement will need to address questioning of them as partisan or biased. 
There will be questions about the problems which user controlled research raises 
because one sectional interest may be seen to be dominant - that of service 
users. There will be concern to consider it in relation to criteria of ‘validity’ and 
‘reliability’. There will be questions to answer about who is a service user.  
 
In a research world which still sees the randomised control trial, or ‘RCT’, and 
systematic reviews as the research ‘gold standard’, the principles of user 
controlled research are unlikely to be seen by many mainstream researchers, 
research organisations, funders and commissioner as providing a sufficient, 
sustained and convincing argument for its rigour and reliability. 
 
The emphasis in mental health research, for example, is still on positivist values 
of ‘balanced’, ‘detached’ and ‘scientific’ research. The essentially partisan and 
political nature of user controlled and emancipator research, committed to 
improving people’s lives, continue to be seen by many mainstream researchers 
as weaknesses which qualify their usefulness in providing rigorous routes to the 
provision of reliable knowledge. At the same time service users are developing 
both qualitative and quantitative research approaches and changing them by 
bringing their ideas and experience to bear and making them more participatory. 
 
 
Of course, there will also be questions we will all want to ask and explore, 
regardless of what kind of user involvement is under consideration. We  will need 
to consider issues around the validity of different knowledge standpoints and 
knowledge claims; the ownership of knowledge and its interpretation; dominant 
hierarchies of credibility; the nature of the relationship between knowledge and 
direct experience; the meaning of ‘evidence-based’ and what counts as 
‘evidence’.  
 
 
As can be seen, service user controlled or emancipator research is not the first 
research approach to challenge traditional methodological frameworks. What 
distinguishes emancipator and user controlled research from traditional 
approaches, though, is the emphasis it places on experiential knowledge; the 
importance of service users developing and being involved in research because 
of their direct personal experience of the issues under study. Thus, service users 
are seen to ‘know what they are talking about’ because they have directly 
experienced it. However, this flies in the face of traditional research values of 
‘neutrality’, ‘objectivity’ and ‘distance’. By these criteria, the ‘knowledge’ of 
service users will automatically be seen to have less value, less credibility and 
legitimacy. Historically, we know this is what has happened. Meanwhile the 
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knowledge ‘claims’ of researchers, academics and analysts without such direct 
experience has been attributed  higher status.  
 
This has some disturbing implications, which so far have tended to be 
overlooked. Where values associated with research and the development of 
knowledge about people and how they live, prioritise being distant and separate 
from the subject under consideration, it raises major concerns for the people who 
are the subject of such research or about whom knowledge is being sought.  
 
If an individual has direct experience of problems like disability, poverty or using 
the mental health system; if they have experience of oppression and 
discrimination, when such research values are accepted, what they say will also 
be seen as having less legitimacy. Because they will be seen as ‘close to the 
problem’ – it directly affects them – they cannot claim that they are ‘neutral’, 
‘objective’ and ‘distant’ to it. So in addition to any discrimination and oppression 
they may already experience, they face an additional problem. They are likely to 
be seen as a less reliable, less valid source of knowledge. It is possible to see 
how this worked for a long time against women and children who were subjected 
to sexual and violent attacks. In male dominated societies, these were not placed 
high on public or political agendas. The knowledge and experience of women 
and children who experienced such attacks were not listened to or valued.  It is 
only in recent years in western societies that issues like child sexual abuse, 
domestic violence and rape have begun to be acknowledged publicly and 
formally as serious social problems. 
 
What this means effectively is that if someone has experience of discrimination 
and oppression they can expect routinely to face further discrimination and be 
further marginalised by being seen as having less credibility and being a less 
reliable source of knowledge. This is likely to have the effect of further 
invalidating people who are already heavily disadvantaged. 
 
This problem is magnified for mental health service users because their identity 
is generally devalued and they are frequently treated as though their knowledge 
is suspect because they are seen as irrational and lacking reliable perceptions 
and judgement.  
 
However  traditional devaluing of experiential knowledge by mainstream research 
flies in the face of much of the rest of human experience, where generally, 
people learn to place a premium on finding out about things from those who have 
direct experience and drawing on their first hand knowledge. In colloquial terms, 
we seek the expertise of people who have ‘been there, done it, got the tee shirt’ – 
people who ‘know’. Thus in accepting traditional research judgements of 
knowledge based on direct experience, both individual and collective experience, 
we seem to be disregarding the authority which we have usually learned to invest 
in other areas of human activity and life. Traditionally, conventional research and 
researchers appropriated the experience of research participants arguing that 
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they themselves were better equipped to interpret it because of their own 
‘distance’ from the experience.  
 
While these assumptions may be helpful in the natural sciences (and even this 
view demands further scrutiny), it is questionable whether they can be taken as 
given in the human and social sciences, which are so closely based on human 
interactions and subjective interpretations.  
 
Reviewing the role of experiential knowledge 
 
It is perhaps now time for us all to begin question some of these assumptions. It 
is likely to be no less helpful for researchers more generally to do this. One 
assumption which particularly needs to be re-examined is that: 
 

the greater the distance there is between direct experience and its 
interpretation, the more reliable it is  

 
It is perhaps time instead to explore the evidence and the theoretical framework 
for testing out whether: 
 

the shorter the distance there is between direct experience and its 
interpretation (as for example can be offered by user involvement in 
research and particularly user controlled research), then the less distorted, 
inaccurate and damaging resulting knowledge is likely to be.  

 
It is not being suggested here that this alternative is necessarily ‘more valid’ than 
the traditional understanding. There may also be a potential problem in trying to 
use a conventional hypothesis or research tool for exploring what is essentially a 
qualitatively different research approach. But the aim here is very much an initial 
one, of trying to explore modern emancipator and service user controlled 
research approaches in ways which may be helpful both to service user 
researchers and mainstream researchers. In addition, if we seek to test out this 
alternative hypothesis, we will undeniably have moved from assuming that there 
is objectivity in social research. But given the theoretical and methodological 
developments over the last 20 and more years, it seems helpful to address this 
widely accepted reality and acknowledge the value of including the subjective in 
our approaches to and understanding of research and knowledge formation. 
Developing such a hypothesis may offer us intellectual and academic arguments, 
to complement current moral arguments for extending service user involvement 
in research and particularly in service user controlled research. It may equally 
lead us to adopt a more critical response to it and help us to differentiate helpfully 
between different approaches to service user involvement in research. 
 
Discussion about user involvement in research and user controlled research thus 
focuses attention on a number of underpinning issues for research. While these 
issues tend to be associated with such new paradigm research, they are truly 
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ones which all research must address too. But they must nonetheless be 
addressed by those with an interest in user involvement. Advocates and critics of 
user involvement in research alike both feel that the interest such user 
involvement has attracted and the progress it has made, mean that it is now time 
to examine it systematically, to explore its strengths and weaknesses, benefits 
and disadvantages.  
 
I would want to stress the need for the systematic and coherent evaluation of 
user involvement in research. This needs to be a process of evaluation in which 
service users, their organizations and user researchers are involved in fully and 
equally. The strengths, weaknesses and impact of such research needs to be 
explored. Involve will shortly be publishing the first study of such impact. 
 
Service users worry about the future of user involvement in research. They worry 
that such involvement may only be a short lived enthusiasm. They are concerned 
with ensuring its effective safeguarding for the future. But there is one more point 
that needs to be made. As I have said, there is now considerable interest in and 
support for user involvement. Yet so far there have been very few user controlled 
research projects comparatively speaking. Little funding has so far gone towards 
them. It is important that the full range of approaches to user involvement in 
research, from the most limited and tokenistic involvement, to user controlled and 
emancipator research are supported and then included for evaluation. We must 
not see user involvement as monolithic and uniform and either support or reject it 
accordingly. Democratic approaches to involvement in research face the same 
barriers and inequalities that democratic approaches to participation have faced 
more generally. These must be challenged and more support given to such 
research approaches if systematic evaluation of user involvement in research is 
to be possible and meaningful.  
 
I hope that what I have said offers a helpful introduction to this subject and will go 
towards enabling you to take forward your own consideration of it.  Thank you. 
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