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Abstract  

This paper will chart the ethical and epistemological dilemmas of being a ‘service user researcher’ in 

a university which both prizes the role and yet polices what is possible in terms of both empirical 

research and knowledge generation. The dilemmas entailed have a fundamental ethical dimension 

not just individually but for the attempt to consolidate different ways of knowing collectively in such a 

space. This is (re)constructed not as a linear unfolding to reach an intended strategic position (as full 

Professor) but as a series of loops and moments organisationally, epistemologically, and in terms of 

praxis that reconfigure what the dilemmas are and what is then possible. Specific issues include 

contesting entrenched empirical methods in mental health research, important because this is 

predominantly a methods-driven epistemology and thus has implications of what kind of theory it is 

possible to instantiate, at least ‘from within’. Can critical theory including Mad Studies enter this arena, 

indeed should it or under what conditions? Second, what are the different definitions and embodiments 

of peer / user / survivor researcher and how can a level of choice be maintained when organisations 

police and police out definitions and appropriate conduct and not just in the academy? Third, the paper 

will address the importance of sustaining and building links with grass-roots organisations, including 

through social media, to remain grounded and also to strategize so those voices are not silenced but 

also not filtered through those of us who occupy potentially ‘acceptable’ roles. Fourth, that the country 
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from which this is written is atypical in myriad ways, both beneficial and not, but is also the hub of 

colonisation of mental health research and practice globally with ramifications for intersectionality in 

its own domain. Service user / survivor research is not exempt here. And to conclude: what is the 

place of radically challenging conventional knowledge, its methods of generation and organisational 

practices in a world where progressives (rightly for the most part) equate ‘alt-facts’ with lies? Are there 

‘true’ ‘alternative truths’? What will be their fate now? When they are articulated by (a different kind of) 

the ‘inarticulate’? 

 

Background 

This article is centrally concerned with knowledge, how it is produced, how it is legitimated and 

rendered credible, and what sustains it. Its principal argument is that the domains of science and 

ethics are usually considered separate but looked at otherwise they are fundamentally entwined. That 

is, mainstream psychiatric, psychological, and cognate knowledges (‘psy’ sciences’) masquerade as 

de-socialised and value-free in order to render themselves legitimate, whereas user / survivor 

knowledge is explicitly tied to values related to emotion and passions and in that sense, are more 

transparent and so epistemologically coherent. Some of what I will argue derives from the insider / 

outsider identity highlighted in the title of this article but is not, and cannot, be confined to this. To the 

extent that it is, it relies on memory and hence is necessarily a (re)-construction of questions iteratively 

raised, the arenas in which I and others were situated, the power relations navigated, the arguments 

won and lost and the very real compromises made, including the suppression of passion and politics 

in public-facing arenas. Simply put, I did not set foot in the Institute of Psychiatry in London in 2001 

with the intention strategically or otherwise of becoming Professor of User-Led Research 12 years 

later. The very idea would have sounded ridiculous. The criss-cross nature of this journey, or the 

current account of it, is characterised by successive key moments when I radically re-thought what I 

had been doing and each re-thinking always threw up new questions or configured previous settled 

beliefs differently. This is not an account of an ‘individual’ finally seeing the light still less of teleological 

progress. Every moment was thoroughly embedded in collective knowledge production be it 

conventional research which wished to include the ‘user perspective’ or work rooted in political arenas 

or even the arguments among the critical mass of user / survivor researchers which grew and changed 

and posed challenges as well as querying ethical dimensions of this role as some kind of ‘leader’ of 
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survivor research. Many compromises were involved but the thread upon which this turns is the 

navigation of a ‘double identity’ as both service user and researcher which was clearly positioned first 

for me and then by me as an outsider / insider dilemma that is still not resolved but has been continually 

reshaped. Critical to this was the fact that the grass-root politics which made all this possible, and to 

which I was committed, was deeply troubling to the institution, that primary politics and me. So if not 

exactly ‘disordered inclusion’ it is neither ordered nor orderly as an account. 

The paper interrogates conventional knowledge of the Anglophone empiricist tradition precisely 

because it is held as the gold standard mirror to what some of us do, and what we do is therefore 

often found wanting in relation to it. It is also a tradition that is massively important in conventional 

psychiatry, a knowledge of privilege, yes, but worth interrogating just on those grounds. At the same 

time, I want to enter the emerging terrain of ‘survivor knowledge’, interrogate it whilst at the same time 

existing inside it knowing that it is fluid, bifurcated, evolving and shot through with difference and 

debate, contingent partly on time and space and intersectional positionings. But we may ‘all’ know 

what we are talking about whilst occupying very different places and spaces and to that extent this 

emergent terrain can be delineated. The extent to which it is possible to articulate it in the wider 

institutional space in which I am situated is one of the boundaries that may or may not be crossed, 

and crossed epistemologically, politically, and in terms of practice.  

 

Scientificity versus collective and passionate knowing? 

Research in the ‘psy’ sciences is increasingly basing itself upon a model of biomedicine or the 

experimental tradition. Such work represents (or represents itself as) an established form of 

knowledge valued for the neutrality of its methods, the dispassionate and value-free attitudes of those 

who occupy the central positions and the quest for ‘evidence based medicine’. Against this, and often 

implicitly, knowledge formations generated by users, refusers, and survivors of psychiatry are routinely 

derided as “unscientific, anecdotal, and produced by people who are over-involved” to quote an editor 

of BMJ when asking me to write about it (Rose, 2003). Granted this was over a decade ago and mostly 

such views are no longer put in print explicitly in the Anglophone tradition. But they are voiced at 

conferences and are very evident in peer reviews of papers submitted to journals open about the user 
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/ survivor status of the authors. And, of course, as all these are anonymous and confidential they 

cannot be evidenced. 

So first, does this apparent established scientificity of psychiatric and psychological research 

stand up to scrutiny in its own terms? Let’s question that through interrogating the parallel claim that 

service user knowledge is never enough to satisfy the strictures of this science. This work proceeds 

in ignorance, it seems, of a body of literature which demonstrates that what we call science depends 

on specific knowledge communities such as the ‘invisible college’ of Crane (Crane, 1972) and the 

‘epistemic community’ posited by Peter Haas (Adler & Haas 1992; Haas 1992). ‘Communities’ here 

are those which are committed to some apparently established and impermeable premises about the 

nature of the world and the methods to be used to study it. This work demonstrates that to build a 

‘science’ more is needed than the null hypothesis and a randomised controlled methodology. The 

building of a new and credible knowledge base is fundamentally social and often quite explicitly 

strategic and meant to influence policy and politics (Bachelard, 1983; Shapin, 1995). Shapin’s 

historical work demonstrates that bodies of knowledge in conventional science come to exist through 

fundamentally social and political processes. Consequently, the repetitive charge that user / survivor 

knowledge and praxis is ‘unscientific’ turns out to rest on a de-socialised and de-politicised concept of 

science while many user / survivor texts begin from recognising the opposite. This explicit political and 

practical grounding which is openly prized as the basis of our knowledge has been a reason for its 

dismissal as ‘biased’ or political’, but these concepts of the fundamentally social nature of knowledge 

generation demonstrate that we have been clear from the start, whereas conventional psy science 

hides and occludes what has shaped and sustained it. The invisibility of the social basis of its own 

knowledge is the trick whereby we can be dismissed as ‘unscientific’ by conventional researchers. So 

curiously, the explicit knowledge and praxis claims of users and survivors both mimics the way 

knowledge has spread, been consolidated and legitimated for three centuries and at the same time 

ruptures the frames of conventional ‘psy’ knowledge fundamentally (Rose, 1992; Campbell, 1996; 

Clay, Schell, Corrigan, & Ralph, 2005; Sweeney, Beresford, Faulkner, Nettle, & Rose, 2009; Davar, 

2013; Rose, 2014).  

I do not mean to imply that survivor knowledge or user-led research are therefore just like any 

epistemic endeavour. For a start, there is an affirmation that this emerging knowledge cannot be 

confined to elite academic spaces and there needs constant reference and cross-reference to service 
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user / survivor groups engaged in diverse practices including peer support, advocacy, and political 

campaigning differently positioned in space and time. These connections can be explicit and current 

or they can be tacit and depend on individuals or, now, social media groups. Sometimes the ‘elite’ and 

the political are explicitly intertwined functioning as emblematic of these connections (The Survivors 

History Group, 2012; Davar, 2013; King, 2016). 

Further, although historical and social studies of science expose the social nature of scientific 

‘fact making’ there is an ambivalence concerning what this means for ‘scientific progress’. For Shapin 

(Fuller, 2015), science is ‘never pure’ and always embodied and social whilst Caroline Wagner 

proclaims the ‘new invisible college’ of scientists made possible by globalisation as promising to solve 

all the problems of both ‘development’ and social welfare generally (Wagner, 2009). Such concepts 

give the lie to critiques that our knowledge claims are flawed because we are ‘political’ since, as should 

be clear by now, that is always the case and there is nothing to stop us claiming user / survivor 

knowledge generation as forming alternative epistemic communities, ones that are challenging 

conventional knowledge by building communities that are anything but neutral and characterised by 

passionate knowing. 

 

Method as harbinger of truth 

There is, on the matter of credible and legitimate knowledge, another question and it is more 

difficult and controversial because it touches on the issue of adjudication of knowledge statements in 

terms of their, let’s call it, ‘truth status’. If we are a ‘knowledge community’, albeit one that is inclusive 

of multiple voices, we will eventually have to find a way of adjudicating what counts as knowledge 

here and what has to be excluded. Although, in my view, this is a question for the future, there is also 

some urgency given the toxic times we inhabit at least in the industrialised west with the rise of charges 

of ‘fake news’ and ‘alt-facts’ generated by the ‘alt-right’ although just today as I am writing there is the 

invention of the ‘alt-left’. Knowledge may have always been political but now ‘intellectuals’ committed 

to rights are also charged with maintaining reason in the face of ‘obvious lies’. Are there ‘true’ 

alternative truths and how are they made credible and legitimate but also adjudicated as to credibility 

in the first instance? I return to this question at the end but we still need to question conventional 

science as to whether it does what it says it does, this time in terms of its content and process. To 
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proceed requires me to adopt the role of participant observer and to recount the argument partially in 

terms of what I both saw and did not see. 

I start near the end of this journey in respect of conventional research with the growing 

understanding that there is a profound disconnect between how conventional psy disciplines represent 

their science in papers and other arenas and the messy and complicated ‘beneath’ of how these 

‘outputs’ are put together, crafted and disseminated to build a solid body of knowledge. This is hardly 

a new idea and so the first recourse seemed Science and Technology Studies (STS) in the early work 

of Bruno Latour and colleagues (Latour, 1987; Latour, 1998; Latour & Woolgar, 2013). In Laboratory 

Life: The Construction of Scientific Facts, Latour’s painstaking ethnography of a biology laboratory 

demonstrates how complex is this ‘beneath’ of scientific work and how a fragile notion may gradually 

and fundamentally socially become established as a ‘fact’ or even a material inevitability. In 

MacKenzie’s term how does a concept, argument, or technology become ‘black boxed’: that is 

rendered an ahistorical and unquestioned scientific datum, dictum, or material technology 

(MacKenzie, 1993). Latour has been a trailblazer but also much critiqued and some of the arguments 

against him are compelling. I return to this. 

I will evidence this in terms of what I have witnessed in ‘collaborative research’ where at the 

end of data collection (a story in itself), the research team move out of their usual offices for ‘analysis 

days’. These are worthy of sociological analysis in themselves, but first let me just say that here the 

statisticians are the workers but they do not call the shots. What tests to run, what models to build is 

in the hands of the Principal Investigator and select team members. And it looks very like Laboratory 

Life when you have time to observe as we often do because one’s expertise as a service user 

researcher is infrequently called upon here. This understanding was both present yet not developed 

almost immediately I set foot in academic spaces, but it is acute now. So let us turn to some examples. 

For reasons of keeping my job (there are place-specific constraints on pushing boundaries), 

one of these has to be partly fictionalised. In effect, the example to follow is a collage of several 

research projects I have been involved with over a decade and a half. The second, however, is where 

the research was almost service user-run and the object with this example is to show the loops and 

moments where what was done was reconfigured several times. This does not need to be fictionalised. 
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A partly fictional programme of work including the ‘user perspective’ 

Let us imagine a programme of work that is appealing because it appears at first sight not to 

be embedded in usual psychiatric models. It looks to interrogate ‘social’ issues and seems to give real 

weight to the ‘user perspective’ by foregrounding the experience of service users and including a team 

of user researchers. The overarching method is not unusual though as this is a Randomised Controlled 

Trial (RCT) with a ‘social’ intervention. It is an extensive programme and the service user ‘work 

package’ as the lingo goes is partially autonomous and looks meaningful to those of us working on it. 

I did not have an over-arching opposition to RCTs and we work happily collecting our ‘data’ and 

analysing it (qualitatively as it happens), not objecting too much and slotting our own work into it as 

and when requested. 

It honestly felt we were getting somewhere and making a meaningful contribution by working 

with service user groups and faithfully including that dialogue in the overall programme. And, of course, 

we were working on many other projects as well. My scepticism began not by querying our role as 

user researchers but as a result of the ‘analysis’ days mentioned before. The first thing to note is the 

sociality of these days, breaking with the rigours of office life, communal eating (including breakfast 

with the boss) of pretty good food and varying quantities of alcohol at close of the day. But in the 

analysis meetings themselves increasingly I felt like a participant observer rather than a focussed 

investigator as test after test and model after model were tried when the null hypothesis was 

continually confirmed and arguments abounded about the difference between statistical and clinical 

significance. Finally, a statistical model gave the ‘right answer’ and the paper began to take shape as 

an apparently logical and seamless narrative where each step in the research process anticipated 

perfectly a conclusion that therefore seemed inevitable. This process could not be rendered visible by 

pointing it out as I learned to my cost. The power of the (rest of) the group ensured that silencing. 

Notice that it was not the contribution of user / survivor research to this programme that raised 

fundamental questions, it was being an ‘insider’ that gave access to the modes of construction of the 

final scientific product. But being an ‘outsider’ rendered the results of that access both visible and thus 

questionable. And it finally came clear that the service user research too had to be subsumed to fit 

with the final representations. 

This does look like a rendition, though much reduced in its detail, in a different field of the 

classic Laboratory Life. But before I take issue with the authors of this, I will give another, this time 
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more or less truthful, account of such reconfigurations in a project where the ‘empirical’ work was led 

by service users. This project has some notoriety: it is our work on ‘patients’ perceptions of 

Electroconvulsive Therapy (ECT) (Rose, Wykes, Leese, Bindman, & Fleischmann, 2003; Rose, 

Fleischmann, & Wykes, 2004). The changes here are easy to describe but they had the effect of an 

epistemological consolidation of much of what I had been about all these years 

 

Consumers’ / patients’ / survivors’ perspectives on ECT 

To the extent that it was possible for a relative newcomer to an elite academic space and 

unbelievably a service user at that, I set about making this project as service user / survivor ‘owned’ 

as possible. Almost with the chutzpah of an ingénue I broke multiple rules, some of them I only realised 

years later. So I asked someone to work with me not only for academic abilities, but for augmenting 

networking amongst service user groups. We convened a reference group mainly of shock survivors 

and likewise the two of us had been recipients. This was then a different way of navigating the insider 

/ outsider identities than the previous collaged example. It was a statement: our double identity is 

grounded politically and nobody hid their feelings about this ‘therapy’. 

Academically, there was only one, but a fairly large, constraint: we had to produce a systematic 

review and meta-analysis of quantitative surveys of people who had received ECT. We set about 

adapting the method so that we included the ‘grey’ literature, in this case defined as reports authored 

by service user organisations or in collaboration with them. We also sourced ‘testimonies’ defined as 

first-hand accounts by people who had been direct recipients. 

I did some basic analysis and it was clear that clinical and user accounts of what service users 

experienced was very different on a number of levels: not only the results but the methods used to 

elicit this. Indeed, the second had a strong effect on the first. However, my own analysis was held too 

basic. We were introduced to the ‘Forest plot’ and, without going into details, the difference in how 

much benefit was reported by recipients was there, visually represented, in stark contrast. The service-

user authored studies systematically found less reported benefit than the clinically authored ones: on 

this visual plot there was no overlap between them. This was reluctantly accepted – we had discovered 

something new. 

There are three things to say about this stage of the work. First, we were offered publication in 
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a very high-profile medical journal. However, they would take the meta-analysis on reported benefit 

and further analysis we did on long-term memory loss as a (disputed) ‘side effect’ but not the 

testimonies which we reported as qualitative research but which they regarded as ‘anecdote’ (Rose 

et al., 2003; Rose et al., 2004). This was my introduction to ‘medical’ publishing and we understood 

very well what it meant to ‘compromise’. Second, the bulwark of British psychiatry in the shape of the 

Royal College of Psychiatry in the United Kingdom issued a press release saying we had 

misrepresented them on the issue of memory loss; they managed to do this by misrepresenting 

themselves. So, the second lesson was that we had rattled the establishment but they have tried hard 

to repair the damage by reframing what we did to accord with their own assumptions on their re-written 

and now digital information leaflet for patients. 

The third lesson was of a different order and led us to use Mackenzie’s notion of ‘black boxing’ 

described earlier. That is, that something is at some point in history or in a specific region taken as so 

‘obvious’ it is never questioned. The ‘black box’ we identified was a particular rhetorical device 

deployed by nearly all 29 clinical papers included in the review. This was to state that ECT was a very 

effective treatment but that this ‘fact’ had unfortunately been thrown into doubt in the eyes of the public 

by the film One Flew Over the Cuckoo’s Nest. Thus, the paper would rescue the ‘fact’ (ECT is effective 

and patients are satisfied with it) from the ‘fiction’ (ECT is punishment for not doing as you are told in 

a mental institution). This device was repeated so often, the film mentioned in nearly every paper, that 

it functioned to ‘black box’ the fact of the efficacy of ECT. For us, one aim was to open and expose 

the inner workings of that black box. But this was never explicitly part of the written argument as to 

point to the rhetorical character of apparently scientific writing would be alien to publications in this 

field. 

How did we frame this research? Primarily as an adaptation of method. Subsequently, a set of 

such reviews were assembled by Sarah Carr (Carr & Coren, 2007) and my colleague wanted to name 

it “User-Centred Systematic Reviews: The Final Frontier”, such is the position of such work at the apex 

of the pyramid of methods proposed by Cochrane and subsequently by others. In strong terms then, 

we viewed what we had done as a fundamental change in a privileged method. 

Fast forward 15 years and something obvious strikes and something not so obvious follows. 

The whole point of changing method in this and other instances was to position the knowledge of 

service users as credible, but also as disruptive to the knowledge base of the ‘psy’ sciences and health 
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service research. And yet, we were constrained to pose this as a change in method rather than a 

change in what counts as valid knowledge. We were still working within a conventional framework, 

albeit challenging it at every turn. Finally, a return to a different and critical literature enabled that 

conventional framework to become starkly visible in the fundamentals of its epistemology. The work 

may be ‘positivist’, ‘post-positivist, ‘reductionist’, and so on, but another tacit assumption of 

conventional Anglophone science is that it is methods-driven, based on an epistemology that empirical 

‘data’, correctly analysed, is the royal road to truth. I was taken in to a degree – I became committed 

to changing mainstream methods. However, we were pushing the boundaries and they finally 

collapsed in the face of other kinds of thinking that privileged conceptualisation and theory as always 

prior to any investigation of practice. These arguments were not new to me, I just kept forgetting them 

until I had time to ‘remember’ and remember the radical consequences. This was a much more 

profound form of ‘collaboration’ than working with psychiatrists, a charge that is often made against 

those of us who do. It was a kind of unconscious collusion with the fundamentals of conventional 

epistemology, tacitly accepting a framework that conventional researchers themselves see as so 

‘obvious’ they bridle at any exposure of the rules that undergird it. 

This is not to say that I think all the research I and others carried out at that time was flawed 

and that it meant nothing. Quite the contrary, it is a realisation of quite what it meant after the fact that 

I am explicating here. And the issue is fundamentally about what counts as knowledge and admitting 

survivor knowledge as legitimate but also challenging to conventional criteria of epistemic privilege 

(Fricker, 2007). Making this point tends to elicit either blank looks or frowns. I do mean that the 

reception is in terms of gestures and that is because the language is now so alien as to be lost in 

translation irrevocably when presented in conventional research meetings. Of course, the navigation 

of insider / outsider positioning continues. Nearly all the work we do now can be presented with 

different framings to different publics. The ethical issue here is complex because, strictly speaking, we 

should not hide or gloss over elements of the full story, but on the other hand service user researchers 

need to keep their jobs and as the mainstream discourse evolves we cannot trash it overtly for these 

practical reasons. Such is the responsibility of ‘leadership’ and it is not straightforward. 
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Back to Theory 

If this insider / outsider position allows access to the ‘messiness’ and the ‘beneath’ of 

establishing something as evidently true, is this a more complicated version of Latour’s ethnography, 

more complicated simply because of the status of the ‘observer’? The answer is ‘no’ for a range of 

reasons. I agree that Anglophone science is data-driven and therefore a form of empiricism, but it’s 

an empiricism with strict rules. Uncovering the ‘beneath’ or the ‘social construction’ of a scientific text 

demonstrates that it is messy and full of provisional moments and does not follow the logic of the 

resultant papers or conference presentations. However, this is not always an argument that completely 

demolishes such work. It is possible, in my view, to adjudicate between ‘facts’ within science’s own 

terms by looking at the extent to which rules are respected even in the messy ‘beneath’. This 

adjudication applies equally to ‘critical’ work which nevertheless stays within this kind of data-driven 

model (Read, van Os, Morrison, & Ross, 2005). There are clear questions to be posed about the rules 

themselves, but at a meta-level it is possible to adjudicate ‘good’ from ‘bad’ science. The issue of the 

rules themselves maybe the most important one, but even that adjudication is not allowed by Latour 

for whom all facts and all scientific statements are constructed and relativism rules. 

This argument is pushed even further as Latour maintains that sociological accounts are 

constructed in the exact same way as laboratory science accounts (Latour & Woolgar, 2013). There 

is, of course, an enormous literature on the differences between the physical and the social sciences, 

mostly arguing they are fundamentally distinct (Cresswell & Miller, 2000; Denzin & Lincoln, 1994). But 

not only does Latour argue that the development of accounts in both social and natural sciences follow 

the same (il)logic, the process is driven by empirical data. The ethnography described in Laboratory 

Life partly hinges on the concept of the ‘naïve anthropologist’ with the observer constantly attempting 

to ‘make strange’ the ‘tribe’ that are the biologists in this laboratory. But, it has been argued 

systematically that such bracketing of assumptions is not just impossible, it renders invisible the 

assumptions that lurk in that very background. The problem has, of course, been debated within STS 

as well as Latour’s position that who garners most power will win the scientific game (Amsterdamska, 

1990; Latour, 1999). 

Besides this, although conventional science is data-driven it is not concept-free. On the other 

hand, much social science privileges conceptual and theoretical work. And once we admit disciplines 

such as History, Philosophy, and Cultural Studies, we progressively distance ourselves from the 
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privileging of data and method that characterises conventional science in health and psy sciences. 

And the full admission of our experience of madness and all the varied responses to it, collectively 

configured, as valid and legitimate in this (anti) epistemic field is the final card that establishes the 

knowledge terrain that is developing as unique and at the same time troubling (Faulkner, 2017). 

Experience is admitted in conventional science as long as it conforms to the ‘story’ that is invited by 

dominant discourses. Other stories are only disruptive and their fate in certain spaces is to be 

disallowed as I know full well but am hardly alone (Costa et al., 2012). This is in no way to degrade 

the importance of engaging with the messiness of the world which we both inhabit and want to know. 

It means conceptualising and staying continually reflective when navigating the terrain of the wild. But 

the passion and ‘emotional labour’ involved are serially neutralised in conventional science and 

practice (Voronka, 2017). Further, it throws into question what we mean by the very term ‘health’ by 

realising it is more than a medical matter and that for some mental health is not a medical matter at 

all. This is urgent as psychiatry – in the form of ‘global mental health’ - stakes a claim to the ‘mental 

health’ of the entire globe, hoping to mirror itself or at least see local forces through the prism of the 

industrialised west. 

 

I know what’s missing 

 For some readers, there are some glaring gaps in the above arguments in relation to this 

special issue. In particular, where is the critique of psychiatry and the biomedical model and, on the 

other hand, where is the articulation of Mad Studies? These omissions are not an accident. The 

critique of ‘biomedical psychiatry’ is everywhere and there is much proclamation of its current crisis, 

often by psychologists but sometimes from within. I have addressed that debate elsewhere and 

suggested that fissures are appearing in theory, empirical evidence, and practice of such enormity 

that it might implode – we could give it a helping hand (Rose, 2017). Part of the purpose here has 

been to show that the ways ‘psy’ science represents itself and its evidence are actually built on the 

disregard of forces that once unearthed render their claim to ‘scientificity’ deeply problematic. And this 

is an ethical matter, at least insofar as some of this is (nearly) self-conscious. But to be truthful, I am 

tired of these serial denunciations of ‘the medical model’ that are everywhere repeated but turn on the 

idea of a level of homogeneity in both knowledge and practice that I would argue is equally a fiction, 

and this is not because I have not experienced the sharp end of this terrain – insulin coma, ECT, 
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control and restraint, forced injections, seclusion – I have been there. The critical point for me is that 

biomedicine is finding nothing that is currently able to deliver a helpful practice, but it keeps promising 

one more breakthrough and thus keeps being funded to the tune of billions of dollars or euros. But the 

global financial crisis and varying political responses to it have brought into sharp relief the inequalities 

and marginalisations that characterise ‘mental health’ today. Poverty is back on the agenda – 

everywhere. Poverty is not ameliorated by medication and the possibilities for other narratives are 

beginning to be fronted in high level international policy documents (Pūras, 2017) and cross-discipline 

funding calls. Mine is a minority opinion I am aware, but these are the kinds of initiatives which call for 

social research and research that is grounded collectively but also locally. So I do not mean 

epidemiology where ‘social factors’ are entered into statistical models as ‘variables’ and which use 

questionable categories. I mean work ‘on the ground’ regarding how certain conditions of existence, 

conditions of adversity, in their full materiality impact psychic life. This calls for ethnography and a 

different approach to elucidating and tying together common threads. We can do this differently 

because we have been there and start with an epistemology that is multiple and thus alive to local 

specificities whilst at the same time tentatively drawing commonalities, but never universal ones. 

Maybe my aversion to the repetition of the critique of the ‘medical model’ is naïve, but I don’t 

know if this paper aligns with my second obvious omission for such a collection - Mad Studies? I don’t 

know because the Mao-like thousand flowers that does not define it and is celebrated for that reason 

might nevertheless exclude all these arguments. And so returns the question: what counts as Mad / 

service user / survivor knowledge? Or rather, what does not count? As I said earlier, this is a question 

for the future but it is a question and some have drawn the criteria very tightly already (Beresford & 

Russo, 2016). We will have to collectively and diversely answer this question. But not yet, or not yet 

in detail: I simply flag it as this article has been about knowledge and its legitimations, pushing 

boundaries and reclaiming the politics and passionate knowing with which so many started and which, 

against all odds, has not been neutralised. 

 

Conclusion 

This paper has been simply the articulation of a set of arguments to show ‘psy’ sciences 

entwine fundamentally the usually separate domains of knowledge making and ethics such that the 
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epithets that I have heard for 16 years turn out to be straw men (it’s probably best to stick with ‘men’ 

here). This clears the way for other knowledge and, of course, I’m not suggesting all Mad scholars 

have been thus subjected or situated. What matters is being unencumbered and so doing something 

about the state of ‘care’ because we care from the ‘inside’ and the real ‘outside’ is first collectively 

based, other survivors, and then in local and global politics and I have referenced both the alarm and 

the dilemmas here. But people have been hurt, people have died, we have been the subjects of or 

witnessed quite terrible and unforgivable eventualities. And the struggle to make it all better, for me, 

must in part take place inside existing practices if we are to do anything to lessen the grip of the social 

apparatus which frames them. This does not diminish the importance of working in tangential spaces 

or completely outside the mainstream, as Judi Chamberlin counselled long ago (Chamberlin, 1978). 

And now, as resistance to or partial accommodation with the Global Mental Health Movement in 

different parts of the Global South gathers pace, other practices and knowledges enter the frame and 

so re-frame it again and with huge variety. Whatever it is that is growing, many live the knowledge that 

is forming, the framing of madness audaciously and querying universalism, enmeshed with developing 

supports that make sense and can hold and sometimes resolve differently. 
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