Schizophrenia- rethinking the boundaries

The background to the writing of this paper is my dissatisfaction with some work I did on illness narratives in manic-depressive disorder. Though the stories my research participants told had an inherent interest (to me at least) the way I presented them made them seem a bit too self-contained and at the same time distant from the lives of their authors. I was able to make some connections between the different stories in terms of the use of the same metaphors, but the stories had dissimilar plotlines and it was difficult to anchor the stories in the world from which they emerged. I wanted to do some work on the stories told by with people with a diagnosis of schizophrenia, but this time wanted to find a way of organising their stories so that the connections between the narratives and the lives of their authors, the connections between the different narratives and the connections between the narratives and the world were clearer. Maggie Mort and Vicky Singleton in Lancaster encouraged me to explore the approaches used by studies of science, technology and society, and I decided that one way of avoiding the deficiencies in my study of illness narratives in manic-depressive disorder might be to look at how schizophrenia was enacted. What follows is an attempt to think through some possible approaches to this task.

Marginal people or boundary objects?

People with schizophrenia are sometimes, perhaps glibly, considered to be marginal people. What does it mean to be marginal? Of what does this marginality consist? Interestingly, my Penguin Dictionary of Sociology does not have an entry for marginal or marginality and although my Macmillan Dictionary of Anthropology has an entry for marginality this is not very helpful other than to indicate marginality has economic, political and sociocultural dimensions. Anyway, in everyday language marginal implies on the periphery, edge or border of something. In the UK, people with a diagnosis of schizophrenia are often unemployed. This is, of course, associated with relative economic poverty that not only restricts their participation in consumer society but also makes it more likely that they will be living in low rent, substandard private accommodation in an undesirable area. Not working is likely to reduce opportunities for social contact and the illness itself often leads to the person becoming withdrawn and deliberately avoiding social situations. People with schizophrenia are less likely to be in a relationship and the social contacts they do have are likely to be with mental health service users or with mental health professionals.
Though marginal in these senses, the person with schizophrenia is, however, central to the psychiatrist's network in terms of the time spent working with people with that diagnosis and in terms of the definition of the psychiatrist's professional identity. In a sense, people with schizophrenia might be considered to be, in Susan Leigh Star's phrase, a boundary object (Star and Greisemer, 1989). 

Boundary objects have 'different meanings in different social worlds but their structure is common enough to more than one world to make them recognisable' (Bowker and Star, 1999). Anzalduha (1987, cited by Bowker and Star, I999) has called the situation of two communities of practice existing in the same person a borderland but for now I want to stay with the idea of the boundary object, as it seems to have an analytic usefulness beyond that of the notion of marginality.   Bowker and Star write about communities of practice rather than communities of discourse, but for the time being, and thinking about 'discursive practices' (after Foucault) I will assume these are more or less synonymous. They go on to suggest that an object has a trajectory within a community of practice and that the trajectory represents a process of naturalisation- the process of becoming familiar, the circumstances of the object's creation having been effaced.  A monster is said to occur when an object refuses to become naturalised. Could the person with schizophrenia be a monster in this sense? Answering this question would entail an examination of the cultural and institutional conditions of the production of the disorder. 

Liminality, communitas and illness trajectories

One approach worth considering is that of the psychiatrist / anthropologist Robert Barrett (1998). In his review of Louis Sass's book Madness and modernism: insanity in the light of modern art, literature and thought Barrett considers how Sass and others, including lay people and mental health professionals, use the term schizophrenia. According to Sass, schizophrenia refers to a type of psychiatric illness-  'a schizophrenic-type illness' and to a category of person- 'a schizophrenic'. Drawing on the anthropological literature, Barrett proposes that the defining feature of personhood is a capacity for interpretation and that the category 'schizophrenic' is located 'at the farthest limits of human understandability, on the boundary line between person and non-person'. He suggests that because the category 'straddles this outer boundary line it is not just a marginal category but an anomaly' (my italics). Acknowledging that in recognising anomalous categories, we resort to classifications and to stable cultural forms and social structures, he invokes Anselm Strauss's concept of the illness trajectory, van Genep’s rites de passage and Victor Turner’s idea of liminality. 

Barrett suggests that the clinical processes by which schizophrenia is defined resemble rites de passage. He notes Turner (1969) not only developed the concept of liminality but that he also described cultural processes of transformation. Drawing on his own ethnographic study of the wards in an Australian psychiatric hospital where people with a diagnosis of schizophrenia were treated (Barrett, 1996), he applies these concepts to the illness trajectory of a person with schizophrenia. In becoming ill the person leaves the community of the healthy and enters a treatment phase. Some patients make a recovery from acute psychosis- a normal trajectory- but others do not. Those people who do not recover have a trajectory that does not return them to the ‘community of healthy persons’ and they attract a diagnosis of chronic schizophrenia. For these people there is no way back- echoing Turner, they are 'suspended, caught betwixt and between, locked in transition' - that is they have become liminal.

From the above, it seems to me that the difference between marginality and liminality is, in part, to do with the static nature of the marginal and the dynamic or processual nature of the liminal. But are we justified in applying the notion of liminality to a generalised illness trajectory of schizophrenia? And is there a generalised illness trajectory of schizophrenia? It is important to note that Turner's interest was in the symbolism of ritual and that he explored the liminal as a phase in van Gennep's rites de passage. As an example of a rite of passage he described the installation rite of the senior chief of the Ndembu of Zambia. The liminal is the middle, indeterminate, ambiguous phase between two more stable social structural states that differ from each other in terms of the social relationships, rights and responsibilities ascribed to them. Liminal persons are 'neither here nor there; they are betwixt and between the positions assigned and arrayed by law, custom, convention, and ceremonial'. Instead of reproducing the structural ties of caste, class or rank the state of liminality is frequently associated with unstructured, undifferentiated, homogenous social relationships. Turner designated this form of relationship communitas. However, '(c)ommunitas itself soon develops a structure, in which free relationships between individuals become converted into norm-governed relationships between social personae.'

Barrett recognised that there was a problem in applying a concept derived from the study of ritual processes in small-scale, pre-industrial societies to illness categories used in secular, industrially developed societies. He referenced Secular Ritual (Moore and Myerhof, (1977) which includes a chapter by Turner who coins a new word, liminoid, to describe liminal-like phenomena occurring in secular circumstances. Other chapters in the book treat secular occasions such as a birthday celebration in San Francisco or the selection of candidates for an election in Mexico as having ritual-like elements capable of sustaining an analysis as ritual.

Whilst I think that there are circumstances in which it might be interesting to apply the concept of liminal (or liminoid) to ceremonies, occasions or social processes in the developed world it seems to me that these circumstances should manifest fairly clear ritual-like elements and I am not convinced that the illness trajectory of a person with schizophrenia is one of them. It is possible, perhaps, to make an historical case- in Asylums Erving Goffman (1968) described a general process of admission into a 'total institution'- for a mental hospital this would include giving a 'life history', weighing, and listing personal possessions. The 'pre-patient' becomes a patient and is introduced to a graded system of wards, privileges and parole statuses. However, most of the people diagnosed with schizophrenia nowadays are unlikely to spend much time in an institution, let alone a total one, and some never get admitted to hospital at all. Not only is their experience much less ritual-like but the heterogeneous nature of their experiences contradicts the notion of a general illness trajectory- for example they may meet the psychiatrist in their own home or in the general practitioner’s surgery, they may receive visits from a community psychiatric nurse (CPN) or a social worker, they may attend the day hospital or a community project, work as a volunteer for a charity or a user group, attend the local branch of MIND, go to college to study computing, and even go out to work. 

It is also difficult to specify where communitas would fit with the above- maybe patients in the asylum had their previous status removed from them, but Goffman's account suggests that religious and cultural differences may still have been keenly felt. And in my experience, people with schizophrenia simply do not have unstructured, undifferentiated social relationships with each other, but have straightforward friendships or complicated entanglements like anybody else. Perhaps this is the problem with Barrett’s argument. Though he highlights the distinction between the disorder schizophrenia and the person with schizophrenia he tends to conflate the two. At a macro level (schizophrenia) his clinical processes of transformation work much better than they do at a micro level (the individual person with schizophrenia). But because different people have schizophrenia in different ways, there is no general illness trajectory. If there is no general illness trajectory it does not make sense to employ the notion of liminality. 

Reconfiguration trajectories

Having expressed doubts about Barrett’s position I want to return to marginality. Although I suggested above that marginality was a rather static notion, perhaps there is a way of transforming it into something more dynamic. I do not want to suggest that all people with schizophrenia fit neatly into the schema that follows, but as a starting point I want to translate the marginality of someone with schizophrenia into actor network theory (ANT) terms, and delineate a network. This might include the bedsit rather than the executive flat, the council estate rather than the suburb, the weekly giro rather than the monthly pay slip, the drop-in rather than the office, the visit from the CPN rather than the night out with friends and the outpatient appointment with the psychiatrist rather than the annual appraisal with the boss. I don’t want to lose the idea of an illness trajectory either- just the idea of a general illness trajectory. Anselm Strauss's notion of illness trajectory is opposed to illness course, the main difference being that illness trajectory encompasses not just the natural history of a disease (if there is such a thing) but all the work done by the patient, relatives, friends, medical, nursing and the rest of the healthcare staff to manage an episode of illness. Michel Callon and Vololona Rabeharisoa proposed the concept of a reconfiguration trajectory. Tiago Moreira has outlined this concept in his draft paper Surgical Trajectories: Reconfiguration and Identity. The reconfiguration trajectory is not a straightforward idea, and the draft paper introduces the notion of the patient collective containing 'bodies, forms of 'embodiment', subjectivities, emotions, forums, discussions, ways of living and ways of dying'. He illustrates his argument with analyses of the 'stories' of a number of neurosurgical patients he collected in his fieldwork. He does not reject the Straussian illness trajectory but suggests it and the reconfiguration trajectory can complement each other. The reconfiguration trajectory allows for a move away from an analysis of the sequential organisation of medical work (such as might be part of the study of a Straussian illness trajectory) and introduces factors such as how patients are chosen for particular treatments, how their disease is identified, how agreement on a treatment plan is reached with them, how the results of investigations are related to the patient and his or her particular circumstances (and what those circumstances are) and how the meaning of particular treatment outcomes are negotiated with patients and with their families.

Discourses of schizophrenia and the cyborg subject position 

According to Moreira, the reconfiguration trajectory is a development of the ANT tradition. Ingunn Moser (2000) examines the ANT discourse as the third of four discourses in her consideration of the case of a disabled former sea captain. This man has become adept at using information technology to minimise his impairments, and Moser examines his situation through a normalisation discourse, a prosthetic discourse, an ANT discourse and a cyborg discourse. She argues that the first three are unsatisfactory and that the latter has a number of advantages over them. Specifically in relation to the ANT discourse, she agrees that the sea captain and his computer are materially heterogenous but finds it unable to account for the sea captain's attempts to maintain a few subject positions and to establish connections between them. She argues that the cyborg discourse, as proposed by Donna Haraway, enables the sea captain to be considered as a materially heterogenous hybrid, machine and human, 'a fully embodied 'entity'' but irreducible to the component parts. Crucially, the cyborg has identifiable boundaries. Moser holds that the cyborg discourse helps the sea captain construct (partially connected) 'actor and subject positions' in which he is not reduced to his disability.

I am interested in the contention that the cyborg discourse does not reduce the sea captain to his disability as I want to try to avoid Barrett’s problem and do not want to reduce people with schizophrenia to their symptoms or to their illness. But perhaps there is a problem here- Moser is writing about a man who interacts with and through his computer, neatly making a cybernetic organism- the same is not likely to be the case for many people with schizophrenia. 

Then again, although I can only think of a handful of my patients with schizophrenia who regularly use the internet, maybe I am being too literal-minded (I find it hard not to think of Arnold Schwartzenegger's Terminator  when discussing cyborgs). Maybe I need to remember that Donna Haraway (1991) wrote of cyborgs as 'text, machine, body and metaphor'. This opens things up a bit, because there are a number of discourses of schizophrenia, for example: the classificatory discourse (ICD 10, DSM 4), the incident inquiry discourse (with hindsight, all tragedies would be preventable), the neurochemical discourse (schizophrenia as disturbance in brain dopamine receptors- or more up to date, disturbance of glutaminergic synaptic function), genetic discourse (schizophrenia as multiple allele abnormality), the political economic discourse (the incidence of schizophrenia increases at times of economic recession), the socio-cultural discourse (schizophrenia has a better prognosis in developing countries), the NICE and National Service Framework discourses (schizophrenia should be treated like this…). There are, of course, others including popular discourses like that of Jekyll and Hyde and the related tabloid favourite, schizophrenic as mad axe killer).

Conclusion 

It seems to me that one or other of these steps beyond considering schizophrenia as marginal might prove fruitful when I come to examine some empirical data. The boundary object has the attraction that it is constituted as having different meanings in different social worlds but at the same time is recognisable from both. The liminal object/person is more clearly the product of a process, and it may be possible to specify the conditions of its production.
If we accept part of Barrett's argument, then we can return to Bowker and Star's suggestion that an object has a trajectory within a community of practice, and that the trajectory may become a process of naturalisation, obscuring the circumstances of the object's creation. If we reject Barrett’s account of the cultural and institutional conditions of the production of the disorder it may nevertheless be possible to understand the enactment of schizophrenia by trying to delineate the reconfiguration trajectories of some people with schizophrenia. And though I am still a bit uncomfortable with the term 'cyborg', as Moser says, it is only a figure, one that seems (partially) connected to the idea of the reconfiguration trajectory and one that if appropriated, might paradoxically re-personalise the ‘schizophrenic’ and illuminate the subject positions of the person with schizophrenia. And perhaps the reconfiguration trajectory and the cyborg might prove to be the most useful tropes in making sense of the stories of people with schizophrenia.    
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