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ABSTRACT

This thesis is an analysis of the discursive construction of a controversial medical
condition (Myalgic Encephalomyelitis) and how it has been made sense of, in and

through the discourse of medical scientists, general practitioners, and M E sufferers.

Various kinds of text and talk are analysed from the perspective of discursive
psychology, arguing that versions of reality are a product of participants’ constructive
and dialogical practices. (I include my own text as an example of this.) The analysis of
scientific texts, illness narratives, diagnostic narratives, and M E self-help group
discussions, show how explanations about the status of M E and its causes are
embedded in accounts of the identity of sufferers, the nature and status of medical

explanation, and the competencies of medical practitioners.

There is a sense in which the controversial topic of this thesis provides an ideal forum
for examining both lay and professional reasoning practices about illness, in a context
where the ‘objective’ world of ‘medical facts’ threatens to disintegrate into merely
subjective points of view. One of my concerns has been to show how the participants
themselves orient to, and manage this ‘reality disjuncture’ by means of a variety of

discursive devices.

The main body of the thesis addresses this problem through issues such as: the
significance of diagnostic labels, different models of medicine, and the relevance of
mind and body in explanations for illness. Finally, there is an analysis of the narrative
constructions of M E sufferers and GPs, to show how psychosocial ‘evidence’ is used
to warrant the speaker’s interpretation of illness as either a mental or physical

phenomenon.
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CHAPTER ONE : An Introduction

This thesis is about a ‘mystery illness’, and how it is constituted in and through the
discourse of participants in my study, and in the field of ‘M E’ research. For the time
being, I will introduce the term ‘M E’ as an abbreviation of the term myalgic
encephalomyelitis, and indicate that this is a controversial medical category. As with
all controversies, there is, by (participants’) definition, more than one version of
reality. Any attempt to define M E would therefore implicate me in producing a
version of my own, and thereby entering the debate as a participant. My purpose in
this thesis is not to produce yet another contribution to the question, ‘What is M E?’
The point of the project is rather to leave the privilege of definition and sense-making

to the participants themselves, who manage this as a practical activity.'

Taking M E as a participants’ topic allows me to contribute something to the
understanding of how different versions of reality are constructed in talk about illness,
and what kinds of concerns are made relevant by both lay and professional people in
and through their discourse. My analysis of text and talk in later chapters addresses

itself to exactly these issues.

The first task of this introductory chapter is to set my topic in the more general context
of a social constructionist approach to the study of health and illness, and medical
discourse. Second, I shall outline the background and theoretical approach of
discursive psychology that I intend to apply in the construction of this thesis and the
analysis of data. Third, I shall outline the project itself, and the kinds of discourse that
have been treated as data for analysis. Finally, I shall provide a synopsis of the thesis,
in which I provide an analyst’s gloss on the version of reality that this thesis has
constituted. In certain parts of the text of the thesis I have appropriated and anticipated

the voices and commentary of others to accomplish some analytic and rhetorical

! Starting with chapter two, in which I construct a “plausible history of M E”, where my aim is to show
how the participants in the field of medicine and social science have constructed M E as a mystery
illness and a medical controversy.



business relevant to both the content and the form of the text as a constructed version.
My use of such ‘alternative literary forms’ in parts of the thesis, is indicated in the

synopsis at the end of this chapter, where I call attention to their (de)constructive,

reflexive, and dialogical properties.?

Health and lliness as a General Context

Although I shall focus on the specific topic of M E, my intention is to make a much
more general contribution to the understanding of the discourse of health and illness,
and medicine. Therefore, the analysis of talk about M E is used as a forum for the
discussion of more general issues that are likely to be made relevant in any kind of
discourse about health and illness, and medicine. Before I go on to discuss the
theoretical and analytical approach taken in this thesis, I shall first outline the general
distinction between traditional realist, social constructionist, and discursive

approaches in terms of the concepts of ‘disease’, ‘illness’ and ‘sickness’ and the

relationship between them.

It is usual for social scientists to distinguish between the terms ‘disease’, ‘illness’, and

‘sickness’, where

Disease is something that physicians diagnose and treat [...] it can be said that disease refers
to pathological changes in the body [...] Illness can be taken to mean the experience of
disease [ ..] a way of being for the individual concerned [...] Sickness can be defined as a
social condition that applies to people who are deemed by others to be ill or diseased. It refers
to a a particular status or role in society and is justified by reference to either the presence of
disease or to the presence of illness (Eisenberg, 1977). (Radley, 1994: 3)

Alan Radley points out how the different terms are each related to a different
‘conceptual focus’, respectively; the physical body, individual experience, and society,
which are the business of biomedicine, psychology, and sociology. Thus, ‘disease’ is
something physical, ‘illness’ is experiential and thus the subject matter of psychology,

and ‘sickness’ makes sense as a category where people have ‘diseases’ and experience

2 “Alternative literary forms, used in SSK* analysis (e.g., Ashmore, 1989; Ashmore et al, 1989;
Ashmore et al 1991; Latour, 1980; MacMillan, 1995, 1996; Mulkay, 1984, 1985; Pinch and Pinch,
1988, Stringer, 1985; Woolgar and Ashmore, 1988), reflexively display SSK’s concern with the
construction of knowledge, and exemplify the way that the analyst’s/author’s claims are inextricably
embedded in the textual forms she uses to present such knowledge.” (MacMillan, 1966: 6) (* footnote
to footnote 2: SSK stands for Sociology of Scientific Knowlege).



‘illness’ in the context of cultural meanings and in relationship to other people, social

duties and obligations.

From a traditional realist perspective, the phenomenon of ‘disease’ is potentially
discoverable by the scientific techniques of biomedicine. There are observable ‘signs’
and symptoms that can be described and interpreted within the framework of medical
knowledge about disease and its categories. The experience of ‘illness’ is also treated
as a discoverable phenomenon, albeit with a lesser ontological status,® which is
available to the social science researcher through the reports of its sufferers. However,
the social status of ‘sickness’ is negotiated in terms of the cultural meanings of bodily
signs and symptoms, and the extent to which such phenomena are deemed to be a
sufficient and legitimate justification for opting out of social duties and obligations.*
In other words, “we need to look beyond the experience of the individual patient to
understand how the term ‘sickness’ relates to the public awareness and designation of

disease.” (Radley, 1994: 4).

Alan Radley claims that as soon as we start to consider the separation of the physical
body, from individual experience, and society in terms of a conceptual distinction
between the categories of ‘disease’, ‘illness’, and ‘sickness’, it becomes clear that the
separateness is merely an artefact of different theoretical perspectives. The distinction
between the three has been constructed and is used “to justify the different interests of
social science as compared with medicine” (ibid: 5). What this accomplishes is to
assert that “the concepts of biomedicine cannot define the field of interest for a social

science approach to the topic”(ibid: 5).

* Phenomenological enquiry in the social sciences has often been regarded as having a lesser scientific
status than its positivistic counterparts, since its findings are based on the interpretative work of
analysing participants’ subjective reports. Nonetheless, from the realist point of view, the findings of
phenomenological enquiry refer to an objective reality that exists beyond a participant’s subjective and
distorted interpretation.

4 Parsons (1951a; 1951b) has referred to this withdrawal from the normal demands of everyday life as
the adoption of the ‘sick-role’. From a functionalist perspective in sociology, Parsons defined sickness
as a form of deviance from the social norm of health. Sickness is seen as a threat to the social order, and
the work of medical practice is to act as an agent of social control by policing access to the sick role and
helping people to get well as soon as possible.



From the social constructionist perspective, therefore, the distinction that is
traditionally made between the social and the biological appears much less clear cut.
Social constructionism derives from the approach of Berger and Luckmann (1966)
who contested the idea that social reality exists independently of our constructive
practices. The theoretical stance of social constructionism therefore challenges the
notion that there is any such thing as the prior reality of disease. Alan Radley
illustrates this latter point with the following example of the menopause as a socially
constructed disease.

This ‘deficiency disease’ can be seen to be the product of medical definitions, and of certain
social assumptions. These suggest that women’s biological condition associated with
ovulation is linked to their youthfulness, attractiveness and hence their social worth.[...] the
initial case for oestrogen therapy was based on its known effects on bone condition and the
possibilities of it preventing atherosclerosis (‘furring’ of the arteries). Kaufert and McKinlay
(1985) point to this as implying that once women had passed through the menopause, and
produced less oestrogen, they were then considered to be in a state of oestrogen deficiency.
This effectively turned the menopause into (i.e. constructed it as) a ‘deficiency disease’, and
hence into something that physicians are obliged to treat. The development of replacement
therapy was the necessary condition for this to occur, tying it into a conception of the
menopause as a reduction in women’s psychological and social worth. This was required to
justify its use, in spite of several contrary indications about the treatment’s long-term effects.
That is to say, the isolation of a reduction in oestrogen among women after the menopause is
not enough to make this variation into a disease. (Radley, 1994: 29)

Another example that Radley cites to illustrate the social constructionist approach is
coronary heart disease which started to appear in the official statistics as a cause of
death only in the 1920’s (Bartley, 1985). This is interpreted as partly due to changes in
the way that doctors attributed the causes of death specifically to degeneration of the
coronary arteries, rather than to general arteriosclerosis as they had previously done
(Radley, 1994). This linking of the mortality figures to a specific pathology of the
coronary arteries provided the ground for theories about risk factors in heart disease,
such as diet, physical activity, and lifestyle, and therefore, it follows, a justification for

medical intervention in the way people live their lives.

One further example can help us to understand how medical knowledge can be
understood as a socially constructed phenomenon. In his study of haemotologists in
hospital settings in Britain and the U.S.A., Paul Atkinson (1995) analysed the

everyday talk of practitioners, and how they produce and represent medical



knowledge. Atkinson’s discussion of the ‘clinical gaze’ (Foucault, 1973) points out
how “the body of the patient is rendered legible via a detailed scrutiny of its
constituent parts” (Atkinson, 1995: 61). The ‘clinical gaze’ is a way to read the body
and its signs and symptoms as a kind of text, where the clinician’s reading is based on
medical techniques and anatomical knowledge, and is privileged over other kinds of
accounts, such as the patient’s own interpretation of bodily feelings. Atkinson (ibid:
70) demonstrates, however, that this medical ‘reading’ of the body is by no means
clear cut or straightforward:

the expert (primary physician, specialist, laboratory scientist) acts as a practical
phenomenologist. He or she is concerned, as a matter of everyday work, with the nature of
appearances and the production of descriptions.[...] Observations are not self-evident to the
‘uninitiated’. In the absence of a conceptual framework and a descriptive vocabulary there is
no socially shared ‘observation’: there is no agreement as to a stable world of phenomena.

Atkinson goes on to analyse the discursive processes by which medical trainees are
taught by experienced practitioners, to ‘see’ and interpret ‘blood pictures’ under the
microscope, in a context where shared knowledge and the visual recognition of objects
is a practical, collaborative, and interpretative accomplishment. The argument that
Radley and Atkinson develop is that medical knowledge is not neutral, but has always
been, and is ongoingly constructed within the framework of the social, cultural and
discursive context. On the other hand, the social constructionist position does not
necessarily imply a disagreement with medicine’s categories and practices, only that
there is no bottom line non-constructed criterion against which to measure them

(Edwards, Ashmore, and Potter, 1995).

The upshot of the social constructionist position as this relates to the concepts of
‘disease’, ‘illness’, and ‘sickness’, is that definitions of disease have to be seen as a
product of cultural contexts and the social processes of constructing knowledge. Since
that is the case, the experience of ‘illness’ is to some extent dependent on such cultural
and social definitions. For example, as implied above (Radley, 1994), the experience
of the menopause as a ‘deficiency disease’ for which women should be given medical
‘treatment’, only makes sense in the context of certain cultural and social definitions.

Furthermore, the social sanctioning of ‘sickness’ is dependent upon what is treated as



a warrantable claim to have a disease or an illness experience. So what is treated as a
legitimate ‘sickness’ is likely to vary historically, and between different cultures

according to prevailing notions of what counts as bona fide medical knowledge.

It was pointed out earlier, that the distinction that is commonly made between the
categories ‘disease’, ‘illness’, and ‘sickness’, can be seen as a product of the
theoretical divisions that have been constructed between the biological, the
psychological and the social. In other words, these have been constituted as the focal
analytic concerns of academic disciplines. However, I shall demonstrate, in this thesis,
that they are also concerns that people orient to in their commonsense talk about
health issues. In other words, the biological definitions of disease, the personal
experience of illness, and the social and moral context of sickness, are precisely the
topics that participants in discourse about health and illness are concerned to manage

in and through their accounting practices.’

The nature of this position, and its analytical application can be elaborated by
outlining the general approaches of discourse analysis (Gilbert & Mulkay, 1984; Potter
& Wetherell, 1987) and more specifically, discursive psychology (Edwards & Potter,
1992; Potter, 1996; Edwards, 1997).

Discursive Psychology

The main theoretical areas that have influenced the development of a discursive
psychology approach have been summarised by Edwards and Potter (1992: 27) as
follows: The relationship between knowledge and language use in linguistic
philosophy (Austin, 1962; Wittgenstein, 1953); a functional approach to language in
speech act theories (Grice, 1975; Searle, 1969); the study of members’ everyday sense-
making practices in ethnomethodology (Garfinkel, 1967; Heritage, 1984); the
application of ethnomethodological principles to the analysis of mundane

conversations in conversation analysis (Atkinson and Heritage, 1984; Button and Lee,

3 For example, in chapter two, the question of whether M E is a disease entity is precisely what is at
issue for the participants in the controversy. Also, in chapter six, the question of defining a disease
entity is the very issue that is at stake in a narrative of personal illness experience.



1987; Levinson, 1983; Sacks et al, 1974); the study of scientists’ discursive practices
in the sociology of scientific knowledge (Ashmore, 1989; Gilbert and Mulkay, 1984;
Potter and Mulkay, 1985); the application of this kind of discourse analysis® to the
social psychology concept of attitude (Potter and Wetherell, 1987), to the analysis of
memory accounts (Edwards and Potter, 1992), to the analysis of racist discourses
(Wetherell and Potter, 1992), and to the analysis of topics such as categorisation,
emotions, narrative, and shared knowledge (Edwards, 1997). Another area of influence

has been the post-structuralist focus on the reality constructing nature of text in

cultural and literary theory (Barthes, 1974; Derrida, 1977b; Shapiro, 1988).

In order to explain how discursive psychology is applied in this thesis, I shall elaborate
three of the main influences that are referred to above. These are, the study of
scientists’ discursive practices in the sociology of scientific knowledge (SSK); a

functional approach to language, and ethnomethodology.

Scientists’ Discourse, and a functional approach to language.

Gilbert and Mulkay’s (1984) study of scientists’ discursive practices focused on the
discourse of bioenergeticists whose specialty was an interest in oxidative
phosphorylation. This refers to “the formulation of a complex molecule called ATP
(adenosine triphosphate), which plants, animals, and bacteria use as a means of
moving and temporarily storing energy within the cell.” (ibid: 18) Gilbert and
Mulkay’s analysis departs from previous sociological work on science, which had
sought to demonstrate a discrepency between the orthodox view of scientists as neutral
and disinterested, and the social realities ‘revealed’ by sociological research (ibid: 1).
They cite, as an example of this, Blissett’s (1972) study of the role of politics in

science, where the point was to show how political manoeuvring is a routine aspect of

¢ The kind of discourse analysis applied by Potter & Wetherell (1987) can be distinguished from
another form of discourse analysis that treats discourses as historically evolved constructions that exist
in some kind of abstract but structural form (e.g. Foucault, 1980; Parker, 1992). Wetherell & Potter
(1992: 90) point out that “One of the dangers of this view is that the social practices of discourse often
disappear from sight altogether...Discourses become seen as potent causal agents in their own right, with
the processes of interest being the work of one (abstract) discourse on another (abstract) discourse...In
contrast to this, we wish to place much more emphasis on discourse as social practice, on the context of
use and on the act of instantiation.”



the process of scientific enquiry that directs scientific perception and helps to
determine whether or not a scientific theory will be accepted. Blisset’s justification for
making this claim was drawn from scientists’ interview talk and written accounts , in
which the scientists gave descriptions of such political activity. These statements were
counted, by Blisset, as consistent evidence that accurately describes the social reality

of science as a political activity.

This kind of analysis is typical of a more general kind of qualitative research, where
participants’ discourse is treated as a descriptive resource to illustrate the version of
social reality that the analyst has chosen to endorse. Any variability in the participants’
discourse is either ignored, explained away as the product of inaccuracy or bias, or
managed by claiming privileged insight into what was really meant. As Gilbert and
Mulkay (1984: 10) put it, “It is proposed in this line of argument that sociologists can
tell good from bad accounts of action and belief; and that they do so by acquiring tacit

craft skills which enable them to assess the veracity of different kinds of account.”’

Gilbert and Mulkay’s approach is distinct from this in the sense that it treats
participants’ discourse as topic, not resource, and language as functional rather than
merely descriptive. From this view, there is taken to be “a strong connection between
the form and substance of discourse, on the one hand, and the social situation in which
discourse is produced, on the other hand” (ibid: 7). It is therefore argued that the
similarity between different statements that participants make is likely to bear some
relationship to a similarity in their social contexts of production. For example, Gilbert
and Mulkay showed how scientists use two functionally distinctive interpretative
repertoires to give an account of their actions and beliefs in different social situations;
the formal, and the informal. The empiricist repertoire and the contingent repertoire
(as Gilbert and Mulkay termed them) were found to be used by scientists to construct

asymmetrical accounts of truth and error.

7 The original endnote in Gilbert & Mulkay (1984) reads: “Collins is the most enthusiastic advocate of
this kind of approach in the sociology of science. See his ‘Respondents’ talk and participatory research’,
a paper given at the University of Surrey Accounts of Action Conference, December 1981. For a
general discussion of the craft element in social research, see C. Wright Mills, The Sociological
Imagination, Oxford: Oxford University Press, 1959.”



Empiricist and Contingent Repertoires

The empiricist repertoire employs a way of speaking that obviates agency and
promotes the notion of objectivity. It is the kind of formal writing that appears in
experimental reports.® Gilbert and Mulkay showed how an ‘empiricist repertoire’ was
commonly used by scientists in making factual claims and in support of favoured
theories. First, it is full of impersonal grammatical constructions such as, ‘it was found
that’, ‘evidence has emerged from’, or ‘results suggest that’, which minimises
subjectivity. Second, as a rule, theory develops from empirical data, rather than
preceding it (e.g. ‘facts show that”). Third, laboratory work is described according to
recognisably standard scientific methods and procedures (e.g.“mitochondria were

prepared by the method of Wong”, ibid: 44).

On the other hand, error accounts must be managed by scientists as a matter of routine,
even though, within the canons of scientific method, errors should not occur in the
first place. In practice, Gilbert and Mulkay found that a ‘contingent repertoire’ was
typically used by scientists in more informal settings, and interview talk, where
appeals to the personal context- motive, bias, speculation and intuition, and also the
social context of research (that are normally excluded from scientific reports),
functioned to account for error, discredited findings, and particularly in making

reference to the work of rival laboratories.

The two repertoires constitute competing accounts of scientific practice and discovery,
such that if they appear together, a contingent repertoire is likely to threaten the
legitimacy of an empiricist repertoire, and the truth of scientific findings. But error and
truth, disagreement and consensus must also co-exist in the processes of

scientific practice, and scientists made use of a ‘“Truth Will Out’ device (TWOD),

which functioned to manage these competing concerns and reinforce the idea that

¥ And also in much of this thesis. For example, in the preceding paragraph where I have written the
sentence “The empiricist repertoire and contingent repertoire were found to be used by scientists to
construct asymmetrical accounts of truth and error.”. The use of this kind of grammatical form deletes
the authors, Gilbert and Mulkay, as agents of the discovery of the two repertoires making it sound as
though the repertoires were just there waiting to be discovered.



despite temporary setbacks, disagreements, and glitches, that are attributable to human

error, scientific empiricism will itself eventually prevail.

Jonathan Potter (1996: 155-158) has given some examples of the use of an empiricist
repertoire outside the realms of the scientific community, where the factual grounds of
reports and the objectivity of claims are important participants’ concerns. For
example, in news reports, constructions of impersonality (e.g. ‘it is believed that’), and
fact agency (e.g. ‘facts show that’), are in common use. Latour (1987), and Pomerantz
(1984) have also shown how in the context of controversy, people are concerned to
provide a technical basis to support their truth claims. Clearly then, an empiricist
repertoire, as a collection of fact constructing devices, has a wider application than to
strictly scientific settings, and it certainly warrants more than a passing mention here,
in this thesis. First, because such devices can be deployed by both lay and professional
people to construct ‘out-there-ness’, secondly because the topic of my research relates
to medical talk, where traditional empiricism is the canonical discourse of medical
science, and thirdly because my topic is an unresolved medical controversy, where the
very issue at stake is the ontological status of ‘the mystery illness’. Of course, the
implication of this claim is that a contingent repertoire is the other side of the coin in
both lay and professional reasoning practices, where it can be drawn on to make
relevant the subjective and constructed nature of people’s claims and accounts in a

way that undermines their factual basis.

Discourse as Social Action

It is useful next to explicate some of the features of discursive psychology, in which a
central claim is that discourse is analysable as social action, rather than as a way to
find out about internal (cognitive) or external reality. The ‘discursive action model’
has been suggested as a “conceptual scheme that captures some of the features of
participants’ discursive practices” (Edwards & Potter, 1992: 154) and therefore

focuses on action rather than cognition. Memories are treated as accounts, or versions

? This term is used to refer to the discursive construction of an external objective reality that exists ‘out-
there’ independently of people’s constructive activities.

10



of what happened, that are produced “on and for occasions of talk” and “may perform
social actions-in-the-telling” (Edwards, 1997:266). This is a functional approach to
language, where accounts and descriptions are not seen as merely representative of an
external social reality that exists prior to people’s descriptions. Causal attributions and
descriptions or reports are taken to be linked together in people’s accounts as a
discursive activity, where speakers attend to issues of blame and accountability, rather
than accounts being interpreted as evidence of people’s internal cognitions, or being

evaluated for their truthfulness or accuracy.

From this view therefore, factuality is itself a participants’ concern. It is constructed in
people’s accounts by means of a variety of discursive techniques, one of which is an
empiricist repertoire. The possibility of denial is itself oriented to in the way that
reports are rhetorically organised to undermine possible alternative versions (Billig,
1987). This is not necessarily to imply that an objective and recoverable social reality
lies beyond the rhetorical organisation of people’s versions, but rather to claim that
such versions are all we have. In other words, they are constitutive of social reality,
and they work to dismiss other versions of social reality in the context of everyday
talk.

One of the points made earlier was that in traditional qualitative research, variability in
participants’ accounts is typically accounted for by the analyst by means of appeals to
inaccuracy, or bias. In other words, the participant may not be giving a truthful,
accurate, disinterested account. One of the conclusions of Gilbert and Mulkay’s study
(and those which look at non-scientific settings) was that the empiricist repertoire
functions as a set of fact-constructing devices, whereas a contingent repertoire can be
drawn on to construct accounts as inaccurate, or in some way subjective and
motivated. It can therefore be argued that the traditional qualitative analyst is doing the
same thing as Gilbert and Mulkay’s scientists; bolstering their own version of a
‘reality beyond the talk’ in terms of an empiricist repertoire, and using a contingent
repertoire to challenge the validity of anything that confuses or contradicts their own

selected and formulated version of social reality.
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Accuracy and Bias, as Participants’ Concerns

On the other hand, a discursive psychology approach treats factuality, accuracy, and
stake and interest, as participants’ concerns, rather than as a methodological problem
for the analyst to solve. For psychology in general and for the qualitative approach
specifically, the accuracy of people’s accounts is an important analyst’s concern. This
threatens to undermine the validity of any kind of research that treats language as a
representation of a reality that exists beyond the account. From a realist point of view,
the problem would be to establish how far people’s memories of events are accurate
representations of that reality. Robinson (1990: 1173) attends to this almost as an
apologia'® in the introduction to his paper on illness narratives:

Personal accounts of illness are often viewed with considerable ambivalence as a research
resource. On the one hand they provide a density of texture, a depth of personal meaning, and
an insight into the experience of illness not readily available through other means. On the
other hand these very qualities seem to make any systematic, valid and reliable attempts to
create generalisable propositions difficult, if not impossible.

Robinson’s comments here orient to the difficulty of finding a systematic way to get
from people’s accounts to events and experiences. However, from the perspective of
discursive psychology, the accuracy or truthfulness of an account is not something that
the analyst needs to be concerned to establish.'! From a relativist view, constructed
versions are all we have to work with. So from the viewpoint of discursive
psychology, factuality and authenticity are relevant only as a discursive

accomplishment in the construction of an account, or as participants’ concerns that are

sometimes the topic of their talk.

However, that is not to agree with Robinson’s concern that systematic analysis is
impossible. There are many discursive devices, which have been identified by
different authors in discourse and conversation analysis, that are commonly used by
participants in mundane everyday talk to accomplish factuality. Jonathan Potter (1996)

has written a comprehensive review of fact-constructing devices, some of which will

' Of course this apologia works discursively to disarm precisely such a critique of qualitative research.
' Unless of course the account is their own! Discursive psychologists obviously employ exactly the
same fact-constructing devices as everyone else in writing their texts and contructing arguments. What I
mean to emphasise is that discursive psychology does not seek to discover a reality beyond the talk.
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be explicated in the later chapters of this thesis as an ongoing activity in the process of
analysing participants’ discourse. However, for the purposes of this introduction, I will

provide a couple of examples that might help to clarify the rationale of discursive

psychology.

Memory as a Social Practice

Remembering (and not remembering) can be seen as a social practice (Middleton &
Edwards, 1990), rather than more or less accurate accounts of mental representations.
Any account of past events is an occasioned discursive activity, that accomplishes
rhetorical work. However, in the following example of John Dean’s testimony to the

Watergate committee, (taken from Edwards & Potter, 1992: 45-46), the accuracy of

recall is analysable as a participant’s concern.

Dean:. . . I've told you I'm trying to recall. My mind is not a tape
recorder. It does recall (0.3) impressions of conversations very well,
and the impression I had was that he told - the - he told me that
Bob had reported to him what I had been doing. That was th- the
impression that very // clearly came out.

Gurney: In other words, your - your whole thesis on saying that the
President of the United States knew about Watergate on September

15 is purely an impression, there isn’t a single shred of evidence that
came out of this meeting.

(Slightly simplified from Molotch and Bogen, 1985: 281)

One of the analytic points made by Edwards and Potter (1992) about this extract is that
it appeared in the context of “a series of turns where he [Dean] had found difficulty in
answering questions” (ibid: 46), where Dean was working to emphasise both the
accuracy of his memory, and also its limitations. He was thereby able to disclaim
accountability for the apparent inadequacy of some of his previous answers, whilst at
the same time warranting the essential accuracy of his testimony. Thus he claimed it
was the “impressions of conversations” that he remembered very well, even though his
“mind is not a tape recorder”. This combination constructs “a cooperative concern for

truth and accuracy” whilst leaving “some scope for ‘plausible deniability’ (Bogen and
Lynch, 1989: 203).
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A display of cooperative concern with the accuracy of memory, and ‘plausible
deniability’ is also a feature of interview talk, as the following two extracts illustrate.

Extract 1 (MHS/ Dr Evans)

22.MHS have you seen any patients in your practice with M E ?

23.Dr Evans =mm

24 MHS = yeah? (.) can you describe a particular case that you had ?
25.

26.Dr Evans ri:ght er (.) that’s why I was going to get these notes out
Extract 2 ( MHS/Dr Evans)

260.Dr Evans you do find people, who really, you think (.) probably haven’t
261. got M E at all (.) they’ve got something else (.) [er]

262.MHS [mm] have you
263. got any patients like that?

264.

265.Dr Evans I can’t think of any off the top of my head (.) but yes there certainly
266. have been

In extract 1, Dr Evans’ response at line 26 displays his cooperative concern to describe
the case as accurately as possible by using the case notes to enhance his memory. Later
in the interview (extract 2, line 260) he makes a general claim, which could be heard
as a perjorative comment about some of his patients, who (immediately before this
extract) he has described as people who “simply fall out with their previous doctor and
join a new practice which may be us”. These are patients whom he argues “probably
haven’t got M E at all”, but they claim that they have. When pressed for more specific
detail, Dr Evans responds at lines 265-266 with ; “I can’t think of any off the top of

my head (.) but yes there certainly have been”.

Here, the device of not being able to remember any specific details without some kind
of memory aid, displays a concern to be co-operative, accurate and truthful, but also,
in the context of having made a potentially contentious claim, allows him a rhetorical
space for ‘plausible deniability’. If he has given no detailed description of cases that he
knows well, his claim cannot be easily contested, and if he cannot remember “off the
top of my head” (line 265), nor can his comments be easily followed up by the

interviewer.
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Stake Management

One of the concerns that participants attend to in telling their version of events, is that
their description might be contested. For example, someone may construe them as
‘having an axe to grind’, or having something to gain by constructing one version of
events (rather than another) as factual.'? In the giving of an account, particularly a
controversial one, there is always the possibility of having one’s version denied or
queried on the grounds of stake and interest.'? This is very evident in the context of
the courtroom, where the famous line attributed to Mandy Rice-Davies'*, ‘he would
[say that] wouldn’t he?’ was used to discredit as motivated, a testimony that had

challenged her own.

The dilemma of stake and interest is not, however, restricted to the context of the
courtroom. In ordinary conversation also, participants attend to the possibility that
their version of events may be dismissed as motivated. They attend to this possibility
in their talk by means of either a device that Jonathan Potter (1996: 125) has termed
‘stake inoculation’, or alternatively by ‘stake confession’. Both are constructed to
manage the imputation of stake or prior motive. The following example from an
interview with a general practitioner on the topic of M E illustrates how ‘stake
inoculation’ works.

Extract 3 (MHS/Dr Turner/ 69-81)

12 Certain approaches to narrative psychology that give a ‘nod in the direction of rhetoric’, construe
people in this way themselves. For example, Reissman’s (1990) analysis of an illness narrative,
“Strategic uses of narrative in the presentation of self and illness: A research note.” which points out the
rhetorical context of the discourse, but rather than looking in detail at the actions that discourse
performs in the illness narrative, she interprets the data in Goffman’s terms of ‘self presentation’ and the
strategic choice of genre and forms of narrative that enable the participant to accomplish ‘impression
management’.

1 Social scientists do this when they examine the replies of participants for bias and distortion. For
example, Reissman's (1990) analysis of an illness narrative uses the notion of rhetorical structure to
attribute a ‘motive’ to the participant: that of presenting a particular view of himself to the interviewer.
The difference between this and a discursive psychology approach is that the latter looks at the actions
that discourse performs, rather than construing those actions as in some way motivated. A discursive
analysis has no need to make inferences about the internal psychology of the individual, since these are
the very topics that are attended to by participants in their talk. In other words, stake and interest is a
concern that participants manage in their discourse rather than bias being a problem for analysts to
solve.

14 Mandy Rice-Davies was a witness for the prosecution in the notorious court case of 1963, where
John Profumo and other leading public figures had become implicated in a scandal involving
prostitution and espionage. The remark was made in response to having her own version of events
denied by a defence witness (in Edwards and Potter, 1992).
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69.MHS I mean what do you make of the whole M E thi:ng?

70. -
71.Dr Turner I was very sceptical initially, I have to say, for a while it seemed to

72. be y’know this decade’s thing, and went along the same sort of lines as
73. Total Allergy Syndrome and things like that, which ultimately became
74. pretty well discredited (.) er as diagnoses and so I think initially, I think
75. it was seen as this year’s trendy illness to have (.) er and people that
76. read about it, knew about it, developed it, sort of thing, that was my
717. original scepticism (.) about ten years ago it received that sort of

78. treatment, however I think it probably is an entity, a diagnostic

79. entity, a disease entity (.) whether or not it’s post viral (.) whether it’s a
80. slow virus or whatever (.) er () er (.) is still under debate, but as I say I
81. tend to think of it now as a disease entity

The interesting thing to notice about this extract is Dr Turner’s response to the
interviewer at line 71, “I was very sceptical initially”. This signals to the listener that
Dr Turner might at one time have had a prior motivation to categorise M E as a
dubious kind of condition. At lines 72-76, he lists some grounds for his “original
scepticism”(line 77). But later, at lines 78-81, he makes a statement about his current
approach that contrasts with his former position (and that of other doctors); “however
I think it probably is an entity, a diagnostic entity, a disease entity...”(lines 78-79).
This makes available the implication that Dr Turner’s current position on M E is
based on rational grounds, that were previously unavailable, rather than being based
on some kind of prior prejudice that he has. On the contrary, his “original scepticism”
has somehow been overcome. In this case, the ‘stake innoculation’ works to foreclose
the possible suggestion that Dr Turner is someone who had an prior interest in
recognising M E as a disease entity, even whilst others in the medical profession were
sceptical, or that he was in the first place easily duped by “this year’s trendy

illness”(line 75).

‘Stake confession’ is another way to manage the dilemma of stake and interest in the
giving of a version of social reality. An example of this appears in footnote 18 (this
chapter), where I call attention to my own interest as a member of the self-help group,
and I refer to my personal involvement with two close family members who have
suffered from M E. As Jonathan Potter points out, “confessing stake shows that the

writer is live to its relevance and is not trying to dupe the readership. It may also work
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as a display of honesty and objectivity; the author is someone who can stand outside
his [her] interests and is well aware of their distorting potential. In this sense it is

disarming.” (Potter, 1996: 130).!®

Ethnomethodology

Ethnomethodology, the study of mundane practices for producing and making sense of
everyday social life, was founded by Harold Garfinkel (1967), and is one of the main
roots of both SSK and discursive psychology. What distinguishes ethnomethodology

is that it does not adopt a position on the accuracy of those sense-making practices, but
rather analyses them as they are used in situ as a practical activity, or as Heritage puts
it, “some of the ways in which the world is rendered objectively available and is
maintained as such” (Heritage,1984: 220). The approach of ‘ethnomethodological
indifference’, parallels SSK’s emphasis on ‘methodological relativism’, where the

point is to avoid buying into a particular version of scientific truth or social reality.

The question of how “actors come to know, and know in common, what they are
doing” (Heritage, 1984a: 76), in other words, how they construct and maintain a sense
of orderly reality, is central to the ethnomethodological approach. Garfinkel (1967)

reformulated Mannheim’s termino]ogyl6 to refer to this process as the ‘documentary

method’ in which

Not only is the underlying pattern derived from its individual documentary evidences, but the
individual documentary evidences, in their turn, are interpreted on the basis of ‘what is
known’ about the underlying pattern. Each is used to elaborate the other. (Garfinkel, 1967:
78)

In other words, the underlying pattern is constituted in and through the accumulation

of instances that are worked up as such by the actors themselves.

' Of course by making this remark I am rot claiming to ‘stand outside my own interests’ in writing this
thesis. Indeed, the point is that my text (like any other account) is analysable as a version. And, of
course, the more we are conscious of the functions of stake management, the less effectively disarming
it is likely to become!

'® Mannheim proposed that the ‘documentary method’ involves the search for “an identical homologous
pattern underlying a vast variety of totally different realisations of meaning” (Mannheim cited in
Garfinkel, 1967¢: 78).
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There are, however, occasions when that sense of a definitive orderly reality threatens
to disintegrate into different versions of the world, or points of view. Melvin Pollner
(19'87) referred to these as ‘reality disjunctures’. In his study of mundane reasoning in
traffic courts, he analysed the discursive methods by which people managed to resolve
such disjunctures, and reinstate the existence of an objective reality beyond people’s
competing versions. The procedures that he identified function in the same way as
Gilbert and Mulkay’s ‘contingent repertoire’, such that disjunctures are explained
away as being a product of differences in individual perception and interpretation, or

discrepant, incomplete or distorted reporting. In this way, members are able to sustain

a recognisably factual and objectively real world.

There is a sense in which the controversial topic of this thesis provides an ideal forum
for examining precisely those kinds of mundane reasoning practices, in a context
where the objective world of medical scientific facts threatens to disintegrate into
merely subjective points of view. In other words, the controversy surrounding M E
constitutes just such a ‘reality disjuncture’, and how that is constituted and managed as

a practical activity by both lay and professional participants, is the project of this
thesis.

The Project

In later chapters I shall treat all kinds of discourse on the topic of M E as analysable

data. I have included in this; a selection of academic literature on M E, naturalistic
data from M E self-help group discussions'’, “offical’ reports on M E, and interview
data with ten M E sufferers and ten general practitioners, which was collected
specifically for the purposes of this study. I initially approached the M E sufferers
through a support group, where I became both a member and a researcher.'® My access

to general practitioners was negotiated in different ways; some were referrals by

7 By ‘naturalistic data’ I mean that this is discourse that was not ‘set up’ for the purposes of research. I
was able to gain access to the data since the M E group tape record (and sometimes video-record) their
sessions with visiting speakers as a matter of routine. The purpose of this is to make a ‘library’ available
to housebound members of the support group.

18 My status as a member of the group relates to my own experiences as a caregiver with two close

family members who have suffered from this debilitating condition. (See page 16 of this chapter for a
discussion of the rhetorical work of ‘stake confession’.)
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patients, others were referrals through personal contacts, and the rest were negotiated
by sending letters (followed up by telephone calls) to doctors’ surgeries in two

different counties.

My purpose here was to treat interview data as a dialogue about M E between two
interlocutors (both researcher, and participant), rather than to use the participants’ talk
as a way to discover a reality beyond their accounts, such as the events of an illness,
patient’s beliefs, doctor’s attitudes, or the relationship between doctors and their
patients. Although the interviews were collected for the purposes of research, they are
treated as ‘naturalised’ data, in the sense that the interaction between researcher and
participant is treated as integral to the object of analysis, and the researcher’s questions
and comments are also treated as data to be analysed. (For a further discussion of the
‘naturalisation’ of data, see Potter and Wetherell, 1995; Edwards, 1997). The analysis
of such data will therefore use the analytical techniques and rationale of discursive
psychology, to examine the kinds of actions that discourse performs in the contexts of

interviews, academic literature, and official reports.

As I pointed out in the introduction to this chapter, taking M E as a participants’ topic
allows me to contribute something to the understanding of how different versions of
reality are constructed in talk about a ‘mystery illness’, and what kinds of concems are
made relevant by both lay and professional people in and through their discourse. My
analysis of talk and text, in later chapters, addresses itself to exactly these issues:

for example, the biological or medical definitions of disease, the experiential
dimension of illness, and the question of what counts as disease or illness in the first

place.

A (foot)note on reflexivity

In case it was overlooked the first time, perhaps I should introduce footnote 2 (this

chapter) into the main text:

Alternative literary forms, used in SSK* analysis (e.g., Ashmore, 1989; Ashmore et al, 1989; Ashmore
et al 1991; Latour, 1980; MacMillan, 1995, 1996; Mulkay, 1984, 1985; Pinch and Pinch, 1988;
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Stringer, 1985; Woolgar and Ashmore, 1988), reflexively display SSK’s concern with the construction
of knowledge, and exemplify the way that the analyst’s/author’s claims are inextricably embedded in the
textual forms she uses to present such knowledge.” (MacMillan, 1966: 6) (* footnote to footnote 2: SSK
stands for Sociology of Scientific Knowlege).

MacMillan coins the phrase “alternative literary forms” (ALFSs) to re-work the notion
of ‘new literary forms’, initially used by Ashmore, 1989; Mulkay, 1984, 1985;
Stringer, 1985; and Woolgar, 1983. These refer to “reflexive textual forms which are

used to highlight the construction of knowledge.” (MacMillan, 1996:15).

At the beginning of this chapter I have indicated my own use of ALFs in certain parts
of the text, where they work to (de)construct my own version as reflexive, highlight its
intertextual properties, or display the ‘rhetorico-responsive’ nature of discourse
(Shotter, 1993b). The latter refers to a feature of talk or text that has been discussed by
theorists such as Mikhail Bakhtin (see for example, Morson and Emerson, 1990: 131),
who has argued that a single utterance is dialogical in the sense that it embodies
‘addressivity’ to an actual or imagined Other. This feature of text and talk has also
been discussed by Michael Billig (1987), who has pointed out how accounts are
organised so as to dismiss alternative or contrastive rhetorical positions. I have
indicated my use of alternative literary forms in the chapter outline below. They
constitute a form of analysis which can not only highlight the textual and dialogical
construction of reality, but can also make explicit the alternative ‘voices’ that are

implicit in a single utterance, account or argument.

A Synopsis of Chapters
The main body of the thesis has been organised in three parts that are glossed here as
follows:

Part One: The Construction of M E

CHAPTER TWO: The Construction of a Medical Controversy is designed to

serve several purposes. It provides an introduction to the topic of M E and gives a
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background history to the controversy that surrounds it. Rather than writing a
straightforward historical review of the literature, I have drawn attention to the
reﬂéxive implications of doing this at the beginning of a thesis that purports to analyse
how M E is discursively constructed as a controversial category by the participants
themselves. As pointed out earlier in this chapter, the social constructionist approach
challenges the assumption that either ‘natural’ or social phenomena have an existence
prior to our own constructive practices. A review of literature can be argued to
perform exactly such a construction of reality, both in its choice of content, the form

of text, use of the empiricist repertoire, and the way that it obscures some of its

intertextual features.

The advantages of piecing together a ‘dialogue’ in the way that I have in chapter two,
is that it calls attention to the constructive processes that are normally obscured in the
craft of writing such a review. The extracts included in the chapter are quotations
(albeit selective) from articles and letters that have appeared in medical journals,
rather than being my own gloss on what the authors have to say. This allows me to
treat the literature in the medical journals (and the correspondence that addresses it) as
empirical data to be analysed, just as the interview data that is analysed later in the
thesis using the approach of discourse analysis. Of course, this does not mean to say
that by doing this I have managed to produce a ‘versionless version’ of events - on the
contrary, I have obviously selected what to include. The point is to call attention to my
version as a version that is constructed using the same kinds of discursive techniques
as the participants use. One way that I celebrate this symmetry of versions in chapter
two, is to draw on Rachael Jenkins’ (1991) historical literature review of “The
recorded history of M E” as a reflexive commentary device, in parts of the text, in the

chapter heading, and in the footnotes.

One of the analytic and rhetorical advantages in appropriating the ‘voices’ of
participants to piece together my chapter is that an analysis of their discourse allows
me to identify their concerns and use them, as an analyst’s narrative ‘scene-setting’

device, to justify the subsequent chapters of my thesis. The literature is analysed as
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data in an ongoing dialogue between participants, where the nature of the ‘mystery
illness’ is itself a topic. As pointed out earlier, the construction of the dialogue is itself
part of my analysis. Otherwise, my purpose is neither to enter the debate as a
participant, nor to privilege one version over another, but to analyse the discursive

techniques of constructing M E.

In other words, I can claim that what the controversy amounts to has been constructed
by the participants as the juxtapositioning of alternative versions of reality, such that
the nature of the ‘mystery illness’ can be formulated in terms of either the mind, or the
body, or possibly a more integrated combination of the two. The later chapters address
this concern with mind and body, and also some of the other participants’ concerns
that are at stake in the ‘dialogue’; for example, the labelling process, the management
of ‘reality disjunctures’ in accounting for illness, the use of different models of

medicine, and the categories of mind and body, and the relationship between them.

Part Two: Discursive Resources in a ‘strugggle for

authorship’

CHAPTER THREE: Labels and Things takes the participants’ concern with

diagnostic labels as its topic. Issues of definition and nomenclature have been

problematised in recent ‘official’ reports, and in the past medical literature, and review
articles, where authors have attempted to define their terms of reference. The chapter
looks at the way that labels and their meanings are the topic of discourse as well as

being deployed as part of that discourse.

CHAPTER FOUR: Repertoires of Mind and Body takes up the relationship

between mind and body, as a participants’ concern in the ‘M E controversy’, and also
as a more general concern in medical discourse. The chapter aims to examine the
rhetoric of mind and body by looking at the different ‘models of medicine’ that have
been written about by practitioners and researchers in the fields of medicine, social

science, and psychiatry. Rather than being conceptualised here as explanatory models
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that have provided a framework to guide doctor’s diagnostic thinking and practice,
these are reformulated as explanatory repertoires that can be deployed variably by both
lay and professional participants in the rhetorical context of their accounting practices,
to accomplish particular kinds of discursive business. In this chapter I have used an
‘alternative literary form’ to perform the construction of my text as a dialogical
practice, rather than merely presenting the product of construction. This mirrors the
dialogical practices involved in the construction of chapter two, and also serves to

explicate some of the central theoretical concerns of chapter four.

CHAPTER FIVE: The Authorship of Meaning in ‘Mind and Body Talk’

analyses how the categories of mind and body, and the relationship between them is
ongoingly constituted in and through the activity of talking about CFS and M E. In this
chapter, I argue that the very separateness of the categories of mind and body, in talk
about illness, itself signifies their indexical usefulness as discursive resources. The
accusation that there has been a ‘failure to challenge dualism’ (which is a metaposition
taken by some writers in both the literature on M E and in the discourse of ‘official’
reports) is re-considered in the context of the discursive utility of the separate
categories of mind and body as resources to manage sickness as a practical realm of

accountability.

In chapter five I point out that personal accountability is built into the assumptions of
psychosocial explanations for illness, and also the medical interventions deemed
appropriate for its successful management. The norms of the ‘sick-role’ are re-worked
here from the perspective of ethnomethodology, as a resource to make patients’
actions accountable in relation to health and illness issues. The categories of mind and
body are conceptualised as being primarily constituted and deployed in and through
the activity of such everyday accounting practices, and in the second place as an
analyst’s distillation of these commonsense categories, re-formulated as philosophical

dualisms and psychosocial theories of health.
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The analysis of data in this chapter focuses on how the categories of mind and body
are constituted variably in talk, how these constructions work in sifu to construct or
delete agency, and thereby avoid or implicate personal accountability. The variability
of mind/body constructions is seen here as constituting a rich resource for the
management of accountability as a practical activity in talk about illness. The
authorship of meaning is taken up as both an analyst’s concern, and a participants’
concern in this chapter. In one section of the chapter I use the reflexive device of a
‘fictional’ dialogue to explore the implications of the ethnomethodological insistence
on the indexicality of meaning. In the latter part of the chapter I analyse a piece of
dialogue recorded at an

M E self-help group meeting, to show how participants orient to the meaning of terms

such as mind and depression in their ‘struggle for authorship of the illness’.

Part Three: The Narrative Construction of lllhess

CHAPTER SIX: The Narrative Construction of ‘Self’ and M E examines the

relationship between attributional discourse and moral accountability in the context of
an M E illness narrative. First I provide some background on the different forms of
narrative analysis that have been applied to psychology and social science. My purpose
here is to show how the approach of discursive psychology, differs from these other
approaches and can make a contribution to our understanding of medical talk, and the
analysis of illness narratives. I have used the device of a courtroom metaphor in this
chapter, to organise my analysis of an illness narrative in a way that shows how
Angela and Joe construct ‘a case for the defence’ of Angela’s illness as physical and
real. Psychosocial information and a biomedical ‘theory of M E’ have been woven
together in a co-implicative way in their account, to produce a particular version of the

illness and the identity of the sufferer.
CHAPTER SEVEN: Doctors’ Cases, Patients’ Stories: The psychosocial

repertoire as a flexible resource goes on to analyse doctors’ case narratives

about their patients, and compares these with patient’s stories about their illnesses. In
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chapter four, I described two different models of medicine, the biomedical, and the
biopsychosocial, which I reformulated as interpretative repertoires that can be
deployed as a discursive resource, rather than being cognitive models that guide the
doctors reasoning and diagnostic practices. I argued that these repertoires are deployed
by both professional and lay people alike in constructing claims about the nature of

illness, the identity of its sufferers, and the skills of medical practitioners to diagnose,

treat, heal, and advise.

In chapter seven I argue that doctors’ case narratives can be analysed in the same way
as patient’s stories about their illness. More specifically I work to show how
‘documentary evidence’ of a psychosocial nature, and the underlying pattern that it
points to, are aligned in a co-implicative way that functions to make a particular
interpretation of the patient’s illness available, whilst dismissing other possible kinds
of explanation. My analysis in this chapter focuses on three kinds of participants’
concerns that are common in the case narratives of doctors, and in the illness
narratives of patients. These are; ‘before and after’ stories, a concern with ‘where the

story starts’, and the process of categorising people as mentally or physically ill.

CHAPTER EIGHT: An Analyst’s Gloss provides an outline summary of the main

analytic conclusions of the thesis, explores how these can challenge and extend
existing approaches to the study of health and illness, and suggests some directions for

further research and also some implications for medical practice.

The thesis concludes with a dialogical postscript, in which the participants (nearly)

have the last word.
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CHAPTER TWO

The Construction of a Medical Controversy.

*“This chapter aims to introduce the reader to the recorded history
of ME, including the early epidemics, the development of the
concept, and the realisation that endemic cases also existed; to the
debate about whether it is an ‘organic’ or ‘hysterical’ illness and
to the importance of placing all diseases within a multiaxial
framework of aetiology and host response; and to the development
of present day nomenclature and diagnostic criteria. It is not
exhaustive, which would have taken a whole book in itself, but I
have tried to bring to the interested reader’s attention some of the
key literature on ME [...] and to set the scene for the other
contributions in this book...”

Rachael Jenkins (1991: 3).

The demands of this chapter are to provide an introduction to my topic that displays
my knowledge of the field, to raise some problems, and to give a background context
for the later analysis of data. I could approach this by writing a review that traces the
“recorded history of M E” (Jenkins, 1991: cited above). But the problem with writing
such a recorded history is how to manage the reflexive dilemma of authorship that is
inherent in the social constructionist approach to analysis taken in this thesis. The
social constructionist approach has its roots in the work of Berger and Luckmann
(1966), who argued that reality is constructed by a range of social processes and
therefore that knowledge cannot be seen as the product of discovering objective,
natural phenomena that exist independently of our constructive practices. One of the
consequences of taking this approach is that authors become implicated in a “tu
quoque’,! which means that in the process of analysing the constructive practices of
others, they are themselves engaging in the business of constructing their own version

of reality.? A second (and related) implication is the necessity of adopting a position

of methodological relativism with respect to the status of scientists’ claims about the

nature of reality. In other words, rather than adopting any particular version of what is

! This translates as ‘you also’ (Ashmore, 1989), and can be used to criticise an argument that might
appear to be self-refuting. Also, according to Ashmore, “countercritical tu quoque arguments attack the
negative or critical arguments of the opponent by claiming that these criticisms also, or perhaps only
apply, reflexively, to the opponent’s own claims and positive arguments.” (ibid: 172).

2 See Katie MacMillan’s footnote (MacMillan, 1996: 25); “As Woolgar hinself suggests (1988: 23),
the social scientist ‘produces knowledge claims about the production of knowledge claims’, and in
doing so ‘aims to explain how explanation is done, to understand how understanding is produced.” See
also Pollner (1991).”



true and what is false, the social analyst should rather take a symmetrical approach to

analysing what is constructed as truth, and what is constructed as error.

The advantage in taking this approach to the social study of science can be highlighted
with reference to the comments of Harry Collins in the field of the Sociology of
Scientific Knowledge (hereafter, SSK). Collins (1985) has pointed out how
established scientific knowledge appears like a ‘ship in a bottle’, such that it is
difficult to see how it came to be constructed in the first place. In contrast, the study of
an ongoing controversy such as M E, has the advantage that the nature of scientific
knowledge itself is precisely what is at stake in participant’s accounts, and therefore

the constructive practices are likely to be more evident.

My aim in this chapter is to show how M E has been constructed as a medical
controversy by the participants who have written about it. In theory, the controversial
nature of M E should make it easier to adopt a relativist stance. However, I have
already become implicated in a reflexive dilemma,’ since I (and not the participants)
have chosen a name for my topic, and I have already defined ‘it’ as ‘a medical
controversy’ and then accused the participants of constructing ‘it’ as such. In my own
defence I quote from the introduction to the CIBA Foundation’s symposium on
chronic fatigue syndrome, in which Kleinman and Straus (1993: 1) give their account
of the aims of the conference:

The aims were to provide a forum for debate among different and even contending
perspectives on CFS and to grapple with the many different challenges that make this
condition ambiguous and controversial. Undertaking this symposium was an uncertain
venture. The Foundation is accustomed to reasoned dialogue along lines of established
findings. CFS research , however, is beset with uncertainty and riddled with inconsistency.

Nevertheless, in order to call attention to my own constructive practices (and thereby

at least acknowledge the fu quoque in advance of my critics*), I have chosen to

3 «“And you have already defined it as a ‘reflexive dilemma’ and not as a ‘reflexive pleasure’...”
Mushakoji (1997: Personal comment ). Evidently I had approached reflexivity as if it were a ‘problem
to solve’, or possibly the ‘the monster of reflexivity’ that Woolgar (1982; 1988b;) refers to as a
‘methodological horror’. On the other hand perhaps I could ‘celebrate’ reflexivity (Ashmore, 1989), or
construct it as an opportunity to ‘have my cake and eat it’, which according to MacMillan (1996: 42) is
“as good a definition of reflexivity as you can get”.

* Which of course works to disarm just such criticism.
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formulate this chapter as a kind of textual ‘dialogue’5 in which I appropriate the voices

of the participants to piece together a “plausible history of scientific developments”.

the notion of a “plausible history” is taken from the writing of Gilbert & Mulkay,
(1984: 18-19) who presented an outline of the history of bioenergetics, compiled from
interview data with several leading bioenergeticists. They acknowledged that this
historical account was but a possible version of the field, but point out that “this
‘weakness’ cannot be remedied by relying instead on other kinds of data. Other
veWory will remain both possible and plausible.”(ibid: 33-34).

Similarly, in the introduction to the CIBA Foundation symposium on Chronic Fatigue
Syndrome, Kleinman and Straus point out that: “This was not a consensus conference, but
rather an occasion to press distinctive approaches, and to explore the implications of present

knowledge for future directions. There was no single version of the history of the syndrome.”
(Kleinman and Straus, 1993: 2, my em}(:asis).

My version will therefore necessarily be a selective textual construction, using extracts
from contributions to the literature and correspondence in some of the main medical

journals®, which will allow me (as analyst) to make the claim that I have identified

what participants treat as concerns from the discourse itself.’

In the narrative of my thesis, this chapter also does the work of a ‘scene setting
device’, which reflexively attends to its own constructive work in doing that business.
‘Scene-setting’ is here conceptualised as being a narrative device that works
rhetorically to construct an author’s adequate grounds for giving a particular version of
events.® (See Edwards, 1997: 264). In constructing the following “plausible history”, I

will necessarily have to begin my story somewhere, at a particular place and point in

3> My use of the term ‘dialogue’ refers here to the intertextuality inherent in the development of a field
of lierature and knowledge, and also to the notion of addressivity (Bakhtin, [in Morson & Emerson,
1990: 131] ), and the “rhetorico-responsive” nature of discourse (Billig, 1987, Shotter, 1993b ). The
notion of a dialogue also refers to the relationship between the main text, the reader and the footnotes,
which intervene as the “reflexive next turn” (MacMillan, 1996), variously offering bits of ‘neutral’
information, analytic comment, or (like a Greek Chorus) a nod in the direction of irony.

¢ The two main ones used here, The British Medical Journal, and The Lancet, were chosen because
they are the ones to which most general practitioners are likely to have access.

7 There is an important distinction here between participant and analyst concerns, that is central to the
approach of ethnomethodology, and also discursive psychology. (See Schegloff, 1997, for a discussion
of this.)

¥ See also this chapter, page 26, where I appropriate Jenkins’ introduction to her “recorded history of
ME” in order to “set the scene for the other contributions in this book...” . See also chapter 7, this thesis,
where I analyse doctors’ scene-setting practices in the narrative reconstruction of a diagnosis.
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time (say for example, in summer 1955, at the Royal Free Hospital in London). This of
course means that the parameters will already be more or less set to exclude the telling
of a different kind of narrative.” For example, I might have appropriated Rachael
Jenkins’ version of ‘where the story starts’, (cited at the beginning of my story of this

chapter). In her article, she goes on to claim:

The first recorded epidemic occurred among the doctors and nurses of several hospitals in
Los Angeles, USA in 1934. (Jenkins, 1991: 4).

A “Plausible History” of M E (in multiple ‘voices’ %),

A new virus?
This narrative begins in the summer of 1955 when the following announcement

appeared in The Lancet under ‘Public Health’.

Extract 1: Qutbreak at the Royal Free.

“At the Royal Free Hospital in London during the past four weeks 83 of the nursing staff, 5 of
the medical staff, 11 of the ancillary medical staff, 8 of the students, and 22 of the domestic
staff at Gray’s Inn Road and Liverpool Road have had what was initially referred to as
“glandular fever”. But as the outbreak has progressed, so many unusual features have been
observed that it is now difficult to sustain that, or any other diagnosis. A preliminary
statement has been issued for the guidance of practitioners who may encounter similar cases.
In this outbreak there is an involvement of lymph-nodes liver and spleen with in most cases,
signs and symptoms of encephalomyelitis or polyneuritis {...] On clinical grounds it seems
doubtful whether this is an outbreak of infectious mononucleosis [...] laboratory tests have
failed to support a diagnosis of infectious mononucleosis [...] The studies that are in progress
may establish that the infection is due to a known virus or its variants, but it is possible that a
new virus is involved.”

The Lancet. August 13, 1955, p.351

This initial announcement introduced the outbreak as one of an “unusual infection”
that was first mistaken for glandular fever (infectious mononucleosis) and later, on the

grounds that clinical testing proved negative, was attributed to “a known virus or its

® This activity mirrors a rhetorical move that is explicated elsewhere in this thesis as a discursive device
used by participants in the construction of an illness narrative. See for example, ‘Angela and Joe's
narrative’ in chapter 6; also chapter 7, “Where the story starts” in doctor’s case re-constructions.

19 In the following textual construction (and these footnotes), the analyst celebrates her attempt to ‘have
her cake and eat it’; (or should I rather say) she presents her version of ‘how ME has been constructed,
by participants, as a medical controversy’, and reflexively, how her version attends to its own
constructive work in doing that business. The author builds up the factuality of her narrative by
‘allowing’ the participants to speak for themselves (MacMillan, 1995). This is a rhetorical move to take
the empirical *high ground’ with respect to the analysis of how the participants themselves construct ‘the
controversy’ as being exactly that.
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variants” or “a new virus”. The following year, nine months later on May 26, 1956,
four articles appeared in The Lancet. The first was written by a Physician and a Senior

Registrar at the Infectious Diseases Department, Royal Free Hospital, London.

Extract 2: Encephalomyelitis resembling Poliomyelitis.

“In the summer of 1955 cases of encephalomyelitis simulating poliomyelitis appeared in
North-West London. The general picture and the results of investigation, however, have
shown that a diagnosis of poliomyelitis is untenable; pareses unaccompanied by wasting,
tendon-reflexes generally unaffected or exaggerated, sensory disturbances, normal
cerebrospinal fluid, and electro-myographic studies which fail to reveal any evidence of
neuronal degeneration indicate a different aetiology and pathology. Similar outbreaks have
been reported from Adelaide (Pellow 1951), Coventry (MaCrae and Galpine 1954) and
Durban (Cheetham, personal communication). The obscure infection responsible for an
epidemic among the nurses of the Royal Free Hospital, Gray’s Inn Road (see Lancet 1955)
was probably of a similar nature. It is probable that the outbreak in Iceland in 1948
(Sigurdsson et al 1950) was an aberrant form of poliomyelitis, as the spinal fluid proved
abnormal in every instance in which it was examined.

We describe here 8 cases, variously notified as meningitis, poliomyelitis and pyrexia of
unknown origin, which occurred between April 1 and October 31, 1955.”

Ramsay, A.M.& O’Sullivan, E. The Lancet. May 26 1956, p.761-4.

2

Ramsay and O’Sullivan refer here to the outbreak of 1955 as an “obscure infection’
which is now being likened to, and also distinguished from, poliomyelitis. The
construction of an infectious disease phenomenon is grounded in references to the
initial diagnoses of meningitis, poliomyelitis, and pyrexia, which are here being re-
defined in situ. Comparative links, made between this “obscure infection” and earlier
outbreaks'! in Britain and around the globe, serve to construct the existence of a

discrete identifiable disease phenomenon, and these reported cases as examples of it.

The next contribution was written by the resident Medical Officer of Health at the

Manchester Royal Infirmary:

Extract 3: Further Qutbreak of a Disease Resembling Poliomyelitis.

“From time to time since 1948, outbreaks have been reported of an illness which in many
respects resembles poliomyelitis, but which differs from poliomyelitis in its epidemiology, in
the mildness of the illness itself, in the high proportion of normal cerebrospinal fluids (c.s.f.)
found, in the absence of any detectable virus, and in the frequent psychological changes
(Sigurdsson et al, 1950, Pellow, 1951, Acheson 1954, MaCrae and Alpine 1954, White and
Burtch 1954). I report here another such outbreak - a very small one - because it may help to

' These authors trace the origin of their story to 1948.
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establish the existence of a disease which has been graphically, if somewhat negatively
named “not poliomyelitis” (Lancet 1954).

The patients in the present series were previously fit young soldiers, of whom all but 1 lived
in the same barrack block in Berlin. The 1 exception was an orderly, who, having nursed the
other patients, was himself a close contact. Although the numbers involved were small -7
cases only - the disease was clear-cut and the outbreak explosive, the last case being taken ill
only eight days after the first. [...] When the first case was seen, with headache, limb pains,
photophobia, neck stiffness, and an abnormal c.s.f., non-paralytic poliomyelitis was
diagnosed with a fair degree of confidence, and the illness was notified as such; and the 2nd
case a day later, with normal c.s.f., was again regarded as poliomyelitis. When, however, all
the cases appeared, none with persistent paralysis and only 1 with abnormal c.s.f., it was clear
that this diagnosis could no longer be entertained.”

Sumner, D.W. The Lancet, May 26 1956. pp. 764-766.

In this report Sumner works up his grounds for claiming the existence of a separate
disease by emphasising its similarity to and difference from poliomyelitis. It was so
similar to poliomyelitis that this was initially “diagnosed with a fair degree of
confidence”. But pathological differences later made it clear that “this diagnosis could
no longer be entertained”. In other words, the disease exists as such by virtue of not
being something else; it had been “graphically, if somewhat negatively named ‘not

poliomyelitis’ (The Lancet 1954).”

In order to make a claim about the factual existence of a new disease entity, the
authors of extracts 1, 2, and 3, need to show that they are knowledgeable scientists
whose claim is based on sound empirical evidence, rather than personal interest, or
speculation. They all make use of a discursive pattern commonly used by people who
are reporting unusual or paranormal experiences. This has been glossed in Sacks
(1984; 1992) and Wooffitt (1992) by the clause ‘at first I thought, but then I realised’.
In extracts 1-3, the authors formulate the first assumption (at first I thought, X) as a
fairly ordinary one; the disease was sufficiently like polio, or glandular fever to be
initially “diagnosed with a fair degree of confidence”. This presents the authors of the
papers as ordinary and rational medical practitioners, who were initially looking for a
known medical explanation for illness, rather than perhaps as scientists who might
have been interested in contributing to the field of virus research. These initial
mundane accounts work to construct the later ‘realisation’ that there might be a new
and strange disease phenomenon, as something that just happened as a result of

empirical facts contradicting the initial diagnosis.
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These accounts were followed by an article in The Lancet by the Director of the

Institute for Experimental Pathology, and a Clinical Neurologist in Reykjavik, Iceland.

Extract 4: Clinical findings six years after outbreak of Akureyri Disease.

“In 1948-9 there was an extensive epidemic of 465 cases simulating poliomyelitis in the town
of Akureyri in northern Iceland (Sigurdsson at al 1950) [...] Faeces were treated for
poliomyelitis virus and for Coxsackie virus, but no virus was found. Since 1950 several
outbreaks have been described which very much resemble Akureyri disease (Pellow 1951,
Acheson 1954, MaCrae and Galpine 1954, White and Burtch 1954, Gear 1955). The
symptoms and epidemiological behaviour of these infections are hardly sufficiently
characteristic to enable all these various outbreaks to be classified together before
information on their specific cause is obtained. However, it seems very likely that these
epidemics constitute a nosological entity, but the relationship, if any, to poliomyelitis remains
obscure. Several workers besides ourselves have attempted to isolate an infective agent from
this type of case, but nobody seems to have succeeded so far. [...] There is increasing
evidence that a previously unrecognised infection has presented in various parts of the world
during the past seven years [...] we suggest that this condition be called (as in Iceland)
Akureyri disease rather than (as some call it) Iceland disease until a more appropriate name
can be suggested when we know more about its cause and the anatomical basis for the signs
and symptoms which characterise it”.

Sigurdsson, B. and Gudmundsson, K.R. The Lancet May 26 1956, pp.766-767.

A caveat is offered here by Sigurdsson and Gudmundsson by which the similarity of
the outbreaks to each other is queried at the same time as it is reinforced. The criteria
for categorising illness phenomena as similar to one another is here predicated on
“isolating an infective agent” and explaining how it works. On the other hand, these
outbreaks /ook like a “nosological entity” which is a “previously unrecognised
infection” that has “presented in different parts of the world during the last seven
years”. Note also how the proposal that “this condition be called (as in Iceland)
Akureyri Disease”, not only constitutes “this condition”as an actual object of
reference, but also reinforces the notion of ‘its’similarity to an outbreak in Iceland

which had earlier been categorised as an “aberrant form of poliomyelitis” (extract 2).

The following editorial appeared in the same edition:

Extract 5: A New Clinical Entity?

“ A study of the available material in group 2 shows sufficient common ground to suggest
that this is a new clinical entity which may be expected to appear again here or elsewhere in
the late summer and autumn. From the purely practical standpoint it would be useful to have a
name for this syndrome.[...] The objection to any but a purely descriptive name for a disorder
without a known cause or established pathology are obvious. For this reason, the term
“benign myalgic encephalomyelitis” may be acceptable.[...] It remains to identify this
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syndrome more precisely; but we believe that its characteristics are now sufficiently clear to
differentiate it from poliomyelitis, epidemic myalgia, glandular fever, the forms of epidemic
encephalitis already described, and, need it be said, hysteria.”

The Lancet May 26 1956. p.790.

The possibility of heterogeneity is raised here by a sub-categorisation of outbreaks,
where the common ground between only certain outbreaks (those in “group 2”) is
emphasised. The “new clinical entity” is also ambiguously referred to as a
“syndrome”, and a “disorder without a known cause or established pathology”, as if to
open up a ‘rhetorical space’ for differential outcomes. Even so, an entity, syndrome or
disorder implies a discretely separate phenomenon. Again the issue of an appropriate
name is raised; and the term “benign myalgic encephalomyelitis” is suggested as being
a “purely descriptive name”, rather than one that might implicate a specific cause. This
could be heard as a distancing move from Sigurdsson’s suggestion of “Akureyri
Disease”, which has associations with some form of poliomyelitis virus. The Lancet
stresses that although the “syndrome” has yet to be identified, it can already be
differentiated from “poliomyelitis, epidemic myalgia, glandular fever, the forms of
epidemic encephalitis already described, and, need it be said, hysteria.”'?

In September of the same year a Medical Registrar of the Royal Victoria Hospital,

Boscombe in Hants, wrote the following:

Extract 6: Benign Encephalomyelitis

“Several cases have been described of an apparently new disease affecting the central nervous
system. The two cases reported resemble in many respects this type of encephalomyelitis. [...]
These two cases not only resemble one another closely but also in many respects those
described by Ramsay and O’Sullivan (1956).[...] It is suggested that the disease was closely
allied to recent outbreaks at the Royal Free Hospital and elsewhere. “Benign subacute
encephalomyelitis” is suggested as a generic term for this group of diseases.”

Jelinek, J.E. The Lancet September 1956. p.494-5.

Here, an “apparently new disease” which is a “type of encephalomyelitis” that
resembles the Royal Free outbreak and others like it, becomes reformulated as a

heterogeneous “group of diseases” and named “benign subacute encephalomyelitis”.

12 Evidently it did need to be said (as a rhetorical device to define the claim that it didn’t as
unassailable and obvious)!
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After this there were several more references to outbreaks of “encephalomyelitis” in

The Lancet and the British Medical Journal in 1957.

Extract 7: Benign Myalgic Encephalomyelitis

“ Reports have lately appeared of several outbreaks of acute paretic illness of which four
occurred in Britain and the term “benign myalgic encephalomyelitis” has been suggested for
this condition (Lancet 1956). [...] We report here 7 further cases which arose sporadically in
the Coventry area in 1956.[...] These 7 cases, though resembling those seen in the outbreak of
“poliomyelitis-like illness” in Coventry in 1953, were less severe than some in that year. The
kaleidoscopic clinical picture did not hide their similarity to each other. {...] The anomolous
clinical picture and negative or minimal laboratory findings in some instances aroused
suspicions of hysteria. Against this is the cumulative weight of such considerations as the
underlying consistencies in the clinical picture, the local prevalences, the lack of general
correlation with the hysterical temperament, the pyrexia of some patients and the abnormal
electromyographic findings. The latter are of particular value in confirming the presence of an
organic lesion (Lancet 1956).”

Galpine, J.F.& Brady, C. The Lancet. 13 April 1957, p757-8.

Again, this account from Galpine and Brady emphasises the similarity of the 7 cases

o3 , and an outbreak

that they report here, with other “outbreaks of acute paretic illness
of “poliomyelitis-like illness” in Coventry in 1953 (see Galpine & Brady, 1954,
extract 2). The authors use of the name suggested by The Lance: in 1956 (extract 5),
further specifies these 7 cases as examples of the same recognisable phenomenon.
The author of extract 7 (and the previous author’s) grounds for grouping these cases
together as examples of the same disease are warranted here by formulating that the
resemblance between the cases is so strong as to offset the “kaleidoscopic clinical

picture”, which might ordinarily be taken as prima facie evidence for making

distinctions between them.

The question of hysteria is addressed again by the authors of this report who describe
the clinical picture as both “kaleidoscopic”and also “anomolous”. The use of these
terms works to construct the collection of clinical signs and symptoms as incongruous,
or inconsistent with any known medical condition. Combined with the lack of positive
scientific evidence for the existence of a pathogen, this “in some instances aroused
suspicions of hysteria”. The authors dismiss this interpretation by pointing out an

underlying pattern that linked cases to one another; that it usually occurred in people

13 Paresis is defined as “ partial paralysis, affecting muscular motion but not sensation” (Concise
Oxford Dictionary, Seventh Edition: 744)
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who had no history of psychological illness; and that the cases were associated with
fever and “abnormal electromyographic findings”, which are cited as clinical evidence

for an “organic lesion”.

The following three accounts appeared in the October edition of the British Medical
Journal in the same year.The first report (extract 8) is authored by the Medical Staff of
the Royal Free Hospital, and refers to the events of August 1955 documented earlier
by the Lancet (extract 1); the second report (extract 9) refers to a later outbreak in
1956; and the third account (extract 10) is an editorial article that appeared in the same

issue of the British Medical Journal.

Extract 8: An outbreak of Encephalomyelitis in the Royal Free Hospital Group,
London, in 1955.

“On July 13, 1955, a resident doctor and a ward sister on the staff of the Royal Free Hospital
were admitted to the wards with an obscure illness. By July 25 more than 70 members of the
staff were similarly affected, and it was plain that there was in the hospital an epidemic of a
highly infectious character, producing amongst other things manifestations in the central
nervous system [...] Between July 13 and November 24 292 members of the medical, nursing,
auxiliary medical, ancillary, and administrative staff were affected by the illness, and of these
255 were admitted to hospital {...] The clinical picture has been drawn on 200 of the cases
admitted to hospital, in which the diagnosis seemed certain and the records complete [...]
laboratory investigations gave no aid to diagnosis [...] extensive investigations with the help
of outside laboratories have failed, so far, to reveal either an infective agent or a causative
factor. The relationship of the outbreak in the Royal Free Hospital Group tn similar epidemics
reported in recent years from almost every quarter of the globe is discussed.”

The Medicai Staff of the Royal Free Hospital. British Medical Journal. October 19, 1957: 895-904.

Extract 9: An Qutbreak of Acute Infective Encephalomyelitis in a Residential
Home for Nurses in 1956.

“A small outbreak of acute infective encephalomyelitis is described in a residential training
school for nurses. Of 38 individuals resident and at risk 7 developed the disease.”

Geffen, D. & Tracy, S.M. (Medical Officer of Health and Deputy Medical Officer of Health to the
Metropolitan Borough of St. Pancras) Brifish Medical Journal, 19 October, 1957, pp. 904-6.

Extract 10:

“A number of outbreaks of an illness in which encephalomyelitis is a prominent feature and
which, in the early stages, could be confused with poliomyelitis have recently been observed
in different parts of the world. From published reports it is clear that no clue to the cause has
yet been obtained, so that any assumption that such outbreaks are of the same aetiology is
purely hypothetical. Nevertheless, in many of the outbreaks the clinical and epidemiological
pattern is so similar that it seems justifiable at the present to consider them as a clinical
entity.”

British Medical Journal. October 19, 1957. p.927-8.
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This next article, by a Physician at the Infectious Diseases Department at the Royal

Free Hospital, London, was published on December 14, 1957.

Extract 11: Encephalomyelitis in North West London. An endemic infection
simulating poliomyelitis and hysteria.

“Sporadic cases of encephalomyelitis simulating poliomyelitis in North West London in 1955
(Ramsay & O’Sullivan 1956) formed the background to the sudden explosive outbreak of an
unknown infection of the central nervous system among the staff of the Royal Free Hospital
Group (Compston 1956, Richardson 1956, Dimsdale 1957, Crowley et al. 1957,, British
Medical Journal 1957).[...] All the patients, whether with or without neurological
involvement, have shown two characteristics and very insistent sequelae: (i) Proneness to
fatigue [...] (if) Emotional lability [...] it is quite understandable that a neurologist seeing
these patients with their bizarre jumble of neurological signs and emotional disturbance is
likely to diagnose hysteria [...] Nevertheless it constitutes a grave injustice to diagnose

hysteria in these cases without recognising that the condition is organically determined.”
Ramsay, A.M. The Lancet. December 14, 1957. pp. 1196-1200.

And later, in 1957, the Journal of Hygiene published an article by members of the
Bacteriology Department of the Royal Free Hospital School of Medicine.

Extract 12: Epidemiological Aspects of an Qutbreak of Encephalomyelitis at the
Royal Free Hospital, London, in the Summer of 1955.

“In the latter half of 1955, The Royal Free Hospital Teaching Group, with a total of about
3500, experienced an epidemic of an obscure illness which affected more than 300 people.
More than half the cases occurred in July and August. Between 13 July and 24 November,
255 people were admitted to the Royal Free Hospital, while the remainder were either nursed
at home or admitted elsewhere.[...] The epidemic invited comparison with those simulating
poliomyelitis which have occurred during the last decade in Iceland (Sigurdsson,
Sigurjonssen, Thorkelsson & Gudmundsson, 1950), New York (White & Burtch, 1954),
Adelaide (Pellow, 1951), Middlesex Hospital, London (Acheson, 1954), Coventry (Macrae &
Galpine, 1954) and Durban (Hill, 1955).

Crowley et al. (1957). Journal of Hygiene. vol. 55, pp. 102-122.

In April, 1959 the following article's in The Lancet further documented outbreaks of a

mysterious/obscure illness simulating poliomyelitis.

Extract 13: Epidemic Myalgic Encephalomyelopathy. The Durban Outbreak.

“In February, 1955, towards the end of a Durban summer, a disease, superficially resembling
poliomyelitis, occurred amongst the nursing staff of Addington Hospital (Hill 1955).[...] The
Addington Hospital outbreak resembled epidemics in other parts of the world. The significant
characteristics were the closed nature of the epidemic; its onset, the acute infection occurring
concurrently with poliomyelitis; the disseminated lesions; the tendency to relapse; the
permanent sequelae; and the psychiatric concomitants.[...] It was also significant that the
outbreak, as in the case of the Royal Free Hospital (Medical Staff of the Royal Free Group of
Hospitals 1957) followed a hot dry summer, and was associated with a poliomyelitis
epidemic. The above facts would lend support to the theory that the condition is infective,
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closely related to poliomyelitis, and of virus origin. [...] A disturbing feature in our cases has
been the psychiatric changes. These have been fully described by Pellow (1951) in Adelaide,
and White and Burtch (1954) in New York. They have occurred both in patients with a
psychoneurotic diathesis and in stable, emotionally mature individuals. Some of these have
displayed features remarkably akin to hysteria. Despite various hypotheses, this disease
remains a mystery.”

Hill et al (1959) The Lancet, pp 690-693.

Extract 14: Benign Myalgic Encephalomyelitis. An outbreak in a Nurses’ School in
Athens.

“In June, 1958, an obscure neurological illness, involving 27 cases, spread epidemically in the
Queen Frederica School for Midwives, which is attached to the Alexandra Maternity
Hospital.[...] The disease had many features in common with those in several other outbreaks
recorded in the past decade (Sigurdsson et al. 1950, Acheson 1954, Macrae and Galpine
1954, White and Burtch 1954, Alexander 1956, Medical Staff of the Royal Free Hospital
1957, Shelokov et al 1957). These outbreaks have been regarded as representing a new entity-
benign myalgic encephalomyelitis (Lancet 1956) or epidemic neuromyasthenia (Shelokov et
al. 1957). On the Continent such an epidemic was described in Denmark by Fog (1953).
Three outbreaks in Switzerland between 1937 and 1939, then thought to be of atypical
poliomyelitis, were probably, according to Gsell (1958), of a similar nature.(...] Although
hitherto no viral or bacterial agent has been isolated, the contagiousness of the syndrome
strongly suggests an infectious (probably viral) aetiology.”

Daikos et al. (1959) The Lancet pp. 693-696.

Extracts 8-14 variously raise the issues that participants in the earlier accounts have
constructed as being the centrally important concerns. These can be identified as:

« the infectious nature of the illness

e its similarity to poliomyelitis

e the similarity of various outbreaks to one another

o the lack of laboratory evidence to support the claim for a specific organic aetiology

+ the incidence of psychological sequelae and the question of hysteria

In April 1959, the first review article since the Royal Free outbreak, appeared in the

American Journal of Medicine.

Extract 15: The Clinical Syndrome Variously Called Benign Myalgic
Encephalomyelitis, Iceland Disease and Epidemic Neuromyasthenia.

“The purpose of this article is to review a number of obscure outbreaks of paralytic illness,
the majority of which were at first confused with poliomyelitis but which were later
differentiated on clinical and epidemiological grounds.[...] The outbreaks will be compared,
and the basis for the view that they constitute a clinical entity will be discussed. [...] It is
significant that the first review of the syndrome under discussion was entitled, “Not
poliomyelitis” (Lancet, 1954, 2:1060); the second, “A New Clinical Entity?” (Lancet, 1956,
1: 789.). in later articles entitled, “Epidemic myalgic encephalomyelitis” (British Medical
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Joumal, 2: 927, 1957.), “Benign myalgic encephalomyelitis” (Galpine, J.F. 1958), and
“Epidemic neuromyasthenia” (Shelokov et al, 1957; Poskanzer et al, 1957), the authors
considered themselves on sufficiently strong ground to describe and name the syndrome. This
sequence indicates that the first and minimum requirement in the definition of an entity is the
essentially negative one of showing that the syndrome is not an unusual manifestation of a
disease already recognized. Later, as evidence accumulates, it may be possible to define the
disorder in positive terms.[...] The question of hysteria has been raised in five outbreaks
(Gilliam,1938; Sigurdsson et al, 1950; Fog, 1953; The Medical Staff of the Royal Free
Hospital, 1957;Clinical Meeting of the Natal Coastal Branch, 1955) and by Galpine and
Brady (1957) and Ramsay (1957) in the discussion of their endemic cases. Most authors agree
that hysterical manifestations have occurred in a few patients (Gilliam, 1938; Fog, 1953;
Ramsay, 1957), particularly in the later stages (The Medical Staff of the Royal Free Hospital,
1957), but none has ever felt that it has contributed significantly to the pattern of the
disease.[...] The mental symptoms which are a constant feature of all the outbreaks are not
typical of hysteria.[...] symptoms are more consistent with cerebral damage than with
hysteria. Many years ago Von Economou (1931) stressed the ease with which the mental
symptoms of encephalitis may be confused with those of psychoneurosis. [...] In its epidemic
form the illness is distinctive and therefore has a rightful place in medical literature as a
clinical entity. Its epidemiological features suggest that it may be an infection. However, in
the absence of any pathological evidence it remains uncertain whether it is due to a single
agent or to a group of related agents.[...] The wisdom of naming a disorder, the nature of
which cannot at present be proved, and which may be due to more than one agent, is
debatable.[...] It is unlikely that an adequate term will be found until fresh evidence is
available. In the meantime “benign myalgic encephalomyelitis” may act provisionally as a
rallying point in the current list of medical literature for patients with the clinical features
already described.”

Acheson, E.D. (1959). American Journal of Medicine, pp. 569-595.

Acheson’s review summarises the findings of other authors and formulates the

concerns of participants in the field as the question of definition and naming of a new

disease entity, and the question of what part (if any) is played by hysteria in the cause
or perpetuation of the illness. His review points up the close relationship between
medical entities and the social processes by which they are defined and agreed. This is
formulated as being a problem of demonstrating sufficient grounds for the
categorisation of a new disease, such that:

e “the first and minimum requirement in the definition of an entity is the essentially
negative one of showing that the syndrome is not an unusual manifestation of a
disease already recognised.”

¢ even though “Later, as evidence accumulates, it may be possible to define the

disorder in positive terms.”
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Acheson also makes certain equivocal claims with respect to the issues raised by other

authors, for example:

e that the illness (“in its epidemic form”) is distinctive as a clinical entity (even
though it is not possible to define it as such in positive terms)

e that it may be due to an infective agent or a group of agents

e that the mental symptoms that were common to all of the outbreaks are not typical
of hysteria, even though they are easily confusable with psychoneurosis

e and therefore, even though he questions the “wisdom of naming a disorder, the
nature of which cannot at present be proved”, he suggests that the currently used
name (benign myalgic encephalomyelitis) should “act provisionally as a rallying

point in the current list of medical literature”

The “uneasy spectre of hysteria”
In her more recent historical review article, Rachael Jenkins (1991: 13) glosses the
research conclusions on the question of hysteria as follows:

The question of hysteria had been raised in several epidemics, including the Los Angeles
outbreak, and most authors agreed that hysterical manifestations occurred in a few patients,
particularly in the later stages, but none felt that it contributed significantly to the pattern of
the disease. However, illness with a selectivity for young women and few positive laboratory
findings often raises the uneasy spectre of hysteria. Epidemic hysteria has been recognised for
many centuries as a particular hazard in institutions containing women or female adolescents.
So an alternative version of this history would actually begin many centuries ago,
rather than at the Royal Free (1955), where my narrative begins, or else in Los Angeles
(1934), where Jenkins claimed “the first recorded epidemic occurred”. Apparently,
however, Jenkins did not (at any point in her review) see fit to make any evaluative
comment on the historical construction of a normative relationship between young
females and epidemic hysteria. She could have mentioned that the very origin of the
term ‘hysteria’ inherently implicates women in a specific tendency to psychiatric

illness.

Hysteria and the feminine are closely related in Western thought. There is a tradition of
women as dominated by passion, ruled by their bodies, and essentially irrational
(Fortenbaugh, 1975; Phillips, 1984; Spelman, 1983).[...] Hysteria owes its name to the causal
theory of antiquity which implicated the womb (Gr. hystera, cf. Veith 1965). The uterus was
a sort of “wild animal” that moved within the body in response to sexual frustration or other
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privations. Floating or pressing upward against the stomach, liver or diaphragm, the uterus
gave rise to the myriad symptoms of hysteria.(Kirmayer, 1988: 70)"

The suggestion of hysteria is picked up again in the following two extracts. In 1961 a
small epidemic (extract 16) and two isolated cases at the Infectious diseases Unit, St.

George’s Hospital,(extract 17), were reported in the same edition of The Lancet.

Extract 16: Benign Myalgic Encephalomyelitis in Newcastle upon Tyne.

“1In 1955 an obscure illness appeared among members of the medical, nursing, auxiliary
medical, ancillary, and administrative staff of the Royal Free Hospital, London [...] The
present report describes a small epidemic in late 1959 in St. Mary’s Training College for
teachers in Newcastle upon Tyne.[...] 46 out of about 200 students in the college were
affected and 2 of the resident staff. {...] The signs and symptoms were those observed in other
outbreaks- initial headache, fever, myalgia, muscular weakness and emotional lability. In the
severe cases the course of the disease was lengthy with repeated remissions and relapses. [...]
Emotional upset was sometimes so great as to suggest hysteria. [...] The cases occurred in a
completely random fashion. No males were affected. All the available evidence suggests that
benign myalgic encephalomyelitis is an infection but this cannot be confirmed at present.”
Hope Pool et al. (1961) The Lancet pp.733-737.

Extract 17: Myalgic Encephalomyelitis

“ So-called “benign encephalomyelitis” generally arises in well-defined epidemics. Isolated
cases are sometimes suspected, but are usually mild and in the absence of pathognomic signs
defy definite diagnosis. [...] These two patients had illnesses, which, in pattern and natural
history, resembled those in the Royal Free Hospital group outbreak of encephalomyelitis
(Medical Staff of the Royal Free Hospital 1957) and the Durban epidemic of myalgic
encephalomyelopathy (Hill et al. 1959). [...] This illness is probably commoner than is
usually realised and mild sporadic cases may easily be labelled as hysteria, glandular fever, or
myalgia.”

J. Lewis Price (1961) The Lancet pp.737-738.

Extract 16 draws attention to the suggestion of hysteria, the randomness of the cases,
and also points out that “no males were affected”. In extract 17, it is suggested that
since “so called benign myalgic encephalomyelitis” arises in isolated cases as well as
epidemics, and that it might often be difficult for doctors to identify and therefore
might easily be misdiagnosed as hysteria, glandular fever, or myalgia. This provides
an acccount for why the illness is said to more commonly arise in well-defined
epidemics rather than sporadic cases. And (in a circular way) sporadic cases, by
definition, do not conform to the pattern of how M E arises, and can therefore be

misdiagnosed.

1 See also Richmond (1989) for a further discussion of these issues.
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The Question of Hysteria - revisited

“In 1970, two young psychiatrists, McEvedy and Beard, re-examined the case notes of
patients from the Royal Free epidemic of 1955...” (Jenkins, 1991: 20).

Extract 18: Royal Free Epidemic of 1955: A Reconsideration

“Summary: From a re-analysis of the case notes of patients with Royal Free disease it is
concluded that there is little evidence of an organic disease affecting the central nervous
system and that epidemic hysteria is a much more likely explanation. The data which support
this hypothesis are the high attack rate in females compared with males; the intensity of the
malaise compared with the slight pyrexia; the presence of subjective features similar to those
seen in a previous epidemic of hysterical overbreathing; the glove-and-stocking distribution
of the anaesthesia; and the normal findings in special investigations. Finally, a deliberate
attempt by one of the authors to produce an electromyographic record similar to that reported
in Royal Free disease was successful [...]

The year after the epidemic, a leading article appeared in the Lancet entitled “A New Clinical
Entity?”. In this article the name “benign myalgic encephalomyelitis” was proposed for Royal
Free disease and certain similar illnesses (Lancet, 1956). When the medical staff at the Royal
Free Hospital wrote their account of the outbreak (Medical Staff, 1957)- referred to hereafter
as the Medical Staff report- they also described the illness as an encephalomyelitis. The
nature of the infective agent was admitted by all concerned to be obscure, but considerable
definition was claimed for the clinical syndrome. To quote the end of the Lancet article, “we
believe that its characteristics are now sufficiently clear to differentiate it from poliomyelitis,
epidemic myalgia, glandular fever, and the forms of encephalitis already described, and, need
it be said, hysteria.”

The concluding words seem to us non sequiturs. The case for hysteria was not examined in
the article; indeed it received no consideration apart from this summary dismissal. In our
opinion the case is a good one, and the purpose of this paper is to obtain a fair hearing for it.
Firstly we present the findings reported from the epidemic and then our interpretation of
them.” McEvedy, C.P. & Beard, A.W. British Medical Journal. January 3, 1970. pp.7-11

This piece by McEvedy and Beard constitutes a response to The Lancet editorial that
appeared in 1956 proclaiming a “new clinical entity”(extract 5). The authors of extract
18 object to the cursory dismissal of an explanation of hysteria which was specifically
manifest in the rhetoric of “need it be said” (in extract 5). They continue here, in an
attempt to counter that dismissal, to provide epidemiological evidence for the high
attack rate in females (10.4%) compared with males (2.8%); they also gave a list of
subjective symptoms (headache, weakness, dizziness, nausea, pain in back or
abdomen, pain in chest or neck, feeling of panic, vomiting) that they claimed were
common features of both the Royal Free disease and also of what they described as a
‘schoolgirl epidemic of hysterical overbreathing’ (Moss and McEvedy, 1966). Finally,

some of the most empirically convincing pieces of clinical evidence (electromyograph
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records) reported by earlier authors (e.g. Galpine & Brady, 1957) to support their
claims for an organic lesion, were called into question by a successful, deliberate
attempt to reproduce a similar result. McEvedy and Beard claim that “In practice it is
quite easy to obtain this type of trace by encouraging one’s rigid outstretched arm to

tremble.”(1970: 10).

The following review article by the same authors appeared in the same issue of the
British Medical Journal. 1t addresses the same outbreaks as Acheson’s review (extract

15) and again reaches a different set of conclusions about the causes of the illness.

Extract 19: Concept of Benign Myalgic Encephalomyelitis.

“Summary: The reports of the 15 recorded outbreaks of benign myalgic encephalomyelitis
have been reviewed and in one instance the original data studied. We believe that a lot of
these epidemics were psychosocial phenomena caused by one of two mechanisms, either
mass hysteria on the part of patients or altered medical perception of the community. We
suggest that the name “myalgia nervosa” should be used for any future cases of functional
disorder which present the same clinical picture.

Acheson (1959), in a review article on benign myalgic encephalomyelitis, enumerated 14
epidemics that he considered belonged in this category. A fifteenth has been reported since
(Daikos et al, 1959). The term “benign myalgic encephalomyalitis” was proposed in 1956
(Lancet, 1956), so the dozen outbreaks before this date have received the label
retrospectively. The outbreaks, however, have so many features in common that the case for
regarding at least the epidemic form of the illness as a unitary phenomenon is a very fair one.
In the preceding paper (McEvedy and Beard, 1970) we have presented the evidence for
regarding one of the most striking epidemics in the series-the Royal Free Hospital outbreak of
1955- as an hysterical phenomenon. Can this formulation be applied to any or all of the other
147 After looking at the published reports on these epidemics (which we review below with
our comments), and in one instance studying the original clinical data, our conclusion is that
two mechanisms are at work, both psychosocial. We believe that between them they account
for the phenomenon of benign myalgic encephalomyelitis.”

[...]

As there seems to be a total lack of objective evidence in support of the view that in cases of
benign myalgic encephalomyelitis the brain and spinal cord are the site of an infective,
inflammatory disease process, we would suggest that the name be discarded. Even if the view
that the symptoms are hysterical is not accepted, it would seem prudent to shorten it to
“benign myalgia”. Our own inclination is for “myalgia nervosa” on the analogy of “anorexia
nervosa.” This could serve both for the epidemic illness and for any isolated cases of
functional disorder which conform to the same clinical picture.”

McEvedy, C.P. & Beard, A.W. January 1970, British Medical Journal. pp.11-15

This re-interpretation of the Royal Free (and the other 14 outbreaks) in terms of “mass
hysteria on the part of patients”, and “altered medical perception of the community”
was offered in the absence of “objective evidence” for “an inflammatory disease

process”(extract 19). The authors argue that although there was not a strong case to
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defend claims for the existence of a new disease entity, the alternative explanation of
hysteria, had not been given serious consideration (extract 18). They present their first
article (extract 18) as a ‘case for the defence’ of a diagnosis of hysteria, with the aim
of obtaining “a fair hearing for it”.

“However they [McEvedy and Beard] unfortunately did not go on to examine the reasons
which had led earlier observers ultimately to reject the hysteria hypothesis, and which have
been discussed earlier in this chapter.” (Jenkins, 1991: 20)

The potential for their contribution to be taken as controversial and perjorative is
constituted by McEvedy and Beard in the discussion section of the first paper as

follows:

Extract 19a.

“Many people will feel that the diagnosis of hysteria is distasteful. This ought not to prevent
its discussion, but makes it worthwhile to point out that the diagnosis of hysteria in its
epidemic form is not a slur on either the individual or the institution involved. Whereas it is
true that sporadic cases of hysterical disability often have disordered personalities, hysterical
reaction is part of everyone’s potential and could be elicited in any individual by the right set
of circumstances. The ocurrence of a mass hysterical reaction shows not that the population is
psychologically abnormal but merely that it is socially segregated and consists predominantly
of young females.”

(ibid: 10-11)

The authors manage the potential for a hostile response in two ways. First, by
normalising the category of “hysterical reaction” as something that is “part of
everyone’s potential” given the right circumstances; and second, by attributing the
cause of a hysterical reaction in this case (and epidemics in general) to situational
rather than individual (or institutional) ones; that is, “the right set of circumstances”.

These circumstances were constructed in the first article as gendered:

Extract 19b.

“Characteristically epidemic hysteria occurs in populations of segregated females- in girl’s
schools, convents, and among female factory hands."® At the Royal Free, as at any other
hospital, the female population is segregated to a very considerable degree.” (ibid: 9)

' This footnote appeared in the original article. “The literature is surprisingly thin. Specific instances
are (for girl’s schools) Schuler and Parenton (1943), Tan (1963), Moss and McEvedy (1966), McEvedy
et al. (1966); for convents Huxley (1952); for factory hands Kerckhoff and Back (1968).” (So the claim
that “Characteristically epidemic hysteria occurs in populations of segregated females”, is actually
based on one-off case studies, whereas the use of the terms “characteristically” and “occurs” work
discursively to script up the phenomenon as being a more general or typical pattern, of which the Royal
Free [or any other predominantly female institution] may be an example.)
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...and in the second article as being linked to a more general medical concern with the

threat of paralytic poliomyelitis.

Extract 19c.

«...all illnesses not immediately diagnosable as something else were regarded as “query
polio”. In our view the “epidemic” was an artefact due to an altered medical perception of the
community. The corollary to this view is that the syndrome which characterised the patients
after admission was due to: (1) a rising anxiety level on the part of the patients who were
under threat of paralysis, and (2) a concentration of medical examination on the central
nervous system.” [...] We think that the 14 patients [in the Middlesex hospital outbreak of
1952 (Acheson, 1954)] became a homogeneous clinical group only after admission, and that
the symptoms then produced were due to a preoccupation with poliomyelitis on the part of
both doctors and patients. (ibid: 13)

What is interesting in McEvedy and Beard’s account is how the nature of an epidemic
is being defined as a social construction. They view the “epidemic” as “an artefact due
to an altered medical perception of the community”. In other words they are claiming
that the categorisation of the cases as similar was constructed by doctors having prior

expectations which guided their diagnostic practices.
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The Eye of the Storm

On the topic of hysteria, despite their (paradoxically rather provocative) attempts to
anticipate and counter such a response'®, McEvedy and Beard’s articles “clicited a
storm of protest” (Jenkins, 1991: 20) in the Correspondence section of the next issue
of the British Medical Journal (January 17, 1970), under the heading; Epidemic

Malaise. This took the form of several ‘eye-witnessed’ reports.!’

Extract 20.
“Sir,- I have read with interest but incredulity the papers by Drs. C.P. McEvedy and A.W.
Beard (3 January, p.7).

I am a general practitioner in North London, and the epidemic of benign myalgic
encephalomyelitis which occurred there between the autumn of 1964 and the summer of 1966
was mainly in my practice. I saw about 370 patients of whom at least 20 were seriously ill
and a high proportion of whom have not been restored to their previous good health.[...]
Psychiatric disturbance was not observed if an early diagnosis was combined with bed
rest.[...] It is my hope that the views expressed by Drs. McEvedy and Beard will not be taken
seriously, especially as the implied diagnosis of “hysteria” to a seriously ill patient can cause
acute distress and prolong the illness indefinitely [...] if a diagnosis of “hysteria” is even
hinted, the patient experiences a profound loss of confidence in his medical advisers.
Restoration of confidence may take months. It is essential to treat this disease seriously, and
to give strong reassurance and encouragement in the difficult period when the patient is
learning to “come to terms” with his disability.-1 am, etc., -

Betty D. Scott.

Extract 21.
“Sir,- I regard the conclusions of the Royal Free epidemic (3 January, p.7) as nonsense. Many
of these girls were known to me. Illness was alien to their nature. [...] Take another look at the
Royal Free. I'm sure the adage “what we know we recognise” applies here. In the meantime I
advise those of us who have to deal with epidemics in institutions: don’t be hasty in calling in
the psychiatrist, but first read the small print in your chapter on the central nervous system.-I
am, etc.,

B. Judge.

“One writer with postgraduate experience in psychiatry and infectious diseases had been a
clinical student at the time of the Royal Free epidemic (Gosling, 1970). She made a number
of telling points.”(Jenkins, 1991: 20).

16 See extract 19a, where the category of gender is drawn on to define the social circumstances
surrounding the epidemic.

17 See Geertz (1988) on “I-witnessing” and the textual construction of eye-witnessed reports in
ethnography. (Which I insert here to show how the participants themselves use the device of eye-
witnessed reports to challenge the footing of other people’s accounts.)
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Extract 22.

Sir,- I am glad that Drs. C.P. McEvedy and A.W. Beard have had the grace to say that their
opinions (3 January, p.7), on the Royal Free Hospital epidemic of 1955 are their own, as their
paper is an example of the errors that one is apt to make in retrospective assessments of case
notes made by people one doesn’t know well. It also betrays considerable lack of historical
awareness of the situation obtaining at the Royal Free Hospital at that time and of the full
history of the epidemic.[...] Anybody who believes that the female population of the Royal
Free Hospital was segregated just doesn’t know the Free. I can only think that Drs, McEvedy
and Beard must have led a very sheltered student life.[..] Nobody who really knew the
physicians who looked after most of the cases would ever suggest that they would overlook
hysteria in the differential diagnosis of an obscure and bizzare illness, and indeed the
tendency would have been to put this higher on the list for students and nurses than for the
general population.[...] As psychiatrists, Drs. McEvedy and Beard should be aware that a
diagnosis of hysterical illness should be made on positive grounds of finding evidence of both
primary and secondary gain, and not just on negative grounds of not being able to explain the
symptoms in another way...

Paula H. Gosling.

In the last three extracts, McEvedy and Beard’s reinterpretation of the Royal Free
Disease as ‘mass hysteria’ is challenged by three contributors who ground their
entitlement to speak with authority, on their own direct experience.'® Betty Scott
(extract 20) bases her entitlement to speak on her personal experience with an
epidemic of about 370 patients in her medical practice; B.Judge cites an acquaintance
with some of the victims of the Royal Free epidemic, and Paula Gosling claims that
McEvedy and Beard’s claims about hysteria make no sense if taken in the context of a
detailed knowledge of the circumstances surrounding the Royal Free cpidemic (which
of course slie herself goes on to display in making the following claims:
o first, they betray a “considerable lack of historical awareness of the situation at the
Royal free Hospital at that time”
¢ second, “anybody who believes that the female population of the Royal Free
Hospital was segregated just doesn’t know the Royal Free”

' The entitlement to epistemological warrant is discussed in Potter (1996) with reference to the work of
Harvey Sacks (1992), Whalen & Zimmerman (1990), and Widdicombe & Wooffitt (1995). Category
entitlement provides a speaker with a warrant to knowledge about a particular domain. For example,
being a doctor provides a warrant for being able to speak with authority on medical matters, and being a
patient provides a warrant to speak about personal experience of illness. The writers of extracts 20, 21
and 22, are all medical practitioners who can claim to have been personally involved with victims of the
Royal Free epidemic, and to have personal knowledge of the hospital, the doctors, and the

circumstances surrounding the outbreak. Their accounts might therefore be taken to carry more
epistemological authority than the account of researchers who had only re-interpreted the documents
nearly twenty years after the event, as in the case of McEvedy & Beard.

46



e and third, “Nobody who really knew the physicians who looked after most of the
cases would ever suggest that they would overlook hysteria”, particularly given the
tendency to “put this higher on the list for students and nurses than for the general
population”. On the contrary, it is argued that the physicians of the Royal Free

would have had a prior inclination to look for precisely such an explanation.

On the other hand, McEvedy and Beard are accused of making errors and omissions,

such as:

¢ not carrying out good science

o specifically “making retrospective assessments of case notes made by people one
doesn’t know well”

¢ and not finding evidence of the “primary and secondary gain” that is considered
necessary for a diagnosis of hysteria.

Gosling’s comments thus work to undermine McEvedy and Beard’s contribution as

being contingent on ‘their own opinions’, since it was a re-analysis of the data,

undertaken twenty years after the event, rather than being based on personal

involvement with empirical investigation at the time of the epidemic. Their claims are

construed as based on little or flimsy evidence, and therefore not to be taken seriously.

In the same issue of the British Medical Journal, a general practitioner wrote in to

point out that:

Extract 23.

Most astute practitioners have observed diseases which were not described in the textbooks.
However, the clinical features of some of these, such as ‘drop attacks’, epidemic myalgia, and
hand, foot and mouth disease have now become clear and well-known, and I would agree that
one should hesitate before attributing any unaccountable bizarre syndrome to hysteria

because the entity does not fit any disease mentioned in present medical books.(Hopkins,
1970)

“This advice is as important today as it was then.” (Jenkins, 1991: 21)

The last two contributors to the correspondence page (B.Judge,extract 21; and

P.Gosling, extract 22), also cautioned against the folly of making the category of
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hysteria a ‘diagnosis of exclusion’; that is, “not being able to explain the symptoms

any other way”. In her (1991) review article, Rachael Jenkins later goes on to make the

observation that:

Sex ratios in illness are a fascinating study, and can provide important epidemiological clues
to the origin of disease. But it is nonsensical to suggest that any disease which is more
common in women is therefore likely to be hysteria on those grounds alone. Many physical
diseases are more common in one sex than another, and sex ratios often change, reflecting
changes in the frequency of important aetiological factors.[...] MS is more common in women
and its cause is unknown, although the organic pathology is well documented.

A “fruitless dichotomy”?
In the same issue of the British Medical Journal, Gill (1970) made an appeal for a less

dualistic framework to understand the illness.

Extract 24.
Can we not acknowledge that there is never one cause for a patient getting il1? Virus and

hysteria are with us always, and the wise doctor never thinks in terms of ‘either or’.
(Gill, C.H. 1970: 299)

Twenty one years later, Jenkins (1991: 30-31) made a similar observation:

Many doctors tend to oscillate uneasily in the ‘either or’ framework, i.e. either there is an
organic disease present, or the patient is psychologically ill. McEvedy and Beard (1973)
regrettably only proposed the two alternatives of definite physical illness or definite
psychiatric illness, without taking a more coherent multiaxial approach to the Royal Free
patients, and this fruitless dichotomy of organic versus functional has greaily hampered
research on ME (David et al., 1988). Abnormality may of course be present on any of the
physical, psychological, social, personality and illness behaviour axes, and the presence or
absence of abnormality in one axis does not preclude its presence or absence on another axis
(Balla, 1985). Thus there is a major logical fallacy in the diagnostic approach, unfortunately
all too common, that takes the view that a constellation of symptoms, where no physical
abnormality has been demonstrated, must be psychological in origin. It may or may not be so.
Physical abnormalities may be present but undetected. For example, several conditions
previously regarded as hysteria are now thought to have an organic basis, including
spasmodic torticollis, blepharospasm and writers’ cramp (Lloyd, 1986). Therefore it is vital to
diagnose psychological abnormality, not on the negative grounds of absent physical
abnormality, but on the positive grounds of the presence of psychological phenomena, and to
place the psychological phenomena in their multiaxial framework (Jenkins et al.,1988a). Such
a scheme has been proposed for use in general practice (Jenkins et al.,1988b).

Yet another letter, in the May 16, 1970 issue of the British Medical Journal suggested
that a reversal of the reasoning, that had previously described the mystery illness as

being caused by hysteria, might be more appropriate.
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Extract 25

The articles of Dr. C.P. McEvedy and A.W. Beard (3 January, pp.7 and 11) are of
considerable concern because of the author’s contention that benign myalgic
encephalomyelitis (epidemic neuromyasthenia) is a phenomenon related to mass hysteria or
to altered medical perception in the community. Their erroneous conclusions about this
illness may impair future investigations of similar outbreaks.

It is apparent that the authors failed to do their homework, and demonstrated a surprising lack
of information about the principles of epidemiology and of psychiatry. [...] The question of
mass hysteria has been considered by the authors of most papers relating to this disease and in
each instance has been discarded for a number of reasons- namely, (1) cases occurring within
the same household are varied in their features and course; (2) separate illnesses appear at
random intervals instead of simultaneously; (3) epidemiologically, the consistency of course
and similarity of symptoms despite the variety of people and communities that were affected
make hysteria unlikely. The disease is consistent from outbreak to outbreak in different
countries, different years and different peoples. (4) The mental symptoms of depression,
emotional lability, impaired memory and difficulty concentrating are consistent with organic
disease as compared with the shallowness and indifference of hysteria. (5) Muscle pain is a
striking feature of most outbreaks. It is clear that sporadic cases of this disease cannot be
readily identified. It is only in the epidemic form that the distinctive epidemiological features
allow characterisation.

Instead of ascribing benign myalgic encephalomyelitis to mass hysteria or
psychoneurosis, may I suggest that the authors consider the possibility that all psychoneurosis
is residual deficit from epidemic or sporadic cases of benign myalgic encephalomyelitis?

D.C. Poskanzer, M.D.
Department of Neurology
Harvard Medical School

Poskanzer’s contention that McEvedy and Beard’s conclusions about M E are
“erroneous” is contructed here by accusing them of not doing rigorous, competent
research, claiming that they “failed to do their homework, and demonstrated a
surprising lack of information about the principles of epidemiology and psychiatry”.
This is contrasted with the “authors of most papers” who have already discarded the
diagnosis of hysteria “for a number of reasons” which he then goes on to list as a set of
general research conclusions. Rhetorically this display of information-giving serves as
a sharp contrast to the ‘ignorance’ imputed to Evedy and Beard, whose views are
formulated here as marginal to the agreed consensus, and based on incompetent

research.
Reinstating myalgic encephalomyelitis

In 1978 a Leading article in the British Medical Journal gave a summary update that

re-constituted current perspectives and problems relating to M E as follows.
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Extract 26: Epidemic myalgic encephalomyelitis

“Outbreaks of the paralytic disease known as epidemic myalgic encephalomyelitis have
puzzled doctors all over the world in the past 30 years. One of the best known of these
epidemics was that at the Royal Free Hospital in London in 1955, which affected more than
300 people. Most outbreaks tend to occur in the summer, young adults are predominantly
affected, and the incidence is higher in women. The evidence suggests that infection is spread
by personal contact, and young hospital personnel seem particularly at risk.[...] The clinical
outcome may take any of three courses: some patients recover completely, some follow a
relapsing course, and some are permanently incapacitated.

At a symposium held recently at the Royal Society of Medicine'” to discuss the
disease and plan research there was clear agreement that myalgic encephalomyelitis is a
distinct nosological entity. Other terms that have been used to describe the disease were
rejected as unsatisfactory for various reasons: the cardinal features show that the disorder is
an encephalomyelitis [...] The adjective epidemic is correct, since most cases occur in an
epidemic, but the disease may be endemic, and sporadic cases may occur.

Some authors have attempted to dismiss this disease as hysterical, but the evidence
now makes such a tenet unacceptable. Some purely psychiatric symptoms may well occur,
particularly in patients entering the chronic phase. No doubt, too, in an epidemic some
hysterical persons will simulate the symptoms of the disease. Nevertheless, the organic basis
is clear [...] At this symposium more evidence was produced to support the organic nature of
the disease. [...] A perplexing finding, suggesting the possibility of a persistent virus
infection, was the ability of lymphocytes from patients to proliferate and survive in vitro for
up to 19 weeks.

We still know nothing about the nature and cause of epidemic myalgic
encehalomyelitis, but outbreaks are still ocurring.”

Leading Article, British Medical Journal, 3 June, 1978, 1436-7.

In this update we see the original claims for an organic explanation of the illness,
myalgic encephalomyelitis, being reinstated as authoritative and legitimated by
reference to a consensus of findings at a symposium of the Royal Society of
Medicine. There was “clear agreement that myalgic encephalomyelitis is a distinct
nosological entity”, furthermore M E is cited here as the preferred term, and is referred
to as “a paralytic disease”, “an infection”, “an encephalomyelitis”, and “possibly a
persistent virus infection”. However, some of the central claims in this article were

subsequently contested in the following issue of the British Medical Journal (June 24,
1978: 1696).

Extract 27: Epidemic myalgic encephalomyelitis.

Sir,- I disagree with the view you express in your leading article (3 June, p 1436) that the
many epidemics you cite compose a single nosological entity. Outbreaks in hospital staff
apart, these miscellaneous episodes and others described at the Royal Society of Medicine
may well have been as diverse aetiologically as they were geographically. Nor do I agree that

' The proceedings of the symposium on “Epidemic neuromyasthenia. 1934-1977” at the Royal Society
of Medicine were reported later in the November 1978 issue of the Postgraduate Medical Journal.
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the Royal Free Hospital outbreak has now been proved to have been a form of encephalitis.
[...] There seems to have been a failure to realise how suggestible people are when they are ill
or anxious.
In a letter to The Times entitled “Vapour or virus” Sir Francis Walshe stated: “Epidemics of
mass hysteria have punctuated history and doubtless a few centuries ago were attributed to
witchcraft or demoniacal possession on evidence not less than that now evoking the mystic
chant of the word ‘virus.’...” Though the Royal Free outbreak was a sorry affair compared
with dancing madness, the classic form of mass hysteria, ataxia, vertigo, fits and prostration
were common to both. Nowadays the vapour or virus, or whatever the devil it is, seems to be
most at home in nurses’ homes (in “centres of excellence” particularly). Anyone who wants
to know if Walshe's statement could be pertinent to the Royal Free epidemic should not be
content with your leading article: he should study the evidence for himself.

H G Easton

Clinical Department of Infectious Diseases

Ruchill Hospital,

Glasgow

In extract 27 the ‘hysteria version’ is again being re-constructed and works to
undermine the grounds for the claims made in the Leading article (extract 26). Dr
Easton implies that the author of the article misrepresents the empirical evidence,
which is otherwise there for anyone to ‘study for himself’. He also makes use of a
contingent repertoire to undermine the premises of the claims made in extract 26. That
is, he claims that the term ‘virus’ is being misappropriated in a more or less
superstitious way without any evidence to support the claim. This is constructed as
being analogous to the way that attributions of witchcraft and possession were used as

explanations of mass hysteria a few centuries ago.

On July 15, 1978 (p. 202) the following response to Easton’s letter was published.

Extract 28: Epidemic myalgic encephalomyelitis.

Sir,- from Dr H G Easton’s letter (24 June, p 1696), I can only conclude that he ignored all
the evidence at the symposium on myalgic encephalomyelitis at the Royal Society of
Medicine that did not fit in with his theories. If he had stayed to the end, when a vote was
taken, he would have found himself the only person present still in favour of the “conversion
hysteria” theory. [...] Dr Easton’s “vapour and virus” remarks are hardly worth serious
attention. Failure to isolate a virus does not rule out the possibility of a viral illness...[...] I
would suggest that before putting pen to paper again he talks to some of the nurses (who have
never been adequately followed up) permanently disabled as a result of the Royal Free
Hospital outbreak. He might then discover how much unnecessary anguish the “conversion
hysteria” theory had added to their mental and physical suffering. [...] Dr Peter Behan said at
the symposium that he thought the disease was an immunological reaction triggered off by a
virus. It would be helpful if more doctors, instead of pursuing outdated theories, seized the
ample opportunities which study of this illness offers for research, a point which you rightly
make in your leader. Celia Wookey, Edgeware, Middlesex.
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In this extract, Celia Wookey employs a contingent repertoire to construct Dr Easton’s
account as motivated, misinformed, and prejudiced. On the basis of his comments in
extract 27 she concludes that Dr Easton had a prior motive to ignore evidence “that
did not fit in with his theories”. Her grounds for making this claim are the observation
that he did not even stay until the end of the symposium to listen to the evidence, so
therefore he is willfully misinformed. He is in any case, the only one who still believes
that “outdated theory”, and so he cannot be taken seriously.?’ Wookey then moves to
take the moral high ground vis the effect of such theories on sufferers. She puts Dr
Easton on the wrong foot by formulating his ‘ignorance’ as “unnecessary”and
therefore charging him with culpable negligence. She implies that he is not merely
clinging to an outdated theory, but that he is actively “pursuing outdated theories” and
setting his prior prejudices against all the available counter evidence. She suggests that
he should take note of the anguish that this line of theorising has caused by talking to
some of the victims, and perhaps contribute some useful research instead of wasting
opportunities. Wookey’s letter (extract 28) works to counter Dr Easton’s earlier
dismissal (extract 27) of the content of the Leading article (extract 26). In fact these
three extracts appear to employ the same argumentative positions that were originally
taken up earlier in the debate; particularly in extracts 5, 18, 19, 19a, 19b, 19c, and the
responses to these in extracts 20, 21, 22, 23 and 25.

“Altered medical perception” and the social construction of epidemics
In 1980, an article by May et al in the ‘Community Health’ section of The Lancet, re-

raised the question of “altered medical perception” as a factor in defining epidemics.

Extract 29: Personality and Medical Perception in Benign Myalgic Encephalomyelitis.

“In an outbreak of benign myalgic encephalomyelitis in a girls’ school all the residential
pupils, both those affected and those unaffected, were investigated. Special virological tests
were essentially negative, but it seemed that a few girls had had a viral infection.
Psychological testing showed that among younger girls the patients were more neurotic than
the others. Girls with various disorders were found to have been classified as having the same
disorder, because of what has been called altered medical perception.”

May et al, The Lancet, November 22, 1980.

2 «However, since the McEvedy & Beard papers were published, the standard psychiatric teaching,
and indeed often the standard medical teaching, has been that ME is primarily a functional illness,
namely hysteria.” (Jenkins, 1991: 25)
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This occasioned the following response in the correspondence section of the next

edition:

Extract 30: Was it Benign Myalgic Encephalomyelitis?

“Sir,- The disease described by Dr May and others (Nov. 22, p.1122) is barely recognisable as
myalgic encephalomyelitis.Although the symptoms were ‘severe and recurrent, lasting up to 8
weeks’ no girl had symptoms during the following term, which militates strongly against the
diagnosis of myalgic encephalomyelitis (ME)...In 1969”', it was suggested that ME should
only be diagnosed if neurological and muscle signs were found.[...] It is obviously essential to
investigate mysterious diseases by psychological as well as physical tests, as May et al did.
However, the diagnosis of myalgic encephalomyelitis should be restricted to patients with
much more objective evidence of ME than was shown in the patients described. Two classic
outbreaks of ME with many patients experiencing severe symptoms, and relapses were
described in The Lancet in 1959."%

C.S. Goodwin. The Lancet. Jan. 3, 1981.

Dr May and his colleagues replied to Dr Goodwin’s letter as follows:

Extract 31

“Sir,- Dr Ramsay and Dr Goodwin believe that we are unjustified in describing the illness we
reported (Nov. 22, p.1122) as benign myalgic encephalomyelitis. We would like to assert that
the symptoms in the girls’ school closely parallel those in all the main reported outbreaks.[...]
We have not suggested that there have been no organic diseases in the outbreak we described,
or in former outbreaks, but we have suggested , and do so again, that outbreaks or ‘epidemics’
are more than simple aggregates of cases of (benign) myalgic encephalomyelitis or epidemic
neuromyasthenia, and so on, not least because “altered medical perception” causes a variety
of disorders to be lumped together.[...] It may be idle to dispute over precise (or rather
imprecise) nosological terminology; we maintain that we are describing the same
phenomencn as Ramsay and others.”

May et al. The Lancet. Jan.3, 1981.

This correspondence again®calls attention to the social processes by which medical
categories are identified and agreed (or dismissed). An epidemic is defined in terms of
medical agreement that individual cases are part of the same phenomenon; and in the
case of M E, being part of the same phenomenon is what has allowed it to be easily
identified as M E in the first place. It is precisely the circularity of this definition that
makes sense of the claim that isolated, sporadic cases would be difficult for doctors to

spot, and also that doctors are more likely to “lump different illnesses together” under

2 Adamson, J.R. (1969) Epidemic neuromyasthenia (cont). New England Journal of Medicine, 281:
789.

2 See extracts 13, and 14; the Durban and Athens outbreaks.

B See also extract 15.

53



epidemic conditions, where epidemic conditions are themselves constructed by that
very process of ‘lumping together’. In extract 31, May et al call attention to the
process by which M E, in this and other cases, might become an artefact of “altered
medical perception”. Goodwin’s response to this (cited in extract 30) is to separate
ME as a diagnostic entity from the phenomenon that May describes, and in a
distancing manoeuvre Goodwin distinguishes between May’s outbreak and the
“classic outbreaks” which are formulated here as severe and relapsing. So the
accusation (that is refuted in extract 31) is that May is not describing the same
phenomenon as the “classic outbreaks”. The social processes of “altered medical
perception” are not being denied here, but the available implication is that there has

been a fundamental misconstrual of what defines M E in the first place.

Taking the theoretical ‘high ground’

Over the next decade, there was an explosion of articles on M E that appeared in
different journals all over the world.* However, I have selected just a few articles
from the main medical journals that attend to the debate surrounding M E®, as itself a
participants’ concern. In other words I focus on those that have taken up a
metaposition in documenting the progress of the debate, in the sense that they continue
to formulate, re-formulate, and point up the issues (such as naming, diagnostic criteria,
and the debate about the causes of the illness) that previous participants had

constructed as being controversial in the first place.

For example, the following article appeared in the British Medical Journal in 1987:

% Over the next decade, Bids Embase listed 1,171 publications under the keywords ‘chronic fatigue
syndromes’, which can be categorised in terms of their contributions to different disciplines such as
microbiology, psychiatry, immunology, neurophysiology, epidemiology, virology, etcetera.

B Or CFS as it was increasingly referred to in the 1980’s. (see chapter 3 for a detailed discussion of the
significance of diagnostic labels and their use.)
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Extract 32: Royal Free disease: perplexity continues.

Epidemic neuromyasthenia, persistent myalgia following sore throat, Otago mystery disease,
Icelandic disease, and myalgic encephalomyelitis are just some of the names used for a
chronic debilitating illness presumed to be a sequel of viral infection. The medley of names
reflects the protean nature and worldwide distribution of the condition whose cardinal feature
is extreme exhaustion after exercise; this is usually acompanied by a range of somatic,
psychological, and “flitting’ neurological symptoms. The Myalgic Encephalitis Study Group,
formed in 1975, met last week at the Royal Society of Medicine to review the findings in the
70 or so suspected outbreaks and to discuss strategies for diagnosis and management.
Postviral fatigue sundrome or myalgic encephalomyelitis are the currently favoured names for
the illness, but in Britain a well known outbreak gave rise to the more familiar sobriquet,
Royal Free Disease. [...] The division between those who believe that the outbreak was
caused by an infection and those who favour a psychological explanation continues to echo
down the years.[...] Until recently most cases of postviral fatigue syndrome have been
epidemic. But since 1980 evidence that the illness may be endemic has accumulated.

Jane Dawson (Technical Editor, British Heart Journal) British Medical Journal, Feb 7,
1987.

The relevance of a division of opinion that “continues to echo down the ages” has
been a central participants’ concern. Organic versus psychological explanations, that
can be traced right back to the start of this medical narrative®®, have been punctuated
only by Gill’s (1970) appeal for a less dualistic framework to understand the illness
(extract 24). This appeal is expressed again in the following article that appeared in the
British Medical Journal in 1988, where the author questions the assumptions on which

the “acrimonious debate” is premised.

Extract 33: Postviral fatigue syndrome: time for a new approach.

“ ‘Myalgic encephalomyelitis continues to provoke strong opinions in the medical press and
intense interest in the lay media, as it has for the past four decades. The condition, variously
named epidemic neuromyasthenia, Icelandic disease, benign myalgic encephalomyelitis, is
more appropriately referred to as the postviral fatigue syndrome. Clinical descriptions include
a vast array of symptoms and signs but the two main features that emerge are fatigue and
emotional disturbance. The condition may be epidemic or sporadic. In this paper we
reconsider some of the arguments surrounding the postviral fatigue syndrome and suggest a
starting point from which constructive knowledge may be gained.

The hysteria debate.

Published work has been dominated by acrimonious debate between those who view the
postviral fatigue syndrome as a narrow “organic disease”---namely, physicians concemed in
the Royal Free outbreak [see extract 8] and current sufferers---and those who follow the lead
of McEvedy and Beard in viewing it as “mass hysteria”[see extracts 18, and 19]. This sterile
argument continues to the present day, serving little purpose, based as it is on fundamental
misunderstandings. [...] Present controversy rests on a false dualism and an outdated

% According to the author of extract 25 “The question of mass hysteria has been considered by the
authors of most papers relating to this disease and in each instance has been discarded for a number of
reasons...” Poskanzer (1970).
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separation of mind and body, and the shortcomings of these approaches are emphasised by
increasing knowledge of the biological abnormalities found in psychiatric disorders.
Hysteria itself is an outmoded diagnosis and is being replaced by the concept of “abnormal
illness behaviour.” This takes account of the interaction between “organic” illnesses and
psychiatric symptoms and a more sensitive appreciation of how social factors govern the
presentation and outcome of illness. It is a better description of the often