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Abstract

This thesis explores the diagnosis of ADHD among adults in the UK. The condition has only recently
been defined as a lifelong disorder and extended from childhood to adulthood. Through
ethnographic research in a specialist psychiatric clinic and with a patient organisation, this thesis
traces the diagnostic process as it takes place in both sites and also between them. It highlights the

role of memory practices in the many versions of ADHD that circulate.

| outline clinical and lay practices of identifying ADHD. Individuals in the support groups identified
with the diagnosis through recognising themselves in other people, as if in a mirror, which | describe
as ‘moments of recognition’. In the clinic, the elicitation of medical histories brought contrasting
memory practices to the fore, as patients sought evidence from their childhood necessary to a

formal diagnosis. Although these memory practices appear distinct, they are combined in practice.

This fieldwork led me to concentrate less on the potentially negative medicalisation of human
experiences, the main topic of social science research in the field, than the ways in which memory
practices were mobilised. These practices were key to the production of evidence-based diagnosis in
the clinic and to collective archives in the support groups. Moreover, both types of memory
practices informed wider relations. Thus, | explore unexpected ways of making kin such as the
manner in which children, more commonly diagnosed with ADHD than adults, ‘made’ their parents
in the light of a shared condition. Furthermore, concepts of neurobiology led some research
participants to recognise strangers as ‘family’, linked by a common factor and celebrated as

neurodiversity.

This thesis attends not only to the emerging and mostly unexamined lived experiences of adults with
ADHD, but it also contributes to an anthropological exploration of social and caring practices more

broadly.
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Chapter One Introduction

In September 2012, | was sitting with members of a support group for adults with Attention Deficit
Hyperactivity Disorder (ADHD) that, unlike others in the UK, was run in a public place, a well-
known coffeehouse chain. During that evening, it became clear that one of the people sitting amongst
us was not there to discuss ADHD but to enjoy the coffee. He asked the small group of three that
included myself, if this was some kind of ‘meet-up’. The response from one of my companions was
hesitant, “yes kind of, it is for people with ADHD”. The customer looked back at us with surprise and
said: “I thought only children had ADHD.” The two men who were sitting with me explained how
they always had problems as children, one with inattention and the other with hyperactivity, but they
had not been diagnosed then, which had caused them endless problems and crises as they grew older.
The customer showed interest and in a friendly manner said that he couldn’t see anything wrong with
them and asked what they did in the meet-up, what kind of activities. The answer was quick to come —
“we drink coffee and talk of what ADHD is about, how it affects our life, how to get diagnosed and
how treatment may be helpful”. One of the men described how being able to meet with people who
had the same problems was really helpful; it made him feel that he was not alone. Coming to this
group that night had made him feel that he was with like-minded people, that he could be himself and
people understood exactly how he felt. The customer nodded and wished us all good luck before

making his exit.

I begin with this brief story because the dialogue it contains exemplifies both the public perception of
ADHD as solely a childhood disorder and the necessity for adults with ADHD to explain their
difficulties and found a supportive environment to share their experience. This entry scene also
highlights the importance of support groups as field sites in my research and the methodological
choice to extend my fieldwork beyond clinical sites in order to capture the lived experiences and
representations of ADHD in adults. My visit to this support group happened at the beginning of my
fieldwork and the questions raised by the customer led me to a series of interrogations of my own.

How does a childhood disorder, arguably still contested, become re-imagined in adulthood? Do
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symptoms remain the same from child to adult? How differently are they experienced? | wondered

what changes had taken place to explain that children were no longer growing out of ADHD.

ADHD was first used as a diagnostic category in the revised third version of the American Diagnostic
and Statistical Manual (DSM) in 1987 (American Psychiatric Association, 1987) and was the most
recent acronym for the clustering of symptoms that combine Inattention, Hyperactivity and
Impulsivity. Since the second part of the 20™ century it has had other nomenclatures; ADD
(Attention and Deficit Disorder with or without Hyperactivity) (American Psychiatric Association,
1987; 1980), Hyperkinetic reaction in childhood (APA, 1968) or MBD (Minimal Brain Dysfunction),
(Clements, 1966)". What these classifications have in common is that they are all applied to disorders
in childhood only, and symptoms are said to reduce and wane through adolescence, becoming absent

in adulthood.

It was not until the 1990s that ADHD became a diagnosis applicable to adults, formally identified in
DSM VI (APA,1994) and further reaffirmed through studies that followed children diagnosed with
ADD/ADHD into adulthood (Barkley et al., 1990; Mannuzza et al., 1993; Weiss and Hechtman,
1993). Whilst psychiatric classifications made it possible to diagnose children and adults with ADHD
from the mid-1990s onwards, their uptake in clinical practice in the UK remained rare for children
until the early 2000s (Jick et al., 2004) and was adopted later still for adults (McCarthy et al., 2012).
It follows that adults in the UK who are currently over the age of 30 years old could not have been
diagnosed with ADHD in their childhood: consequently, if they faced difficulties related to
inattention, hyperactivity and impulsivity, they could not have had access to treatment until the late
2000s when diagnosing adults with ADHD became more commonly supported by the guidance
published by the National Institute for Health and Care Excellence (NICE, 2009). My research is
concerned with this unique moment in time, in which a large cohort of adults living in the UK* can

only now be considered for diagnosis and treatment for ADHD. We can imagine that the detection of

! For further details on these and earlier diagnostic nomenclatures see: (Barkley, 2006; Conners, 2000; Lange et
al., 2010; Taylor, 2011).

? A conservative figure of the prevalence of ADHD in adults in the UK suggests that 2.5% of the adult
population may have ADHD,(UKAAN, 2013).
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ADHD during adulthood will eventually reduce as children continue to be diagnosed and treated at an
ever growing rate (McCarthy et al., 2012). It s this particular congruence of time, place and
condition that this study aims to address by asking — what are the practices in place that make the
diagnosis of ADHD in adults possible now? Furthermore, this window of time provides us with a
particular opportunity to examine how the process of diagnosis can lead to a reconceptualisation of

the lifecourse.

In order to explore this question, | situated my research in the juncture between a specialist clinic for
adults with ADHD and support groups run by adults with ADHD. My movement between one and the
other allowed me to observe the interplay between the clinic and support groups and to see how they

contributed in both divergent and convergent ways towards the making of ADHD.

As my fieldwork advanced in both sets of sites, | was struck by the heterogeneity of the people | met.
The stories they offered to clinicians and each other seemed varied, presenting very different life
trajectories within diverse social backgrounds and they reflected an almost equal gender distribution.
The two men mentioned above were in their late thirties, as were the majority of the people | met in
the support groups, and had only recently been diagnosed and treated. This thesis asks the following
guestions: what are the implications for living with undiagnosed and untreated symptoms for decades?
What other means do people develop to counteract the difficulties that ADHD may be causing them
and those around them? How are relationships within the family and beyond affected by this
condition? Attending support groups and being with like-minded people was described as helpful, but
what was it that took place in the group setting that made it so beneficial? The reference to crisis made
by one of the two men was echoed many times by others in different support groups and | wondered
about the fragility of day-to-day life which is put at risk through inattention or hyperactivity. Faced
with the multiple ways that ADHD is enacted and presented, what were the practices in support
groups and the clinic that made it possible for this diversity to converge and be bundled into one
diagnosis? What do clinicians, patients, support group members, relatives and partners do in order for

ADHD in adults to stabilise as a diagnosis at the beginning of the 21% century in the UK?
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This introductory chapter aims to map the context of these questions in four parts to set the
background for the arguments which this thesis will advance. | will begin by providing medical and
lay descriptions of ADHD, including criteria and demographic data for the cohort involved and will
further explore the different ways that ADHD is presented. The second part of this introduction will
engage with a question that was persistently asked throughout my fieldwork when meeting people
outside the main sites of my research: is ADHD real or not? Social scientists have been particularly
interested by this question and this section explores their role in the making of one kind of ADHD. In
contrast to this approach which considers ADHD as ‘socially constructed’ within a controversial field
led by Big Pharma and medical hubris, this thesis aims to extend the interest to the practices that make
ADHD in other spheres too. The support groups | attended provided a pragmatic arena where the
issues faced by their members were mobilised, not so as to understand what ADHD is in the abstract,
but to develop first-hand knowledge about living with ADHD. How did people live with the
symptoms, the impairments, as well as with the controversies and the problems they caused? The
medical description of ADHD includes multiple sub-types of hyperactivity, inattention and mood
dysfunction, as well as a multifactorial aetiology. Thus in this context, | found that multiplicity was
already an accepted part of the vocabulary of ADHD in the clinic. The fact that there are multiple
realities of ADHD, rather than different ways to theorise it, will become more evident as | follow and

elaborate on the practices of clinicians in the making of ADHD.

The ensuing chapters will show how paying attention to the description of everyday experiences of
ADHD in support groups presents yet more versions of the condition, relating not only to
forgetfulness and memory problems, but also to the concept of ADHD as a gift, an asset and an
alternative form of life. Extending my attention to this less visible arena will reveal the diversity and
roles of unexpected actors and actants (Latour, 2005) in the making of ADHD, ranging from stimulant
medication to old school reports. This thesis will argue that the multiple realities of ADHD are the
results of practices in the clinic and support groups and of the interactions between them. It will
describe how those practices, based on ideas about memory, kinship and ordinary life, that at times

fuel controversies, are also showing ADHD to be fundamentally a social experience that happens
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between people and in their relation with the world. Ultimately | am suggesting that the care which
people give to each other when faced with the fragility of everyday life constitutes a certain way of
being in the world. What seems a theoretical move towards ontology and a concern for reality is, for
the purpose of this thesis, also a methodological choice, what Annemarie Mol (2003) described as a

‘praxiography’.

Tracing the practices associated with the diagnostic process will help navigate the different sites and
highlight connections between them. Thus the third and fourth parts of this introduction will describe
the methods and orientation of my study and provide a rationale for choosing to follow and trace the

diagnostic process.

ADHD in adults

Medical and lay descriptions

In the last fifteen to twenty years, ADHD has been re-considered and applied to adult populations in
the UK. International psychiatric classifications have adapted their descriptions of symptoms to the
context of adult life, shifting the emphasis from the school environment to the work place and noting
that the central feature of this developmental disorder is that ‘symptoms that caused impairment were
present before the age of 7 years’ (DSM, 2000)°. According to this definition, adults do not develop
ADHD within their adult lives but suffer from symptoms that have remained undiagnosed since their
childhood. Thus it follows that adults need to demonstrate evidence of retrospective and persistent
symptoms which have existed since childhood in order to gain a diagnosis and receive treatments.
According to the criteria for ADHD given in the Diagnostic and Statistical Manual of Mental

Disorders (2000), the most common symptoms of ADHD fall into three categories which are

* DSM-5 was published nine months into my fieldwork in May 2013. The main changes made to the criteria
were the age of onset from 7 to 12 years old, and the numbers of symptoms required fell from 6 to 5. Whilst
clinicians and support group members were aware of these changes, they did not figure much in my
conversations with them. DSM-5 was not applied in the clinic for a few months, nor was reference to criteria in
support groups changed during my attendance. For that reason | have decided to use the criteria
contemporaneous to my fieldwork unless otherwise stated.
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inattention, hyperactivity, and impulsivity. An individual is diagnosed to have ADHD with the

presence of either:

‘1) Having six or more symptoms of inattention, or 2) having six or more symptoms of hyperactivity-

impulsivity.

Symptoms for either condition must have persisted for at least 6 months to a degree that is

maladaptive and inconsistent with developmental level.

The symptoms and impairments of either condition must be present in two or more settings (school,

work, home etc.) and must have been present before the age of seven years old.’

(APA, 2000)

This last feature is particularly distinctive of the diagnosis of adult ADHD. Most psychiatric disorders
in the DSM require that a medical history is taken for their identification, which may typically record
when symptoms first appear. Thus Personality Disorder’s first onset is situated in teenage years, and
Schizophrenia typically manifests itself in early adulthood. In the case of adult ADHD, symptoms

must have been noted prior to seven years of age.

In addition there must be clear evidence that the symptoms cause significant impairment in social,
school, or work functioning and must evidence that they are not experienced as part of a psychotic
disorder (schizophrenia) or better accounted for by another disorder (Mood Disorder, Anxiety

Disorder, Dissociative Disorder, or a Personality Disorder).

Based on these criteria, three types of ADHD are identified:

IA. ADHD, Combined Type: if both criteria IB and IC are met for the past six months

IB. ADHD, Predominantly Inattentive Type: if criterion IB is met but criterion IC is not met for the

past six months

IC. ADHD, Predominantly Hyperactive-Impulsive Type: if Criterion IC is met but Criterion IB is not

met for the past six months
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There are many sources that describe and identify symptoms for adult ADHD including the DSM,
various rating scales used by diagnosticians, NICE guidance, and also support groups’ websites, and
research publications (Weiss and Murray, 2003). Given the variety of diagnostic sub-types described
above, individual experiences are likely to be varied and to combine a range of themes with various

consequences such as;

o Difficulties in organising daily activities; forgetfulness; difficulties in time management and
procrastination that may be experienced through inability to sustain employment, to meet

deadlines, to pay bills

o Physical and mental over-activity; having too many projects going on simultaneously;
intolerance of boredom which may lead to feeling of restlessness, of being unfocused and

may cause insomnia and a feeling of exhaustion.

e Impulsivity and impatience with a low tolerance for frustration are often experienced through
argumentative behaviour in public spaces, speeding while driving, overspending when

shopping.

e Mood swings with faster and less pronounced cycles than in bipolar disorder, often
experienced as being over anxious, or depressed with low motivation, contrasted with periods

of elated moods and being ‘the life and soul of the party’.

There are differences in the way ADHD may be experienced by adults in comparison to children
simply due to their different lifestyles and positions in life. For example, adults may develop coping
strategies which can cause problems in their own right, such as the use of alcohol or other substances.
They have the ability to refuse treatment that may have unpleasant side effects and it may be difficult
to get collateral evidence from employers and other sources. Adults may themselves be carers of
children with ADHD and so need to control their own symptoms not only at work during the day, but

also at home in the evening.



Page |17

As | will describe, the re-conception of ADHD as a lifelong disorder also posits the idea that there is
no such thing as a cure for its symptoms: treatments alleviate symptoms rather than removing them.
The way that some support group members put this was to say that ADHD was their normal state of
being, which medication could only alter for as long as the drug was active. The issue of living with
ADHD as a normal state will be developed in the thesis as | describe how support groups devised

practices to supplement what the clinic provided.

The emergence of Adult ADHD in the UK is not taking place in an isolated environment. The
situation in the USA, where Adult ADHD has been widely diagnosed, treated and recognised as a
legitimate disability over the last two decades, can provide a premise for postulating a similar
development in the UK. Yet the universal applicability of this kind of classification continues to be
challenged and cross-national studies have highlighted both variations in prevalence and a treatment
gap between the USA and the rest of the world (Demyttenaere, 2004; Fayad, 2007). It is beyond the
remit of this study to attempt a comparative analysis between the USA and the UK, but the American
experience does not go unnoticed by clinicians and support group members, albeit greeted with some

ambivalence.

Demography

This short section is concerned with the data produced by scientific research which complements the
demographic data relating to the people | met in the clinic and in the support groups presented in the
methodology section of this introduction. How common is the diagnosis of ADHD in the UK?
Prevalence studies have attempted to respond to this question but have shown considerable variation
in their results, from 0.5% to 26% of schoolchildren in the UK (Singh, 2008), a range due mainly to
the different methods and classifications used. A commonly accepted rate within the medical and
scientific community is that 3.6% of children in the UK are affected by ADHD with a high
proportion, between half and two thirds depending on the studies, experiencing symptoms through
adolescence and adulthood (Buitelaar, Kan, and Asherson, 2011); it is estimated that 2.5% of adults in

the UK are affected by ADHD (UKAAN, 2013). Research is recording a growing rate of
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pharmacologically treated ADHD, doubling in children between 2003 and 2008 alongside a fourfold
increase for adults, suggesting an increase in the uptake of the diagnosis by clinicians (McCarthy et
al., 2012). The gender ratio of people diagnosed with ADHD is reported to be close to 1:1 (Matheson
et al., 2013) with variations between the subtypes of the diagnostic criteria (Willcutt, 2012) and
slightly more men than women are affected overall. Few studies have attempted to analyse the socio-
economic status of adults diagnosed with ADHD (de Graaf et al., 2008) and | do not know of any
such studies in the UK. Studies in other parts of Europe, America, and Australia showed differing
results, suggesting that further research should take place in order to associate socio-economic status
with rates of diagnosis in adults. The same is true of studies that have researched the links between
ethnicity and diagnosis (Dwivedi and Banhatti, 2005). Follow-up studies which have shown the
persistence of ADHD into adulthood in the 1990s (Barkley et al., 1990; Mannuzza et al., 1993; Weiss
and Hechtman, 1993), have more recently described the negative outcomes associated with having
ADHD in all domains of life. Sufferers fare worse than control groups in areas such as education,
employment, crime, relationships and show an increased propensity to develop other psychiatric
disorders such as depression (Barkley et al., 2006; Biederman et al., 2006; Brassett-Grundy and

Butler, 2004; Hodgkins et al., 2011; Jerome et al., 2006; Young et al., 2009).

Multiple already

The heterogeneity of the population affected by ADHD was consistently acknowledged by clinicians
and people in support groups alike. To the diversity of age, gender and economic status, can be added
the varied combination of criteria and subtypes described above: inattention, hyperactivity, and
impulsivity and their different nomenclatures. In this way ADHD was already multiple, it was more
than one thing, and through the work, actions, and efforts of all those involved, it was less than many
(Mol, 2003; Strathern, 2004) in that only one diagnosis is recognised by medical and other institutions
in the UK. Let me give a brief example: clinicians conceive ADHD in different ways depending on
what they do. They may think of it as a psychiatric disorder if they diagnose within a mental health
setting via the DSM; however they may think of it as a learning disability if they diagnose within an

education setting, like a university. These two concepts do not exclude one another but depend on
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different clinical practices such as psychometric tests or assessment tools which highlight particular
contextual concerns. | argue that there are not several distinct kinds of ADHD that compete with each

other, but that they are connected and contained within one another.

The patients and support group members | met were also involved in the making of different versions
of ADHD. As | will explore in subsequent chapters, they described ADHD in their lives sometimes as
a curse, sometimes as a gift, and they did not see these valuations as mutually exclusive. As Mol
succinctly put it, ‘Not two different people or one person divided in two. But partially connected’
(2003:82). In other words, it was not necessarily a matter for individuals to choose a particular
version of ADHD, the gift over the curse, or the learning disability over the psychiatric disorder, as if
these stood next to each other on a shelf. Instead all the different versions were connected, sometimes
co-occurring and often implicit. To be clear, clinicians, patients and support group members, rather
than explicitly discussing the multiplicity of ADHD with me during my fieldwork, would instead
point to the contradictions and ambivalent feelings that they had to reconcile. In other words, they
needed to work and live with the different realities of ADHD. So far | have mentioned how ADHD
and its clusters of symptoms can be assembled and enacted differently depending on the practices of
clinicians, patients, support group members and their families, and next | want to widen the net of

actors in the making of ADHD to include social scientists and media actors.

Is it real?

Forces of medicalisation

Social scientists have long been interested in ADHD, and to some extent, the histories of ADHD and
social science are intertwined. The increased use of the diagnosis, albeit in its previous nomenclature
of Hyperkinesis from 1968 to 1980, was paralleled by the rise of the ‘medicalisation critique’.
Medicalisation, the process of viewing and explaining human problems and behaviours through
medical means, is an accepted if somewnhat tired concept in the 21* century. The representation of

doctors and medical institutions as ‘a major threat to health’ (lllich, 1977) expending their control
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over our everyday lives (Zola, 1972; Szasz, 2007), was formulated in the 1960s and 1970s within a
context ripe for such critique. On the one hand, medicine and its patients were reaping the benefits of
decades of investment; new medicines, such as antibiotics, and other technologies were rendering
doctors more visible, business-like and powerful. On the other hand, the zeitgeist of these two decades
ensured that state institutions, such as medicine, would be criticised or even demonised for their
attempt at governing human bodies. Such a critique was forcefully applied against the power of
psychiatry at the time of its classificatory expansion through the DSM, leading Szasz to define
medicalisation as ‘psychiatric propaganda’( 2007: xxiv). The most frequently cited article on
Hyperkinesis written by a sociologist dates from this period: published by Conrad in 1975, it focused
on the use of medicine to control deviant behaviours. It argued that the emergence of new medical
technologies, mainly psychotropic drugs, and their promotion by ‘moral entrepreneurs’ (1975: 16)
altered the way that children’s behaviours were perceived. From a situation in which ‘disruptive,
disobedient, rebellious, anti-social, or deviant behaviours’ (ibid.) were managed by families and
schools, children came to fall under the jurisdiction of medicine and were managed with Ritalin. The
implication is that Hyperkinesis did not exist before the pharmaceutical companies found a way to use
the ‘paradoxical effect” of stimulants on children; the condition was fabricated, ‘socially constructed’.
Similar arguments were made in subsequent decades; these exposed the impact of modern life first on
children and then on adults and they denounced the intrusion of medicine in resolving the problems.
Thus ‘rapid-fire culture’, constant stimulation in daily life and the inclusion of food colouring in the

diet, were suggested as the causes of hyperactivity (DeGrandpre, 2000; Smith, 2011).

Materials and practices that shape realities

My intention is not to refute the warnings that sociologists and other critics give about the role of
medicine in our lives, but to suggest that it forms only one part of the reality of ADHD, one in which
the economic aggression of pharmaceutical companies, as well the passivity of medicine’s recipients,
are emphasised. Denouncing the role of outside forces and the engines of medicalisation (Conrad,

2007) has limited positive impact on patients themselves, and can in some circumstances exert a
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stigmatising and disempowering effect (Nathan and Stengers, 2004). This thesis will focus on how the
reality of ADHD is made in the UK at the beginning of the 21* century and it will acknowledge the
materiality of ADHD including the practices of those actors and actants involved in this process. As
Bruno Latour defined the terms, ‘an actor is a semiotic definition — an actant —, that is, something that
acts or to which activity is granted by others. An actant can literally be anything provided it is
granted to be the source of an action’ (1996: 376). In addition to investigating the role of clinicians,
patients and others, this thesis pays attention to objects or concepts that act on the making of ADHD,
for example classifications, psychometric scales, as well as school reports through which new
meanings are made out of old and transformed relationships. Similarly, 1 will examine the effect that
stimulant medications have on people’s lives, beyond their chemical properties, for example, how the
medication itself can be adapted for everyday activities, such as work or holidays. | sought
epistemological inspiration from Mol’s influential book The Body Multiple (2003), in which she
offers a programme for praxiography, ‘a story about practices’ that allows for differences,
complexities and co-existence to open up and become visible. Mol traced various practices associated
with different kinds of atherosclerosis, for example, during clinical assessment under the microscope,
or at home. The multiple bodies thus formed required considerable coordination work, involving
negotiations between different actors and medical note-writing in order to ‘hang together’ within a
single patient. Mol’s method that ‘no longer follows a gaze that tries to see objects but instead follows
objects while they are being enacted in practice’ (2003: 152) highlights the spatial movements

involved in diagnostic procedures, from GP to surgeon and sometimes, unfortunately, to pathologists.

To acknowledge the multiplicities and complexities of practice is also to acknowledge the existence
of different possibilities of becoming. Mol has described this as ontological politics, ‘the process of
shaping’ reality through practices (1999). Tracing the practices for diagnosing adult ADHD across
the clinic and support groups will bring to the fore a kind of ontological politics, one that is concerned
with pragmatic knowledge production. In the clinic, | observed the way that clinicians used the
experiential knowledge they had built over the years, sometimes privileging this over the formal

criteria when diagnosing. In the support groups, | saw how people developed pragmatic knowledge
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for living with ADHD. Such actions were directed not only at participating in, but also at interfering
with psychiatric knowledge (Rabeharisoa et.al, 2014). Overall, by following the diagnostic process to
arenas outside the clinic, this thesis highlights how the combined practices of clinic and support
groups collectively work to keep together, and to coordinate and uphold the multiple realities of

ADHD within one diagnosis.

The diagnostic process

A social process rather than clinical moment

The work of clinicians, patients, support group members and their relatives suggested that one
element at least kept the different versions of ADHD cohesive. All were involved through different
practices in the diagnostic process. The term ‘diagnosis’ can be used to describe categories of
diseases, as well as what clinicians do to identify and apply such categories; both usages are of course
intertwined as the naming of a disease depends on the availability of classifications (Blaxter, 1978).
Yet it is worth keeping both applications of the word separate in order to examine what takes place in
either case. The making of classifications and diagnoses calls upon a wide range of actors and
institutions which in turn exert a particular societal impact (Bowker and Star, 1999). The work that is
required to diagnose has traditionally been laid in the hands of doctors and clinicians. It is sometimes
described as ‘the art of medicine’ and more recently, since the 20" century, as a ‘science’ (Rosenberg,
2002). The tension between art and science in the work of diagnosing is particularly visible in
psychiatric clinical events that rely heavily on conversations, narratives and speech events (Gumperz
and Hymes, 1972). Thus, distinguishing between different categories and associated treatments calls
upon the ability to interact with someone who is often in distress, whilst keeping in mind the various
classifications and criteria. The combination of naming and labelling by one person (the clinician)
during one moment (the clinical encounter) has come to represent, for most people, the work of

diagnosis as the clinically defining moment of the disease.
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I will argue that diagnosing adults with ADHD poses direct challenges to this bounded temporal,
spatial and hierarchical conception of the diagnostic moment on two counts. First, the health services’
institutional structures extend the diagnosis across time by requiring different actors to contribute to
the process; GPs, specialist psychiatrists, psychologists and health commissioners. | found that the
process could take up to 18 months for most people diagnosed through the NHS (Matheson et al.,
2013). Secondly, during the ‘waiting period’, patients-to-be engage in exploratory work about their
conditions of their own volition as well as in response to clinical questionnaires and, during the
process, reach out to relatives and support groups for insights. Therefore this study will show how the
clinical moment of diagnosis becomes elongated into a social process stretching across time and
space. In considering actors outside the clinic, this study recognises the role and expertise of those
experiencing ill health in producing knowledge for diagnosing and living with their conditions (Das,
2014; Pols, 2013; Rabeharisoa et al., 2014). As | come to discuss in Chapter Five, the process of
identifying what might be wrong in oneself can be described as self-diagnosis. By exploring
similarities in the practices of support groups and clinic, this thesis attempts to counteract negative
connotations which may be imputed to the self-diagnosis process when it is viewed within medical
milieux (Goyder et al,2009; Jutel, 2010). It is worth noting that such an extended process of diagnosis
can increase the sense of uncertainty that is inherent to concerns about ill health (Chilibeck, Lock, and
Sehdev, 2011; Jutel and McBain, 2012; Swoboda, 2008) and, for some people | met, particular

elements in the process intensified this uncertainty and triggered a sense of vulnerability.

The role of remembering and of family resemblance

As with most psychiatric disorders, there are no biological tests for diagnosing adult ADHD, neither
blood nor genetic tests, and whilst some neuroscientific tools are being developed, they had not been
deemed reliable at the time of my fieldwork®. Instead the emphasis is on face to face assessments
where patients can report their ailments via a structured interview and a mental state examination

which includes a medical history. As | described earlier, a core element of the criteria for adult ADHD

* | participated in a scientific conference on 21/09/13 run by the International Multicentre Persistent ADHD
CollaboraTion (IMPACT), entitled ‘From the Workbench to Clinical Impact” which explored this specific topic.
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is that symptoms and impairments must have appeared before the age of seven and clinicians must
identify retrospective and persistent symptoms which have been present since childhood. There is an
important caveat noted in a diagnostic handbook : ‘Adults may have only a poor recall of their
symptoms and behaviours as children” (UKAAN, 2013: 45). From this conundrum, in which memory
is at the same time a resource and a want, practices are developed in the clinic and in the support
groups that place memory at the core of the diagnostic process. Put another way, remembering, as
well as being a human capacity, is also a utility whereby memories are made into objects of evidence

(Engelke, 2008; Lambek, 2007).

Following Antze and Lambek (1996), we can view how the role of the institutional practices
described above encouraged and condoned a particular function for memories during the making of
identity. For the people I met, memories of childhood that were required for the clinical diagnosis
were not easily recalled, were often disjointed and needed re-interpretation in the light of persistent
difficulties. Thus, part of the diagnostic process required of the patient the exact skills for which they
sought support and treatment; focus, attention and memory. The irony of the situation did not escape
them and for most this was part of their description of the struggle for recognition. Through
observations undertaken in the clinic and support groups, this study shows the work and scaffolding
that was necessary for people to remember childhood events, either through structures offered by
institutions or through school records and family genealogies, or through practices that they
developed themselves. The claims associated with memory work, involving the reconstruction of
childhood, were thus aimed beyond the legitimising of people’s condition towards an attempt at
confirming a biographical continuity. Recurrently throughout my fieldwork, people described how
they knew something was wrong, that they had always had been this way yet did not know what the
problem actually was, and that finding clues in the past helped them understand themselves. The need
to engage with activities in order to remember past events suggests that ‘remembering happens in the
present tense’ (Fernyhough, 2012: 8). This is not to say that memories that are thus constructed in the
present are made up and false; instead it highlights how memories may be fluid records whose

retrieval offers the possibility for change.
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The making of memory and the practices of remembering are an integral part of the relationships that
we form, individually and within familial situations (Carsten, 2007). In the case of the people | met in
support groups, the childhood memories that were retrieved through the diagnostic process inevitably
also implicated personal relationships that were taking place at the time, or at least what was recalled
of them. The process of turning to the past for possible answers to present problems is a common
practice in medicine, aimed at tracing the triggers and progression of diseases. More broadly, we turn
to our past in times of existential crisis when our identity is in question (Antze and Lambek, 1996).
The possibility that a lifetime of problems could be re-imagined and exposed as a treatable psychiatric
disorder was experienced in ‘moments of recognition’ by some members of the support group. Some
described recognising themselves in chance meetings with strangers who had ADHD, whilst others
explained how self-recognition was experienced through a child or within other filial relations.
ADHD is noted in scientific textbooks as highly heritable, with a 70% to 80% heritability factor
(Franke et al., 2012), and with a high familial risk (UKAAN, 2013: 2). It is often said to be ‘running
in the family’, and identification sometimes took unexpected forms when undiagnosed parents
described a sense of vertigo at the genealogical displacement that occurred as they recognised

themselves in the traits of their diagnosed child.

Ideas about family resemblance also included siblings, cousins and grandparents® and, significantly,
strangers who shared common traits and difficulties. | found across my field sites that such cases of
recognition were based on overlapping similarities rather than on any one common feature. Rather
than one symptom being common to all people with ADHD, there are a variety of traits and features
present in different people, which give the effect of making them resemble one another. Thus,
clinicians developed a typology for diagnosing ADHD, adding to the scales and algorithms, and group
members formed bonds on the basis of a neurobiological resemblance. Discussions in support groups
often referred to the sense of belonging they experienced when attending the group, of being with

like-minded people and of feeling normal amongst kindred. My observations and participation in the

> The diagnosis of older adults, those that might be grandparents of more than one generation of people
diagnosed with ADHD, is even rarer than the diagnosis of adults of working age (Brod et al., 2012; Wetzel and
Burke, 2008). Some participants described their aged parents as having traits of ADHD, but none of them were
diagnosed.
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support groups will show that some members set up reciprocal obligations and ‘risk[ed] trusting
others because they want[ed] to change their lives’ (Stack, 1975:39). Sharing their vulnerability, as |
will show, brought people closer to each other, opening the possibility of receiving and giving
support. The practices for diagnosing ADHD therefore catalyse effects beyond the legitimacy that
they may bring to a contested diagnosis. The outcome of the process of being diagnosed is of course
very important for clinicians, patients and many others, but attending to all that is involved in the
process of diagnosis, including practices of memory and of kinship, can reveal the myriad ways that

people have devised to live and work with ADHD.

Methods and orientation

Field sites

In order to track and observe the broadened diagnostic process described above, | chose to situate my
fieldwork across clinical and non-clinical sites in England during a twelve-month period. Moving
from one site to another allowed me to evaluate how sites might relate and to see how their practices
either diverged or linked up. The clinical site had formal statutory duties and obligations as part of
the NHS, which also gave its practices legitimacy; without the clinical diagnosis, treatments could not
be accessed, and recognition of disability/impairments would be withdrawn. Support groups belong
to a different sphere of reference; they could be described as informal, often having charity status, and
would have difficulty functioning without the co-presence of a clinical space for ADHD. Through this
lens the imbalance of power seems obvious, but as the chapters proceed, these two sets of sites will be
shown to contribute together to the making of the diagnosis of ADHD in adults. The connections in
their practice that | will come to discuss, partial as they were, produced a common advocacy towards
the recognition of ADHD in adults as a legitimate disorder. | am suggesting that neither set of sites
could achieve such advocacy and legitimisation on their own, and that by occupying a common space
of ‘activism’, they contributed to the stabilisation of the diagnosis, however temporary this may prove

to be. My aim will not be to compare in a binary fashion clinical and non-clinical practice; instead
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throughout this thesis I will explore the network of relations between individuals, patients, clinicians,
group members, parents and relatives, to show how these actors made and unmade the diagnostic
process of ADHD. The next two sections present the context to my fieldwork and include a detailed

account of the make-up of the clinic and support groups.

Clinical site

In my preparation for research at the clinical site, | spent twelve months establishing a role and reason
for my presence, securing approval from the local NHS Trust, meeting with the team and the lead
clinician, whilst concurrently seeking ethical approval from the National Research Ethics Service
(NRES)®. The clinic is situated in the outpatient department of a large psychiatric hospital in London.
It shares consultation rooms with other specialist services covering eating disorders, autism,
addictions and psychotherapy. This is a specialist clinic for adult ADHD and is well known for
contributing towards research nationally and internationally as it has accumulated long-term data on
adult diagnosis and treatments. Thus it is often visited by clinicians who wish to improve their clinical
knowledge and it provides a substantial number of sessions for training Specialist Registrar trainee
psychiatrists. Sharing clinical knowledge developed over the years as widely as possible is an
important part of the daily practices of the clinic. Clinicians who work in this specialist clinic could be
described as ‘clinician-scientists’ in that they all engage with research, often internationally, and they
publish widely, whilst continuing to assess and treat patients. In view of the increasing specialism and
technological advances in medicine, clinician-scientists ‘are seen as the essential conduit between the
bench and the bedside” (Wilson-Kovacs and Hauskeller, 2012: 499). These professionals bring
expertise of new and emergent fields into the clinic, shaping practice around new technologies whilst

retaining face to face encounters with patients (Featherstone and Atkinson, 2014).

® The application process for ethical approval in researching in the NHS is often portrayed as cumbersome and
lengthy and the drawbacks of this process, such as the standardisation of ethical concerns onto linear forms of
paperwork, are debated in the research community (Stewart 2008; Chenhall, Senior, and Belton, 2011;
Guillemin and Gillam, 2004). Nevertheless, | found that the prolonged process was also useful in promoting an
evolving formulation of the issues that I might encounter in my fieldwork and led me to seek advice and build
relationships with partners who were supporting my research proposal.
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I joined the clinical team for four days a week over ten months and conducted administrative work,
organising the teaching and visiting sessions for local and international doctors. During that time |
was based in the clinical office with nurses and psychologists, liaising with other administrators and
psychiatrists and attending business, clinical and research meetings. As agreed with the lead clinician
and after seeking consent from patients, | observed assessments, mostly towards the second half of my
fieldwork. | observed sixteen different assessments spread over a total of 48 hours and interviewed 8
clinicians. Assessments were conducted in two parts, a structured interview called Conners’ Adult
ADHD Diagnostic Interview for DSM-IV™ (CAADID) and the Mental State Examination (MSE)
which is the standard psychiatric interview. These assessments were performed by specialist nurses,
Specialist Registrars (trainee psychiatrists, SpR) and consultant psychiatrists. The team consisted of
six nurses, one psychologist, one psychologist assistant, one SpR on rotation and six consultant
psychiatrists who also worked across other services, such as the autism clinic, and were involved in
research with a partner academic organisation. In addition there was a team of administrators and a

team leader who also worked across other services.

The main activity of the clinic was to perform assessments on adults who were mainly over 30 years
old and with a gender ratio of 52% male, 48% female. The clinic received referrals from across the
UK and saw approximately 1,000 patients a year of which around 400 were for new assessments. The
other patients attended follow-up appointments where their treatment was monitored and adjusted.
The treatment of ADHD in adults remains a contested practice in the UK, and, more often than not,
General Practitioners are unwilling to prescribe and monitor the pharmaceutical treatment, namely
stimulants, which are classified Class A drugs. The clinic often fulfilled this role for the initial
prescribing and titrating of medication until the GPs eventually took over. The clinic also offered
psychological treatment in the forms of Cognitive Behaviour Therapy (CBT) for individuals or
Psycho-educational programmes for small groups. | could not observe any CBT or Psychoeducational
groups as it was felt by psychologists that my presence would interfere with the therapeutic

relationship.
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The specialist adult ADHD clinic was part of the mixed economy of health services that has been
implemented in England and Wales over the last two decades. As a specialist service it had to
generate income and did that on the whole through the commissioning branch of the NHS, the
Primary Care Trusts’. The arrangements were complicated, time consuming, and involved numerous
communications between agencies which sometimes led to funding being refused for particular parts
of the service offered by the clinic. Thus some patients might be funded for assessments only but not
for treatments, or for pharmaceutical treatment but not for psychological therapy. Furthermore, in an
era of declared economic austerity, concerns for the financial viability of the clinic became a worry

for the clinical team and formed the basis of many informal conversations.

In addition to attending the clinic on a daily basis, | was also given access to a number of events and
conferences that were organised within the NHS trust and by a partner organisation, UK Adult ADHD
Network (UKAAN). UKAAN is a network of clinicians and scientists whose aim is ‘to support
clinicians in the development of clinical services for adults with ADHD’ (UKAAN 2013). The main
activity of UKAAN is the delivery of training accredited by the Royal College of Psychiatry, the
dissemination of research findings and organisation of national and international conferences. |
attended the three-day specialist training programme for psychiatrists in November 2012 and attended
four international and two national conferences between 2010 and 2013. Many of the clinicians that |
met in the clinic played a crucial role in setting up UKAAN in 2009 and in subsequent years, the

patient organisation AADD-UK also contributed and joined the network.

Patient Organisations and Support Groups sites

Identifying the support groups for my fieldwork sites was a process that spanned five years. From
2009-2010 I conducted a short piece of ethnography as part of an MA degree which involved contact
with support groups for adults with ADHD. My focus at the time was on health movements (Brown

and Zavestoski, 2005; Epstein, 2008) and | found that there were two national Patient Organisations

7 Primary Care Trusts were replaced by Clinical Commissioning Groups towards the end of my fieldwork on
1.04.13.



Page |30

for ADHD in the UK. Attention Deficit Disorder Information and Support Service (ADDISS) was set
up formally in 1998 by parents of children with ADHD and they subsequently developed groups for
adults; AADD-UK was more recently set up in 2009 with the explicit intention of representing only
adults with ADHD. 1 kept in touch with the founder of AADD-UK which led me to enter into a
collaborative agreement with the organisation when developing my PhD research proposal. Both
AADD-UK and ADDISS supported my attendance at support groups and consequently I attended two
groups from each organisation. Support groups were loosely affiliated to a national Patient
Organisation and | found that each of the groups had unique features which distinguished them from
one another, regardless of their affiliations. As part of the collaboration mentioned above, | conducted
a survey of adult ADHD support groups in the UK in the summer of 2013, partly to update AADD-
UK s data and to better understand their activities®. At that time, 23 support groups responded; these
were distributed across the UK around the main urban centres, and met mostly monthly with an
average of fifteen people attending each group. Most groups ( 74%, 17/23) were facilitated by
individuals who identified themselves as having ADHD, and their activities always included a place
to discuss and share, sometimes called ‘sharing circles’ (Borkman, 1999). They provided advocacy
(48%, 11/23), sometimes offering structured courses (26%, 6/23), formal counselling (21%, 5/23) as
well as yoga and mindfulness. Most groups had been founded since 2009 (60%, 14/23), the year of

the publication of the NICE guidance for ADHD.

The heterogeneity of the cohort | described earlier was replicated in the support groups who were as
different from each other as they were from the clinic. Due to the local and historical context, their
organisational structures differed and so did their style and approach which | attribute mostly to the
personalities of the facilitators. They were all adults who were diagnosed with ADHD and their own
struggle for recognition and treatment galvanised them to start local groups. Some groups and their
members were more interested in the science of ADHD than others, and some groups offered more
recreational or therapeutic activities than others. They all had in common a ‘sharing’ space in their

meetings which consisted of members discussing issues of concern to them and receiving advice and

8 Published online on http://aadduk.org/ on 18/2/14.
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acknowledgement. Yet each group ran those ‘sharing” moments differently; group size and greater or
lesser levels of organisation lent different qualities to the conversations taking place. Nevertheless,
they had in common an external orientation towards advocacy and activism which brought a
coherence that | observed as | moved from one group to another. As far as | was aware, none of the
support groups received funding from pharmaceutical companies, but two received grants from their

local authorities as well as charity funding.

The four groups | attended were some of the longest established and were founded between 2001 and
2007; Groups C and D were based in London, Group A in the west, and Group B in the north of
England. They met monthly, fortnightly and even, for one group, weekly. | attended 31 support
groups’ sessions across the four sites, totalling 72 hours, and conducted ten semi-structured interviews
of members of those support groups. In between the sessions | had regular contact with some
members through emails and internet forums. The gender ratio of those attending was similar to the
average | mentioned earlier and one group had a younger cohort than the others. In regard to ethnicity
and class, | did not find that | had sufficient data to come to any meaningful conclusion. Furthermore,
as Rapp (1999) suggests, definitions of such categories are static, and for the support group members |
met, their experiences seemed more fluid. Some people, who described themselves as unemployed,
were educated to university level, while others who were working described their inability to build
careers due to their symptoms. Some were successful doctors but their personal lives were in chaos;
others still were just out of prison and entering rehabilitation centres. Similarly, the boundaries
between groups and the clinic were fluid: some people attended more than one group, and some
members of a group might also be patients in the clinic | worked in. Doctors could be found both
working in the clinic and attending as members of support groups, or a group member could be a main

speaker at a scientific conference.

The ethnic origins of members were not discussed in groups, or at least not when | was present; at
most, origins were hinted at in conversations when discussing treatments that may or may not have
been available in other parts of the world. Research at population level remains inconclusive as to the

effect that ethnicity may have on the diagnosis of ADHD (Dwivedi and Banhatti, 2005) and it tends to
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amalgamate notions of ethnicity with culture (Brewis, Schmidt, and Meyer, 2000; Caldararo, 2002).
Furthermore, most research published on this issue is in relation to children, using data collated from
proxies, mostly parents and teachers, which renders the translation to adults problematic. During the
five-year period that | had known two out of the four groups I attended, their membership changed
entirely, except for the facilitators and 1. This longitudinal perspective highlighted how support groups

changed over time with implications as to what activities and conversations took place.

Despite the heterogeneity across sites and people described above, | found over the period of my
fieldwork that the patients I met in the clinic showed more severe symptoms of ADHD and more
often than not their lives were in serious turmoil, involving the police and social services. This
difference could be explained in part by the fact that patients who were referred to a national specialist
clinic were often referred by other medical institutions in the wake of a crisis. It also seemed to me
that some patients had had little access to support, either from families and relatives or support
groups. In contrast, members of the support groups were actively seeking help and advice, even if in

some cases their lives were in turmoil and crisis too.

Words, voice and anonymity

Some of the vocabulary used in this thesis circulates in debates and controversies within the field of
ADHD, in academia and in clinical practice too. The choice of some words over others, such as
impairments and symptoms or disability and diversity, quickly positions the writer or speaker on one
side of an argument or another. My intention is not to ignore the debates, nor is it to try to resolve
them; instead my intent has been to consider the texts and speeches as ‘localized events, with their
own matter and their own practice’ (Latour, 1993). The role of discourse in medicine is central to its
activity and especially so within psychiatry (Wilce, 2009). The majority of the practices | encountered
in the clinic, but also extending into the support groups, are discursive — sometimes in the form of

textbooks, psychometric scales, wall displays of pictures and hand written posters, or at other times in
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speeches, advice and stories. Paying attention to the use of language in these circumstances can point
towards its rhetorical force, the intention behind the words to persuade and convince (Carrithers,
2005). Most of the time the will to persuade was conspicuous as there was much at stake for all
parties; receiving or giving a diagnosis and treatment was of great concern to the people | met.
Nevertheless, the discursive practices | observed and sometimes participated in were doing things in

their own right, rather than being the fagade for hidden intentions.

On many occasions the auditory quality of the conversations seemed to be representative of the way
the people | met experienced ADHD and its symptoms. The stories that were told by patients and
group members in chunks and half sentences, with constant digression, jumping from one topic to
another represented what it must be like to experience impulsivity or lack of focus. At times it made
for very lengthy interviews and disjointed conversations with stories that were not neat, tidy or

predictable and I have tried to retain some of that flavour in the transcripts.

Some terms were used in all sites of my fieldwork with such emphasis and repetition that they became
reference points, like beacons, in my fieldnotes. Words such as ‘strategy’, ‘recognition’, ‘ordinary’
and ‘forgetting’, have multiple theoretical backbones and, inspired by Wittgenstein’s morphological
method®, | have explored some of them in this thesis. In brief, rather than defining these words
precisely, describing their essence, | explore how their use created different variations as a ‘pole of a
description, not the ground floor of a theory’ (Wittgenstein, 1988 : § 633). Wittgenstein explained that
his intention in applying this method to philosophical problems was to open the possibilities for
rethinking concepts in their complexities and ‘suggest possibilities of which you had not previously
thought...and you are able to look around the field of the use of the expression and to describe the
different kind of uses of it.” (Wittgenstein in Baker and Hacker, 2008: 321). My intention is to bring

forth connections between the uses of a word and encourage a broader understanding (Wittgenstein

° The morphological method is part of a broader methodological concept of ‘ubersichtliche Darstellung’ applied
by Wittgenstein, sometimes translated in English as ‘perspicuous representation’ or ‘surveyable representation’
which he considered central to his later work. The genealogy of the method can be traced amongst others to
Goethe’s morphological study of nature, and to Spengler’s use of the method in the historical context (Baker
and Hacker, 2008).
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1972). Crucially the use of the words will remain situated in the context in which they were

exchanged in my fieldwork (Chauvier, 2014).

Similarly the rhetorical choices | have made in this thesis will indicate how | have decided to
represent the events that took place in my fieldwork and beyond. Ethnographies are never the direct,
unmediated, representation of fieldwork (Van Maanen, 2011), and | have used certain writing
techniques which require some explanation. Below | provide a kind of lexicon that supports the

description that follows in the subsequent chapters.

e Patients, names and anonymity

‘Patient’ is a term shadowed by the politics of words in the mental health field. For some it has been
synonymous with the idea of a passive actor in a dependent relationship with a powerful professional.
In the last decades other terms, like ‘customers’ or ‘clients’, have been suggested to endow this
subject with some agency. Such terminology coincides with an increasingly business-led and market-
like approach within healthcare (Mol, 2008). ‘Patient” was used in my fieldwork in the clinic as well
as in scientific conferences to describe adults who were assessed and treated for ADHD. It is included
in this thesis in that context. Overall, clinicians referred to their patients by their surnames. Patients
addressed clinicians as ‘Doctor’ and I replicate these conventions in the thesis when describing
clinical interactions. Similarly the people | met in support groups presented themselves and addressed
each other by their first names and | have retained this mode of address too. Nevertheless all names,
first and family names, used in this thesis are fictional in order to secure anonymity. For some
individuals and groups with international and national renown or those whose activities were unique,
preserving anonymity proved to be more problematic. | elected to keep the names of the national
institutions due to their involvement in the public domain, but have withheld the names and locations

of local organisations.

In some situations, when the details of individuals were such that they could be identifiable, or when
clinical and administrative records of attendance could lead to individuals being traced, | have decided

to present their situations through composite stories. On two occasions | bring together accounts of a
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number of people discussing the same topic, grouped by gender, age, and sites, and from this material
I have created a new and composite story that is representative of the experiences of people | met.
These stories are not fictional but are based on fieldnotes taken in the clinic or the support groups.
Most of my fieldnotes were written after the support group sessions or the clinical assessments as |
felt that writing in those contexts would be inappropriate and disrespectful. Some of the
conversations | report in this thesis are based on these fieldnotes, whereas others, when indicated, are
taken verbatim from interview transcripts. Informed consent was obtained for all interviews
conducted with clinicians and support group members as well as for clinical observations of patient
assessments. Verbal consent was also obtained from support groups at each session | attended as |

routinely re-introduced myself, something for which | was teased as the months went by.
e Support group, self-help groups, mutual aid

The terms used to describe the activities of groups of people that gather together around a particular
health problem are varied and change in time (Epstein, 2008). From the 20™ century onwards, the
terms “patient groups’, ‘self-help’ and ‘mutual aid’ have often been used interchangeably in the
English speaking world and the increase of the phenomenon in the 1970s led some social scientists to
define the terms more precisely. Katz and Bender described self-help thus; Self-help groups are
voluntary, small group structures for mutual aid and the accomplishment of a special purpose’ ( 1976
in Katz, 1981: 135). Others have made a distinction between self-help and mutual aid, one
emphasising actions by an individual to help herself and the other as ‘individuals joining together to
assist one another either emotionally, socially, or materially’ (Borkman, 1999: 4). The terms ‘support
groups’ and ‘patient groups’ have sometimes been used synonymously to describe the involvement of
professionals in running the groups (ibid.). It is worth noting that these are definitions pinned by
sociologists onto others and that self-descriptions used by those attending the groups are even more

varied.

The groups I attended called themselves ‘support groups’ rather than self-help groups, and therefore

this is the term | will use in this thesis. | refer to the people attending the support groups as
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‘members’, as some facilitators did, but the arrangements they had did not include formal
memberships. One had a register of attendance but the others did not; another asked for a small
financial contribution for the coffee and tea, but the others did not. All agreements made in regard to
attending the support groups were made informally, verbally, and were renewed each time as

attendance varied from one session to another.

Thesis outline and Chapter summaries

In order to address the main interest of the thesis, that is the process for diagnosing adult ADHD, its
structure follows a reversed chronology that commences from the point at which the formal diagnosis
is given in the clinic and moves backwards in time to describe the actions, inventions and interactions
necessary to reach that point. Proceeding in this way has two important consequences for the overall
argument of the thesis. First, it suggests that the diagnosis is not a determined and inevitable ‘end-
product’, as | show that the process relies on a number of actions and actants within local and
historical contexts that may alter the outcome. Secondly, the reversed chronology of the chapters
emulates the journey of patients who needed to explore their past in order to makes sense of their
present and it thus aims to understand each stage in view of the preceding ones. Importantly, this
reversed presentation ends when Chapter Eight returns to where the thesis started and describes how

living with the diagnosis is an on-going process rather than an ending.

To begin, Chapters Two to Seven unpick what it takes to diagnose and be diagnosed with adult
ADHD. Chapter Two is concerned with the way the medical diagnosis is enacted in the clinic, and by
examining the practices involved globally and locally, it shows the central role of memory and
recollection in that process. The theme of remembering is explored further in Chapters Three and
Four, but this time in the support groups where members engage in their own explorations for
identifying ADHD before attending a clinic. In the support groups the practices of memory were
enacted through mnemonics and technological aids as well as being embodied into remedial

strategies.
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From Chapter Five, I focus on the interplay between clinic and support groups, highlighting
similarities and contrasts in their practices and demonstrating their partial connections (Strathern,

2004).

Chapter Five moves further back in time in the diagnostic process and examines how people describe
their very first encounter with ADHD as potentially relevant in their lives. The role of recognition in
lay and medical practices of identifying ADHD is highlighted and the chapter suggests that a similar
classificatory model is applied between the set of sites — a phenomenon best described by
Wittgenstein as ‘family resemblance’. Chapter Five connects two main themes involved in the
making of the diagnosis of ADHD in adults, namely memory and kinship. The chapter shows
recognition to be one element of memory in the way that recognising entails a recollection process, as

well as being part of relational practices, when recognising someone is already to acknowledge them.

The following two chapters are therefore concerned with the role that kinship plays in the diagnostic
process, through filial relations in Chapter Six and then through relationships with strangers in
Chapter Seven. One particular moment of recognition is examined in Chapter Six, in which parents
unexpectedly recognised themselves and their own difficulties in their diagnosed children and
embarked on a reconstruction of their own childhood. The chapter’s main contribution to the overall
argument of this thesis is to show how the recognition of a parent in her child, in itself a common
occurrence, becomes an important extension of the diagnostic process for ADHD in adults. Thus
parents are ‘made’ by children; firstly through the medical criteria that stipulate that ADHD in the
child must precede ADHD in adults, and secondly through an upstream flow of knowledge from a

child diagnosed with ADHD to an undiagnosed parent.

Chapter Seven examines how relations made on the basis of sharing common difficulties also apply
outside the family circle extending into the support groups. The process of constructing such relations
acquires a political dimension through the common search for recognition and resources. The chapter

shows that, rather than using the discourse of ‘neurodiversity’ that describes a positive variation on
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neurobiological norms, the bonds formed between members are discussed through the language of

kinship, that is, caring, sharing and reciprocity.

At this point, the process involved in giving and receiving a diagnosis of adult ADHD has been
described and, in Chapter Eight, | return to the beginning to explore what people have to do to live
with the diagnosis. Receiving a diagnosis makes treatments available and I describe how, in the
context of ADHD where no cure is provided, stimulant medications have to be adapted to the
specificity of each individual’s life and in that process medications participate in the making and
maintaining of relationships. Overall, this chapter suggests that living with ADHD requires
endurance, which falters at times when events become overwhelming and at other times is revived
and strengthened. I illustrate how the fragility and vulnerability of ordinary life described by the
people | met can also be understood as life-affirming and creative through the form of pragmatic

knowledge production.

I end the thesis by revisiting its main ethnographic and methodological themes, putting them in the
context of other academic work to argue that the diagnostic process for adult ADHD, as it exists in the
UK at the beginning of the 21* century, can only be accomplished through the combination of lay and
medical practices, which together, are working to stabilise the classification of ADHD, even if only

provisionally.
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Chapter Two: ADHD from childhood to adulthood: how children
stopped ‘growing out of it’

‘The concept of ADHD is steadily permeating into adult psychiatry, but there is still resistance. Some
of that resistance can be traced to history. The attempts of medicine to limit the use of drugs of
dependence (including stimulants) made their value for ADHD hard to accept. The drive to avoid
medicine becoming an agent of social control created alarm that exuberance might become
medicalised. The attempts of classifications to make clear demarcations between normality and
disorder, were threatened by the possibility that ADHD is but the extreme of a normal range of
variation. It may therefore be helpful for adult psychiatrists to remember how significant they have
been in the long history of ADHD. From Crichton’s descriptions in the eighteenth century, to
Wender’s influence on the DSM-I11 definition, there have been mutual influences between child and

adult formulations.” (Taylor, 2011).

During my fieldwork, | attended and participated in a number of conferences, some organised by and
for scientists, and others by a Patient Organisation™®. There were many common features between
these events, shown notably by speakers who presented a ‘state of the field’ to the audience. Their
narrative began by describing the ‘prehistory’ (Taylor, 2011) of the concept of ADHD and was
followed by an account of the main stages of scientific development which have led up to the present
classification. Such presentations seemed to respond to a question commonly posed by people | met
who were not familiar with ADHD: ‘don’t children grow out of it?” The above quote from a
prominent contributor to the science of ADHD in the UK at one of those conferences, presents some
of the obstacles that might have contributed firstly to the low acceptance of the notion of ADHD in
adulthood, and secondly to the idea that history might be helpful for increasing the up-take of the
concept by clinicians. The questions | am asking in this chapter are related yet reversed; how did a

childhood disorder become conceivable for adults? Whereas Professor Taylor’s emphasis was to

1% attended four international and two national conferences organised by UKAAN (UK Adult ADHD Network)
between 2010 and 2013. | attended two national conferences organised by ADDISS (Attention Deficit Disorder
Information and Support Service) in 2012 and 2013.
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elucidate the reasons why the notion of adult ADHD was struggling to establish itself, | wish to keep
the category of ADHD open and ask — what kind of world makes the translation of ADHD from

childhood to adulthood possible?

Therefore the first section of this chapter will plot the history of ADHD, as a category and
classification. My account is inspired by the context of the clinic | spent time in, so as to highlight the
entanglements between events at a macro and micro level. I will draw on an interview with a clinician
to explore how bureaucratic and scientific practices of bridging and harmonisation at local and global
level made it possible for adults to be diagnosed with ADHD. Thus | will trace movements between
sub-fields of psychiatry, namely neuropsychiatry and developmental psychiatry, as well as between
different classification systems such as the Diagnostic and Statistical Manual (DSM) and the
International Classification of Diseases (ICD). The fluidity and changeability of the notions |
describe suggests, perhaps unpredictably, that the present conception of ADHD is not the result of a
‘linear development of continuous and cumulative knowledge or a sequence of sudden turning-points,
discoveries, inventions and revolutions plunging a suddenly outmoded past instantly into oblivion...’
(Serres, 1995: ). Instead ADHD emerges out of clinical and bureaucratic practices that are tentative
and changeable, that rely on the relations between people, classifications and institutions, and on the
translations necessary between them. This is not to say that ADHD (or its history) is fabricated, or that
it does not have a purchase in reality. On the contrary, it is precisely the action, involvement and
entanglement of the people | met with classifications and other bureaucracies which make ADHD

what it is in the UK.

The second part of the chapter will focus on the practices that | observed in the clinic and in asking —
how do we know what ADHD is in the clinic? — it shows the central role that remembering and
forgetting plays in the diagnostic process. More specifically | examine the administrative measures
that have been put in place in order to compensate for the forgetfulness of patients and the resultant
high ratio of non-attendance to appointments. Exploring how a clinic adapts , or not, its administrative
practices to the specificity of the patient, leads me to ask a similar question of the clinical procedures,

and examine what it takes to be a good historian, a crucial skill in the diagnostic evidential tool box.
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The administrative and clinical procedures | describe highlight the paradoxical practices involved in
diagnosing ADHD in adults: on the one hand, patients are recognised as facing difficulties with
recall, yet, on the other, recollection is central to the diagnostic process. These contradictions, mixed
messages and double binds (Bateson, 1972; 1956) have to be held together through pragmatic

solutions.

Pushing back the history of ADHD

The historical presentations given in conferences varied in their level of detail, but on all occasions
they contained an example of the ‘prehistory’ of ADHD which started with the story from
‘Struwwelpeter’ (Slovenly Peter), a children’s book written by Heinrich Hoffman in 1845 (Hoffmann
et al., 1999). This book of morality tales written for children has one character amongst others,
Fidgety Phil, who has now acquired the status of eponym for ADHD (Budrys, 2005). The nursery

rhymes describe Phil, who cannot stay still at the table;

‘He wriggles and giggles and then | declare, swung backward and forward, and tilts up his

chair just like any rocking horse.” (Hoffmann et al., 1999).

He eventually falls down, bringing the table cloth and everything with it crashing to the floor. One
hundred and fifty years on, the anecdote resonates with the experience of people with ADHD. The
fact that the author had a medical background, a physician who became a psychiatrist, also seems to
support the view that ‘Struwwelpeter can be considered the first description of ADHD symptoms by a
psychiatrist and, thus represents an important document of medical history’ (Thome and Jacobs, 2004:

306)™

Within the contested field that is ADHD, where the concept is disputed as being a modern

phenomenon and a recent social construction, it is important for people living and working with

! For ADHD history through other arts, such as painting and poetry see (Bonazza et al., 2011; Kast and
Altschuler, 2008)
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ADHD to establish an official history which demonstrates how people experienced forgetfulness and
hyperactivity in their past. The concept of history as the site for truth was never made more evident
than in an article published in 2009 by one of the foremost clinician working with ADHD: ‘History of
ADHD pushed back to 1798! [H]istorians can now assert that the initial medical description of ADHD
began in 1798 — a remarkable 210 years ago’ (R. Barkley, 2009: 2)"2. The article suggests that the
description of patients’ symptoms by Alexander Crichton, a Scottish physician corresponds closely to
the contemporary criteria for ADHD. What is often held as the most “scientific’ reference of this kind
is the work of Sir George Still at the turn of the 20" century, who described case studies of children
that showed ‘defects of moral control as a morbid manifestation, without general impairment of
intellect and without physical disease’ (Still, 1902: 1079). Often referred to as the ‘founding father of
Paediatrics’, he is also credited, in the context of ADHD, with a biological explanation of behaviours
— yet the language of his explanation is anchored in moral judgement. He defined defects of moral
control as ‘the immediate gratification of self without regard either to the good of others or to the
larger and more remote good of self (Still, 1902: 1009). Through his observations, he described
children as undisciplined, over emotional, not able to sustain attention, nor to learn from the

consequences of their actions.

So far these historical examples have been concerned with the retrospective interpretation of
symptoms in children. What of adults? Mostly when examining adult ADHD, it is the history of the
disorder in children that is discussed but the relations between the behaviours observed in children in
the 19" and early 20" centuries, and their relevance for adults of the same period, goes unexplained.
Furthermore, the examples of ADHD in adults during past eras are drawn solely from the literary and
cultural world, not from medicine. Thus Lord Byron’s restlessness and creative mind or Mozart’s
peculiar and eccentric behaviour have been compared to ADHD-like behaviours (Ashoori and
Jankovic, 2007; Fitzgerald, 2001). Such an approach to historical analysis has been critiqued.
Historians of medicine have pointed out the difficulties of trans-historical comparison of prototypes

from different eras; for example, symptomatic behaviours are only coherent within the cultural

*2 The date has been pushed back again to 1775 see Barkley and Peters (2012).
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context in which they are proposed (Berrios, 1999; Smith, 2012). Such use of historical and
retrospective diagnosis is better considered to represent the ideological battle that is taking place in
the present (Smith, 2010). Nonetheless this historical narrative is how, by sheer repetition if nothing
else, accepted, and its linear description of progressive understanding can be found in humerous
manuals and articles relating to ADHD ( Barkley, Murphy, and Fischer, 2008; Doyle, 2004; Hodgkins
etal., 2011; Lange et al., 2010; Taylor, 2007). Little reference is made to the idea that ADHD was a
disorder of childhood that would resolve itself during maturation. How was it that children were no
longer growing out of it? Seeking historical evidence of ADHD in the distant past, as if a static object

of analysis, does not answer this question.

There are other historical inquiries into ADHD, some trace the role of psychotropic medicine and in
particular stimulant medication (Rasmussen, 2008), while others have highlighted how ‘the brain
race’ of the cold war period contributed to the making of ADHD by changing schooling expectations.
Yet others point to the effect of additives used in the food industry in the 1970s (Smith, 2011, 2012)",
In the clinic, conversations were pragmatically orientated towards histories of clinical and
administrative practices. From the start of my fieldwork, | found myself intrigued by the unfamiliar
description of ADHD as a ‘neurodevelopmental disorder’ and | subsequently realised that this term
was omnipresent; the clinic itself was part of a Neurodevelopmental Disorder Service; the clinicians |
worked with published in a medical journal called Neurodevelopmental Disorders; scientific
conferences were regularly entitled as such. As my conversations with clinicians showed, this is a
recent concept in psychiatry**, and new ideas and hopes are being attached to the prefix ‘neuro’ ",
claiming diversity (neurodiversity) and complexity (neuroplasticity) rather than linearity and

convergence™.

' For other social inquiries into the history of ADHD see (Lakoff, 2000; Rafalovich, 2001; Singh, 2002).

" A search in PubMed showed that the first publication with the term anywhere in the text was in 1968. (Keith,
1968).

' See (Rose, 2013) for an in-depth and critical look into other uses of the prefix ‘neuro’.

'® The following descriptions of neurodevelopmental disorders, executive functions and working memory are
based on information | gathered in the clinic through informal conversations, training and conferences.
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One crucial element in the reconceptualisation of ADHD as a lifespan condition, is that of a
neurodevelopmental disorder which affects individuals from birth onwards, even if its presence is not
evident all of the time (Buitelaar, 2011). ADHD is only one of a number of conditions that are
classified thus; there are also learning or intellectual disabilities, autism spectrum disorder and motor
disorders'’. Common to all these condition is that impairments, often related to social functioning
become apparent early in the development of the child. The age of onset becomes in itself a diagnostic
clue for differentiating between conditions as symptoms that may appear similar may point to
different diagnoses if observed in different years of childhood. Thus symptoms of impulsivity may be
attributed to a Personality Disorder if they start in the teenage years, whereas the same symptoms
would be linked to ADHD if they occurred before the age of seven. Similarly, difficulties in social
interactions may be linked to autism if they are observed before the age of three years old, but
considered part of ADHD if they emerge later on. The neurodevelopmental concept implies that there

is an organic basis for disorders within the brain of the individual throughout her life.

Working memory rather than textbook memory

Of particular importance within neurodevelopmental theories is a focus on the impact of executive
functions on cognitive abilities including working memory (Bishop and Rutter, 2008; Brown, 2002).
Executive functions are described in terms of neurological activities that take place within the front
lobes of the brain and which are related to sustaining attention, forward planning, self-monitoring,
organisation and generally controlling and monitoring the processing of information. The common
analogy used in self-help literature is one of the ‘chief executive’ of an organisation or the ‘conductor
of an orchestra’ who ensures that all runs well and stays in tune. The scientific terminology varies

between different authors and disciplines (Barkley, 2012; Brown, 2013) but all agree that working

" The WHO defines neurodevelopmental disorders as “disabilities in the functioning of the brain that affect a
child’s behaviour, memory or ability to learn.” http://tinyurl.com/p8de5bl Accessed on 16/12/2013.
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memory plays a crucial role in ADHD impairments. Baddeley, who played an important role in

developing working memory theory, described working memory as:

‘a system for holding and manipulating information during the performance of complex cognitive
activities such as reasoning and active learning. As such, it can be regarded as the temporary memory

system that underpins coherent thought.” (Baddeley in Alloway and Gathercole, 2006: xii).

In other words working memory is related to the ability to keep information available while at the
same time performing a task; it is the ability to retain the beginning of sentence when someone speaks
in order to understand the point made at the end. A clinician with personal experience of ADHD

offered me this metaphor in explanation:

Dr Karl: “Working memory can be thought of in terms of a computer’s RAM, that is how
many programs you can have open at the same time. The bigger your RAM, the more
different things you can do simultaneously with ease. Working memory helps you hold
several concepts in your head at the same time... It’s not quite the same as multi-tasking,
because the process comes effortlessly to non-ADHDers. They don’t even realise that they are
doing it, it just comes automatically. So the ADHDer exhausts himself trying to do the same

amount in a much smaller space.”

In this context, forgetfulness is not about forgetting knowledge of the past, or at least not of the distant
past, but of forgetting the ‘just-past’ and not being able to hold information within a kind of elongated
present. By describing this short term memory as working memory, Baddeley (1999) added a sense
that it was not a passive activity: even if we are not aware of retrieval and storing activities, memory
is working constantly. People | met explained how they knew something was wrong, even if they did
not know what, because of persistent absent-mindedness. The examples of forgetting that my
participants shared with me, of not completing tasks or losing items, all related to everyday and
ordinary actions. When they are performed without difficulty, these are practices repeated through
habit, literally without thinking, or learnt by rote and embodied. Bloch suggested that the working

memory theory can help account for our ability to ‘access our knowledge extraordinarily fast and
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fluently...The actor does not necessarily know that she knows nor what she knows, nor how she has
acquired her knowledge’ (2012: 193). Driving exemplifies a process of learning that takes place
through repetition up to the point when it becomes ‘second nature’ and various sequences of actions
can be repeated without thinking consciously about what is taking place®. Whilst | agree with Bloch
that a large part of our knowledge is accessed without our being conscious of it, I also found Lave’s
caution, that psychological explanations of learning and retaining mechanisms can locate ability and
disability solely in the individual, to be equally important (1996). Therefore this thesis will pay
attention to the way working-memory may be discussed by clinicians and patients as well as to the
practices, mainly collective, that attempt to remediate and support a better functioning; in other words
the thesis aims to situate memory in its live working context rather than presenting it as a an inert

textbook.

A foot in each camp

Dr Goodman is a consultant psychiatrist with decades of experience in the UK and abroad and an
extensive historical knowledge of the field of mental health and learning disabilities. Like other
clinicians | met at the clinic, he was one of the few specialists concerned with adult ADHD in the UK.
At the time he worked within a neurodevelopmental disorder service, sharing his time between
sessions at the adult ADHD clinic, and acting as the lead clinician for an inpatient unit. | observed his
assessments in both settings and had a number of informal conversations in between appointments —
our discussions were often jovial and light in tone. As with other participants in the clinic and support
groups, | found that formal interview techniques introduced a serious and sober mode of

communication despite my best efforts to conduct them in a conversational style™. | asked Dr

'® Some participants have described difficulties with driving such as keeping focus and judging distance. Some
research has shown a greater propensity by adults with ADHD for road incidents and traffic penalties (Jerome et
al., 2006).

| conducted formal interviews towards the end of my fieldwork when all participants had known me for 9 to
12 months. The issues raised here hint at the performative aspects of interviews, and my interviewees all had
very strong views and reasons for ensuring that their message was convincing and that their participation would
help towards the legitimisation of a contested disorder (Denzin, 2001; Holstein and Gubrium, 2004).
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Goodman a question about the name of his service, the neurodevelopmental disorder service, and how

this term came to be used in psychiatry.

Dr Goodman: “Developmental psychiatry was a kind of another name for child psychiatry in
the old days, the branch of psychiatry that deals with conditions that arise in the
developmental stages. So, nowadays, with | think, a growing interest in neuropsychiatry,
better imaging techniques, other kind of investigations, an organic basis can be shown in
almost every condition. Personality Disorder is now supposed to have an organic basis, so it's

kind of, the boundaries have become more and more blurred.”

His reference to new technology provides a timescale for the conceptual move towards attributing an
organic and biological basis to psychiatric conditions. Imaging technologies have been used in
research rather than clinical assessments since the 1980s but as Dr Goodman is also pointing out, the
technology in the last decade has improved. It is now used to explore the neuro-anatomy of disorders
like ADHD by studying static maps of the brain (structural imaging) and dynamic maps of neural
activity (functional imaging). To this picture of scientific progress, Dr Goodman adds that
disciplinary boundaries between developmental and neuropsychiatry are no longer so pronounced. It
suggests a progressive change, rather than a complete replacement which, as he explains more

specifically about ADHD, leaves space for different concepts to co-exist:

Dr Goodman: “ADHD was always kind of stuck between neuropsychiatry and developmental
psychiatry. | think nowadays people start to talk about developmental neuropsychiatry which
is I think a bridge between the two. So, neuropsychiatry is a branch of psychiatry that deals
with mental disorders that have an organic basis and brain kind of basis; whereas
developmental psychiatry deals with conditions that arise from childhood and then persist into
adulthood, like mental disabilities, autism and ADHD. For conditions like ADHD, which has
a presumed organic basis, therefore within neuropsychiatry, but also is a childhood condition
that arises in the developmental period and persists into adulthood, then I think it has a foot in

each camp.”
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In describing different branches of psychiatry bridged by this new model of neurodevelopment, Dr
Goodman is pointing out how disciplinary models and concepts persist in time and continue to be
situated in different camps. Whilst there may be new scientific technology for understanding
psychiatric disorders, like imaging tools, the way psychiatry is done remains grounded in institutional
structures whereby psychiatrists specialise in working with children or adults, with brains or
behaviours. On the one hand, Dr Goodman described a new neurodevelopmental concept, which
provides new explanations and a new narrative bringing together different stages of life, and
conceiving the individual as a whole. On the other hand, Dr Goodman situates this meta-narrative
within a fragmented and moving field of practice between child and adult psychiatry. More than that,
there are practitioners and clinicians behind the disciplinary sub-types of neuro and developmental

psychiatry who actually do the bridging, as he continues to describe in reference to his training days:

Dr Goodman: “I remember talking to my consultant about [the organic basis of disorders], we
were seeing a patient together and we saw somebody with a delusional system and
hallucination and | would say — what we need to do is to distinguish whether this is

schizophrenia or a brain disorder. He said — “schizophrenia is a brain disorder” [laughter].”

Claude: “There is a neurodevelopmental theory of schizophrenia?”

Dr Goodman: “Yes absolutely, yes it was Murray who did some work about two decades ago.
Although it kind of manifests itself around typically late teens, childhood onset schizophrenia
is very rare. This hypothesis says that schizophrenia is actually there when you are born, it
just manifests itself later on, so it is a neurodevelopmental disorder, and I think that's

generally accepted. Now, of course it’s not the only explanation [laughter].”

This comment on schizophrenia as a brain disorder, with an organic basis rather than a psychological,
remained with Dr Goodman for a couple of decades. The bridging took time, it took a lot of research
and building, but it seems that a neurodevelopmental concept of schizophrenia developed by Murray

around the time of that conversation in the 1980s is now well accepted (Murray and Lewis, 1987;
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Rapoport et al., 2005). The role of individuals and interactions between colleagues in establishing

concepts was made even clearer when Dr Goodman discussed the clinic we were in:

Dr Goodman: “The history of the ADHD clinic, kind of reflects that [ADHD has a foot in
both camps], because the ADHD clinic before Professor Jones and myself were involved,
started within the neuropsychiatry section. That was because one of the neuropsychiatrists
had a special interest in ADHD, so he started a clinic which was essentially devoting one half
day of his week to see patients specifically with ADHD. Then when he retired and there was
no interest from other neuropsychiatrists to take that on under the roof of neuropsychiatry, the
neurodevelopmental section so to speak, showed an interest, and we kind of took it under our

. 2
wing.”*°

Beyond this disciplinary positioning, individual clinicians pursue and develop their interests and
expertise through meeting colleagues and patients. Institutional and bureaucratic boundaries can be
negotiated when it comes to new and emergent concepts such as adult ADHD. Where it should be
based was left to pragmatic and practical circumstances, if not to humanitarian considerations through
the medical principle of reducing suffering. Indeed some of the actions taken by clinicians towards
delivering services can be seen in the light of a tradition that combines medicine and social activism
(Bassuk and Carman, 1996; Loomis, 2015) where, as Paul Farmer advocated , ‘science is always
already part of an “activist” agenda’(2008). A number of clinicians shared the thought that they
considered their role to be of advocacy when services were denied to patients despite national policies
and guidance, such as when GPs refused to prescribe stimulant treatments recommended by NICE.
The restructuring of the clinic, from Neuropsychiatry to Neurodevelopment, could be explained
through a discourse of scientific progress in locating ADHD within developmental concerns, or even
managerial interests in costs and resources. But Dr Goodman points out that this departmental shift
was about handing over care, the care of existing patients, whereby the clinic and its patients were

taken under the wing of clinicians.

*® See (Young and Toone, 2000) for a description of the first NHS adult ADHD clinic.
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‘Repairing a plane while keeping it flying’ (Bernstein, 2011)21

The imminent publication of the DSM-5 during my fieldwork provoked me to ask about the inclusion
of the neurodevelopmental concept in the new version of the diagnostic manual. The DSM-5 task
force, after years of consultation, published its manual on 31/5/13 with a revised structure
emphasising a lifespan approach, organising the texts in an almost biographical manner. The disorders
that are diagnosed mostly in childhood are placed at the beginning of the book and the disorders
associated with old age towards the end. The task force makes its intention very clear in the

introduction:

‘To improve clinical utility, DSM-5 is organised on developmental and lifespan considerations... This
organizational structure facilitates the comprehensive use of lifespan information as a way to assist in

diagnostic decision making (APA, 2013: 13).

The manual gives a prominent position to the neurodevelopmental concept through its internal
structure and names its first chapter after it. In this chapter, neurodevelopmental disorders are briefly
introduced as ‘a group of conditions with onset in the developmental period [which] produce
impairments of personal, social, academic, or occupational functioning’ (ibid.: 31). The introduction
also highlights that co-morbidity between disorders is frequent and clinical presentation will likely
‘include[s] symptoms of excess as well as deficits and delays in achieving expected
milestones’(Ibid.). In the space of thirteen lines the DSM lines up the complexity and difficulty of
identifying specific ailments by listing all eventualities in an inventory; clinicians have to look for too
much or not enough of particular symptoms, they also have to consider that these may be layered on
one another and may be relevant to different categories, in the context of age norms. Much criticism is
made of the DSM, its validity and impact, including the very project of categorising human

behaviours as if they represented ‘the nature or reality of the varieties of mental illness’ (Hacking,

! Commenting on the DSM revision process, Bernstein asked how the improvement of the classification could
take place without disrupting clinical practice.
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2013: 6) . However the explicit inclusion of the age context and life stage in diagnosis provokes
also a more holistic consideration of individuals. In particular it considers temporal factors to have a
crucial impact on life trajectories of individuals, and suggests that impairments may be experienced
differently at different moments in life with a potentially cumulative effect over time. |asked Dr

Goodman what he thought of the addition into the DSM-5%:;

Dr Goodman: “There is a tendency to talk about lifespan conditions, you don’t have
childhood schizophrenia and adult schizophrenia or childhood ADHD and adult ADHD. You

have ADHD that manifests in similar ways perhaps with differences in different age groups.”

According to this view, the idea that childhood could have distinctive disorders no longer holds.
Instead ADHD may be expressed and experienced differently due to different life circumstances

prevailing in childhood, adolescence and adulthood, but organically, it is the same thing.

Just as Dr Goodman suggested, scrutiny of previous editions of the DSM show that the concept of
neurodevelopmental disorders was established through small changes over time. The previous
version, DSM-1V, mentioned no neurodevelopmental disorder. Instead it had a distinct childhood

section with a first sentence at pains to diminish the theoretical basis for such organisation:

‘The provision of a separate section for disorders that are usually first diagnosed in infancy ,
childhood, or adolescence is for convenience only, and is not meant to suggest that there is any clear

distinction between childhood and adult disorders’(APA: 1995: 39).

Written 19 years before the recent version of the DSM-5, this caveat seems to be paving the way,
albeit quite slowly, for the removal of a specific childhood section. It seems that it was just a matter

of time before a distinction between child and adult disorders would be erased, and this implication is

?2 Hacking’s main point here is that DSM is used by clinicians for bureaucratic reasons rather than clinical
ones; they use the prototypes that they become familiar with. My data will concur and provide some nuance to
this view as, even in the UK, the DSM is explicitly referred to by clinicians in their daily practice; see Chapter
Five.

% The change of numeral use for the DSM from Roman (DSM-IV) to Arabic (DSM-5) has not been formally
explained, and may be the result of a pragmatic decision to make forthcoming revisions easier to enumerate.
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also evident in the previous edition, albeit more subtly**. Is this indicative of a broader change in the
conception of childhood or even of its disappearance (Aries, 1962; Postman, 2011; Sommerville,
1982)? The official history and the neurodevelopmental paradigm present a continuous person, yet
they retain the marks of breaks and of transitions between a state of childhood and one of adulthood.
As much as childhood is a concept understood differently within specific cultures, its biological
context remains within a life course that includes adulthood (Stephens, 1995). | would suggest that
the categories of ‘child’ and ‘adult’ are not stable precisely because ‘the contour of each comes to be
formed in relation to the other’ (Das, 2014: 60). Thus rethinking ADHD in terms of a lifespan may
affirm the concept of the child as a potential adult, and also blur the boundaries between the two
states, so that ways of being that were thought of as specific to children are now considered relevant

for the ‘whole’ person.

Of further significance in the transition between DSM-IV and DSM-5 was the removal of the
behavioural emphasis that had been established since 1968 when the DSM-I1I was produced. The
DSM-5 replaces the concept of behavioural disorder by a shift of focus towards the brain, a focus
which is then coupled to the notion of development. This change represents a kind of double
reductionism where brain and developmental change are set as norms that naturalise, biologise and
guantify ways of being. It is after all in the zeitgeist of the 2000s to describe psychiatric illnesses
through the medium of the brain and neurology, as aptly mapped by Rose (2013) *. But the addition
of ‘development’ to the concept is also part of a positivist idea of science and progress and a cultural

representation of lifecourse specific to the western world (LeVine, 2007).

In the context | have discussed so far, ‘development’ refers directly to the individual’s cognitive

changes across a lifetime; just as it is also a meta-narrative applied to biology as it is to environment,

** This gradual change of perception is arguably part of a broader shift in our conception of disease progression
through the development of genetic sciences. The period between the 1990s and 2013 coincides with very
visible scientific advances, such as the mapping of the genome, which have forced a reconceptualisation of ‘life
itself”. For an overview see Lock and Nguyen (2010), Rose (2007).

% The decade of the brain, launched in the 1990s by President Bush, has now been revived by President Obama,
in the hope of doing for the brain what was done for the genome, that is to build a map of its activity. See New
York Times 17/02/13 http://tinyurl.com/nrzkrdy Accessed 8/05/2014.
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economics and politics. It is a discourse that assumes a move forward, or more to the point, upward,
from lower to higher in an implicit hierarchy whereby children, people or countries require
developing to reach normative levels of functioning. This logic of development produces ‘a feeling of
inevitability’ (Hacking, 2002: 22) and implies that if individuals or nations fail to progress and
develop to their expected potential, then they are seen to be lacking, behind and backwards
(Armstrong, 2011; Timimi et al., 2011). Furthermore, developmental notions such as turning points
and milestones confirm the sense that the course of a life moves forward step-by-step, within
normative frames. Such notions have implications for the way people perceive and discuss their lives
—an idea which forms an important part of this thesis. Sophie Day (2007) showed how the description
of a life course as undisrupted, planned and predictable may favour a particular kind of narrative best
constructed by the well-educated; it lays the responsibility of failure and success with the individual.
Day’s work with sex workers foregrounds how an inability or unwillingness to follow such a pre-

mapped biography can have unhealthy consequences:

‘Health problems can follow from rather than cause biographical disruption. They are a
consequence of the refusal to live out a story of progress, to embody the integration and
reintegration mandated by the state, and to tie a peculiarly complicated series of publics and

privates into a coherent whole’ (ibid: 229-230).

Trying to fit within the normative expectations of an already delineated life course, yet wanting to
retain what made it one’s unique and personal story was part of the ambivalence presented by people
in the clinic and support groups. The narrative of the neurodevelopmental concept is doubly powerful
and convincing as it moves responsibility from individuals onto the brain, and posits development as
normative progress. Developmental norms are often translated in educational techniques that are
rigidly applied to meet particular milestones. Amongst the people | met, these pre-figured norms were

often experienced as obstacles which highlighted their weaknesses and obscured their strengths.

In a small pamphlet, Michel Serres (2006) pays homage to bridges, some from of his childhood, some

ancient, some modern, He subtitled this work ‘Homo Pontifex ‘in order to position architecture at the
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core of human experience. Of particular relevance is his discussion of bridges as symbols of relations,
using ‘bridge’ as a verb rather than a noun, to bridge and bring together: ‘we bridge everything that
comes into our hands’(ibid.: 42 my translation). In his hands, bridging becomes a method of
translation, of change and transformation and of reaching towards the other side. He points out that
just as bridges have tolls giving authorisation to cross over, relations require mediators, contracts
and agreements. In other words there must be some exchange in order to form new relations. Dr
Goodman talked of the emergence of the neurodevelopment model as a bridge between different
branches of psychiatry and as the combination of different concepts to make a new one. In his view it
was not a theoretical replacement, a revolution, a break or a paradigm change (Kuhn, 2012). If there is
a cost to bridging, as Serres suggested, then it may be that the double reductionism | described is an
after-effect of the new concept of neurodevelopment. This should not overshadow the opportunities
created by an act of reaching out, and just as bridges make it possible to reach new landscapes, re-
conceiving difficulties, such as forgetfulness and impulsivity, in neurodevelopmental terms may also

bring about new modes of existence.

The addition in the DSM-5 of a chapter on neurodevelopmental disorders is significant, if only
because it legitimises the use of the term. It is not contentious to state that psychiatric concepts have a
tendency to seep into everyday vernacular, and the acceptance of a new term in that field is but the

first step in the process of making certain concepts ubiquitous.

Tracing the changes of names, terms and concepts also highlights how this process occurred
tentatively over decades; nothing tells us that the present configuration is the necessary end point of
years of research and clinical practice. In fact what we know now as ADHD is as controversial and
unsettled, if not more so, as the symptoms described in 1968. The scientific practices that have
influenced the current nomenclature were not foreseen 45 years ago; nor are we now able to see all
the different steps, including the stumbles and trips that led nowhere, that were necessary to get to this

point. Such is the forgetting that most classifications go through in their lifetime, and this of course

% In an earlier book, Serres uses the term “parasite’ which could be defined as an operator that interrupts an
exchange, or more simply as a middle man. I use ‘mediator’ for better intelligibility in English and in reference
to Latour (2005).
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gives a sense of finitude to the last version published (Bowker and Star, 1999). For everything that is
included in a classification, many other things are disregarded or removed, yet their traces endure

nonetheless.

Taking a ‘crosswalk’ to harmonisation

Dr Goodman, describing the hand-over of the clinic between disciplines, is one such trace and other
traces can be found in the making of classifications. The DSM is one of a number of mental disorder
classifications”, and it is often linked with the World Health Organisation’s International
Classification of Diseases (ICD). These systems have run in parallel for decades with notable
differences and, for each revision (the ICD is on its 10" version), task force groups are established to
attempt to bridge the gaps, as Dr Goodman explained when | asked him what impact the changes in

DSM-5 will have on the ICD classifications:

Dr Goodman: “Just judging by the history, the ICD-9 and DSM-I1I1 had very little in common;
the DSM-IV and ICD-10 were much more similar, in terms of the conditions that they
included, still some differences. The phraseology that was used, before the ICD-8 And DSM-
I1, were not so close, so there is a tendency for these two classification systems to kind of

converge, | suspect that the ICD-11 will follow suit.”
Claude: “But it has a long way to go, it is still much stricter in its criteria than the DSM-IV”

Dr Goodman: “I don’t know, I haven’t heard anything specific about the ICD-11 widening the
diagnostic criterion , but I suspect this is the tendency , that's the way it would probably go.
Changes like the age of onset between seven and twelve, the number of symptoms, the types
of ADHD, maybe even the name. It would be interesting, because the ICD hasn't got ADHD,

it still calls it Hyperkinetic disorder, but as | was saying there is increasingly more overlap

%’ There are other classifications system developed and used in China or France for example.
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between the two. I wouldn’t be surprised if there is a common name between ICD-11 and the

DSM-5.”

Dr Goodman'’s intuition is based on his historical knowledge and, if one checks the online ICD-11
revisions, his guess is validated®®. It should not be a surprise since the World Health Organisation and
its members participate and exist in the same world, with similar concerns as those involved in the
revision of the DSM. Neuroimaging technologies and developmental notions are not restricted to the

American Psychiatric Association.

In conversations with clinicians during a training session®, there was a sense that the two systems
were considered to be different and clinicians were surprised at the use of the DSM rather than the
ICD criteria for diagnosing ADHD. They felt this was quite significant, as the official classification of
mental disorders for the use of mental health professionals in the National Health Service in the UK is
the ICD-10. If the ICD-10 is used as normal practice why should ADHD be different? More
specifically they wondered how a diagnosis done through the DSM criteria would then be coded and
recorded, as all NHS institutions use the ICD coding system for statistical purposes. How do you
diagnose with one classification system and record the outcome with another? This accounting role of
medical classification systems has fuelled controversies for many decades, and is sometimes
described as ‘diagnosing for dollars’ (Wylie, 1995), to emphasise the links with health insurance
reimbursement. Mapping the different classificatory versions and moving between them may be
disorientating; nevertheless I think it is worth exploring some historical details that have led to this

situation.

Bowker and Starr (1999) showed how medical classification systems, like the ICD and DSM, were
formulated in an attempt to categorise and account for mortality in order to improve the state’s

interventions in public health. By combining the identification of disorders with a codification

?® A neurodevelopmental disorders category including Attention Deficit Disorder has been proposed to replace
the present Hyperkinetic disorder. See online ICD revision: http://tinyurl.com/on7cmpg Accessed 20/05/2014.
% In November 2012 | attended training sessions over three days delivered by UKAAN, a course accredited for
Continuous Professional Development for psychiatrists.

%% See Royal College of Psychiatry press release. http://tinyurl.com/qjkllk2 Accessed 20/05/2014.
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process, the DSM and the ICD attempted to standardise interventions in the hope of stimulating good
practice as well as identifying the resources needed to support such interventions. To categorise
ilinesses and disorders provides the means to quantify their prevalence, and to plan for the resources
required and the associated cost of treatments. In the DSM, that combination of clinical and
economical concern was made explicit in the third version, albeit in a reluctant and cautionary

manner:

‘The use of this manual for nonclinical purposes, such as determination of legal responsibility,
competency or insanity, or justification for third-party payment, must be critically examined in each

instance within the appropriate institutional context’ (APA 1980: 12).

Statistics in the DSM, up to 1980, referred to the collating of medical information to further
knowledge and scientific understanding, a process described in the DSM-II as the ‘statistical coding
of psychiatric case records’ (APA 1968: ix). But, as is made clear in the ensuing version, the manual
was also used for non-medical purposes, including assessing reimbursement for treatment, which

became a major use for the codes by the time DSM-IV was published (Dumit, 2006; Wylie, 1995).**

As Bowker and Star (1999) showed, the process of developing this classification was achieved
through continuous and often problematic interactions with numerous and varied bureaucratic
agencies, amongst which health insurance companies featured prominently. Thus the coding for
reimbursement and resource allocation for health costs in the USA became the remit of the ICD,

including the costs for mental health disorders, which are diagnosed through the use of the DSM.

How do you diagnose with one classification system and record the outcome with another? In the
USA, as in the UK, only ICD codes are accepted by the health insurance companies that process
reimbursement claims. As this has been the practice in the USA for over 3 decades, institutions have

had to produce reliable and consistent translations from one system to another in order for payments

* The connection between DSM and health insurances remains a major source of controversy as it is seen to be
providing pharmaceutical companies with a vast market for their products. Furthermore a recent publication
showed that 56% of the DSM panel members had one or more affiliations with a pharmaceutical company,
suggesting a substantial opportunity for influence and lobby.(Cosgrove and Krimsky, 2012; Cosgrove et al.,
2006). For more on the links between the pharmaceutical industry and DSM see (Frances, 2013; Kutchins and
Kirk, 1997)
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and reimbursement to be processed. This translation process was formulated through a table of
conversion (DSM on the left and ICD on the right) which was named ‘crosswalk’, a process that has
now become so complex that it requires an automated translation software engine®’. Of course some
codes have the potential to get lost in translation, thus the Hyperkinetic syndrome of childhood, coded
314, or any syndrome making reference to Hyperkinesis in the ICD has no direct equivalent in the
DSM. Stranger still, the ADHD sub-type hyperactive/impulsive has no code in the DSM, despite
being named, nor does it have any equivalent name or code in the ICD. It is difficult to know if these
are glitches but it is likely that the published versions of the ICD and the DSM make the translation
unstable in time as the delay in adapting new names and codes leaves the ‘crosswalk’ out of date. In
this version, tens of diagnoses are without any correspondences at all or are out of date (Thompson
and Pincus, 1989). And the continuous process of revising the ‘crosswalk’ twice yearly, whilst
showing signs of rapprochement, is never ending and lags on average a decade behind. The APA has
already announced that the ICD-11 coding due to be published in 2015 will not be used in the USA

for a decade or more®.

When Dr Goodman described the standardisation of these classifications from a historical perspective,
the mismatched, ill-fitting work I have just described disappeared; instead he offered a vision of
convergence between the two classifications which, in time, will come to be harmonised and ‘sing
from the same hymn sheet”**. Fleck (1979) used this musical analogy to great effect in describing a
process of tuning between different parties in order to be comprehensible to each other and to enable
new concepts to be gradually accepted. As | have shown, it is a tentative process, one that is never
totally achieved and, in the case of the classification systems described above, there are still dissonant
notes or codes that can be heard and noticed. Fleck also pointed out how the sense of harmony that is

found once controversies or ill-fitting correspondences are resolved, also obscures the process of

*2 The American Psychological Association Practice organisation: http://tinyurl.com/7y58rqw Accessed
20/05/2014.

** |CD Codes for Some DSM-5 Diagnoses Updated. Psychiatric News October 2013: http:/tinyurl.com/Ivytm55
Accessed 20/05/2014.

** This metanarrative of harmonisation is found in the names of DSM revision working groups (DSM-ICD
Harmonization Coordination Group) and repeatedly in articles published on the subject (First, 2009; Jablensky,
2009).
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attunement. He called this ‘the harmony of illusion’, not to deny the reality of the new fact agreed
upon, but to highlight firstly that this reality depends on the work necessary to access it and secondly
that it is not as an objective fact discovered, already complete. In other words, as Young succinctly

puts it, ‘there is no representing without intervening’ (Young, 1997: 10).

The revisions of the DSM and ICD, with all their meetings, field trial reports, conferences,
consultations, as well as the translation and alignment work required, are steps and practices towards
producing knowledge. What | have shown is that this process has a trajectory that twists and turns,
speeds up and slows down, depending on the trials and errors of many people and institutions; in other
words the traces | have followed suggest a labyrinthine model of knowledge production rather than a

straight line (Stengers 2010: 187).

Remembering forgetfulness

In the first part of this chapter | asked how a classification which was specifically allocated to children
was translated to fit adults. | have shown how the emergence of a new concept, neurodevelopmental
disorders, gradually changed the perception of ADHD away from a behavioural model towards a
lifespan vision that combines brain and progress. | examined classificatory texts as actants in the
making of ADHD with the same ‘activity, the same materiality, the same complicity, the same
historicity, as any other event’ (Serres and Latour, 1995: 130). | have proposed that the
neurodevelopmental turn in psychiatry has implications for the ways that people conceive and discuss
continuity in their lives, a crucial element in the psychiatric diagnostic process and therefore of
importance to this thesis. In the second part of this chapter | want to continue exploring what ADHD
might be like from a medical point of view and | focus on forgetfulness as an actant within local

administrative and clinical practices of the clinic.

The issue of DNA (Did Not Attend) is particularly high on the agenda for NHS managers since it

impacts on costs generally and on waiting times specifically. A range of tools are used to analyse the
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rate of non-attendance and the factors involved. Advice from the NHS institute suggested to managers
that they should consider organisational factors as well as specific services parameters that could
contribute to individuals not attending their appointments. Patient factors, as they are known, include
age, childcare, prohibitive transport costs and also categories such as ‘too unwell to travel ‘or ‘the
nature of illness***. Thus services adjust their expected rate of DNA to their specific patient group. In
the case of the adult ADHD clinic this meant taking into consideration the fact that the propensity to
forget appointments may be part of the reason for the referral in the first place. It is worth noting that
the overall rates of not attending psychiatric appointments were estimated to be 19% in 2003, ranging
between 15% to 28% depending on sites and specialisation, in contrast to an average of 11% in the
NHS as a whole (Mitchell and Selmes, 2007). Outpatient referral statistics in England in the last
quarter of 2014 were recording 8% DNA®. The figures collated in 2012 by the clinic | was based in
ranged from 0% to 4% with an average of 1%. At first glance those figures are surprising; what could
be the reason for such difference between the local and national rate of non-attendance? Studies on
this issue across all NHS services, including by the National Audit Office, list the main reason for
non-attendance as ‘forgetting’ followed by ‘too unwell’ (Dockery et al., 2001; Hamilton et al., 2002;
Mitchell and Selmes, 2007; Pal, Taberner et al., 1998). It is therefore rather paradoxical that a clinic
specialising towards individuals whose main symptoms are related to forgetfulness had such a low

rate of non-attendance.

There are many ways for managers to ensure that targets for DNASs are set and met. The specific
definition of DNAs, differentiating between first appointment and follow-up appointments, or even
the quality of data collection, could explain the disparity in the figures shown above. But my
observations in the clinic suggested that there were other kinds of actions too that could suggest why
the figure of DNA was so low. To explain this | want to explore the practices of the administrative
and clinical team prior to and during the appointment day, starting with the referral which indicates

the beginning of the clinic’s involvement with the care of individuals. The description arises from my

%> For further details on the list of factors see NHS institute website for the document Reducing Did Not Attend
see http://tinyurl.com/3opjwnf Accessed 20/05/2014.

% See (NHS England 30/5/14) http://tinyurl.com/g6yvadl Accessed 20/05/2014.
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participation in administrative tasks in the clinic, for which I received training through verbal and

written instructions provided by senior administrators.

When a referral was first received a number of administrative tasks were required; it needed to be
dated, stamped and scanned into an electronic register in order to track its progress. Then followed a
triage process: what kind of intervention was requested? Was it a new assessment, a follow up
assessment, a second opinion, or a medication titration? The referral was then entered into the
electronic patient record, or a new record created if appropriate and then added to the waiting list. The
funding from referrers needed to be confirmed, a process which could take up to 8 weeks*. When
funding was confirmed, the patient was allocated to a clinician, then a paper file was created to
include the referral letter and other information, such as previous assessments. At that point, a
‘bookable letter’ was sent in order to confirm that the referral had been accepted and to request that
the patient contact the clinic to make an appointment. The bookable letter was accompanied by one
guestionnaire for the patient and another one for relatives. If the patient had not made any contact by
the time they had reached the top of the waiting list, a phone call was made to book a date. This was
followed by a letter of confirmation of the date with basic information about the clinic and further
guestionnaires, this time much longer pre-assessment scales running to 26 pages. Behind the explicit
administrative role of these communications, lay an implicit reminding role for the patient that was
acknowledged by the team. One administrator described it as ‘keeping the patient on track’ during the
months of waiting, because as she said “they are really bad at remembering appointments”. Finally
two or three days before the appointment a ‘courtesy call’ was made by the administrator to remind
the patient of the scheduled time and the necessity to bring the pre-assessment rating scales with them
to the clinic®®. On the day of the appointment, communication with the patient became the role of the
clinical team, mostly nurses but sometimes also trainee psychiatrists. If a patient had not presented at
the reception desk at the time set, the clinician would attempt to contact them by phone. If they were

successful, they rescheduled the appointment there and then, as patients would usually still be at home

*” This clinic is a national specialist clinic and receives referral from the whole of England and Wales; the cost
of assessments and treatment is expected to be funded by the local NHS commissioners.
% By the end of my fieldwork this was done by automated texts.
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or at work having forgotten the appointment. Patients were rescheduled sometimes three or four times
and became well known to the team, even before attending the clinic. When patients were seen at the
clinic they often forgot to bring the pre-assessment rating scales with them, and so were asked to fill

them in during the break between the two assessments.

For the team, the patient’s forgetfulness created work; administrative tasks, phone calls, accessing
electronic patient records, contacting reception to book rooms, accessing doctors’ calendars. But it
also created time, as nurses and doctors often found themselves with a spare 90 minutes; in fact this
occurred so frequently that nurses completed other administrative tasks such as assessment report
writing, as a matter of routine as if it were scheduled within their working day. DNAs were the source
of contradictory feelings in the clinic; on one hand a DNA could be a relief on a busy day, it gave a
chance to do reports, emails etc. But it also meant that you could not perform your main task of
carrying out assessments. Staff knew that DNAs meant no income for the clinic. This is rather
complex because, as NHS staff, their employment was strictly speaking not reliant on the income
made by the clinic: like all other NHS staff they were public sector employees. Yet, the overall
organisation that hosts the clinic, the NHS trust, could have decided that low activity and therefore

low income meant that the clinic would no longer be viable and therefore liable to closure.

The administrative practices | have described exemplify the routinisation of forgetfulness as an actant
within the clinic. Taking the advice of the NHS institute seriously, the clinic explicitly adapted its
administrative procedures to address the needs of its patients, specifically those symptoms that would
inherently create obstacles to being assessed and treated. In this way, forgetfulness orients the work
that is done or not done in a specific way; attention is given to the likelihood, greater than for most
people according to diagnostic criteria, that the appointment might be forgotten. This is then
operationalised through the use of technical mediators; the letters and phone calls, the electronic
calendars, do the remembering and reminding. Embedding concerns to palliate the effect of
forgetfulness into the daily administrative practices of the clinic also has the effect of stabilising a
particular version of ADHD, one in which forgetfulness and consequently disorganisation is central.

Law’s description of this entanglement between practice, instruments and reality is helpful here:
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‘[ 11t is not possible to separate out (a) the making of particular realities, (b) the making of particular
statements about those realities, and (c) the creation of instrumental, technical and human
reconfigurations and practices, the inscription devices that produce these realities and statements.

Instead, all are produced together’ (Law, 2004: 31 Italics in original).

The implication that realities may be made in this way is political, because whilst some paths towards
a reality are taken, others are precluded. The practice of organising appointments by taking
forgetfulness into consideration produces a particular kind of ADHD. The persistence, attention and
care given to supporting patients in attending their assessment are not to be taken for granted, they
depend on being practiced. And whilst Law goes on to declare that ‘[r]eality is no longer destiny’

(ibid.: 40), as he was well aware, it may be for better or for worse.

Towards the end of my presence in the clinic, concerns from commissioners of services led managers
to decide that patients’ appointments could only be rescheduled once in order to reduce the waiting
list. Thus the ‘nature of illness’, namely forgetfulness as a factor to consider when dealing with
DNAs, was given less weight than the need for increased productivity and a shorter waiting time. A
decision of this kind can be explained in economic terms, and the discourse of austerity and financial
difficulties was part and parcel of everyday talk in the office. But it is also likely to be a typical
dilemma faced by many organisations, including the NHS, to respond to the specific needs of its
patients whilst at the same time managing the complexity of balancing competing demands. If
managing the complex range of needs across a large organisation becomes too unwieldy to achieve
day by day, it will be simplified and reduced (Callon, 2002). Most support group members would
support the aim of reducing the waiting list as they often experienced very long waiting times, often
up to 18 months. Some people would benefit from such change, if they were able to set up their own
reminders with the help of relatives, friends or technology. Yet such change would mean that others,
who may or may not have a network of support and whose forgetfulness is pervasive, are not seen,
assessed or diagnosed as they repeatedly Did Not Attend. By changing administrative practices, the

clinic transferred the responsibility for the memory-work it used to perform onto the patient. Such an
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expectation might be beyond what some people could achieve, making it less likely that they would

be assessed, diagnosed and treated.

The administrative practices | have described in the clinic along with caring practices aimed at
alleviating the problem of forgetfulness together facilitated the externalisation of the process of
remembering. The capacity for remembering was aided by embedding actions into the daily tasks of
the clinic as a matter of routine, just as we may habituate ourselves to keeping our keys in strategic
places in order to find them without hesitation. In this section I have shown how the clinic attempted
to reconcile the differing temporalities of the lived experience of ADHD (shifting focus, ambivalence
and poor working memory) with the temporalities of a scientific diagnostic process (organised,
focused and good memory). It is memory’s capacity to ‘mark a movement between insides and
outsides’ (Bowker, 2008: 226) in the way that we use it to describe ourselves that | want to continue

exploring through clinical practices.

Being a good historian

The assessment at the clinic was made up of two parts: first a very structured and scripted list of
questions aimed to elicit examples from the patient showing how different symptoms manifested in
their everyday life, in childhood and adulthood. The second part was like a semi-structured interview
that included medical-history taking, with a main line of inquiry, and flowed like a conversation in
order to explore the wider context of the patient and his mental health state. Thus, the stories of past
events that a patient could recount were at the core of the overall assessment. There are no
observational, behavioural or biological tests for diagnosing ADHD, a fact that forms part of the
argument contesting the validity of the diagnosis of adult ADHD (Timimi and Taylor, 2004). From
the point of view of clinicians, and of the diagnostic tools, there was plenty that they observed in the
assessments that could aid towards diagnosing, but which was not considered reliable. It was pointed
out in training sessions for psychiatrists that an assessment was not a ‘natural’ environment within

which the behaviours displayed could be trusted to provide evidence for the presence or absence of
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ADHD. According to this view, people who did not display signs of disorganisation might be actually
highly disorganised, but advance booking meant they would have had plenty of time to prepare for the
appointment, or they might not appear hyperactive as the anticipation of attending the assessment

might increase their level of adrenaline, which would in turn have a calming effect if they had ADHD.

Crucially these examples from the training session were accompanied by an important caveat; the
absence of observable symptoms during assessment does not rule out their presence at other times,
and therefore does not rule out the diagnosis of ADHD. This was explained to me by a clinician who
described ADHD symptoms as being context-dependent. He said that individuals with ADHD adapt
their behaviours to different situations, or avoid those situations altogether. He continued by pointing
out how patients can learn to mask some of their symptoms and that the clinic also tends to have that
effect on people as they are nervous and keen to do well®. It follows that if observations of
behaviours do not reflect the persistent nature of symptoms, as they can be masked voluntarily or
involuntarily, then other means of evidence must be gathered. It is worth quoting the diagnostic

manual at length as it explains how this should be approached:

‘The reason for [behaviours not being reflected in clinical interviews] is the sensitivity of the
symptoms to stimulating and salient situations, which can normalize behaviours for short periods of
time. The evaluation of current symptoms should therefore be based on accounts of behaviours and

reports of ADHD symptoms during a typical day in the life of the patient.” (UKAAN, 2013:45)

The aim of the assessment is therefore to collate different accounts of events that are representative of
the symptoms associated with ADHD; accounts from the patient, from relatives and institutions such
as schools or employers. | want to stress that the accounts are of past events, that remembering is
required from either patients or their recourse to documents, in order to give a fuller picture of the
present. In an exploration of ‘the memory practices in the science’, Bowker (2008) discusses how the

past is reconstructed for its use in the present through technologies and efforts that may vary

* We could think of this as an instance of ‘negative knowing ‘defined by Van Der Geest (2013) as ‘the paradox
of noticing things and people more in their absence than in their presence.” The absence of visible symptoms
therefore alerts clinicians and makes them perceptive to the strategy in place.
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depending on the era. He points out how memory practices play a central role when collectives and
institutions are trying to make sense of information. In particular he suggests, in reference to the work
of cybernetics, that ‘if we completely know a system in the present, and we know its rule of
change...then we don’t need to bring to mind anything of the past. Memory...is a metaphor needed by
a “handicapped” observer who cannot see a complete system’ (ibid: 8). Clinicians were describing
their own inability to observe the person as a whole during assessments. Hence, the need to call upon
records of past events, verbally or through documents, in order to get a more complete picture. The
implication for patients was that it was not what they did but what they said that would be recorded as

evidence in assessment interviews.

From my observations of assessments and interviews with clinicians, it became clear that some
patients were better at giving those accounts than others; they were what clinicians sometimes refer to
as either ‘good’ or ‘poor historians’. When I asked a clinician what it takes for a patient to be a good
historian, | was told quite straightforwardly that it meant that a person was able to provide a range of
examples of events in their past everyday life that related to symptoms of ADHD. This is not so easy
a task as it first appears. In the structured interview there were 48 questions for individuals to answer,
requiring examples of being forgetful, disorganised, and restless amongst other symptoms. Patients’
responses to this set of questions were often complemented by written documents like school reports
and relatives’ testimonies. Furthermore, as with clinical assessments in other parts of medicine, the
clinician diagnosing adult ADHD came to expect a particular kind of story in content and form (Garro
and Mattingly, 1994). The narratives needed to present some coherence, not necessarily structural but
within logic internal to the ADHD concept. It might be that a patient would jump between stories
relating to different age spans, or that different symptoms were amalgamated in the recall of one
event. If these events were related to particular criteria, then even with gaps or with little elaboration,
the clinician could then write the medical history. Even if very few events were recalled by the
patient, additional material provided by schools or relatives usually produced enough evidence for

clinicians to write a medical history.
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The characterisation of a patient as an historian, sometimes poor, sometimes good, was a narrative
trope in the clinic which was formulated with a twist peculiar to the diagnosing of ADHD in adults.
In addition to the working-memory problems | described above, scientists also suggested that adults
with ADHD ‘may have only a poor recall of their symptoms and behaviours as children” (UKAAN,
2013: 45). It is hard to tell if this problem of recall is related to difficulties of retrieving specific
childhood memories in the general population or if it relates to adults with ADHD (Mannuzza et al,
2002). Furthermore, some research indicates that whilst adults who had been diagnosed as children
had good recall of symptoms (78% accuracy), adults who had not been diagnosed until later in life did
not have such good recall (27%) (ibid.: 1886). The people | met in support groups and the clinic were
included in the latter category. Some could recall memories of events that were not especially worthy
of notice, such as days spent at school, or regular visits to relatives, giving details that were not
necessarily accurate (Neisser, 1988). The point that Neisser makes in discussing what ordinary

memories may be made of, is that:

‘it is relatively easy to remember events in a way that is accurate with respect to some overall
characteristic of the situation; such as recollection always has some degree of validity even if
it suggests nested details that are by no means accurate themselves. The episode-as-
remembered ...will be truthful in some respects and yet very far from historically accurate’

(1988: 365).

The diagnostic manuals have a pragmatic approach, maintaining the central role of retrospective
diagnosis but diversifying the evidential sources, a kind of triangulation of recall. Thus the DSM-5
states: ‘adult recall in childhood symptoms tends to be unreliable, and it is beneficial to obtain
ancillary information” (2013: 61). The role of informants who may be able to recall childhood
behaviours is therefore crucial to confirm or even affirm the diagnosis of ADHD in adults. The clinic
provided questionnaires to relatives and encouraged them to attend assessments with the patient. If
this tactic did not succeed in gathering enough retrospective data, clinicians would seek permission to
ring parents or relatives, often as far afield as New Zealand or Canada, in order to gain what was

described to me as ‘contemporaneous data’.
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Considering what makes a good historian also begs the question as to who the historian actually is —
the patient or the clinician? The clinicians | met were placing the history making firmly within the
realm of the patient. Yet the medical history is taken by clinicians and entered into reports and files.
Without the work of questioning, clarifying and bringing forth the relevant recollections, the history
thus collected would have no use within the clinic. So there are skills and practices that can facilitate
this process which were an important part of clinical training for trainee psychiatrists. The interaction
between patient and clinician was of great importance, but the work of remembering, central to the
diagnostic process, was not facilitated by one (the clinician) and done by the other (the patient).
Instead the good historian, as described in the clinic, was a patient who could provide a range of
examples through a dialogue with a clinician, not only from their own recollection as this would be

unreliable evidence, but also augmented by other sources.

Conclusion

This chapter has been concerned with exploring what ADHD might be like in the context of the clinic.
My interest in practices led me to describe a range of actions taken by clinicians, administrators,
scientists and patients so as to show the crucial role that remembering and forgetting played in the
making of ADHD. | aimed to show the complexity and open-endedness of the process involved in the
classificatory work at a global level, and the routine, habitual yet intuitive actions of clinicians and
administrators of the clinic. Different kinds of ADHD have been introduced through versions of
diagnostic manuals over time as well as through the clinic’s variable emphasis on forgetfulness within
its appointment procedures. Of note for the remainder of this thesis is that the recent conception of
ADHD within a neurodevelopmental paradigm, which promotes notions of progress and normative
achievements, is combined with a diagnostic assessment technique based on recollection. This thesis
will pay attention to the kind of stories that are shared in the clinic and support groups in the light of a

retrospectively obtained diagnosis that may impose a particular structure or obfuscate alternative



Page |69

storylines. The next chapter moves my inquiry into support groups to ask how ADHD appears and

examine the practices which contribute to the diagnostic process.



Page |70

Chapter Three The scaffolding of memory: the support structures
for remembering

Introduction

This chapter tracks the process of diagnosing ADHD into the support groups I attended and asks how
we might know what ADHD is in that setting. The last chapter showed that a crucial element for
identifying ADHD in adults in the clinic was related to practices of remembering, which we could
think of in terms of institutional practices of memory. Similarly, for the members of the support
groups that | met, remembering and not forgetting played an important role in their practices,
discursive and otherwise. As will become apparent, support group members spent a lot of time
engaged in activities aimed at achieving a better understanding of how they could manage their
forgetfulness: how not to forget appointments persistently or over-run deadlines due to absent-
mindedness. Similar amounts of time were spent by the groups’ members recounting to each other
past events and their experiences of living with ADHD, which for one group, became a formal
activity that classified and recorded a version of ADHD. In this chapter | am interested in exploring
the tools that supported and sustained peoples’ ability to not forget as well as to remember; | detail the

practices that group members used to provide effective scaffolding to memory.

Some clarification of the term ‘scaffolding’ is necessary before I present my ethnographic examples. I
came across it in relation to ADHD at an expert workshop examining the transition of adolescents
with ADHD into adulthood. A few months prior to my fieldwork, | had been invited by Professor
Jones, a lead psychiatrist in the clinic, to attend this pre-conference workshop as part of my
preparation for fieldwork. In attendance were child psychiatrists, paediatricians, adult psychiatrists,
psychologists and educationalists and a representative of a patient organisation. This group of 25 or
so experts aimed to produce guidance and recommendations for setting up transitional services in
order to tackle the perceived difficulties for adolescents needing to access adults’ services. Early on in
the workshop I noted the high frequency with which the word ‘scaffolding’ was used, possibly

because | was not too familiar with the metaphor, but soon enough the participants themselves
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remarked on it too. A brief conversation followed about the value of this idiom. Some attendees were
opposed to it, others less so, until the conversation moved on. The term scaffolding was used to
describe a support system for children and adolescents put in place in order to improve their social
and educational functioning, often through ‘a very supportive family and an organised regime at
school’ (Grant 2014:14). As described by participants of the workshop, the transition period from
adolescence to adulthood was typically a time when the scaffolding was removed as young people left
home. At that point problems of inattention and hyperactivity often came to the fore as the props and
support systems were no longer there. In other words, the scaffolding masked the problems so that
these were invisible until the support was removed. Subsequently, | found that the scaffolding
metaphor is very common in educational milieux as well as in neuroscience and computer science
(Park and Reuter-Lorenz, 2009). Just as in the workshop | attended, there are mixed views concerning
its usefulness (Maggioli, 2013; Stone, 1998). Engaging with these debates is beyond the scope of this
chapter but as | came across the term at other conferences, mostly used by clinicians but also by
patients’ organisations, I found that the metaphor of scaffolding for describing support systems was

helpful to think with.

Through my observations and conversations in support groups, | observed how adults constructed
support for themselves, structuring an array of tools in order to facilitate the process of remembering.
It is in that sense that I discuss the scaffolding of memory, a process of mediation between a
technological structure and individuals, singly or in groups, that facilitated remembering and kept
forgetfulness at bay. Rather than the image of a structure that hides a building, | envisage a structure

that facilitates access to areas of a building that would otherwise be out of reach.

My discussion of memory, remembering and forgetting in this chapter and in the thesis as a whole,
has a social science orientation, in that it explores memory figured as social activities which evolve
within and rely upon a specific cultural context (Bloch, 1998; Fivush, 2011; Halbwachs, 1997;
Neisser and Fivush, 1994). That is to say that the process of remembering is mediated through
collective experience of intersubjective relations and of human-to-objects relations (Bowker, 2008;

Carsten, 2007; Middleton and Brown, 2005).
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Antze and Lambek ( 1996) provide a broad map with which to view issues related to memory,
identities and the cultural practices put in place by institutions. They suggest that when individuals or
collectives are questioning or being questioned about their identity, it is to their past and the practice
of memory that they turn. Antze and Lambek argue for an approach to memory through practices,
including the kind of discursive practices which | encountered in my fieldwork, something that
Bowker summarises by asking: ‘What is memory, that a person may practice one?’ (Bowker, 2008;
8). The implication is that remembering depends on a societal context that facilitates and encourages
it which, I argue, applies in the case of the diagnostic process of ADHD in adults. | base my
exploration of these themes on the empirical data which I collated in my fieldwork. The scientific
debates on the reliability and stability of memories (Fernyhough, 2012) that have yet to be resolved,
however interesting, are beyond the remit of this chapter; instead | explore the things that participants
shared with me and each other about memory and the way they talked about remembering and

forgetting.

In this chapter | suggest that those practices and tools for remembering and not forgetting which are
used in the support groups are central for living with and understanding the symptoms of
hyperactivity and inattention. In response to the difficulties with both short and long term memory as
recognised by clinicians (Tripp and Wickens, 2009; UKAAN, 2013) and support group members, the

people I met had to work at producing the kind of remembering required for the diagnostic process.

In the first part of this chapter, I discuss how patients and support group members made use of old
documents such as school reports in order to demonstrate that the problems of hyperactivity and
inattention were already present in their childhood. Rather than taking for granted the strategic and
evidential role of such documents, | take note of the materiality of the documents (Hull, 2012; Riles,
2006) and question what the school reports may be evidence of (Csordas, 2004). | will suggest that
school reports acted as mediators to memories, in that the language used in them triggered detailed
recollections, which in turn were seen as evidence of biographical continuity (Lambek, 1996). In other
words, and extending Lambek’s statement, remembering may be a human capacity as well as a utility

whereby memories are made into objects of evidence (Engelke, 2008; Lambek, 2007).
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| follow this section by examining the work that support group members carried out with each other to
enumerate and list various experiences of living with ADHD. 1 suggest that the process | observed
equates to the making of an archive, a repository of lived experiences which attempt to give an
authoritative versions of ADHD. I show how this archive sometimes accords with the formal and

medical diagnosis, and sometimes it does not.

The last section of this chapter is concerned with the kind of support members of the groups put in
place for themselves in order to contain their forgetfulness. Whereas the support described in the
previous sections was aimed towards early life events and autobiographical memory, the technology
discussed in this section is concerned with short term memory and alleviating forgetfulness of the
near-past. It was during conversations about phones and computers that support group members often

discussed such techniques as ‘strategies’, a topic which I explore in more depth in Chapter Four.

“Memories are about what happened then, but they are also about who we
are now.40”

Documents handed over by XX on .././..*"
See scanned copies of relevant documents only in correspondence tab

Birth certificate

Psychological report from court diversion team

School ( college) report , including exclusion reports (torn and seller taped)
DVLA traffic violation records

Parking tickets

Utah self-rating scale

GP referral letter

Letter from Natwest Bank

PG on behalf of Dr Y dated .././ ...

Many patients came to their assessments with folders and bags full of papers which they shared with

clinicians; this practice was explicitly encouraged in the letter of appointment sent by the clinic. The

*® (Fernyhough, 2012: 283).
*! Anonymised from patient notes.
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list above, more extensive than most, was shown to me by a specialist nurse and entered in the
electronic notes of a patient as a record of the documents he had brought with him in a plastic bag.
With the exception of the Wender Utah Self-rating scale (Ward, 1993), all other documents were
reports from institutions commenting on particular aspects of this patient’s life, a mix of health reports
and records of transgressions. The recording, listing, scanning and storing of such forms is an
important part of the administrative procedure involved in the diagnostic process. What was handed
over to the clinician in a plastic bag is rendered into a prescribed logic during the ensuing diagnosis.
As the note suggested, not all documents in the bag were selected and scanned suggesting that the
clinic followed different criteria for what to include in the file.* The medical file is just one example
of the materiality of the diagnostic process. Rating scales and psychological tests are others, but the
file as a governance record is particularly well suited to bringing forth evidence of the ‘social life of
things’ (Appadurai 1986) as it is invested with agency by a number of contributing actors (Hull,
2003). In the case of ADHD, the social life of the file starts well before it becomes embedded into
medical documentation as individuals gather records of life events for evidential and, arguably,

existential purposes as they reclaim their past for uses in the present.

Support group members and patients in the clinic spent months tracing documents, negotiating letters
and reports from a wide range of administrative agencies and discussing in support groups what
would be useful. This process involved interpreting and imagining how certain behavioural
symptoms could be materialised into acceptable evidence, derived from documents initially issued for
entirely different purposes; in other words creating new usages from old paperwork. As Latour
explained, there is no fixed and determined role for these documents, rather, they are in themselves
‘participants in the action [that] authorize, allow, afford, encourage, permit, suggest, influence, block,
render possible, forbid and so on” (Latour 2005: 72 ). Hull’s discussion of the materiality of
documents and bureaucracy (2012) demonstrates further how elements such as the aesthetic of the

document, its circulatory role and the emotions attached to it are often all combined within the

*2 As | did not have access to the electronic clinical notes of this patient, | did not find out exactly which
documents were not selected.



Page |75

substrate of one piece of paper. Symptoms of inattention are thus enacted through traffic offence
records or driving license suspensions, speeding tickets, and accidents. These records are then copied,

circulated and shared with hospitals and other institutions for varied purposes.®

The documents that were discussed the most by all my participants inside and outside the clinic were
school reports from primary and secondary schools. As I described earlier, the psychiatric diagnostic
criteria for ADHD in adults are based on the concept that ADHD is a lifelong disorder. The questions
asked during assessments are related equally to present adult experiences and to childhood life events.
For example, in relation to Criterion A(e) of the DSM-IV (2000), clinicians ask:

¢ Do you often fail to pay close attention to detail and make careless mistakes?
¢ When you were a child, did you often fail to pay close attention to detail and make careless
mistakes?
(Conners et al., 2001: 21)

The patient is then expected to provide specific examples of events that would either confirm or
disprove these difficulties. Depending on the examples provided, the following boxes would be ticked
by clinicians:

e Careless mistakes in school work

e Missed items/problems knew how to do

e Didn’t go back over work to check answers

e Rushed through work without thinking through
(ibid.)

From my observations in the clinic, patients relied heavily on their old school reports to provide
responses to these detailed questions. This reliance should not be a surprise given that school reports
have been singled out in the DSM and other diagnostic tools as ‘beneficial ancillary evidence’,
capable of counteracting the unreliable recall of childhood symptoms in adults with ADHD

(Mannuzza et al., 2002; Miller et al., 2009). One clinician explained how he considered reports from

** This is now done electronically; documents are scanned into electronic copies or created directly on
computers and stored in databases. At face value this could be considered a process of de-materialisation, the
making of virtual records. Hull suggests that files and records have not dematerialised but their ‘thingness’ is
changed from paper to silicon, and that ‘electronic technologies have increased rather than decreased the
proliferation of paper documents’ (Hull, 2012: 260). In the clinic, | observed electronic forms being printed then
scanned to be re-entered in the electronic file.
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institutions such as schools or the Driver and Vehicle Licensing Agency (DVLA) more reliable than
self-reports, as they brought some objectivity to the accounts. Thus, new support group members who
had yet to be diagnosed were advised to start locating school reports for the crucial role these would

play. As Paul described, this process could be quite difficult:

Paul: “I found some old school reports from public school, we are talking around O-levels
and they are very very telling. | got them put away somewhere, because these [ADHD]
assessments, they are understandably aimed at young people who are either at school or left
school not long ago. When they ask you - “do you have any school reports, or would your
parents have them?" You say - well - your parents are geriatric or pre-senile and your
school reports are forty to fifty years old [laughter], you probably haven't got them. But

actually I did find some mid-seventies school reports.”

During one assessment | observed, a patient was asked about his symptoms of inattention and he
proceeded to take out his school reports from an envelope. His collection included four years of
reports that consistently described him as being distracted and distracting to the rest of the class, of
having the potential to get better grades if he applied himself more, and they mentioned his being
restless and fidgety. Whilst the clinician seemed satisfied, the patient went on to explain how he could
still see the detention room where he spent so much time bored and frustrated. For several minutes,
he described intensely his ‘friends in boredom’, the tricks they had planned, the teachers who had

caught them until he was eventually interrupted by the clinician..

The school reports that | saw, in the clinic and in the support groups used a similar template. They
were usually of A4 size, browned with age, with lines and boxes in which information was entered by
teachers and administrative staff; the name, age and form of the student, the term and the year of the
report and boxes in which teachers from different disciplines wrote a line or two to describe the
student’s achievement or lack of it. Usually there were columns in which examinations marks were
entered and sometimes the ranking of the child in relation to others pupils. The bottom of the report

was left for the head teacher to summarise the overall performance of the child, including her
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behaviour. Finally the signatures of the head teacher and, importantly of the parents, sealed the
document. The style of writing was succinct and formulaic, with such predictable lines as ‘could do

better’ being recognisable to most.

Here, | am interested in asking what the school reports do in themselves rather than in examining their
explicit and implicit intentional uses*. 1 look at them as powerful objects that are rediscovered in
attics or such places of storage. Why are they kept for decades? From the numerous conversations
about school reports that | witnessed in support groups, the vast majority of members who went
looking for their reports succeeded in finding them, even when it required some detective work. Yet
school reports are rarely used past secondary school: it is as if they lose their bureaucratic value and
usefulness as soon as school days are over. In comparison, birth certificates are regularly requested
throughout one’s life for various administrative reasons. Similarly childhood immunisation records
can be requested into adulthood for some employment purposes and international travelling.*

Despite being redundant to their primary purpose, whether that be communicative or disciplinary,

school reports are commonly kept and stored.

In her examination of the documents produced in an Neonatal Intensive Care Unit (NICU), and their
use by families, Heimer suggests that ‘the bureaucratic uses of documents often assume that someone
outside the organisation will have a rather different relation to the subjects of the documents”
(Heimer, 2006 :21). Forms and documents are designed so as to limit the possibility of addition and
improvisation, yet they are also sent into the world to be used, adapted, reinterpreted and reinvented.
Just as the documents created in the NICU are often the first descriptions of the new born child’s
physical life (Heimer, 2006), the school reports are the first records of the social life of the child
outside the family environment and are kept as mementos. They contribute to the biographical
records collected by parents, kept along with ultrasound prints and curls of hair, to mark another stage

in the life of the child. Documents participate in the stories that are told by parents to their children,

* School reports can also be seen in in terms of disciplinary power; see Foucault in O’Farrell (2005:102).
* During my fieldwork, | was made aware of an inquest into the death of a patient, which examined school
reports as part of an investigation into the validity of the ADHD diagnosis and treatment that had been given.
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they trigger questions by children and as such ‘must be understood as elements of a conversation’

(Heimer, 2006: 103).

Just as school reports travel back and forth between school and home, the narratives embedded in
them circulate between parties. Beyond recording the academic life of the child, school reports are
records of the relations between the child, the parent and the school institution, noting whether or not
the child contributes to the life of the school. The comments found in the school reports that support
group members shared with me often referred to disruptive behaviour which affected other pupils or
the smooth running of the school. Equally frequent were comments recording traits of absent-
mindedness and not contributing enough or paying attention. In this context the teachers’ comments
can be seen as descriptio