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Abstract

This qualitative ethnographic study examines how cognitive screening tools
are used in clinical practice in the process of articulating a classification of
Alzheimer’s disease (AD). An exploration of how these low-technological
tools constitute AD is important because of their central role in detecting
initial cognitive decline in the ‘ageing population’. The study draws upon
fieldwork undertaken across a secondary healthcare memory service and a
major teaching hospital in the UK. Focusing on the everyday practices and
interactions between clinicians, patients and these technologies, the study
shows how these tools were made provisional, and yet emerged as central
mediators for producing knowledge about AD. | explore the uncertainties
associated with measures of cognitive decline and consider how these were
navigated and managed through the making of the tools as provisional
devices. | continue by showing how the tools emerged as central mediators
for negotiating how classification proceeded in medical practice: producing
and reproducing professional hierarchies and identities. | also investigate
how uncertainty was mobilised by clinicians to constitute the boundaries of
classification; fuelled by the possibility that patients may go on to develop
AD. Finally, I demonstrate how the adoption of the tools in the wider policy
terrain translated into everyday clinical practice; increased efforts to
quantify cognitive decline at earlier stages, produced uncertainty around
patient futures. I reflect on how the making of these tools as provisional
devices, relied upon and resulted in the portability of these devices and, in
turn, constituted AD. Portability highlights the temporal and spatial aspects
of classification processes involved in diagnosis/prognosis, as well as
patient and professional identities and autonomy. | conclude by considering
the implications of these findings for the diagnosis and management of
patients with cognitive decline and AD locally in the clinic, and with respect

to managing the ‘ageing population’.
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Chapter One

Introduction

In 1906, Alois Alzheimer described the ‘peculiar case’ of Auguste D; a case
that represents the first known patient to be described with what is now
termed Alzheimer’s disease (AD) (see Alzheimer’s Society, 2015d). AD is
used to label individuals with symptoms of cognitive decline (memory loss
being a significant factor of AD), not attributable to normal ageing
processes’ (Ibid.). Alzheimer’s disease is a progressive disease and is also
the most common form of dementia; dementia is the end stage of
accumulated pathology (Alzheimer’s Society, 2015d). The World Health

Organisation (2015) defines dementia? as,

“A syndrome — usually of a chronic or progressive nature — in which
there is deterioration in cognitive function (i.e. the ability to process
thought) beyond what might be expected from normal ageing. It
affects memory, thinking, orientation, comprehension, calculation,
learning capacity, language, and judgement...the impairment in
cognitive function is commonly accompanied, and occasionally
preceded, by deterioration in emotional control, social behaviour, or

motivation.”

Dementia of the Alzheimer’s disease type is however, a complex condition
to diagnose and treat, as there are no known causes of the condition, and a
definitive diagnosis can only be made at post-mortem examination (Hardy,
2006). Furthermore, symptoms associated with AD are difficult to
determine from the presentations of normal ageing (Gubrium, 1986). Age
however, is known to be the greatest risk factor for developing the condition

(Alzheimer’s Society, 2015d) and subsequently, with the advent of an

! The term was initially used to describe decline in cognitive function in individuals below
the age of 65. However, there is now a categorical distinction between early onset (30-65
years) AD and late onset AD (over the age of 65) (Alzheimer’s Society, 2015d). This thesis
focuses attention on the process of diagnosing Alzheimer’s disease in individual’s aged 65
and over.

% The World Health Organisation does not provide a definition of AD more specifically



‘ageing population’, social policy (see Department of Health 2012 ‘The
Prime Minister’s Challenge on Dementia’), and medical research and
practice in the UK (see Alzheimer’s Research UK, 2015b and Medical
Research Councils Neurosciences Mental Health Board, 2013) has firmly

cemented the disease as a site for critical attention.

Expansion of AD in the ‘ageing population’

The ‘ageing population’ pertains to an increase in individuals over the age
of 65 (see Rajah, 2009). According to the Alzheimer’s Society (2015¢),
there are currently estimated to be 850,000 people with dementia in the UK,
of which approximately 67% have been diagnosed with dementia of the
Alzheimer’s disease type. In accordance with the ‘ageing population’, this
figure is set to exceed one million by the year 2025 (Ibid.). The expected
increase in prevalence of the disease, presents a set of unique challenges for
healthcare practitioners, family members and patients. These challenges
range from increased pressure on primary care GP services and memory
services in terms of referral rates, to the challenges facing family members
in terms of care, at a time when the NHS is undergoing significant economic
and political change®. Financially, the cost of dementia overall to the UK
economy is estimated to reach £26 billion per annum (Alzheimer’s Society,
2015b)*.

® The Health and Social Care Act introduced by the Coalition government in 2012 marks
one of the most significant changes to the structure of the NHS in its 65-year history.
Primary care trusts have been replaced with Clinical Commissioning Groups, which control
the financing of local services; commissioning has become a process of competitive
tendering to both voluntary and private sectors (See Department of Health, 2015; Kings
Fund, 2015). The Alzheimer’s Society raised its own concerns with regards to the
implementation of the bill, particularly in relation to the role of GPs as commissioners. The
Alzheimer’s Society argues that there is a lack of awareness and understanding of dementia
amongst GPs. As the role of GPs widens to become part of the commissioning process, the
consequences of this lack of knowledge could mean that the needs of patients and their
carers are not met. The organisation recommends that GPs increase their understanding of
dementia for both their clinical and commissioning capacity to meet the challenges
associated with the expected growth in the number of people predicted to develop dementia
(see ‘Contribution to the Health and Social Care Bill Listening Exercise’, Alzheimer’s
Society, 2011).

* Organisations such as the Alzheimer’s Society only provide statistics for those living with

dementia, they do not specify between types of dementia in their statistical estimations.



In order to manage the growth of AD specifically, and dementia overall in
line with the advent of an ‘ageing population’, medical and scientific
research and healthcare policy has responded accordingly. Alzheimer’s
Research UK in its ‘defeat dementia campaign’ sets out to increase research
investment by £100 million over the course of five years (Alzheimer’s
Research UK, 2015c). These funds will be utilised to drive research output
and increase the number of researchers within the organisation by 50% by
2020; encourage international collaboration and open access of intellectual
property and regulation, and translate research into treatment in order to

improve the quality of life for those living with dementia.

In healthcare policy, reports such as ‘Dementia UK: The full report’, by
Kings College London and the London School of Economics (2007),
outlines the impact and economic costs of dementia in the UK. It sets out
the aim in policy to make dementia a national challenge, whilst focussing on
the structure of health and social care more generally. More recently, the
‘Prime Minister’s Challenge on Dementia’ published in 2012, highlights the
potential impact of the ‘ageing population’ on the role of healthcare
practitioners, care workers, allied health professionals, non-governmental
organisations (NGQ’s), and non-profit organisations (Department of Health,
2012a, 2015b). The second phase of the Prime Minister’s ‘dementia
challenge’ (2015-2020) which is currently being implemented, sets out to
further improve dementia care and support for patients, families and carers.
It also aims to advance innovation in research into dementia and other
neurodegenerative diseases (Department of Health, 2015b). Setting out to
equip the population with knowledge and resources to manage this ‘ageing
population’ is considered crucial by the Prime Minister (PM) to ensure
quality clinical practice, and health and social care. At a clinical level, this
equates to ensuring more accurate and earlier diagnosis, prognosis and

treatment of AD, and dementia more broadly.

As well as being a national concern, dementia is also a global concern. The
G8 dementia summit held in London, UK in 2013 set out the aim to

‘develop co-ordinated global action on dementia’. Discussions focussed on,



‘improving life and care for people affected by dementia and their carers,
preventing and delaying dementia, and social adaptation to global ageing
and dementia’ (see ‘The Dementia Challenge, G8 Summit’, Department of
Health, 2013). During the summit, plans were unveiled to significantly
increase the amount spent on dementia research to follow the ‘global
envoys’ on HIV and AIDS and on Climate Change’ (Department of Health,
2013). Investment in social and healthcare resources and technological and
intellectual resources to manage the growth of AD in the ageing population,
is subsequently the focus of debate in the UK and globally.

Diagnosing Alzheimer’s disease

In terms of diagnosing the disease, medical and scientific research and
healthcare policy in the UK, is currently being driven towards efforts to
detect the condition in its earliest stages. According to the Alzheimer’s
Society (2015c), approximately only 44% of individuals in the UK living
with the symptoms of AD have received a formal diagnosis. As a result,
developing methods, which promote diagnosis rates overall, and efforts to
find a cause, cure and treatment for the disease at earlier stages, drives both
medical research and healthcare policy (see Dubois et al., 2007; Department
of Health, 2012, 2015; Zetterberg, 2011). Biomarker technologies in
particular, which aim to detect the earliest stages of AD, are the focus of
current research developments worldwide (see Dubois et al., 2007,
Alzheimer’s Research UK, 2015b). In healthcare policy, initiatives such as
the National Dementia Commissioning for Quality and Innovation
Framework (CQUIN) in secondary healthcare, and the Enhanced Service
Specification for Facilitating Timely Diagnosis and Support for People with
Dementia 2015/16’ in primary care, aim to financially award NHS services
for increasing referral and subsequent diagnosis rates in the clinic® (NHS
England, 2015a, 2015b).

® Introducing targets to detect dementia in clinical practice has been met with controversy
amongst practising GPs (see Brunet, 2014).



Despite current research programmes and healthcare policy initiatives,
which aim to increase diagnosis rates overall, and early diagnosis more
specifically, the act of diagnosing the disease in the clinic remains
uncertain. As | will explore in more detail in Chapter Two, the disease
category of AD and its nosological framework are complex, which makes

diagnosing the disease difficult.

The following diagram depicts the number of pathways through which

patients are assessed and referred to specialist old-age psychiatric memory

service.®
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Pathways into Specialist Old-Age Psychiatric Memory Service

National Primary In-patient Community
Dementia Care Liaison Mental Health
CQUIN Referral Psychiatry Team Referral
Referral
Assessed in Assessed in memory service using MoCA or ACE 111.

hospital using
AMTS. Has the

patient scored

seven or less?

Has the patient scored less than 88 on Ace 111 or less
than 26 on MoCA?

Yes No

\

l

Yes

J

CT scan

l

No

MRI scan
Bloods

Referred to GP
for further
assessment. If
problem
identified by GP
refer patient to
memory service.

No

referral for
further
cognitive
testing
required.

l

Options available:

Diagnosis of AD

Diagnosis of MCI

Referral to neuropsychology
Patient is discharged

Diagnosis and
treatment options

® This diagram refers only to the memory service included in this research and | am

therefore not suggesting that this represents the case of all memory services across the UK.




11

In the clinic, instruments for screening cognitive function’ are the tools used
to detect the initial stages of cognitive decline associated with AD. These
low-technological tools assess and review levels of cognitive function
associated with diseases such as AD (Ismail et al., 2010). The tools used in
the memory service, and of pertinence to this research, are the Montreal
Cognitive Assessment (MoCA) and the Addenbrooke’s Cognitive
Examination 111 (ACE 111). These tools are open access and their
reliability and validity in clinical practice has been well researched (see
Nasreddine et al., 2005; Mathuranath et al., 2005; Mioshi et al., 2006;
Ismail et al., 2010; Newman and Feldman, 2011). Cognitive screening tools
have however, been criticised for their cultural insensitivity and with
insensitivity to factors including age, education and socioeconomic status
known to affect patients’ scores (see Crum et al., 1993; Parker and Philip,
2004). The tools also enact particular representations of class since a
number of questions on the ACE 111, for example, require patients to
understand the meaning of words including ‘marsupial’ and ‘nautical’;
categorising only those individuals who have specific levels of academic,
educational attainment. The MoCA and the ACE 111 are also culturally
specific, requiring individuals to recall previous UK Prime Ministers and
US Presidents. The ACE 111 is also a time consuming test requiring high
levels of concentration; difficult to maintain if the patient is struggling to
answer the questions. As one clinician exclaimed during an observation of a
team meeting, ‘it’s no wonder he [the patient] fell asleep, do you know how
long it [the ACE 111] takes?” These tools have therefore been subject to
criticism both across psychological and psychiatric research and as shown in
the above quote, more tacitly amongst clinicians in the memory service, as

this thesis will go on to demonstrate.

An additional tool of pertinence to this research is the AMTS as adopted in
frameworks which govern diagnosis rates in secondary healthcare including
the National Dementia CQUIN. The Department of Health introduced the
National Dementia CQUIN In an effort to standardise screening practices

" The terms ‘instruments for screening cognitive function’ and ‘cognitive screening tools’
are used interchangeably throughout this thesis.
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and improve the identification of dementia in acute hospital settings. The
initiative aims to identify patients with dementia and assess levels of
cognitive function to prompt relevant referral and follow up after leaving
hospital (Department of Health, 2012). The framework was developed in
response to widespread concern regarding the care of people with dementia
in general hospital, including length of stay and inaccuracy of clinical
coding (see Department of Health, 2012 report ‘Using the Commissioning
for Quality and Innovation (CQUIN) payment framework guidance on new
national goals for 2012-2013"). In brief, the framework relies on the use of a
particular instrument for screening cognitive function; the Abbreviated
Mental Test (AMT) to identify those who may have pathological cognitive
decline associated with Alzheimer’s disease and overall dementia®. The
AMTS is a brief 10-item scale for the detection of pathological cognitive
decline. Introduced in 1972 by Hodkinson, this screening test was
developed by geriatricians to be used routinely within secondary care
hospital settings (Woodford and George, 2007).

The AMTS, MoCA and ACE 111 are used alongside diagnostic
technologies including Magnetic Resonance Imaging (MRI) and/or
Computerised Tomography (CT) scans, and blood tests to rule out
pathologies associated with other diseases such as cancer. Instruments for
screening cognitive function play a central role in detecting initial cognitive
decline. They are therefore important devices for navigating the complex
terrain of diagnosing AD during initial consultations in the clinic, and
navigating the challenges associated with an ageing population, as
healthcare services are dealing with an increasing number of diagnostic

referrals.

Whilst these tools are low-technological, and complex; time consuming,
culturally insensitive, and enact particular representations of class, they are

pervasive technologies across healthcare for detecting the initial stages of

® patients aged 75 and over admitted to an Acute Medical Unit (AMU) are assessed
using an AMTS and referred to primary care for further testing if they score 7 or
less/10.
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cognitive decline. Given their low-technological and seemingly mundane
status, the sociological significance of these tools is perhaps questionable,
particularly when comparing them with the central focus in Science and
Technology Studies (STS), on technological innovation for producing
knowledge about disease. However, whilst these low-technological tools
may appear to lack the sophistication associated with innovative
technologies, which dominate the critical attention of STS, as | show
throughout this thesis, these tools are in fact far from mundane. These tools
remain the only technologies for assessing cognitive decline in initial
consultations, and therefore play important roles in producing the realities
of cognitive decline that could be associated with AD. They are important
devices in the organisation of the memory service; they emerge as central
mediators for producing knowledge about AD, and for negotiating the
uncertainties inherent to diagnosing the disease, particularly since there

remains no cure and there is a lack of treatment options available.

I explore the role of these low-technological tools in everyday clinical
practice yet, | also critically examine the ways in which these technologies
and diagnosis overall, are governed in initiatives such as the National
Dementia Commissioning for Quality and Innovation (CQUIN) Framework
aiming to increase diagnosis rates and detect cognitive impairment at earlier
stages. Subsequently, it is important to distinguish between technologies of
governance such as the CQUIN and the tools used in everyday clinical
practice. In doing so, | demonstrate the practices involved as the CQUIN is
adopted in everyday clinical practice and elucidate the ways in which these
technologies of governance are approached and performed by healthcare
practitioners involved in the diagnosis process (c.f. Latimer, 2000). These
technologies of governance differ from everyday technologies in clinical
practice and have the potential to reaffirm the role of medicine as
‘spectacle’ (Ibid.). Medicine as ‘spectacle’ has the potential to shift the ways
in which the patient is approached in the hospital setting, the role of the
professional, the tacit working practices of clinicians, the ways in which
cognitive screening tools are negotiated and articulated, and subsequently

the diagnosis process. As a result, | examine both the everyday role of
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cognitive screening tools in the memory service alongside the frameworks
through with diagnosis is governed: the CQUIN as a technology of
governance is critically analysed. As this thesis demonstrates more broadly,
the sociological significance of these technologies emerges as their
operation in practice as a whole is investigated: bridging current
understandings regarding age, diagnosis, and medical practice. Overall, |
deploy the analytical gaze to that which is ‘taken for granted’ (Woolgar and
Neyland, 2013).

It is timely to explore how clinicians navigate and negotiate the complexity
associated with diagnosing AD locally in the clinic, and with respect to
managing the ageing population more broadly. To do so, | investigate both
the role of these cognitive screening tools in the clinic, and as adopted in
initiatives such as the National Dementia CQUIN. | elucidate how the tools
are used by clinicians to make sense of diagnosis in the clinic, and for
family members and patients struggling to cope with increasing demands. In
what follows, | will briefly outline the ways in which AD as a complex
disease category has been explored within medical sociology, STS,
philosophy and ageing literatures, which I develop in more detail in Chapter
Two.

Previous Research

Alzheimer’s disease has previously been the subject of academic attention
in sociology, philosophy, anthropology and STS; each discussion drawing
on different methods and frameworks to critically examine the emergence of
AD from its inception in 1906. Overall, the majority of these studies can be
categorised as approaching two distinctive yet interrelated aspects of the
condition. First, a number of studies investigate the experiences of
individuals with a diagnosis of dementia in terms of how care and
caregiving practices are approached and performed (Post, 1995; Kitwood,
1997; W.ilkinson, 2002; Adams and Gardiner, 2005). Concern for
preservation of personhood and ‘self” in approaches towards care, drive the

core interests of authors such as Post (1995) and Kitwood (1997). Yet, in
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response to the claim that a more person-centred structure of care fails to
recognise the role of carers and family members, a more ‘relationship-
centred’ approach has since been suggested (Adams and Gardiner, 2005).
This approach takes into consideration the experiences of individuals with
dementia, informal carer(s), and one or more health and social care
perspectives (Adams and Gardiner, 2005). It highlights the extent to which
the experiences of the dementia patient are integrated with that of their
carer, and was developed in response to the absence of the carer in previous
discussions on care practices (Ibid.). Focussing attention on the experiences
of individuals with a diagnosis in relation to preservation of ‘self’,
corresponds with literature across medical sociology and ageing studies.
Research in these areas has explored the embodied identity and lived
experiences of individuals with a diagnosis of dementia (see Twigg, 2010;
Twigg and Buse, 2013), and in turn, the (re)emergence of senility, which
shapes the ways in which individuals experience the ageing process as a
discursive construct between unsuccessful and successful ageing processes
(see Gilleard and Higgs, 2010, 2013; Higgs and Gilleard, 2014).

Second, a proliferation of studies in philosophy, medical sociology and
STS, critically examines AD as a diagnostic category. Scholars writing in
the tradition of social constructivism, discuss the case of Alzheimer’s in
relation to a series of ‘historical moments’ interpreted in specific ways
which have shaped current understandings of the disease (Gaines and
Whitehouse, 2006). It is argued that the disease is a socio-historical and a
socio-cultural construction of which the difficulty in determining normal
from pathological ageing processes has been a key factor of analysis
(Gubrium, 1986; Lock, 2005; Gaines and Whitehouse, 2006). Linked to the
idea that AD is a socially constructed disease criterion, the expansion of the
category to incorporate the earliest stages of the disease (Mild Cognitive
Impairment), intersects across wider debates around the medicalisation and
biomedicalisation of ageing, and the difficulty in determining early stages of
AD from ‘normal’ ageing processes (Estes and Binney, 1989; Kaufman et
al., 2004; Whitehouse and Moody, 2006; Moreira, May and Bond, 2009).
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The emergence of AD as a public health priority and its expansion as a
diagnostic category to incorporate MCI has also been extensively discussed
by Peters and Katz (2015). Peters and Katz (2013) not only highlight the
economic, political and social processes through which the category of AD
emerged and has since been reconfigured to incorporate labels such as MCI,
their work captures the ways in which ageing as a set of processes is being
managed and (re)constructed more broadly. In the special issue of Dementia
titled ‘Voices from the Field: Expert Reflections on Mild Cognitive
Impairment’, Peters and Katz (2015) draw on data from interviews with
leading scientists and researchers to explore MCI as a diagnostic
classification. The authors found that these experts ‘produced as many
questions as they did answers’ particularly around the meaning of MCI and
its validity as a diagnostic category (pp. 285). The authors thus highlight the
need to approach MCI with both care and caution for understanding how the
label relates to ideas around the ageing brain. Developing the crux of
arguments made in the field of social studies of ageing (see Gilleard and
Higgs, 2010, 2013; Higgs and Gilleard, 2014), as chronological age
becomes less of a marker by which successful ageing is constructed (given
the increasing ageing population), other standards or markers enact ideas
around what it means to age successfully, of which memory loss has
become a significant factor: ‘cognitive health has joined physical health as a
key indicator of successful ageing’ (Peters and Katz, 2015: 285). Peters and
Katz (2013) summarise the crux of their arguments in the following
question, ‘how can we disentangle the public or ‘neuro’ culture of the
ageing brain and our anxieties about growing older from the sciences that
aim to identify risk, assess cognitive status, and treat and care for people

with dementia’?

There remains a substantial degree of uncertainty around what MCI is, and
what it actually means, despite the fact that the label has gained traction
within scientific research, medical practice and public health, to describe
and/or explain the earliest stages of cognitive decline. Expectations for

maintaining, improving or enhancing the ageing brain have led to the notion
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that MCI as a predictor of brain ill-health has an important role to play when

negotiating the ‘successes’ of the ageing process.

Focus of attention on the earliest stages of the disease within current
medical and scientific development, has also been criticised as the
proliferation of technological innovation such as biomarker technologies in
research, has reignited debates around the prevailing biomedical model for
managing AD. First, it has been argued that this model fails to recognise the
socio-cultural dimensions of diagnosis, and second, that it fails to privilege
care as a viable alternative for managing the disease, particularly when it is
difficult to categorise overall (Chaufan, Hollister and Fox, 2012; Cuijpers,
Lente, Boenink and Moors, 2014; Cuijpers and Lente, 2014). Lock (2013) is
especially critical of increased efforts in biomedicine to prevent AD and
detect cognitive decline at earlier stages. Lock (2013) maps the shift in
Alzheimer’s research from focusing on reversing the symptoms of the
condition to preventing its onset. This shift is grounded on the conception
that prevention strategies will lead to an improved understanding of AD’s
aetiology. Yet, as Lock shows throughout her work, uncertainty with
regards the aetiology of AD prevails, despite increased attention on disease

prevention in research and policy.

Lock (2013) highlights the dilemmas emergent from, and embedded in,
efforts to prevent Alzheimer’s disease through early detection of pre-
symptomatic changes in the brain in healthy individuals. In doing so, Lock
engages with ideas around biomedical uncertainty regarding complex
neurological disorders such as Alzheimer’s disease of which there is no
known cause or cure, despite increasing financial investment in medical and
scientific research. As Lock (2013) contends, AD ‘is the most commonly
diagnosed subcategory of dementia [and] proves to be an elusive
phenomenon’ (pp. 11). Lock focusses on the uncertainties associated with
attempting to detect AD as scientists remain committed to understanding the

disease within biomedical and neurogenetic frameworks.
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In doing so, Lock (2013) argues that there are inherent ‘uncertainties
associated with predicting the future by means of biomarker testing’, which
produces anxieties for patients (pp. 98). Lock subsequently investigates how
individuals make sense of genetic risk demonstrating that despite the
dominance of biomedical narratives regarding risk and disease progression,
selfhood and care dominates patients’ concerns. Deconstructing the
uncertainties and ambiguities inherent to diagnosing AD, efforts to detect
AD at earlier stages, and the prevailing biomedical and neurogenetic lens

through which AD is positioned, is the crux of Lock’s work.

Taken together, focus of attention on AD in previous research, shows how
the emergence of the disease category, and expansion of interest in the
disease, has triggered critical debates in two distinctive ways. First, in
relation to the experiences of individuals with a diagnosis in terms of
identity, self and material practices of care, and second, in relation to the
diagnostic categorisation of AD as a socio-historical construction bound
temporally, spatially and historically. Whilst the contribution of existing
themes found in previous literatures is indisputable, they can be subjected to
criticism. Despite the theme of complexity being at the centre of debates
around the disease category of AD and its social, cultural and historical
construction, the processes through which this complexity is navigated and
managed in everyday, routine practice requires further in-depth exploration.
Furthermore, the technologies, which play a central role in detecting initial
cognitive decline associated with AD, is an under researched area within
medical sociology, STS and ageing literatures. Whilst low-technological
cognitive screening tools which pervade clinical practice have been
subjected to rigorous studies testing their reliability and validity in the fields
of psychiatry and psychology (see Jitapunkul et al., 1991; Ihl et al., 1992,
Tombaugh and Mcintyre, 1992; Crum et al., 2003; Claes et al., 2004;
Davey and Jamieson, 2004; Parker and Phillip, 2004; Mitchell, 2008;
Nieuwenhuis-Mark, 2010; Marioni et al., 2011), their role in the clinic from
a sociological perspective has yet to be explored. Furthermore, whilst
studies with an STS perspective such as Moreira (2010), considers how

memory loss emerges and is managed in UK memory clinics, an
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investigation of the role of these particular technologies used in this process,

remains an interesting area for exploration in sociological research.

Focussing on cognitive screening tools is fruitful for elucidating both how a
diagnosis of AD is made sense of in the clinic, and on the potential impact
that the ageing population might have on existing practice. In addition, an
investigation into how these technologies operate in the clinic for bridging
current understandings around age, diagnosis and medical practice, is
important since there has been no substantial sociological attention given to
how complexity is resolved, how discursive constructs around age and AD
are handled in the clinic, and whether the expansion of the disease in an
‘ageing population’ has shifted and (re)configured current practice. Whilst
ageing studies have investigated the re-emergence of senility and the ageing
process as a constructed success or failure (see Gilleard and Higgs, 2010,
2013), given that age is a risk factor for developing AD, the effects of these
discursive entanglements on the diagnosis process, would be an interesting

dimension for exploration; absent from previous literature.

Additionally, although the experiences of patients diagnosed with dementia
overall, and AD more specifically, occupies a dominant position in recent
sociological literature (see Twigg, 2010; Twigg and Buse, 2013), research
which takes into account the perspectives of professionals, particularly in
the decision making process remains to be explored in-depth. Clinicians are,
as highlighted at the beginning of this chapter, under increasing pressure to
refer individuals for assessment, and to prepare the diagnostic pathway for
patients in an ‘ageing population’ and changing healthcare environment.
Reflecting on instruments for screening cognitive function embedded in
healthcare practice and exploring that which goes unnoticed, is also
productive when there is a plethora of studies in STS on innovation and its

myriad of uncertainties.
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Research Outline

A study which investigates how AD is classified through the use of
cognitive screening tools enables a closer look at the world(s) of AD within
and outside the confines of the clinic which thus far, has have gone
relatively unnoticed in debates regarding AD and diagnosis. This research
develops an ethnographic approach to explore how Alzheimer’s disease is
diagnosed in everyday clinical practice. At the intersections of medical
sociology and STS, | investigate the process of diagnosis by centring
cognitive screening tools as agentic devices for producing knowledge about
cognitive decline, and analysing their operation in practice. Attending to the
role of these technologies within complex socio-material practices and
socio-technical environments (Berg, 1996; Mol, 1998, 2002a, 2002b;
Latimer et al., 2006; Latimer, 2013), enables a more nuanced perspective of
what occurs ‘on the ground’; beyond the taken for granted status of these
pervasive technologies since they play a central role in the medical decision
making process (c.f. Woolgar and Neyland, 2013). In effect, | turn the
complexities of an AD diagnosis into matters of the everyday and |
investigate how clinicians® navigate the practices of classification in the
clinic, identifying how AD is made up or ‘done’ (Garfinkel, 1967; Latimer,
2013). AD as a complex interplay of practices, which ‘make up’ diagnosis is
worthwhile for exploration particularly when considering the extent to
which diagnosis is a social process and AD is a nosologically complex and
evolving phenomenon. This has the potential to shape debates around
current diagnostic practice within the context of the ‘ageing population’,
and the healthcare challenges it poses. In the following section of the
chapter, I shall explain my aims and objectives for the thesis and outline the

remaining seven chapters.

Current study

| explored both the role of cognitive screening tools in the clinic in

everyday, routine practice, and their role as adopted in the National

% | use this term to refer to a wide range of clinical staff and not simply medical doctors.
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Dementia CQUIN. As | will discuss in more detail in Chapter Four, the
current study was situated within a secondary healthcare UK memory
service and a large teaching hospital trust in a metropolitan city. | conducted
an ethnographically inspired study working with two memory clinic teams
within the memory service across two different geographical areas of the
city, an elderly medicine department within the teaching hospital and
informatics department of a teaching hospital trust. | observed fourteen
hours’ worth of team meetings and consultations, and interviewed twenty-
one healthcare professionals and two information managers. Whilst |
observed clinicians from two memory clinic teams within one memory
service this is not a comparative study. | set out to capture the interests of
the memory service more broadly, rather than exploring the subtleties of
difference between approach and practice across teams. Furthermore, | did
not have access to observe memory nurses across both teams and as such a
comparative study would have been imbalanced. The overarching concern
of this thesis was to explore professional practice regarding the use of
cognitive screening tools overall, as opposed to drawing attention to
differences in practice and protocol across the two teams. Throughout my
thesis, | explore the interactions across healthcare practice however, | do not
focus solely on the patient-professional dyad in isolation, rather; this
interaction is only a part of the whole and not the whole itself. The
interaction between professionals and patients is only one aspect of the
diagnostic process. With this in mind, | critically analyse both the micro
processes of the clinic, and the adoption of the tools at a macro level in the

wider policy terrain for managing the ageing population.

My primary focus for this research is on how clinicians use cognitive
screening tools to navigate complexity in the diagnostic decision-making
process. By recognising the constitutive role of medical technologies in
healthcare (Berg, 1996; Mol, 1998, 2002a), | am interested in how the tools
establish interactions, and mediate working practices across the situated
contexts in which AD is ‘done’ (Garfinkel, 1967). Exploring how these
tools produce and reproduce hierarchies, | also describe and analyse how

clinicians approach these tools, explore who adjudicates on their use, where
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they are adopted and by whom, across the spatiality and temporality of the
decision-making process. Overall, this means | illuminate the multiple ways
in which complexity is made sense of for producing knowledge about
disease both within the arena of the clinic and the wider policy terrain. | am
particularly interested in the use of cognitive screening tools within
moments of performance and interaction (Goffman, 1959; Garfinkel, 1967;
Mol, 1998; 2002a).

In line with my ethnographic approach, | do not ascribe AD a pre-defined
ontological status and | abandon a priori knowledge, regarding disease
classification. As | demonstrate in Chapter Two and Chapter Three, | hope
to contribute to the literature on constitution or enactment of disease in
practice through technologies in the clinic (Berg, 1996; Mol, 1998, 2002a;
Latimer, 2013), risk and complexity in healthcare (Estes and Binney, 1989;
Rose, 1998; Conrad, 2005), professional organisation literature (Latimer,
2000; Latimer, 2004) and the ageing process (Gilleard and Higgs, 2010,
2011, 2013; Higgs and Gilleard, 2014). However, | extend this literature in a
number of significant ways adding to existing understandings of ageing,
diagnosis and medical practice. First, | extend previous literature by
demonstrating the power of mundane technologies as agents in the process
of diagnosis. Second, | explore how the tools produce and reproduce
professional power relations (hierarchies and identities) within a complex
distribution of practice on a micro level. | also investigate the wider
distributions of power with respect to the ageing population, through
initiatives such as the National dementia CQUIN. In doing so, | highlight
the temporalities of classification for producing knowledge about cognitive
decline and AD. Third, I extend existing literature on ageing and risk, by
exploring how the tools are implicitly involved in the construction of
particular discursive representations and expectations of age and ageing,
which has important implications for how diagnosis is approached in the
clinic. Overall, 1 demonstrate how AD is a site for critical attention by
intertwining social (senility, ageing, classification boundaries, risk), medical

(the growth of scientific knowledge, screening, MCI), and political (case
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finding, early diagnosis, increasing diagnosis rates, policy frameworks,

screening) developments.

Aims and Structure of the Thesis

In this thesis, | shall answer one main research question guided by three
sub-questions in order to critically examine the role of instruments for
screening cognitive function in constituting cognitive decline and AD,
within and beyond the confines of the clinic. My overarching research
question asks, how do instruments for screening cognitive function
constitute Alzheimer’s disease at various sites of clinical and policy

practice?

The following three sub-questions guide my empirical chapters —

How do clinicians use instruments for screening cognitive function
to navigate and manage the uncertainties associated with measures

of cognitive decline and articulate a formal classification of AD?

How do clinicians use instruments for screening cognitive function
to negotiate the boundaries of classification in the organisation of

clinical practice towards the production of AD diagnosis?

How do increased efforts to detect cognitive decline as laid out in
the National Dementia CQUIN translate into clinical practice in the

process of classifying AD?

In the following chapter, I will explore the clinical history of AD before
continuing by engaging with key debates in medical sociology, STS,
anthropology and philosophy. Debates within these literatures of relevance
to this thesis, investigate AD as a socially, culturally and historically
constructed phenomenon from its inception in 1906, to its establishment as a
clinical diagnostic category in 1984, revised in 2011. | therefore identify

opportunities to build on in current research as highlighted in this chapter,
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and extend current debates particularly around how technologies operate in

practice within a complex diagnostic process.

In Chapter Three, | outline the theoretical foundations of the thesis. | draw
predominantly on an approach that demonstrates the constitutive role of
medical technologies (Berg, 1996; Mol, 1998, 2002a), and adopt
ethnomethodological sensibilities (Garfinkel, 1967) for exploring everyday
healthcare practice. | do not however, remain wholly committed to these
perspectives and | engage in theoretical pluralism or conceptual scaffolding
(Goffman, 1959), by drawing on a wide range of concepts and ideas from a
number of different perspectives bearing in mind that: ‘scaffolds, after all,
are to build other things with, and should be erected with an eye to taking
them down’ (pp. 246). Following this, Chapter Four comprises an outline
of the practicalities and methods of my research in terms of gaining NHS
ethical approval, the fieldwork process, data analysis, and my approach to
ethnography, including a broad overview of the theoretical positions on

which my methodology is grounded.

Chapters Five to Seven outline and present the key findings of my data. |
begin analysis in Chapter Five by investigating the role of cognitive
screening tools in the clinician-patient interaction. | demonstrate that within
the organisation of the memory service, the tools are approached and
performed as provisional devices by clinicians, for navigating and managing
the complexities associated with measures of cognitive decline. The
articulation work in the clinic is performed in order to navigate and manage
three core elements of uncertainty associated with measures of cognitive
decline. However, at the same time that | demonstrate what | describe as the
‘making of provisionality’, through the mediation and manipulation
practices in the clinic, the tools also emerge as central mediators for
producing knowledge about AD, within a complex distribution of medical
practice. Within the organisation of the memory service, approaching and
therefore performing the tools as provisional devices renders them portable
as they shift across different settings. In doing so, they produce and

reproduce professional hierarchies, confirming the idea that medical
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technologies are implicitly involved in maintaining power relations in
healthcare (Berg, 1996). However, as they shift across different spaces, the
tools also align with what is socially and culturally significant for
negotiating classification, and memory nurses are able to craft a unique
space for responsibility within the MDT. The final section of the chapter
demonstrates an important feature of the co-production of cognitive decline:
the informal or ad hoc practices of the clinic are balanced alongside the
formal quantified element of the technologies. | investigate how this co-
production renders the tools portable for proceeding with classification.
Overall, the chapter is grounded in a broader discussion around negotiating

uncertainty, and professional and patient identities and hierarchies.

In Chapter Six, | explore how clinicians use cognitive screening tools to
constitute the boundaries of classification, performed in response to the
enactment of risk and complexity in the clinic. | demonstrate that
uncertainty is mobilised by clinicians where patients are kept on for review,
which is fuelled more broadly by the possibility that patients may go on to
develop AD. This is driven by a borderline score on a cognitive screening
tool, and patients are deferred to psychology. The space for deferral
(Latimer, 2013) is simultaneously constituted through efforts to manage
risk, and the expectations around the field of psychology in terms of
specialist expertise and experience for resolving the borderlines. This
deferral space is performed as both a technological and organisational
endeavour. Overall, given the lack of diagnostic certainty around AD and
treatment options for the disease, the space for deferral mobilises action and
performs hope; uncertainty is utilised and valued. In the second section of
the chapter, | extend the theme of risk and risk thinking, to demonstrate a
further example of the borderlines of classification: the label MCI. Whilst
MCI ‘depends on the language of risk’ (Webster, 2002: 447), it also
depends on the extent to which the label constitutes particular discursive
constructs around ageing, and the ageing process as a success or failure. The
expansion of the disease to incorporate MCI is therefore involved in the
construction of expectations around age, ageing and AD; it impacts how

clinicians constitute the boundaries of the disease and label normal ageing,
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MCI and AD. In this sense, the tools both enact risk through a borderline
score mobilised by clinicians, but also produce risk and uncertainty for

patients faced with a borderline condition.

In Chapter Seven, | extend this theme of risk, and explore how instruments
for screening cognitive function are adopted in policy frameworks such as
the National Dementia CQUIN, where | analyse how the framework
translates into everyday clinical practice. The CQUIN is constitutive of
wider networks of power in the organisation of healthcare, which is
demonstrated by its aim to govern clinical practice (Rose, 1998). However, |
extend this body of literature by reflecting on the extent to which the
CQUIN shifts the temporalities of classification as it enacts the patient
pathway. | engage with literature on the sociology of expectations, which
demonstrates that the realisation of future(s) depends on particular
representations of temporality in the present, which shifts as the CQUIN is
translated in practice. | highlight the ways in which the CQUIN shifts how
patients conceive the nature of diagnosis in the clinic, as it is implicitly
involved in constructing patients’ expectations around a future with AD,
which produces as opposed to resolves the uncertainties in the clinic. It also
reifies the linearity of the patient pathway, producing particular
uncertainties and challenges around the practicalities of healthcare,
including resource allocation for managing the ageing population. |
conclude this thesis by arguing that the conceptual framework of portability
developed throughout this thesis, is necessary for handling complexity in
the context of the clinic, and in relation to managing the ‘ageing population’
more broadly. | also discuss the implications of these findings for current

diagnosis and management of patients with cognitive decline and AD.

Taken together, the chapters aim to reveal the situated ontologies and
technical capabilities of the tools (Woolgar and Neyland, 2013) within the
routine, everyday procedures in which AD is ‘done’ (Garkinkel, 1967). |
provide ‘thick descriptions’ of situated encounters, which attend to the
social, cultural and political arenas of AD. | document professionals’

approaches towards the tools and diagnosis more broadly, which has
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important implications for how AD and ageing are conceptualised,;
technologies adopted and configured, and ideas surrounding normality
(Canguilhelm, 2008). The complex distribution of medicine in which these
technologies and AD resides, provides the context in which diagnosing AD
is explored. This shapes a particular understanding of ageing and AD
dementia in the clinic, and within contemporary society, for a disease often

metaphorically conceived as a ‘fate worse than death’ (Zeilig, 2013).
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Chapter Two
Framing the Clinical History of AD

In Chapter Two, | map the emergence of Alzheimer’s disease (AD) as a
diagnostic disease category from its inception in 1906, by drawing on key
debates within clinical literatures and medical sociology, Science and
Technology Studies (STS), and ageing literatures. From the inception of
Alzheimer’s disease in 1906, to its emergence as a clinical disease criterion
in 1984 (revised in 2011), medical and scientific researchers have sought to
determine AD’s nosology'®. As vyet, there is no cure for, or cause of, the
disease and a definitive diagnosis remains at post-mortem examination.
With this in mind, the emergence of AD as a disease category has also been
explored by sociologists, STS scholars, philosophers and anthropologists.
Within these literatures, scholars have drawn attention to AD’s social and

cultural framing and construction.

In what follows, | will begin by providing a short clinical history of the
disease, where | demonstrate the continued efforts to categorically define
AD, and determine cause, treatment and cure for the disease. | continue by
showing how AD as a socially, culturally and historically constructed
disease category has been approached across social sciences literatures. In
doing so, | frame the chapter within a wider discussion on diagnosis as both
category and process (Rosenberg, 2002, 2003, 2006; Jutel, 2009), reflecting
on Jutel’s (2009) claim that diagnoses are the °‘classification tools of
medicine’ (pp. 278). Of pertinence to this chapter, diagnoses within medical
practice play important roles within the institution of medicine and have
therefore been a point of interest across social science literatures in terms of
the social and historical framing of disease, and of debates around the
authority of medicine in terms of medicalisation and biomedicalisation.

Within these broader themes across medical sociology and STS, |

19 Nosology refers to the classification of disease (Oxford Medical Dictionary, 2009).
Difficulties in classification occur when a disease has a contested or unknown pathogenesis
or aetiology.
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investigate the case of Alzheimer’s disease, and the categorisation of the
disease, to highlight the emergence of AD as both a public health priority,
and a label, which continues to be difficult to frame, manage and therefore
categorise in practice. Finally, this chapter draws this body of literature
together to address the opportunities for research, which analyses the
processes through which a diagnosis of AD is negotiated at both the clinic,

institutional and policy level in an ‘ageing population’.

A Brief Clinical History

For over a century, AD has been regarded as a clinicopathological **
disorder, and a discussion of the cause and nosology of the disease has
pervaded scientific and biomedical research (see Hardy, 2006; Giaccone et
al., 2011). The term initially arose in 1906 due to the work of Alois
Alzheimer (arguably cases of the disease had emerged prior to this time but
had remained nameless) (see Hardy, 2006; Uchihara, 2007) ** .
Neurologically, the disorder is characterised by the observation of amyloid
plaques (miliary foci) and neurofibrillary tangles (fibrils) in the brain (see
Hardy, 2006; Uchihara, 2007; Giaccone et al., 2011). These ‘tangles’ were
made observable using tissue silver-staining methods (pioneered by
Santiago Ramoén y Cajal and Camillo Golgi in 1906), which meant that they
could be visualised at autopsy (See Uchihara, 2007). In 1910, Kraepelin, a
senior colleague of Alzheimer’s, suggested labelling these findings as
constitutive of a specific disease entity: Alzheimer’s disease (Hardy, 2006;
Uchihara, 2007; Giaccone et al., 2011)*. At the time of Kraepelin’s
description, a clinical diagnosis of the disease could only be achieved at
autopsy, yet even given the advance in research of diagnostic techniques
during the past century, this also remains the most accurate method of

diagnosis today (Ibid.).

As a consequence of Kraepelin’s naming of the disease, AD was used to

1 Clinicopathological pertains to signs and symptoms associated with disease.

12 Hardy (2006) stresses that Alzheimer was not the first to describe or observe a number of clinical
features of the disease. In fact, Hardy (2006) argues that Emil Redlich in 1898 first described the
pathological plaques present in the brain at autopsy.

18 Kraepelin’s description of AD led to the clinicopathological separation between the disease and
other causes of presenile dementia such as Pick’s disease (Hardy, 2006).
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describe individuals with ‘presenile (classically, less than 65 years) onset
age’ (Hardy, 2006: 3). ‘Senile dementia’ at that time was describable as
being solely constitutive of hardening of the arteries in the brain (Ibid.). In
1968 however, Blessed, Tomlinson and Roth (1968) discovered that the
majority of individuals with ‘senile dementia’ were no different from
individuals with Alzheimer’s disease in the formation of pathological
tangles and plaques present in the brain. This work led to the nosological
separation between senile dementia and Alzheimer’s disease; senile
dementia was abandoned as a term and AD was thus transformed from ‘a

rare neurological curiosity to a major research priority’ (Hardy, 2006: 3).

In response to Blessed, Tomlinson and Roth’s (1968) case for the
nosological separation between senile dementia and Alzheimer’s disease,
Gaines and Whitehouse (2006: 61) argue from a philosophical perspective,
that their research at that time, did not engage with the fact that individuals
with symptoms of dementia did not always present the pathological
formation of neurofibrillary tangles and plaques in the brain at autopsy (See
Ballenger (2000) for a detailed discussion of this). This lack of correlation
between observable pathology and signs and symptoms of AD, remains a
point of contention in research and clinical practice. What Gaines and
Whitehouse (2006) go on to contend however, is that despite this lack of
complete correlation between dementia and findings at autopsy, the cases
that did correlate perhaps empowered Blessed, Tomlinson and Roth and
subsequent researchers, to further the objectification of the pathologies of
the brain to ensure the disease appeared ‘real’ in research. Concurrently, the
disease became ‘amenable’ to the efforts in biomedical science expanding
the disease further, whilst its aetiology remained unclear (see Ballenger,
2000; Hardy, 2006; Uchihara, 2007).

From Blessed, Tomlinson and Roth’s work onwards, research into
determining the cause of the disease, and in developing innovative measures
for diagnosis, dominated clinical and scientific research. In the late 1970’s,
research centred on developing an understanding of the biological

mechanisms pertaining to a clinical diagnosis of AD (Hardy, 2006).
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Investigations of individuals’ brains and recognising that memory loss in
particular was associated with the disease, led to the development of the
‘cholinergic hypothesis of Alzheimer’s disease’ in the mid-1970’s (see
Bartus et al., 1982; Francis et al., 1999). The ‘cholinergic hypothesis’
proposes that Alzheimer’s disease is caused by the degeneration of
cholinergic neurons in a number of areas in the brain, which contribute to
the decline in cognitive function particularly memory loss, in individuals
with suspected Alzheimer’s disease (Francis et al., 1999). The cholinergic
hypothesis is also the basis for pharmacological treatment for the disease;
cholinesterase inhibitors such as Aricept aim to protect the cholinergic

neurons lost in the early stages of the disease (Ibid.).

Alongside the occurrence of the ‘cholinergic hypothesis’, instruments for
cognitive screening including the Montreal Cognitive Assessment (MoCA)
in 1966, and the Mini-mental state examination, (MMSE) in 1975 were
developed (see Folstein, 1975 and Nasreddine, 2005) (a detailed overview
of the cognitive screening tools used in clinical practice, and of pertinence
to this thesis, are detailed in Appendix A). Cognitive screening tools assess
and review levels of cognitive function and are a means of detecting early
signs of cognitive impairment (Ismail et al., 2010). Non-invasive imaging of
the brain such as Computerised Tomography (CT scans of the head), Single
Photon Emission Computed Tomography, and Nuclear Magnetic Resonance
Imaging was also developed from the 1970°s onwards allowing for what
was argued at the time, a superior understanding of neuroanatomy; a
‘powerful diagnostic tool’ (Khachaturian, 1985: 1100). Molecular genetics
then began to dominate the 1980’s through into the 1990°s. In 1991, genetic
linkage to late onset Alzheimer’s disease and chromosome 19 markers were

identified (see Roses, 2006).

Mapping the developments in research, which have attempted to determine
the cause of the disease, a formal definition of AD in psychiatry as a clinical
diagnosis emerged in 1984. The 1984 AD criteria and the Diagnostic and
Statistical Manual for Mental Disorders fourth edition (DSM V) state that

AD is a clinical diagnosis made after the individual develops dementia
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(Kimchi et al., 2012): “clinical dementia is the end product of accumulated
pathology’ (pp. 16). However, the developments in research from the
1960’s onwards, referred to by STS scholars Moreira, May and Bond (2009)
as the ‘bioclinical collective’** of AD (which led to the 1984 criteria) was,
‘built upon shifting foundations’ for two distinctive reasons (pp. 669). First,
in the early 1980’s the cholinergic hypothesis was challenged; its translation
into ‘safe pharmacology’ was questioned extensively by medical
researchers. Second, molecular genetics, dominated the 1980’s through into
the 1990’s, to which end the bioclinical collective of AD focussed attention
on the genetic model of AD, leading to the development of the ‘amyloid
cascade hypothesis’ (Hardy and Higgins, 1992). However, competing
theories emerged, which challenged the foundations of this hypothesis and
suggested alternative biological indicators for the pathological deterioration
present in the brain (see Lovestone and Reynolds, 1997 and Nunomura et
al., 2006).

Despite these ‘shifting foundations’, the 1984 criteria reinforced a clinical
diagnosis of AD, integrating research, therapeutic investigation, and clinical
practice (see Moreira, May and Bond, 2009). In 2011, the National Institute
on Aging and the Alzheimer’s Association work group on diagnostic
guidelines for Alzheimer’s disease revised the 1984 criteria (Kimchi et al.,
2012). The 2011 criteria differ significantly from the 1984 criteria by
describing new clinical criteria for the disease including the concept of mild
cognitive impairment (MCI) (Ibid.). MCI was introduced as a diagnostic
criterion for those at risk of developing the disease (Giaccone et al., 2012).
The criteria also incorporates the use of biomarkers to begin to understand
the disease before it reaches the threshold of dementia (Budson and
Solomon, 2012; Kimchi, et al., 2012). Focus from herein as Zetterberg
(2011) claims, has shifted towards developing innovative biomarker

technologies to diagnose the disease in its earliest stages. More recent

! The “bioclinical collective’ as described by Moreira, May and Bond (2009) aims to,
‘capture the extended, heterogeneous, distributed character of the production of evidence
that is required by the contemporary intersections between laboratory and the clinic’ (pp.
686).
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efforts in medical and scientific research include, developing stem cell
techniques to study AD in the laboratory for pioneering treatment options,
and developing clinical trials to test new dementia treatments (Alzheimer’s
Research UK, 2015b). As yet however, there are no definitive tests that may
positively confirm a diagnosis of AD, and samples of tissue taken at autopsy
remains the only accurate method of diagnosis (Hardy, 2006). In particular,
the connection between observable pathological deterioration at autopsy and
behavioural symptoms associated with a decline in cognitive impairment
that could be associated with ageing generally (normal ageing) is ambiguous
(Gubrium, 1986). This makes diagnosing the disease in the clinic difficult.
As a result, the search for the cause of Alzheimer’s disease continues but in
an arena of medical uncertainty. In what follows, I will frame the case of
AD within sociological, philosophical, anthropological, and STS academic
literatures, which address the disease as a social, cultural, and historical

category.

The case of AD: A socio-cultural and historical construction

As the clinical history of the disease demonstrates, the category of AD
remains a significant source of uncertainty within medical and scientific
research. Prior to discussing the specific case of AD in relation to its
emergence as a socially and culturally constructed disease category, | will
first outline the key points of interest in the well-established literatures of
medical sociology and STS, which elucidate diagnosis as both process and
category in the institution of medicine (Blaxter, 1978; Bowker and Star,
2000; Rosenberg, 2002, 2003, 2006; Jutel, 2009). As Blaxter (1979) first
described, diagnosis is, ‘the thing that the physician does: the conclusion
reached, or the act of coming to that conclusion’ (pp. 9). Diagnosis therefore
involves both the emergence of pre-existing categories, and the collective
judgements upon which these categories are labelled as specific disease
entities. As Jutel (2001) contends, diagnosis is both material practice and

yet dependent on its social framing.
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Rosenberg (2002) further argues that diagnoses play important roles in the
institution of medicine adopting increasingly, economic, political, cultural,
organisational, and professional roles within medicine. At both an
individual and institutional level, diagnosis provides a gateway to service
provision and renewed status of the ‘self” (Rosenberg, 2003) and as
Nettleton (2006) argues; permission to be ill can be granted through
diagnosis. Rosenberg (2003) continues by stressing that this paves a way for
considering the relationship between disease categories and bureaucracy of
healthcare, where disease categories appear as ‘integrating mechanisms’
impacting on a number of decisions within practice (pp. 499). For
Rosenberg (2003), ‘the awarding of diagnoses is one way of managing
individual pain and social deviance, yet one that will remain endlessly
contested at both the individual and social system levels’ (pp. 502). At a
local level in the clinic, Jutel (2009: 279) concurs with Rosenberg (2003),
suggesting that diagnosis is both interpretive and relational; diagnosis sorts
the ‘real from the imagined’, and yet is also a space of contestation and
negotiation between professionals and patients, during interactions in the
clinic. In this sense, diagnosis as a system of classification is performative
with powerful effects and consequences for patients, clinicians and the
organisation of healthcare practice. In terms of categorisation, Bowker and
Star (2000) argue from an STS perspective, that agreeing about the kinds of
conditions that lead to a legitimate diagnostic status, has important practical
implications within healthcare from public planning of healthcare, to
collecting health data.

Scholars such as Bowker and Star (2000) subsequently address the
performative aspect of disease classifications. They question the
significance of diagnostic classifications socially and culturally, whilst also
demonstrating their spatiality and temporality. “A classification is a spatial,
temporal, or spatio-temporal segmentation of the world. A ‘classification
system’ is a set of boxes (metaphorical or literal) into which things can be
put to then do some kind of work” (Bowker and Star, 2000: 10). In turn, the
authors demonstrate how methods of classification, in particular that of

medical classifications, emerge and are constructed as, ‘workable
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epidemiological tools’ developed and constituted within medical
organisations (Bowker and Star, 2000: 72). They also reveal that cross-
culturally, disease categories have remained ambiguous, and classification
and treatment pathways differ greatly. Therefore, despite a number of
conditions configured as contested disease categories (see Nettleton, 2006),
perhaps all standard medical classifications could be said to be in some part
uncertain or ‘configurationally complex’ given what Bowker and Star
(2000) describe as the messiness of disease (pp. 172). It is therefore well
established in medical sociology and STS, that diagnosis is a socially and
culturally configured process with powerful and productive consequences in
the clinic and the institution of healthcare. Entangled in diagnosis, as
category and process, are the negotiations, which lead to the construction of
the boundaries of disease, of which constituting the normal from the
pathological is a key process. The shifting boundaries of disease and
therefore emergence of new disease entities (Brown, 1995; Jutel, 2009) are
driven by the authority of medicine at both individual and institutional
levels (Estes and Binney, 1989; Armstrong, 1995; Conrad, 1992, 2005;
Aronowitz, 2001; Kaufman et al., 2004; Dowrick, 2009).

The emergence of Alzheimer’s disease can be framed across these key
debates in medical sociology and STS, and although there has been an
extensive body of literature, which draws on these theoretical sensibilities
for understanding AD as category, and its expansion in an ageing
population, particular dynamics of this process are missing. First, the
process of, or judgements involved in applying the label AD requires further
research. Second, the role of medical technologies as agents for navigating
this process, in an arena of medical uncertainty, and for making sense of
diagnosis in the organisation of healthcare, requires further exploration.
Third, the social and cultural elements of diagnosis and relations between
age, ageing and AD merits further attention. Investigating these dynamics
would be fruitful for considering the nuances of the process of diagnosis
made visible through particular technologies in the routines of everyday
practice, but also in relation to the role diagnosis plays in an ageing

population at both individual and social system levels.
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Overall, a disease category is not only clinically or biologically produced
but is historically, socially and culturally produced, as demonstrated by
scholars including Rosenberg (2003), Mol (1998) and Fujimura (1996).
Rosenberg (2003: 496) notes that in order to discern the ‘what’ of disease
the ‘when’ and ‘where’ should be brought into consideration; disease is
bound in time and space and is ‘necessarily historical’. In Mol’s (1998)
investigation of the work of Barbara Smith’* who studied the social
production of the prevalence of black lung disease in miners, she reifies
Smith’s argument that black lung disease was socially produced. To do this,
Mol demonstrates that the constant change in definition of the disease
corresponded with political shifts in the coal mining industry. Similarly,
Fujimura (1996: 255) in her work on cancer and the emergence of the ‘right
tools for the job’ for diagnosis, argues that disease is situated within time
and place, and negotiation of interpretation and meaning is crucial to its
construction. Disease categories are therefore active participants in the
institution of clinical and medical practice, and are social actors: ‘specific
disease categories are omnipresent...indisputable social actors, real
inasmuch as we have believed in them and acted individually and
collectively on those beliefs’ (Rosenberg, 2002: 240). Focusing specifically
on the case of AD, | frame its categorical construction, socially, culturally

and historically.

1% As Mol (1998) states, Smith’s article ‘Black Lung: The Social Production of Disease’ (1981) was
published in the International Journal of Health Services but has had little citation elsewhere.



Developing the work of Rosenberg (2003), Gaines and Whitehouse (2006)
adopt a social constructionist approach in order to discuss the disease
category of AD in relation to a series of ‘historical moments’, interpreted in
ways, which have shaped current understandings of the disease. They
demonstrate that the development of AD is ultimately a social process,
constructed culturally and historically, particularly the focus on cognitive
impairment and memory loss in the 1970’s, and the discrepancy around the
cholinergic hypothesis as previously outlined. Prior to the work of Gaines
and Whitehouse, Gubrium (1986) makes the case that the disease became a
reality within a specific framework of empirical codes and structures of
which difficulty in distinguishing normal from pathological cognition forms
a key point for analysis: this will be discussed further in the chapter.

As argued by Brown (1995), analysing the social construction of disease
overall, requires due attention to the historical construction of disease
entities. In recognition of Brown’s (2009) claims, sociologist Annemarie
Jutel (2009) maps and locates the emergence of AD as a socially
constructed phenomenon born out of both scientific discovery and the
interprofessional relationships between Pick and Alzheimer. As Jutel
explains, research into AD’s nosology took place within two competing
neuropathological schools: one in Munich with the work of Alzheimer and
Kraepelin, and the other in Prague with the work of Fischer and Pick.
Alzheimer focussed his attention on neurofibrillary tangles whereas Fischer
described senile plaques: both of which are present in AD and Pick’s
disease *°. As Jutel (2009) argues, as consequence of the competition
between each site of research, it was not until Kraepelin assigned
Alzheimer’s name to a diagnosis of presenile dementia, that disagreement
between the sites of research regarding what constituted each disease, was
resolved, and the label AD assigned (lbid.). The politicisation of these
institutions led to the categorical distinction between Picks disease and the

labelling of Alzheimer’s disease.

6 pick’s disease is also referred to as Frontotemporal Dementia, which is one of the more uncommon
types of dementia. Symptoms of Frontotemporal Dementia particularly in the later stages of the
disease are similar to that of AD, which makes diagnosis difficult (see Alzheimer’s Society, 2015d).
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A further significant moment in the history of the categorisation of AD and
the labelling process was the nosological abandonment of senile dementia.
Writing from an anthropological perspective, Lock (2005) argues that a
number of social and cultural practices led to the term senile being
eradicated in 1976. The category of senile dementia carried with it
problematic connotations closely associated with ‘madness and moral
disapprobation’ which was concealed within psychiatric hospitals (Lock,
2005: 203). This is where it remained until the 1970’s, when in 1976 the
term senile was eradicated (Ibid.). Arguably, this transformation of senility
into an ‘outmoded concept’ was in part due to its representation of a broader
‘gerontophobia’ existing within the population (Lock, 2005: 204). In turn,
anthropologist Lawrence Cohen (1998) contends, families and patients
feeling burdened by the disease began advocating for the medicalisation of
senility. Fox (1989) also highlights the role of the family as a form of lay
social movements driving to stabilise and define AD to generate research
and promote diagnostic status. Coupled with Blessed, Tomlinson and Roth’s
(1968) work, the eradication of the term ‘senile’, transformed Alzheimer’s
disease from ‘a rare neurological curiosity to a major research priority’
(Hardy, 2006: 3) and led to its clinical categorisation in 1984. Despite the
discrepancies associated with categorising AD however, anthropologists
such as Lock (2005) claim that due to the role of families affected by the
condition, and the efforts of clinicians to categorise the disease as
legitimate, the conceptualisation or discourse of AD that is available in the
clinic to the public is that it is a, ‘distinct, universal, biological entity’

(Lock, 2005: 205).

Constructing the normal from the pathological

Entangled in diagnosis as both category and process, lies the task of
constructing the boundaries between the normal and the pathological across
individual, institutional and social systems levels (Aronowtiz, 2001).
Constructing the normal from the pathological within the process of
diagnosing AD is complex however, as the following section will

demonstrate. It is well established that the nosology of AD has been debated
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by scientists and medical researchers, and between social science scholars.
Linked to its contested nosology however, is the difficulty in determining
what are perceived to be normal from pathological ageing processes.
Gubrium (1986), writing from a sociological perspective, contends that with
the drive individually and institutionally to categorically ‘explain’ AD, there
is inherent difficultly in determining normal from pathological ageing
processes, despite its emergence as a discrete diagnostic entity in 1984.
Gubrium’s arguments are taken from in-depth analysis of visual, oral and
written descriptions of the disease. The author demonstrates that everyday
experiences of living with AD (behaviours associated with the disease)
shape the demand for diagnostic explanation and treatment solutions for the
disease, despite research and healthcare practice recognising that there is no
known cause or cure. As Gubrium (1986) explains overall, the diversity of
symptoms associated with AD, makes correlating symptoms with
pathological changes in the brain inherently difficult. “How is pathology
revealed in the neuritic markers of the brain of elderly persons, described as
“there” when ageing is likewise describable” (Gubrium, 1986: 50)?
Gubrium argues that focussing on the quantitative difference between
normal and pathological ageing processes objectified in the brain, does not
make a clinical diagnosis easier to which end, categorising behaviours

associated with pathological ageing is inherently problematic.

More recently, as outlined briefly in Chapter One, the expansion of the
disease category to account for the earliest stages of the disease, further
complicates determining normal from pathological ageing processes, as the
following section will demonstrate. Specialists and clinicians are
increasingly faced with the challenge of how to identify when normal
ageing processes begin to become pathological degenerations
(Mendelzweig, 2009). The expansion of AD to incorporate the earliest
stages of the disease reflects more broadly the continual (re)construction of
the boundary between normal and pathological cognitive decline. The
revisions to the 1984 diagnostic criteria in 2011 to incorporate Mild
Cognitive Impairment highlight this effectively. As Whitehouse (2004)

argues, MCI as a label makes it difficult for clinicians to demarcate normal
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from pathological cognitive impairment (ageing processes). The purpose of
the term MCI used by clinicians (prior to its incorporation as a diagnostic
criterion) was to give a label to the origins of cognitive impairment
associated with ageing more generally. However, the crux of the author’s
arguments here is that at what point does memory impairment begin to be
manifested as MCI and then develop on to AD? Whitehouse (2004) also
raises important questions around the construction of cognitive impairment
as normal or pathological. Labelling the origins of cognitive impairment
associated with normal ageing as potentially pathological, encourages
critical discussion regarding the point at which any form of memory loss
begins to become pathological deterioration (lbid.). The construction of
normalcy and pathology therefore underpins the difficulties in attempting to
categorise Alzheimer’s disease in research and practice, particularly as there

is no definitive cause or cure.

Writing from a philosophical perspective, Whitehouse and Moody (2006)
also question the value of the label MCI, and the ethical dilemmas it poses
when new knowledge around more innovative techniques in research such
as neuroimaging and genetics, blur the boundaries of the disease further
(Ritchie and Lovestone, 2002; Whitehouse, 2003; Whitehouse and Moody,
2006). From an STS perspective, Moreira, May and Bond (2009) also
explore the inherent uncertainty associated with the emergence of MCI, in
line with the current ‘search’ for a category or biomarker to ground the
earliest stages of the disease. The authors investigate the ways in which
uncertainty is reframed in ‘new diagnostic conventions’ in terms of how
organisations and clinicians begin to objectively know MCI. The difficulty
in determining the ‘normal’ and the pathological from a range of different
perspectives in healthcare, adds to the construction of the disease as a
contested disease nosology. The revised diagnostic criteria for the disease
also has the potential to shape individuals’ experiences of the disease as the
treatment options for those diagnosed, can only be administered at later
stages of the disease; when a clinical diagnosis of dementia is made (Kimchi
et al., 2012). The implications of this shifting construction of normalcy and

pathology in relation to the ageing process for individuals, wider public
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health policy, and health and social care, is worth considering given the

increasing number of individuals diagnosed with the disease.

The debated construction of normalcy and pathology, which underpins the
categorisation of AD, can also be framed within broader literatures, which
address the authority of medicine within the rise of medicalisation or
biomedicalisation. As attested by scholars including Jutel (2009),
medicalisation does not solely refer to diagnosis (see for example Apple,
1995). However, for the purposes of investigating AD, the construction of
normalcy and pathology through which diagnoses emerge, intersects across
broader conceptualisations and theories as to the expansion of disease
categories which in turn reflects the processes of medicalisation and
biomedicalisation. The following section will review literatures on
medicalisation and subsequent biomedicalisation of society, which has
important implications for how age and the ageing process are managed.
Jutel (2009) discerns that disease is legitimised if the cultural considerations
of normalcy and pathology allow for this. Yet, Armstrong (1995) writing
prior to Jutel, contends that the construction of normalcy and pathology is

also bound in temporality.

Armstrong in ‘The Rise of Surveillance Medicine’ considers the effect of
focusing on healthy populations and targeting those ‘at risk’ of disease, and
the changing construction of normalcy and pathology. Armstrong provides a
socio-historical analysis of this construction beginning by discussing
Foucault’s description of the changes or new ‘spatialisations’ of illness,
which he argues dominated the end of the19th century into the 20th century.
Armstrong stresses that medical focus has shifted beyond this ‘tertiary
spatialisation’ of the hospital and sole concern of those who are ‘ill’ to
concern for all members of the population who have the potential to
‘become ilI’. The author argues this is a primary feature of surveillance
medicine; the problematisation of normality. To begin to understand this
shift in medical practice the relationship between sign, symptom and
pathology should be carefully considered. As Armstrong (1995) stresses, the

space in which pain is considered shifted allowing for a renewed
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understanding of the surface and depth of symptoms and signs. Armstrong
(1995: 396) proceeds by arguing that the tertiary spatialisation of illness is
characterised by the ‘locus of illness in the context of healthcare activity’.
The increased proliferation of acknowledging well bodies as ‘at risk’ is the
predominant feature of the construction of this problematisation or
‘medicalisation of society’ (See Conrad, 1992, 2005; Clarke et al., 2003).
According to Conrad (1992), the emergence of medicalisation in social
science literature began in the 1970’s. Whilst arguing that the construction
of normalcy and pathology was discussed prior to this in the realm of
psychiatry, the term itself was not used until the 1970’s. Since the 1970’s,
the term has been well placed in medical sociological literature. It is
however, a concept that is perpetually changing (Conrad, 2005) with the
development of biotechnological advances in healthcare, arguably shifting

medicalisation toward biomedicalisation (Clarke et al., 2003).

As Armstrong (1995) contends, medicalisation (as a form of social control)
focusing on healthy populations (targeting those who are ‘at risk’ of
disease), dominated the 20th Century. According to Armstrong this began
with the increased surveillance of the ‘unformed mind of the child’ where
physical and psychological development had the potential to become
problematic and consequently open to intervention. Conrad (2005) however,
argues that specific changes in medical organisation and knowledge now
drive a shift in traditional notions of medicalisation. Medicalisation
primarily focussed on the role of the medical professions categorising an
increasing number of symptoms as pathological leading to the emergence of
new disease categories (Conrad, 2005). This renewed focus on healthy
populations has implications at a policy level, which is manifested by the
uptake of resources aimed at identifying, managing, and potentially treating,
those who may be ‘at risk’ of developing specific diseases. This is
significant considering the ageing population and with the recent scientific
endeavours, which attempt to identify Alzheimer’s disease in its earliest

stages; ensuring the disease is managed effectively.
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Emergence of medicalisation and biomedicalisation

Clarke et al., (2003) develop the ideas around medicalisation and argue that
the 21" Century is dominated by ‘biomedicalisation’. Briefly,
biomedicalisation is describable as the transformation of medicalisation,
taking into account emerging technoscientific processes with the potential
and indeed ability, to alter individuals’ experiences of ‘illness’ in a myriad
of complex ways (Ibid). Medicalisation and indeed biomedicalisation have
however been critiqued with the emergence of pharmaceuticalisation as a
concept (Williams et al, 2011). The authors stress that
pharmaceuticalisation differs from the overall concept of medicalisation in a
number of ways. Whilst the authors identify that pharmaceuticalisation is a
necessary development of medicalisation, and also recognise the importance
of the pharmaceutical industry for medicalisation, they argue the concepts
differ. Pharmaceuticalisation extends beyond the initial focus and
identification of ‘at risk’ individuals which dominates the concept of
medicalisation, and is useful for critically engaging with the economic
interest in commercialisation of pharmaceuticals and subsequent potential to
construct new disease categories (Williams et al., 2011: 711.Whilst
focussing on medicalisation or biomedicalisation is not the primary focus of
this review given the existence of extensive literature on the topic, it is
important to illustrate the ways in which these theories can be used to
demonstrate the shifting boundaries between the normal and the
pathological. Moreover, to demonstrate the extent to which the ageing
process is increasingly subject to the processes of biomedicalisation in

particular.

As Estes and Binney (1989) note, the political and economic emphasis with
regards to the commercialisation of pharmaceuticals, reflects what they term
the ‘biomedicalisation of ageing’ (see Estes and Binney, 1989). Since Estes
and Binney’s (1989) publication of ‘The Biomedicalisation of Aging:
Dangers and Dilemmas,” Kaufman et al., (2004) have developed their
arguments by iterating that biomedical sciences, shape the knowledge and

expectations of the aged body and consequently medical intervention. Estes
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and Binney (1989) identify the biomedicalisation of ageing in two
distinctive ways. First, they argue that ageing is socially constructed and yet
predominantly regarded as a medical problem, and second they argue the
prevailing biomedical model for ‘managing’ ageing, has the potential to
(re)shape medical and scientific research. With reference to the authors’ first
point, the idea that ageing is a social construction corresponds with Gilleard
and Higgs (2013) later claims regarding the eradication and subsequent

revival of the term ‘senile’.

Despite the nosological abandonment of the term senile in 1976, Gilleard
and Higgs (2013) stress that more recently there has been a revival or ‘re-
emergence’ of the discursive construction of senility and the fear of old age.
Their claims are compounded by the notion that ageing is predominantly
managed through medical means, leading to the growing medicalisation of
ageing, and therefore emerging narratives associated with successful ageing
processes. This has the potential to reconfigure normality and well-being; or
the projection of the third and fourth stages of ageing (Gilleard and Higg,
2013: 368). The re-emergence of senility therefore contributes to the
conceptualisation of what Gilleard and Higgs (2010, 2013) term is the
fourth stage of ageing. The paradox of this promotion is that it lends itself to
the dichotomies between successful and unsuccessful, and healthy and
diseased (Gilleard and Higgs, 2013). In relation to AD dementia within this
body of literature, previous literature has also drawn attention to the
increased surveillance of older individuals particularly those with dementia
(see Kenner, 2008)".

With reference to Estes and Binney’s second point and the extent to which
the biomedical model (re)shapes medical and scientific research, dementia

as a UK national challenge or public health priority, has signalled an interest

7 A number of studies published in the Sociology of Health and Iliness special issue (2010), frame ageing through
a science and technology studies lens critically examining ageing and dementia within particular biomedical,
social, cultural, and technological arenas (Joyce and Loe, 2010; Mykytyn, 2010; Fishman, Settersten Jr and Flatt,
2010; Marshall, 2010; Kaufman, 2010; Brooks, 2010; Kinnunen, 2010; Brittain, Corner, Robinson and Bond, 2010;
Wigg, 2010; Copelton, 2010; Loe, 2010; Neven, 2010).
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in the development of innovative diagnostic techniques aimed at initiating
early diagnosis to challenge the increasing ageing population (Dubois et al.,
2007). Diagnostic innovations for Alzheimer’s disease such as MRI scans
(Alzheimer’s Research UK, 2012%), combinatorial biomarkers including
blood testing (Alzheimer’s Research UK, 2012%) and novel biomarkers of
damage to DNA and ‘telomere dysfunction (chitinase activity, N-acetyl-
glucosaminidase activity, stathmin, and EF-lalpha)’ in cerebrospinal fluid
(CSF) (Watabe-Rudolph et al., 2012: 569) are examples of the increase in
biomarker technologies aimed at identifying early stages of AD. This
corresponds with Estes and Binney’s (1989) claim that the increasing power
and relevance of the biomedical model, has the power to shape research
around the aetiology of disease and its biological constructions. As
Kaufman et al., (2004) stress, developments in biomedicine effect how we
conceive the nature of ‘growing old’ primarily as a process amenable to the
efforts in medicine to ensure a successful ageing process. Indeed, “medical
interventions are reshaping norms of aging and standard clinical practice”
(Kaufman et al., 2004: 732). Therefore the increased number of
biotechnologies, biomarkers and diagnostic imaging introduced to attempt
to alleviate the challenging process of differentiating between mild
Alzheimer’s disease, mild cognitive impairment and non-AD dementias
(Foster, 2007; Bloudek et al. 2011), ensure that normal ageing processes are
reshaped (Kaufman et al., 2004).

Constructing the classification ‘box’

Underpinning this literature on the biomedicalisation of ageing in particular,
is the idea that managing disease is predominantly the task of medical,
biological and clinical classification frameworks. Within medical sociology,
Rosenberg (2006) draws on STS scholars Bowker and Star (2000)® and
claims that for those conditions that are difficult to frame within medical,
biological and clinical frameworks, the process of claiming legitimacy for

symptoms is difficult, and makes the act of diagnosis complex. Focussing

18 STS scholars such as Bowker and Star (2000) express their concern that classification
‘boxes’ at times fail to consider context.
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on Bowker and Star’s (2000: 72) acknowledgment that methods of
classification are ‘workable epidemiological tools’ developed within
medical organisations, Rosenberg (2006) stresses the contested ‘biological
reductionism’ of ADHD. The author argues that classification in practice,
focuses primarily on biological intervention aimed at ‘treating’ this
contested, arguably contextual behavioural disorder, whilst ignoring a
number of social factors, which influence the condition. As Rosenberg
(2006) elucidates, disease is legitimated upon presentation of clinical
characteristics, which produce a discrete disease entity: to gain legitimacy,
disease must be at once ‘specific and somatic’ (pp. 411). In doing so
however, this effaces the perhaps equally important behavioural or
emotional symptoms that may accompany clinical characteristics, which
subsequently renders the boundaries of disease complex and contested
(Ibid.). As Rosenberg (2006) explains, “the terms hyperactive or attention
deficit are context-dependent by definition, reflections of specific

institutional realities and cultural needs” (pp. 419 emphasis in original).

Jutel (2011) rightly points out that metaphorical boxing of classification
therefore fails to consider the myriad of practices, voices, principles,
interests and values which produce disease and henceforth its classification
‘box’. In turn the voices, which ‘make up’ coding frameworks for
classification, mean that classification is endlessly contested; there will
always be differing interests, values and practices. As Rosenberg (2006)
concludes, this will remain the case as long as we call upon medicine to be
involved in constructing the normal from the pathological fuelling the
‘guerrilla war’ between disease and deviance, to provide one example (pp.
422). Privileging the medical or biomedical model for managing disease,
has important implications for diagnosis and the process by which clinicians
are able to determine boundaries that separate one disorder from another
(Dowrick, 2009). This is likely to be a particularly difficult task for AD
given the complexity concerning its nosology, and the difficulties
determining normal from pathological ageing processes: determining these

boundaries is much the role of medical technologies.
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The role of medical technologies

Technologies play an integral role in classifying disease; as has been well
established in STS, technologies are not just physical artefacts but also
systems and tools of diagnosis more broadly. Within sociological
examinations of medical technologies, studies range from exploring the
more mundane or ‘taken for granted’ devices for measuring the body such
as the medical record (Berg, 1996), to the more sophisticated technologies
used in genetic testing (see, Cunningham-Burley and Kerr, 1999; Kerr and
Cunningham-Burley, 2000; Webster, 2002). In relation to the more
innovative technologies in healthcare, with continuing advancement in
research and practice for creating new disease states and categories, this
raises important sociological questions. Whilst technological change
succeeds with ‘putting a name to it’ (Jutel, 2011), it simultaneously raises
new challenges for patients and clinicians in terms of making sense of
disease and diagnosis, and (paradoxically) increasing uncertainty (see
Webster 2002; Cox and Webster, 2012). Therefore, as the expansion of
disease grows as previously discussed, more sophisticated and accurate
screening technologies are developed to detect pathology, or risk of
pathology, at earlier stages and to target diagnosis, treatment and monitoring

options effectively.

For AD, there has been no official screening programme implemented
despite efforts to detect the disease in its earliest stages. The UK National
Screening Committee has rejected AD as suitable for adoption in a
formalised screening programme (UK NSC, 2015). In January 2015, the UK
NSC reviewed screening for overall dementia and concluded that screening
should not by recommended (UK NSC, 2015). The UK NSC concludes that
there is a lack of evidence that a screening programme would be beneficial
in terms of treatment, and the tools currently used in the diagnosis process
including instruments for screening cognitive function are not deemed
specific or sensitive enough for the purposes of a formal programme
(Ibid.).In particular there is a lack of treatment available to prevent or slow

down disease progression if identified early and finally whilst current tests
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for dementia have the potential to identify individuals with MCI, only a
small minority of individuals would go on to develop dementia which has
implications for well-being (UK NSC, 2015). However, despite ruling
against a formal screening programme for AD, cognitive screening tools
used to detect initial decline are being adopted in frameworks such as the
National Dementia CQUIN, which assesses all individuals over the age of
75 on entering Acute Medical Units in secondary healthcare. | outline the
aims of the National Dementia CQUIN in Chapter Seven.

As | will discuss in more detail in Chapter Three, the focus of attention in
this research is therefore on mundane practice and flexibility of tools,
categories and devices in co-producing disease as Berg and Mol (1998)
stress. Thinking about handling of disease in practice (Mol, 2002a) is
particularly important if the disease itself is contested or can appear
‘invisible’ in clinical practice with no known cause or cure. This raises the
question around how clinicians begin to make sense of diagnosis according
to knowledge practices, which recognise the contested categorisation and
nosology of the disease. Considering the matrix of health, technologies and
ageing (Joyce & Loe, 2010) in practice and policy, specialists and clinicians
are increasingly faced with the challenge of how to identify when normal
ageing processes begin to become pathological degenerations
(Mendelzweig, 2009).

Managing AD and care

So far, | have sketched key debates within medical sociology and STS,
which investigates AD as a contested disease category. There is a further
body of literature however, which attends to the experiences of individuals
post-diagnosis in terms of care. Sociological scholars including Twigg
(2010) and Twigg and Buse (2013) for example, have framed the
experiences of individuals with a diagnosis of dementia overall, in debates
around the embodiment of identify regarding clothing and dress. A further
body of literature has also explored care as a material practice for those with

an established diagnosis. The work of Tom Kitwood (1993) who developed
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the psychosocial model for dementia in the 1980’s, was pioneering in the
sense it criticised the biomedical model of dementia, as it focused attention
on the personhood of individuals. As such, Kitwood centred attention away
from the concerns of professionals to the needs of patients, and his approach
became the foundation on which debates regarding the relative lack of
attention towards care as opposed to cure in dementia health policy, have

since emerged (Ibid.).

A further body of literature also critiques the prevailing biomedical model
of AD. In STS, Moreira, May and Bond, (2009) consider the extent to which
privileging diagnosis as a means for managing AD (of which the 1984
criteria is a predominant driver), pitches cure against care; care as a viable
alternative for managing AD is relatively neglected in research and policy
(see Chaufan, Hollister and Fox, 2012: 792). In particular, in terms of
increased efforts to detect AD in its earliest stages, Kimchi et al., (2012)
argue that whilst the revised criteria for the disease and the recognition of
pre-dementia states in research, allows for a renewed consideration of how
the disease can be managed, the provision of care and subsequent treatment
for those with pre-clinical dementia is unclear; particularly, if symptoms fail
to be demarcated from normal ageing.

Moreover, from a sociological, philosophical and bioethical perspective, a
number of studies have explored how individuals’ experiences of a
diagnosis, are shaped by the stigma associated with the disease and notions
of the diminished ‘self” upon diagnosis (Post, 1995). Writing from a
bioethical position, Whitehouse, Frisoni and Post (2004) emphasise the
importance of disclosing a diagnosis of dementia in clinical practice,
contending that to deny the truth from patients given the recognised stigma
surrounding the disease, “underestimates the remarkable human capacity to
deal creatively and resiliently with the implications of serious diagnoses”
(Whitehouse, Frisoni and Post, 2004: 126). From a sociological and
philosophical perspective, Davis (2004) also challenges the biomedical
positioning of dementia by elucidating the ‘societal structures’ that underpin

dementia, which means that practices of care, in terms of preserving the self,
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may be performed differently (pp. 377). In relation to care, the pioneering
work of Kitwood (1997) further stresses the importance of acknowledging
and accepting the subjective experiences of the person with dementia.
Kitwood states that the experiences of patients with dementia should inform
both research and policy. The notion of ‘dementia care’ has subsequently
dominated literature within the social sciences: issues such as preservation
of autonomy in care (Wilkinson, 2002) and recognising interdependencies
of care giving to ensure maximum quality care (Adams and Gardner, 2005)
have featured particularly prominently. Preservation of autonomy in care
has also been discussed in relation to the act of disclosing a diagnosis of
dementia in clinical practice (Pinner, 2000; Post, 2004). Writing as a
practising psychiatrist, Pinner (2000) argues that given the prevalence and
importance of early intervention and prevention strategies for the disease,

the disclosure of a dementia diagnosis is crucial.

Conclusion

In this chapter, I have framed the case of Alzheimer’s disease in terms of its
diagnostic category within sociology, STS, philosophy, and anthropological
debates, which across their disciplinary trajectories, debate the social,
cultural and historical construction of AD as disease category. The chapter
begins with a short clinical-history of the disease in order to demonstrate
that within medical and scientific research, the nosological framework of the
disease has been debated. | also mapped the technological developments
since AD’s inception in1906, attempting to determine cause, cure and
treatment for the disease. Following this, | attended to the social science
academic debates, which highlight the case of AD as a socially constructed
disease criterion. In doing so, | discussed the wider bodies of literature in
sociology and STS, through which the case of AD can be framed. It is well
established in sociology and STS that diagnosis is a social process,
classifications are ‘workable’ tools in this process, and technologies play

key roles within healthcare practice.
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A review of this social science literature has shown the extent to which AD
has emerged as a critical site of attention within medical sociology and STS,
particularly in terms of its categorisation and the experiences of individuals
post-diagnosis. As postulated by Jutel (2009), analysing the social framings
or forces through which a clinical diagnosis of disease is produced,
generates an informed understanding of the ‘fluidity and fallibility’ of
diagnosis (pp. 294). In doing so, diagnosis, ‘bind[s] the biological, the
technological, the social, the political and the lived’ (Jutel, 2009: 294).
Having explored the extent to which AD can be framed within, or has been
framed within these social, political and technological arenas within medical
sociology and STS, including debates on normalcy and pathology, and the
authoritative role of medicine, it is clear that AD as a disease category has
received worthwhile attention. However, the claims or debates drawn on
from medical sociology in particular, explore the categorisation of AD as
opposed to the processes of diagnosis. The process of diagnosis involves the
particular judgements involved in assigning an AD category, which
encompasses navigating complexity; negotiating the boundaries between
normal and pathological; negotiating the discursive construct between
successful and unsuccessful ageing processes, and negotiating the
challenges facing the institution of healthcare in terms of increasing referral
rates. Furthermore, the literatures reviewed are underpinned by a social
constructivism paradigm, which as | demonstrate in Chapter Three, |
develop to critically analyse how disease and diagnoses are handled in
practice using particular technologies for making sense of complexity. The
disease is more than that which is describable and able to be placed in time
and space, it is ‘handled’ in practice performing realities of the disease not
yet assumed, reaching far beyond the original manifestation of the disease
(Mol, 1998, 2002a).

In Chapter Three, 1 map the theoretical frameworks on which this thesis is
grounded. | attend to the constitutive role of medical technologies adopting
an approach which foregrounds practice, for negotiating complexity towards
a classification of AD. At the intersections of medical sociology and STS, |

centre cognitive screening tools as actors in navigating identities and
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hierarchies; discursive constructs of ageing, and risk and uncertainty, both
within the clinic and through wider networks of political power with respect
to the ageing population. | therefore show the ways in which clinicians
perform, organise, classify, approach and resolve the complexity of
categorising AD through the role of cognitive screening tools. In doing so, |
further develop the STS focussed perspective, that classifying disease is a
temporal and spatial process; embedded in a set of work practices and
organisational routines (Bowker and Star, 2000). | argue that classifications
are constitutions, enactments both productive and performative of the
disease they attempt to ‘pin down’ (Mol, 2002b) socially agreed and made

up between ‘debates’ and ‘negotiations’ in healthcare practice (Latimer,
2013: 195).
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Chapter Three

Theoretical Foundations

In the following chapter, 1 will introduce some of the broader theoretical
literatures and particular concepts that | draw upon to frame my analysis. As
Chapter Two revealed, there remains a level of uncertainty in the medical
arena about the nosology of Alzheimer’s disease, and efforts to determine a
cause and cure for the disease dominate medical and scientific research.
Following a brief clinical history of the disease, | continued by framing the
case of AD within sociology, STS, philosophy and anthropological
literatures. Within these literatures, AD figures in two distinctive ways.
First, AD is analysed as a contested socially, culturally and historically
constructed disease criterion, and second, the experiences of individuals
post-diagnosis are debated, particularly in terms of care as both material
resource and social practice. Overall, I located the case of AD in broader
literatures, which critically engage with diagnosis as category and process,
classification and categorisation of disease, the construction of normalcy
and pathology, and drivers of medicalisation and biomedicalisation. As
shown, there has been relatively little attention given to how a classification
of AD is accomplished and handled in routine, everyday practices in the
clinic, and with respect to managing the ‘ageing population’ more broadly.
Subsequently, it was found that there is relatively little known about how
complexity which is entangled in a categorisation of AD is navigated in
clinical practice, through the use of available technologies which are

pervasive across healthcare practice.

By focussing on cognitive screening tools as agents within this classification
process, | develop the theoretical orientation of scholars including Berg
(1996) and Mol (1998, 2002a), who illustrate the constitutive role of
technologies, and the multiple ontologies of disease in practice. | therefore
investigate the ways in which cognitive screening tools, given their role in
detecting initial cognitive decline, might be ‘central mediators’

(Timmermans and Buchbinder, 2013: 108) in the (re)production of social
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worlds, by focusing attention on everyday practices and interactions in
healthcare. In doing so, | extend the theoretical paradigms of previous
research which tend to adopt a social constructivist approach for analysing
the disease category of AD as outlined in Chapter Two, by providing an in-
depth exploration of the ways in which complexity is handled in practice
beyond reducing analysis of technologies to social factors. The overall
theoretical concern of my thesis is to show the complex social, technical and
political networks through which AD is constituted, and emphasise the co-

production of classification across situated occasions.

To explore the role of cognitive screening tools in practice, | focus on an
ethnomethodological tradition of work especially the work of Goffman and
Mol to deepen my analysis of the constitution and performance of disease
and technologies in practice. I concentrate on these writers’ explanations of
how uncertainty and complexity is negotiated, and identities and hierarchies
are configured, in the everyday routine practices of the clinic. However,
whilst I draw on ethnomethodological sensibilities to explore the everyday
situated occasions in which classification is produced (Garfinkel, 1967), the
arguments | make across the empirical chapters adopt a range of
perspectives and concepts from different paradigms. Therefore, my
theoretical position and approach is multiple: the complexity of the
theoretical steering underpinning my research is a reflection of the
complexity of AD, which this research seeks to explore. Handling of AD
cannot be achieved by reducing analysis to one particular paradigm or
indeed for it to be ‘pinned down’ (Mol and Law, 2002: 21). Overall, | focus
on complexity; performance of technologies in practice (Berg, 1996; Mol,
1998, 2002a, 2002b); interactions; identity-work (Gofman, 1959);
hierarchies; power relations in the temporal and spatial arena of the clinic
(Latimer et al., 2006; Latimer, 2013), and organisation of healthcare overall.
I investigate what is ‘taken for granted’ when diagnosing AD, in order to
understand and theorise the wider processes and complexities of handling an
increasing number of individuals predicted to develop AD in the ‘ageing

population’.
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Mundane technologies and foregrounding practice

Analysing the role of low-technological tools in healthcare represents
divergence from the focus in STS, which predominantly analyses the
innovation of medical technologies with which to measure pathology. I
subsequently adopt a theoretical approach, which investigates the mundane
with respect to medical technologies, which as part of my overall
ethnographic approach, means | investigate that which has been largely
ignored or taken for granted “‘givens’ that ‘grounded’ our social
experience” (Timmermans and Berg, 2013: 108). Previous examples, which
critically analyse mundane technologies in healthcare, include Berg’s (1996)
analysis of the medical record in shaping healthcare practice and the modern
patient. | develop the work of scholars such as Berg (1996) and the
constitutive role of technologies in practice, to explore how they mediate
particular situated occasions and socio-material environments for producing

knowledge about disease.

Exploring the role of cognitive screening tools in practice requires an
investigation of their role in an arena of medical complexity. As highlighted
in Chapter Two, and which will I elucidate more thoroughly as the thesis
progresses, diagnosing AD is complex. Not simply because there is no one
definitive method for diagnosing the disease whilst a person is living, and
detecting normalcy from pathology is difficult (Gubrium, 1986; Hardy,
2006) but because of the wider social and cultural discursive accounts of
ageing and AD that exist in the general population with the potential to
disrupt the classification process. Furthermore, the process of diagnosis is
likely to be rendered further complex as healthcare practice handles an
increasing number of cases for diagnosis in the ageing population.
Throughout my thesis, | highlight the ways in which the entangled
complexities associated with AD are dealt with. In order to navigate and
make sense of complexity, there is the endless work of constitution and
enactment through practices of coordination in healthcare, of analysing
relations in socio-material practices, which the technologies perform and

produce in healthcare. Opening up complexities for discussion is fruitful
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since complexity in healthcare is ‘not only an intellectual challenge but also
an often urgent practical task’ (Mol, 2002b: 249). The idea that the
challenges and complexities facing healthcare are likely to be as much of a
practical as an intellectual dynamic, underpins much of my analysis with
respect to the ageing population in terms of referral rates and allocation of

resources.

In order to demonstrate how AD and cognitive decline are constituted, and
complexity navigated and resolved, | foreground practice. In particular, |
draw on Mol (1998, 2002a, 2002b) to speak with and through my data,
centring the role of mundane technologies for constituting AD in practice.
Adopting this approach to practice, | demonstrate that the realities of
cognitive decline and AD are situated, emergent and multiple; performed
through medical technologies (Mol, 1998, 1999, 2002a). As Mol (1999)
describes, the reality of disease is ‘done and enacted rather than
observed...reality is manipulated by means of various tools in the course of
a diversity of practices’ (pp. 77). Describing Mol’s (1998, 2002a) work
further, in her analysis of lower-limb atherosclerosis in a Dutch hospital, she
shows that the ordinariness of atherosclerosis becomes more than a singular
object or reality reified by particular perspectives across healthcare, but
comes into existence through the practices in which it is ‘handled’. The
author describes a number of locations in which the disease ‘appears’,
contending that clinicians are often faced with the challenge of navigating
these appearances (or realities) in order to make sense of disease and begin
to consider what happens next for practice and patient. Mol therefore
postulates the extent to which and at what points, these multiple realities
interfere and relate to each other; describing not the ontological ordering of
disease but the ontologies that are continually being (re)negotiated across
sociomaterial practice(s). Mol (1998, 2002a) moves away from regarding
‘knowledge’ as something with which to refer to and instead claims that it is
something to be continually ‘manipulated’ which leads her to question ‘how
are objects handled in practice’? As Mol (1998: 162) questions however,
‘what difference does it make to say that medical practice performs bodies

and diseases locally, and that its ontology is multiple?’ For Mol (1998), the
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social analyst needs to re-think the opposing schools of thought on
medicine, one that positions it either as a ‘source of salvation’ and the other
as a ‘monstrous beast’ (pp. 162). As the author explains, exploring medicine
from the ‘inside’ will enable access to the multiplicity of performances of
disease in healthcare which are entangled, ‘go this way, that way, the other’
by engaging with clinicians and patients on the ground (Mol, 1998: 162).
Importantly this dialogue ‘inside’ medicine can begin to cast light not on
which aspect or composite part of disease in practice is more ‘real’ but
which is most important; considering the effects and consequences of this

for healthcare practice and the diagnosis process overall (Ibid.).

Across Mol’s (1998, 1999, 2002a, 2002b) work, she demonstrates that
realities of disease are multiple and performed in particular socio-material
practices. Extending the social constructivist approach for understanding
disease in healthcare, Mol (2002) makes a clear case for considering the
performativity of enactment or constitution of disease as opposed to its
construction, explaining that construction implies the ability of an object to
be brought ‘gradually into being’ to the point of stabilisation (pp. 42).
Whereas, enactment implies that, “if an object is real this is because it is
part of a practice. It is reality enacted” (Mol, 2002a: 44 emphasis in
original). Although I develop this further in Chapter Four, Mol’s attention to
enactment of practice represents a theoretical shift from construction to
practice, highlighting the power of practice for constituting disease realities.
As Law (2004) contends, discussing ‘constitution’ or ‘enactment’ requires
the researcher to attend to the ‘continuing practice of crafting’ (pp. 56).
Production of disease therefore depends upon this continuing crafting of
practices with people, technologies, techniques and materials particularly
for a disease that may not already be ‘bedded down in sedimented practices’

(Law, 2004: 56).

Yet in this thesis | demonstrate the myriad of ways in which clinicians value
uncertainty because there is no closure for the disease. This represents a

shift away from Mol since unlike atherosclerosis, there remains little if any
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certainty as to what AD is amongst, clinicians, scientists, public health and

patients.

Cognitive Screening tools shift between different actors, and across
different spaces and temporalities. Yet, at the same time, | also demonstrate
that the inherent characteristics of the tools do not hold some intrinsic
similarity as they are made portable; they are not constituted or constructed
the same across different spaces and times. In fact | show how the tools are
(re)made and continually (re)shaped by clinicians since they recognise,
utilise and value the uncertainties associated with measures of cognitive
decline for the purpose of classification. |1 acknowledge however, that in
demonstrating the ways in which these tools shift and translate in practice,
these tools could be conceptualised as boundary-objects, or indeed
immutable mobiles. However, developing the theory of portability, | make a
conceptual shift away from these theories; reflected in my overall
commitment to practice and ontology.

Boundary-objects as theorised by Bowker and Star (2000), are plastic
enough to adapt to local needs and constraints of the several parties
employing them, yet robust enough to maintain a common identity across
sites’ (pp. 297). In this sense these objects act as devices which cross
different cultures and social groups; flexible or ‘multi-interpretable’ with the
ability to be reconfigured across different spaces and cultures, and between
different actors. There is little doubt that cognitive screening tools could
also be theorised and understood in this way as they are differently
interpreted by different actors and in different settings; treated as a crossing
point between particular arenas. Yet by adopting the term portability, | am
not referring to different and multiple interpretations of the tools but
multiple versions or ontologies of the tools as they are made in practice;
practices make these tools ‘work’. | demonstrate that the portability of the
tools is not always fluid and does not always cleave at neat points where
producing AD through the use of these tools is complex and messy:

difference matters since AD is complex. The theory of boundary-objects
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effaces the nuances of practice and the difficulties involved in trying to

make these tools ‘work’.

I also acknowledge that Latour’s description of immutable mobiles could
also be applied to conceptualise the role of these tools in healthcare.
According to the theory of immutable mobiles, objects are ‘made to be
easily transportable without changing the inherent characteristics of those
things’. Latour (1986) argues further that in order to convince someone of
something ‘you have to invent objects which have the properties of being
mobile but also immutable, presentable, readable and combinable with one
another’ (pp. 6). Whilst I show the mobility of cognitive screening tools, I
argue that these tools can be modified across different spaces and times in
order to make sense of complexity: emergent through particular sets of
practices. Their role shifts in order to account for uncertainty and yet, as |
will show throughout this thesis, this work is largely invisible; reconfiguring
the relations that make these tools ‘work’. By drawing on my own
theoretical position of portability, 1 show that the tools are brought into
being, thereby rejecting the notion that these tools have any inherent

characteristics which shifts or stays rigid.

Clinician-patient Interaction

Employing Mol’s approach to practice, I investigate the role of cognitive
screening tools and the constitution of AD in situated interactions with
clinicians and patients, in order to demonstrate how AD is constituted and
complexity resolved. According to Woolgar and Lezaun (2013), adopting
the terms enactment or constitution implies that objects for analysis are not
meaningful because of the contexts in which they operate rather, as the
authors describe, they are ‘realised’ through interactions in a particular
situated occasion or ‘set of circumstances’ (pp. 324). The important
theoretical point made here, is that by employing the term enactment, this
echoes the theoretical position of ethnomethodologists and the idea that

interactions in action produce particular realities (Garfinkel, 1967). As a



60

result, similar to the claims of ethnomethodology (Garfinkel, 1967), Mol

attends to the situated performances in which disease is enacted.

I analyse the role of cognitive screening tools within interactions between
clinicians and patients in situated occasions, to highlight the invisibilities
and intricacies of everyday practice. Furthermore, since | foreground
practice, | approach the role and therefore values of cognitive screening
tools as emergent, grappled with, and negotiated in the clinic. Throughout
my empirical chapters, there is a theoretical commitment to practice both in
terms of producing knowledge about disease enacted and constituted, and in
terms of the articulation of values associated with the tools used within the
clinic (Dussauge, Helgesson, Lee and Woolgar, 2015). Observing cognitive
screening tools in practice, involves theorising on the interactions between
technologies, clinicians and patients that relates to identity-work,
hierarchies, and power relations, to understand how clinicians and

technologies operate in the clinic.

Whilst Mol’s approach to enactment and performance is therefore is not
unlike that of actor-network theory, her work differs subtly. Particularly in
‘The Body Multiple’, she argues that whilst disease is enacted in a number
of different ways in the hospital setting, this multiplicity rarely leads to
difference or chaotic practice (Mol, 2002a). For Mol (2002a), it is exactly
this multiplicity and flow of relations, which makes the treatment for
atherosclerosis function in the hospital setting. Overall, in order to begin to
make sense of how complexity and multiplicity of AD is resolved, | adopt
Mol’s approach and investigate situated interactions between clinicians,
patients and technologies. Within the realm of STS, researchers are
increasingly ‘exploring the fluidity, ambivalence and multiplicity of
ontologies with contrasting realities produced across a number of practices,

emergent through action and interaction’ (Mol, 2012: 380 emphasis added).

Investigating how the tools are articulated during observations of
consultations, the work of Goffman (1959) is also helpful. Perhaps to draw

on Goffman is however, ‘rather an unusual place for the sociology of
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technology’ (Pinch 2010: 410). Yet, as Pinch (2010) emphasises, Goffman
in his work on ‘Encounters’ (1961), and ‘Presentation of Self in Everyday
Life’ (1959), explicitly analyses the role of mundane technologies and
materials in the interaction order. As Pinch analyses Goffman’s (1961)
work, he argues that there lies a ‘hidden sociology of technology’ where
‘the staging of the interaction, the mediation of the interaction, and its
performance depend crucially on the detailed material and technological
arrangements in place’ (pp. 414 emphasis in original). Whilst Goffman did
not necessarily pursue the role of technologies in establishing social order,
his work on the situated occasion of ‘surgery’, demonstrates just this; the
interactions observed, align with ‘material arrangements, tools, and
technologies’ (Pinch, 2010: 416). Pinch further extends his arguments to
Goffman’s theory on the ‘Presentation of Self in Daily Life’ and the
performances of front stage and back stage practices, which as | will go on
to describe, are of particular relevance to this thesis. Pinch (2010) argues
that when shifting between front stage and back stage arenas, these spaces
are ‘bounded and connected’ and therefore materiality matters (pp. 417).
This bounded space permits participants to alter their behaviour and
therefore the materiality of the setting, or the architecture of the different
stages and is something Goffman closely analyses. According to Pinch,
Goffman adopts material and technological staging to demonstrate how
interactions are performed, despite as Pinch suggests, his work being an
‘unusual place’ to begin exploring the role of technologies for achieving

social order in interactions.

For Pinch (2010), ‘we need to combine the attention to technological
artefacts, which is the strength of approaches such as actor-network theory
and social construction of technology, with more traditional sociological
approaches like Goffman’s, which attend to the interaction order and the
meanings through which materiality and technology facilitate’ (pp. 424). In
line with Pinch, | adopt the more traditional sociological approach of
Goffman, to explore how AD is constituted in interactions with
technologies, materials and actors in the clinic; | draw on Goffman (1959) to

explore mundane technologies in ‘situated microcosms of social interaction’
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(see Pinch, 2010: 419). Overall, my theoretical position draws on Mol
(1998, 2002a) to help inform an understanding of the multiple ontologies of
disease, and its enactment through technologies, which are mundane and
framed in interactive encounters (Goffman, 1959).

Identity-work

Goffman’s (1959) work is also useful for investigating how the use of
cognitive screening tools reflects particular background expectations in the
clinic. As demonstrated in Chapter Two, there is a body of literature, which
frames the experiences of individuals with a diagnosis of AD or dementia
more broadly, in terms of self and identity. | therefore investigate the role of
shared expectations around the self and AD that inform social interaction
and its performances. Firstly, I turn to Goffman’s analysis of drama in the
everyday practices of institutions, where actions derive from ‘a command of
an idiom, a command that is exercised from moment to moment with little
calculation or forethought’ (Goffman, 1959: 74). As Goffman (1959)
explains in his work on the presentation of self, actors perform the self.
Goffman’s dramaturgy metaphor is useful for considering how modes of
presentation are employed and utilised by actors in the everyday, which has
broader means for the ceremony of social context. The dramaturgy
metaphor sets out how the performance of actors in interactions, is shaped
by the settings, and the audience to which the actor performs (Goffman,
1959). As ‘performers’, individuals’ incorporate particular societal ideals
(norms in any given situation) and present in ways, which are appropriate
according to societal standards and expectations: this is described by
Goffman as the ceremony of everyday life. The front stage setting for this
performance, embraces these societal ideals, and the actor performs
characteristics in keeping with these ideals. The backstage regions of
performance however, are the more ‘truthful’ performance of the self, which
is not revealed front stage. As such, in the process of establishing social
identity, the background work in settings or the mundane presentations, is
driven by concern for self and identity and the emergence of what Mead

(2009) first conceptualised as the ‘generalised other’. These are the ideals
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held by individuals in a particular society where actors, envisaging what is
expected of them, adopt the perspective of the ‘generalised other’. Broadly
speaking, Goffman provides an insight into the conduct and strategies of
individuals who attempt to uphold normative assumptions regarding
appearance and conduct through actions, and behaviours in particular
situations: the presentation of self. Furthermore as Goffman contends, what
may seem mundane or ineffectual is revealing of this ceremony of everyday
life, particularly in relation to the preservation or presentation of self and the
interaction order. This involves a ‘definition of the situation which involves
not so much a real agreement as to what exists but rather a real agreement as
to whose claims concerning what issues will be temporarily honoured’

(Goffman, 1959: 21).

The work of Goffman (1959) is valuable for exploring interactions in
settings in order to investigate the normative, everyday assumptions (Scott,
2009) of the clinic and operation of technologies. Furthermore, when
applying the dramaturgy metaphor as a conceptual framework written in my
empirical chapters, the backstage and frontstage interactions (Goffman,
1959) emerge as central components for the performing of technologies and
performativity of AD. This argument is found in further commentaries,
which attempt to grasp the meaning of performances within technoscientific
arenas and cultures (see Law and Singleton, 2000). Similarly, | recognise
the value of exploring taken for granted utterances and gestures revealed in
the performance of technologies in interactions, which | relate more broadly
to patient identity-work (Goffman, 1959). To accomplish order in the clinic,
clinicians work to, or account for, the identity of patients in response to the
complexities that AD produces, or what Mead (2009) describes as the
‘generalised other’. As 1 have outlined in Chapter Two, there exists
particular discursive constructs around ageing with respect to its constructed
successes and failures, which I will analyse to highlight the impact that
these constructions might have on the interactions in the clinic, and
therefore the classification process overall. Furthermore, given that
temporality is a key point of analysis in this thesis, | analyse the extent to

which the self in Mead’s (1982) terms, performed in interactions as argued
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by Goffman (1959), is temporal. Rather than it being a static or structured
entity, it is @ moment in time with a ‘biographical history’ and is therefore
temporal ‘it is a dynamic and open-ended flow of events’ (Flaherty and
Fine, 2001: 157). Drawing heavily on Goffman to frame the clinician-
patient interaction, | also draw on Mol when demonstrating how
technologies perform in practice since Mol (2002a) claims that ‘objects are
framed as parts of events that occur and plays that are staged’ (pp. 44).
What is most interesting and relevant for this thesis is that Mol actively
distinguishes her work from the dramaturgical perspective of Goffman and
the presentation of self by emphasising the ‘two-way traffic’ between
enactment and reality or the ‘performativity of enactment’ (Law, 2004: 56).
Across my empirical chapters, I adopt Goffman’s approach to explore self
and identity in situated encounters, and draw on Mol to extend this by
demonstrating how self and identity are subsequently performed, emergent

through interaction.

The space of the clinic, risk and power

Another aspect of this thesis is to analyse the importance of space within
socio-material practices. By focussing attention on the clinician-patient
interaction, and the wider role of cognitive screening tools through the
implementation of the CQUIN, I investigate the clinic as a particular space
for constituting and performing knowledge about AD. The clinic itself
emerges as a site, which enacts particular social, cultural and political
affective concerns (Atkinson, 1995; Latimer, 2000; Mol, 2002a). The work
of Latimer (2013) in particular, is developed throughout my thesis for
considering how the clinic affects the role of technologies in the medical
decision making process. As Latimer (2013) argues in her work on the
revival of ‘medical dominance’ for diagnosing dysmorphology, the clinic is
an important, some might argue privileged, site for knowledge production
particularly for navigating uncertainty around classification. | develop
Latimer’s claims to draw attention to how AD is accomplished in practice,
by locating the role of mundane technologies in the clinic and elucidating

the extent to which this space is atemporal/temporal or bounded/unbounded
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within the organisation of healthcare. Since classification, as critically
analysed by STS scholars including Bowker and Star (2000), is temporal
and spatial. Drawing on Latimer’s work, I am also able to investigate the
effects and accomplishments of broader theories of medicine, such as
medicalisation and biomedicalisation, on a local level in the clinic. I will
return to this point later in the chapter. Furthermore, 1 consider the role of
technologies and to an extent materials (Latimer, 2004), in the decision
making process where | am able to treat space, materials and technologies as

important factors in the diagnosis process.

Another intention of this study is to postulate how complexity is handled in
relation to the emergence of risk. This is accomplished in two distinctive yet
interrelated ways. First, Rose (1998) is helpful for framing my analysis of
the National Dementia Commissioning for Quality and Innovation
Framework (QUIN) as a clinical, governance initiative and the extent to
which the ‘lure of the number’ (Rose, 1998: 18), shifts the content of work
in everyday clinical practice; developing the notion that clinical governance
initiatives, such as the CQUIN, enacts risk. Risk is therefore constituted
through the CQUIN as it drives classification of AD to earlier stages.
Second, | show the extent to which the enactment of risk might shift the
boundaries of the disease, where I engage with the notion of an ‘at risk’
label, and the role of technologies involved in this process. In doing so, |
frame my analysis within biomedicalisation theory and its affects in the
clinic showing how the expansion of AD to incorporate MCI in particular,
might drive the problematisation of ageing. This relates further to the
theoretical underpinnings of ageing literatures and the particular discursive
entanglements of the third and fourth stages of ageing (see Gilleard and
Higgs, 2010, 2013). How this is negotiated in the clinic, adds a further
dimension to understandings regarding age and the relationship between

age, ageing and AD, since age is the greatest risk factor for developing AD.

A further dynamic of this research, is to develop the broad theories
associated with authority in medicine, to demonstrate the intricacies of

power and the division of labour in the memory service and hospital setting.
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I take heed of Mol’s (1998, 2002a) approach towards knowledge and power
relations, by elucidating how they are enacted simultaneously in situated
moments alongside materials and technologies. | analyse the production of
hierarchies in MDT work and ordering relations (Latimer, 2004), and the
extent to which the distribution of knowledge across technologies, materials
and actors is shared when making decisions about diagnosis. Overall, an
investigation of power in my own thesis is about demonstrating clinicians’
relations with the tools: who uses the tools, who adjudicates on their use,
and who makes diagnostic decisions based on the operation of the tools in
the clinic for resolving complexity and producing knowledge about AD. The
work of Latimer (2004) and the position of the MDT in these debates is
fruitful for analysis since the memory service is built increasingly on an
MDT approach due to the current demands on the service (increasing
delegation of tasks to non-specialists (Nancarrow and Borthwick, 2005).
Across the division of labour in the memory service and hospital setting, |
reflect on how clinicians make medical-decisions, which, are made up of
interactions over time, and where mundane or tacit knowledge practices

play significant roles (Berg and Mol, 1998).

At the same time however, I also explore ‘the broader distribution of power
in society’ (Harris, 2005: 175). I take heed of the critique around ANT
theory and Mol in particular, with regards to their reluctance to address
power (see Harbers, 2005). At the same time that | analyse power in
relations, which are enacted in practice, | also draw attention to broader
social and political networks of power within the complex distribution of
medicine in which AD resides. This corresponds with Munro (1999) and his
observation that “contrary to imagining power...as running through
structures...power is theorised as exercised in the networks that cut
transversally across structures (pp. 431). In other words, | try to explore how
broad theoretical literatures such as risk and therefore medicalisation and
biomedicalisation, shape the role of technologies both on a wider policy
scale, and also within the clinic more locally. The broader political arena in
which AD exists, dominants ways of managing AD, reflected in healthcare

policy initiatives such as the CQUIN which promotes early diagnosis. This
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has the potential to implicate the perception and expectations around AD
and diagnosis on a local level in the clinic. If difference is valued, and
enactments could always be otherwise, ‘there is not much space for
describing how decisions reach closure, how facts become relatively final,
and how professionals are held accountable’ (Jenson and Winthereik, 2005:
267). Therefore, whilst | attend to the intricacies of the political in everyday
diagnostic practice, | also pay due attention to the role of management in
healthcare. | consider who uses the technologies, who adjudicates on their
use, who makes final decisions, and therefore who is accountable in the
medical decision making process. Here, accountability is of particular
pertinence to analysing the CQUIN as a measure of clinical governance, as
it shifts professional boundaries and responsibilities. | develop the work of
Mol and extend it to look at both the wider networks of political power in
which current diagnosis is occurring (ageing population), and also the
hierarchies, identities and structures of medical dominance, which lead to

diagnostic resolve.

Temporalities of classification

A further aim of this research is to analyse the temporalities of classification
given that the expansion of AD to include the earliest stages of the disease is
promoted in initiatives such as the CQUIN, and an increase in referral rates
is shifting the temporal orderings of the clinic. | frame my analysis of the
temporalities of classification within my investigation of how the CQUIN,
which draws these dimensions of time together, is approached in everyday
clinical practice. The CQUIN attempts to manage the increasing number of
individuals projected to develop AD in the ageing population. Here, Rose
(1998) is particularly useful for theorising on the CQUIN as a clinical
governance initiative, which may have an impact on professional identities,
autonomies and responsibilities. In order to show how the CQUIN translates
into everyday clinical practice, | draw on the sociology of expectations
literature (see Brown, Rappert and Webster, 2000; Brown and Michael,
2003; Borup et al., 2006; Selin, 2006). In doing so, | illustrate how the

classification process is made up of different kinds and perceptions of time
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and temporality, for navigating complexity and managing patient
expectations around a future with AD. The CQUIN as a process for enabling
patients and clinicians to prepare for the patient pathway, is a particular
version of cognitive decline but one through which points of difference and
contention in practice emerge, which cannot be easily sorted. 1 show how
the socio-technical environments, and situated occasions for classifying AD,
are temporal and bounded. By looking to the sociology of expectations
literature, | also further elucidate how the CQUIN is entangled in, and
implicitly involved in, constructing expectations around the future of AD
both in the clinic and in terms of resource allocation. The political power of
the CQUIN might shift the temporal orderings of classification, and the
articulation of the tools in everyday practice because of the changing
structure of healthcare, and complex distribution of labour in which AD
resides. The spatiality and temporality of classification is therefore centrally

located as a theoretical underpinning of this thesis.

Summary

In this chapter, | have drawn attention to the key theoretical positions, which
underpin and inform my overall approach. In order to address the
problematic of this research as highlighted in Chapter One, and to
demonstrate the complexity of attempting to classify AD, | identify a
number of theories, which | see as especially useful to my research. These
include, the theories of Goffman (1959), Mol (1998, 2002a, 2002b) and
Latimer (2013) for producing knowledge about cognitive decline and AD in
situated occasions by focussing on cognitive screening tools. Woven
throughout my empirical chapters, | adopt these theoretical perspectives to
make sense of diagnosing AD. Overall, however, my approach to exploring
the role of technologies in healthcare privileges and foregrounds practice in
situated occasions across social, technical and political arenas in routine
everyday practice (Goffman, 1959; Garfinkel, 1967; Mol, 1998, 2002a). As
demonstrated in Chapter Two, a categorisation of AD is complex in relation
to its nosological framework to which literatures within philosophy,

anthropology, STS and medical sociology have responded accordingly.
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However, the process of diagnosis accomplished in the clinic through the
use of available technologies and their operation in practice, has not as yet
been the primary focus in the literature. The practices of the clinic and the
articulations and negotiations, which take place, are important for
considering how to make sense of complexity and difference or the
multiplicity of disease realities. This is therefore a study of how AD is
‘done’ and enacted (Garfinkel, 1967; Mol, 1998, 1999, 2002a).

More specifically, driven by an interest in the complex distribution of
medicine in which diagnosing AD occurs, | capture the hierarchies,
identities, responsibilities, interactions, and power-relations entangled with
the operation of these technologies. | subsequently identify the dynamics of
articulation work and how this hierarchical work (re)shapes the role of the
tools in particular spaces (patients’ homes and the MDT). This involves
focusing on the articulation of the tools across time and space in the
intricacies of the clinic. Furthermore, extending the micro claims of
ethnomethodology, | also attend to the wider distribution of power across
the memory service by developing broad literatures on risk. Therefore, |
consider how the political dimensions of power are performed; analysing
how the tools have the capacity to produce and (re)produce hierarchies and
responsibilities in the memory service and hospital setting, but recognising
that the wider arena of an ageing population enacted in the CQUIN needs to
be accounted for. Grasping life in the clinic is partly a process of emerging
dimensions of power that are both intricate and networked but also
constraining. As a result, I ground the everyday practices of the clinic in a
broader political arena to capture how moments of multiplicity hang
together, difference is resolved, and actors held accountable. Overall, |
foreground practice by analysing situated encounters which are at once,

social and technical, and also political.
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Chapter Four
Method and Methodology

In the following chapter, | discuss the research methods on which this study
was grounded. | explain my research design including how | gained entry to
the field, the fieldwork process, the data collected, how the data were
analysed, and the limitations of my study. I begin by briefly outlining my
overall approach which foregrounds practice, where | extend the lens of
constitution and enactment of disease embedded in my theoretical approach,
to the research design itself. |1 developed the notion that research methods
have productive and performative consequences, and constitute multiple
realities (Law and Urry, 2003). | adopted a qualitative approach drawing on
ethnographic methods, in order to explore how AD was ‘brought into being’
and made within a particular set of healthcare practices (Woolgar and
Lezaun, 2013: 323). In order to access the field prior to data collection, |
proceeded with the NHS ethical review process, and | engaged with what
Caine et al., (2009) describe as ‘preliminary fieldwork’. I describe how data
were collected within two memory clinic teams in @ memory service, an
elderly medicine department, and an informatics department in a large NHS
teaching hospital trust in the UK. Overall, I drew on the concerns of
situational analyses’ (Clarke, 2003) in order to make visible and ‘better

grasp the complexities of social life’ (pp. 572).

Approaching the research iteratively, is also a matter of reflexivity
(Desmond, 2008), and I critically engage with the extent to which my role
as a researcher was shaped by particular complex social and cultural
relations. | continue by drawing attention to the limitations of my study and
my claim to doing ethnography more broadly. As Hammersley and
Atkinson (2007) note, “there is an important sense in which all research is a
practical activity requiring the exercise of judgement in context; it is not a
matter of following methodological rules, nor can all the problems be
anticipated, or for that matter resolved”. As demonstrated in Chapter Three,

the complexity of the theoretical steering of this thesis was a reflection of
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the complexity of diagnosing AD, and therefore my research design
attempted to order and make sense of the disorderliness of practice. Overall,
I was interested in exploring the role of medical technologies in healthcare
for producing knowledge about disease (Berg, 1996; Mol, 1998, 2002a) and
investigating identities, hierarchies and responsibilities in which AD is seen
to be ‘done’ (Garfinkel, 1967).

Approach: Foregrounding Practice

My overarching research question asks:

How do instruments for screening cognitive function constitute Alzheimer’s

disease at various sites of clinical and policy practice?

The following three sub-questions guide my empirical chapters —

How do clinicians use instruments for screening cognitive function to
navigate and manage the uncertainties associated with measures of cognitive

decline and articulate a formal classification of AD?

How do clinicians use instruments for screening cognitive function to
negotiate the boundaries of classification in the organisation of clinical
practice towards the production of AD diagnosis?

How do increased efforts to detect cognitive decline as laid out in the
National Dementia CQUIN translate into clinical practice in the process of
classifying AD?

I investigated the role of mundane technologies in the process of classifying
AD in order to highlight the social issues left ‘hidden’ in current diagnostic
practice. As outlined in Chapter Three, my overarching theoretical approach,
foregrounded practice and the multiplicity of disease which was constituted
across particular situated occasions. By examining the multiplicity and

complexity of classification and exploring medicine from the ‘inside’, 1
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attempted to make sense of the socio-technical settings through which AD is
made (Mol, 1998: 163). | analysed how negotiations of practices, actions
and interactions emerged as ‘central social processes’ in the production of
classification and diagnosis (Clarke, 2003) where ‘nonhuman entities
achieve a delegated agency within socio-technical networks’ (Hess, 2001: 2).
Adopting this approach, | therefore considered AD aside from socially
constructed categorical distinctions, which dominates previous literatures as
noted in Chapters Two and Three, and assumes ‘closure [of AD] has been
achieved’ (Law, 2004: 56). Rather, I attended to the constitutive versions
and enactments of AD in practice through the use of technologies, thereby
giving AD ‘a complex present, too, a present in which their identities are
fragile and may differ between sites’ (Mol, 2002a: 43) beyond its historical

construction.

I considered AD not as a single reality ‘out there’ for investigation, but as a
production between interrelated elements of practice (Mol, 1998, 2002a).
Opening up and interfering with current diagnostic practice to examine AD
‘in the making’ (Latimer et al., 2006: 614) was useful for reflecting on how
healthcare practice was dealing with, and responding to, the increased
number of referrals to specialist memory services in the projected ‘ageing
population’. To address my research questions, I therefore explored the
myriad of ways in which complexity was navigated and sorted in healthcare.
In terms of the first research sub-question, the aim was to highlight the
processes through which the uncertainties associated with diagnosing AD,
were navigated in the clinician-patient interaction across the division of
labour in the memory service. With reference to the second sub-question, in
order to investigate the ways in which the boundaries of the disease were
constituted, | attended to the role technologies played in enacting risk and
complexity within the organisation of the multi-disciplinary team (MDT).
This meant | was interested in how clinicians dealt with further complexity
as both a technological and an organisational occasion, producing and
reproducing professional hierarchies. In order to answer the third sub-
question, and the translation of the National Dementia Commissioning for

Quiality and Innovation Framework (CQUIN) in clinical practice, this meant
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investigating how clinicians approached, negotiated, interpreted, and made
sense of this initiative in practice. | therefore highlighted what shifted in
terms of the ways in which clinicians were already making sense of
complexity in practice as mapped through the first two sub-questions.
Overall, 1 was interested in both moments of interaction, and accounts of

clinicians and information managers.

In order to answer the research questions and attend to the ‘hows of social
interaction’ (Holstein and Gubrium, 2008: 377 emphasis in original), I drew
on the claims of ethnometholodogy, which assumes that social practice is
constitutive; it does not exist independently from the world under
investigation (Holstein and Gubrium, 2008). The approach attends to
matters of the everyday and as a result, this study attempted to ‘grasp’ the
complexity and diversity of the situated world of classifying AD in the quest
for social order (Garfinkel, 1967; Clarke, 2003: 572). Therefore attending to
the ‘hows’ of social reality necessarily required a discussion of the
‘discursive resources’ from which multiplicities of disease were produced
(Holstein and Gubrium, 2008). Discourse is, ‘composed of ideas, attitudes,
courses of action, beliefs and practices that systematically construct the
subjects and the worlds of which they speak’ (Lessa, 2006: 285). Herein, |
framed the actions of clinicians in discursive practices, which through the
use of the tests, were reflected in the interactions of the clinic and beyond.
These practices (re)constituted the power, roles and identities of patients and
clinicians, and were therefore implicitly involved in (re)producing power
relations within the organisation of the service. My aim was to ‘sensitively
illuminate’ (Pinder et al., 2005: 765) power relations in terms of how the
tools were approached, who adjudicated on their use, who had the expertise
and skills to do so, and how this shaped the process of classification. | did
not want to ‘proffer simple solutions to complex problems, possibly
reproducing the very power structures it [my research] needs to challenge in
doing so’ (Pinder et al., 2005: 765).

At this point, | reiterate that despite the fact that | drew on the sensibilities

of ethnomethodology for exploring situated occasions of interaction, | also
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extended the culturally interpretive mode of analysis on which
ethnomethodology is grounded by framing my analysis overall, within the
work of Mol. The ‘socio-ontological’ and constructivist practice approach
of Mol, moves from representation to performativity, and from
epistemological to ontological concerns abandoning a priori assumptions
about the reality of disease (Van heur, Leydesdorff and Wyatt, 2012). As
Van heur, Leydesdorff and Wyatt (2012: 355) claim, “the language of
ontology is used to assert long-standing commitments to situated,
ethnographic research methods and to signify the centrality of tools in
constituting socio-technical relations” (emphasis added). My research
design subsequently reflected my overall approach to practice and I
developed the concerns of Law and Urry (2003) who contend that research
methods ‘do not simply describe the world as it is, but also enact it” and I
provided an empirical argument about ontology as opposed to epistemology
(pp. 1). What is interesting regarding Law and Urry’s (2003) work, and
which was particularly important for this thesis, is that the terms enactment
or constitution embed the notion that there is no longer a single reality ‘out
there’ to explore. What is known is no longer a single reality but instead is
being ‘made’ at different locales and within different spaces (Ibid.).
Multiplicity is produced in what Law and Urry (2003) consider are
contested socio-material relations and practices (pp. 6 emphasis added). As
Law and Urry (2004) stress, “to suggest that while the ‘real’ is indeed ‘real’,
it is also made, and that it is made within relations” (pp. 395 emphasis
added).

Research Design

The following research design grounded these conceptual claims. Through
observation work and the accounts of professionals, | highlighted what
shifted, was made useful, and was made visible, in the process of
classification. | adopted a qualitative approach and drew on ethnographic
methods: | interviewed professionals regarding their work practices, and
subsequently observed the interactions between professionals, patients and

the tests. The purpose of this observation work in situ (Holstein and
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Gubrium, 2008) was to investigate the face-to-face interactions in the clinic.
I drew on an ethnographic approach because as Law (2004) argues,
ethnographic methods reject the traditional methods models in an attempt to
explore the uneven process of producing knowledge in research, ‘it
[ethnography] looks beyond the official accounts of method (which are
often clean and reassuring) to try to understand the often ragged ways in
which knowledge is produced in research’ (pp. 18). Although I focused on
the multiple truths or versions of AD which the ‘ethnographer discovers’ as
described by Denzin (2000: XV), | did not exclusively adhere to the
principles of ethnography or any other discipline or tradition. In particular, |
did not claim to be wholly ethnographic in approach, instead adopting a
qualitative approach, which drew on ethnographic methods, as there were
limitations to my sample and data collected. This will be discussed further

in the chapter.

Site for research

As ethnography implies an open-ended approach to the research design
(Maxwell, 2012), this research design responded to and emerged from
empirical work. | gathered data for my research in a memory service and a
large NHS teaching hospital trust. To begin data collection, I underwent a
lengthy preparation process necessary for gaining access to privileged
environments. Initially, I planned to conduct research across two memory
services within adjacent cities, and also carry out participant observations of
clinicians in hospital wards across two large NHS teaching hospitals. In
order to gain access to each of these sites (selected in part for the large
number of individuals from a variety of social and ethnic backgrounds), |
applied for NHS ethical approval. NHS ethical approval involves an in-
depth assessment where a study is granted or declined clearance by an
independent panel of medical and non-medical experts. Applying an open-
ended approach to the research design however, meant that in order to gain
ethical approval, I immersed myself in the intricacies of the field since
securing access to the field begins prior to negotiating the bureaucracies of
the ethical landscape. Securing access ethnographically (Wolcott, 1990) is
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accomplished through extensive interaction work between potential
gatekeepers or experts within the field, and engaging with literature to
prepare for formal review. Subsequently, fieldwork is not marked by those
who adjudicate on ethicality of the study, but emerges from the interactions
and instances that precede this official access to the field (Hammersley and
Atkinson, 2007). Furthermore, the epistemological assumption of
ethnography is to abandon a priori assumptions of the ways in which
knowledge is acquired (Maxwell, 2012). As such, ethnographic fieldwork
begins by exploring what Malinowski (1922, 1967) terms ‘foreshadowed

problems’.

The role of ethnography in the social sciences has been subject to
considerable debate, and in order to ground its complexity, has been defined
broadly as a method of participant observation in the field (Denzin, 1997).
Yet, given that ethnography is not consigned to the methods for data
collection, the definition of ethnography is contested (Hammersley and
Atkinson, 2007). Solely grounding ethnography in methods for data
collection such as participant observation and semi-structured interviews,
does not take into consideration the work that necessarily has to occur prior
to entry into the field. | therefore drew on the assumptions of Caine et al.,
(2009) who refer to the stages of research that occur prior to formal access
to the field. In the following section, | will outline the work | undertook
prior to formal ethical review, in recognition of the fact that making
connections within the field, the role of gatekeepers, and understanding the
intricacies of the culture of the field, is crucial for ethical review. In
accordance with my theoretical approach more broadly, | both rejected the
pre-existence of AD ‘out there’ to be explored (Law and Lien, 2012: 366),
and ignored a priori assumptions about the field gathered during

preliminary fieldwork.



Preliminary fieldwork and NHS ethics

Throughout my thesis, | adopted pseudonyms for each of the research sites.
Carlton Hospital was an in-patient and out-patient elderly assessment unit
based in a large psychiatric hospital. As | will explain further in the chapter,
I was unable to carry out my research in this site despite having ethical
approval confirmed. Nunmill Hospital and Ridge NHS Centre were both
out-patient and in-patient elderly psychiatric services with specialist
memory clinic facilities. Holmwood Hospital was a large teaching hospital.
Gaining access to these sites was a carefully considered process, as | will

highlight throughout the chapter.

My study began with a discussion with my doctoral supervisors who
suggested | contact a colleague and previous Dean of a medical school. This
colleague was named as my Clinical Supervisor and overarching gatekeeper
to the sub-sites. At this point, plans for my research were tentative, vague
and particularly ambitious principally about how | wanted the study to
proceed. During the meeting with the clinical supervisor, we discussed how
best to proceed with the Research Ethics Committee (REC) application.
This included formulating an inclusion and exclusion criteria for patient
participation, discussing how | would proceed with ensuring patients had
capacity to consent to research, and deciding on a process for recruitment in
out-patient clinics and Acute Medical Unit in-patient wards. | heeded his
advice concerning meeting clinicians within these sites to discuss my
project further, and accepted his recommendations. Following this meeting,
the Clinical Supervisor arranged for me to discuss my research project with
Consultant Psychiatrist 1, the lead clinician for a memory clinic within the
memory service. It was during this meeting that concerns about the
practicalities of my work were raised. The cognitive test that 1 wanted to
investigate had recently become subject to copyright and the Trust was no
longer paying for its use. Consultant Psychiatrist 1 expressed her enthusiasm
for the project but advised that | revise my investigation to ensure the
service would not be implicated. Furthermore she suggested | explore the
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reliability and validity of other tools within the service such as the Montreal
Cognitive Assessment (MoCA) and Addenbrooke’s Cognitive Examination
(ACE) 111. The meeting was overwhelming as | realised how little 1 knew
about old-age psychiatry or medicine in general. Furthermore, it
demonstrated the extent to which the researcher has to negotiate the agendas
of both themselves and of those on whom their research depends.
Consultant Psychiatrist 1’s suggestions with regards to assessing the
reliability and validity of tools within the service, did not align with my own
aims and objectives for the research. Whilst the reliability and validity of
these tools has been researched within the field of psychiatry and
psychology in terms of sensitivity and specificity, it was not the task of this
research to further develop this body of literature.

Having met with my doctoral supervisors and revised my research aims to
ensure the service would not be implicated in regard to copyright, | once
again approached Consultant Psychiatrist 1 and she agreed to support the
study. In addition, Consultant Psychiatrist 1 also organised a meeting with a
consultant psychiatrist in Carlton Hospital (I will explain further in the
chapter how I did not go on to include this site within my research). |
pitched my research to the consultant psychiatrist in this site and she agreed
to support the study. I gained access to the elderly healthcare department at
Holmwood Hospital through the Clinical Supervisor. The Clinical
Supervisor also put me in contact with Information Manager 1 based in
Holmwood Hospital as part the teaching hospital Trust. 1 met with
Information Manager 1 who advised on who | would need to contact and the
kinds of documents | may be able to access upon ethical approval.
Following initial meetings, email exchanges, and telephone calls with
consultant psychiatrists, geriatricians, information managers and memory
nurses, and further contact with the Clinical Supervisor, | developed key
contacts within each of the sites. This helped me to map out the specifics of

data collection, which proved essential to gaining ethical approval.
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NHS ethics and claim to ethnography

A number of individuals, including professionals and students, who had
been successful in the ethical review process, recommended that it would be
beneficial to recruit someone within each site of study and a clinical
supervisor to champion my study. | was made aware by previous doctoral
candidates that the NHS REC looks favourably on researchers who are able
to demonstrate this support, and therefore the Clinical Supervisor was
assigned this role. Consultant Psychiatrist 1 and Information Manager 1
became my gatekeepers throughout the duration of my study. Coyne (2010)
describes the ways in which gatekeepers are able to effectively maximise
recruitment opportunities, hone the research design, and embed the
researcher within the setting because as Johnson (1990) contends, they have
access to privileged knowledge systems. This work is fundamental for the
scaffolding of a research project particularly when conducting research in a
hospital setting (Coyne, 2010). For the purposes of navigating the NHS
ethics application, the role of the gatekeeper is also essential for diminishing
the possibility of rejection or rebuttal; the gatekeeper role is deemed to
possess more power than the researcher in navigating the ethics terrain
(Reed, 2007). As an individual with no medical background or specific
alliances with the sites for investigation, | discerned that the sponsorship of
each of these individuals would ease the transition from stranger to
researcher (c.f. Coyne, 2010).

| prepared the NHS REC documents for submission during the preliminary
fieldwork stage. My vague, at times naive, thoughts and ideas regarding the
research design, were reshaped through discussions with key contacts in the
field. Within the extensive research protocol, | provided an account of the
data that would be collected; where this would be collected and how; the
number of hours expected to be in each site; how participants would be
approached, and how many would be recruited. The application process was
a laborious task and it has been argued more generally that the rigorous,
prescriptive stipulations of the process hinder the art of engaging in iterative

qualitative research (Bosk and De Vries, 2004; Dingwall, 2006). Following
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receipt of my initial application, | was invited to attend a REC meeting
(December 2013) where | was asked a number of questions about my study
by both medical and non-medical members of the committee. The meeting
lasted for approximately twenty minutes. During the meeting, the committee
queried a number of points. First, they queried why | had stated | wanted
consent forms to be signed and posted to myself; they questioned how this
would work as the forms are usually signed in the presence of the researcher.
Second, the committee queried the timescale of the research, which they
deemed to be an adventurous commitment for successful completion within
three years. In response to these points, 1 confirmed | would not ask for
consent forms to be posted and that I would ensure my research was
finished in the given timescale since my funding is a three year contract
without the possibility of financial extension. Third, the REC queried the
patient information sheet, which they suggested was unclear, as | had
implied that if non-English speakers can read the information sheet they
could then consent to participate in the study. They suggested that I amend
the inclusion and exclusion criteria to ensure that patients did not
misunderstand. At the end of the meeting | was also given space to ask any
questions. | asked whether the inclusion and exclusion criteria for assessing
capacity to consent to research, which I had discussed extensively with my
academic supervisors and my clinical supervisor, would be practical,
members stated that they had no queries or discrepancies about this aspect

of my research.

Overall, the committee was particularly responsive towards the fact that |
was investigating the best use of current practice as opposed to developing a
new technology for implementation. The committee spoke encouragingly
about the importance of research, which explores how current technologies
are used. In this sense the committee conveyed a sociological imagination
that | was not anticipating. Despite its laborious and at times bureaucratic
nature, recognised by clinical researchers (see Ashcroft, Newson and Benn,
2005 and Shaw, Boynton and Greenhalgh, 2005) and social science
researchers (see Reed, 2007 and Richardson and McMullan, 2007) alike, the

ethics committee was unquestionably helpful and supportive of my research



81

ideas, and looked favourably on the project. As a result, my research was
approved pending the completion of minor amendments and following
resubmission | was granted full ethical approval in January 2014. My
experience chimes with Hedgecoe’s (2008) claims that the REC and its
members primarily see their role as facilitating and supportive of social
research. It has been argued however, (see Murphy and Dingwall, 2007;
Reed, 2007) that the process of NHS ethics may complicate the practice of
doing ethnography in medical settings, of which there is a considerable
history (see Bosk, 1979; Strong, 1979; Atkinson, 1995; Berg, 1996, 1997,
1998; Mol, 1998, 2002a, 2002b; Latimer, 2000, 2013).

As ethnography involves the researcher participating in the area of study for
an extended period of time (Hammersley and Atkinson, 2007) subsequently,
I question whether gathering detailed snapshots of the field (as is the case
with this research), constrained my claim to doing ethnography. In order to
investigate this, | focus on the role of the REC and the ethics application
process overall. Although | have attempted to apply an ethics in practice
approach to my research (Guilleman and Gilham, 2004), which goes beyond
formal ethics applications and approval, the question remains as to whether
this formality and the research design approved by the REC, constrained my
claim to ethnography overall. | reflect on the existence of committee
ontology or ontologies, which | claim did not reflect the broad ontological
assumptions of this research that embraced multiplicity, and constitution of
disease in practice. The REC requires researchers across clinical and social
science practice to detail each stage of the research process including
specifying research methods; outlining the recruitment strategy; providing
an inclusion and exclusion criteria list for assessing suitability for
participation; detailing ethical considerations including potential risk of
harm to participants, and finally, detailing the benefits of the study.
Subsequently | provided an inclusion and exclusion criteria list to assess
participant suitability for study; outlined in detail the sites for study; stated
what | would be focussing on during observations of team meetings and
consultations, and rigorously outlined how | would be seeking informed

consent from participants. As stipulated earlier in the chapter, the
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formulation of the research design was a collaborative endeavour with
clinical ‘experts’ and gatekeepers, which was key to successfully
negotiating the REC process, and ensuring a transparent research design that
would safeguard the interests of participants. Commitment to transparency
however, which was reflective of a broadly realist perspective and therefore
constituted a particular version of AD ‘out there’ for exploration. The
emphasis of my research however, was on demonstrating how in practice
AD became to be made ‘real’ appropriating the lexis of ontology in the
terms ‘constitution’ or ‘enactment’. In a phenomenological sense then,
‘rather than there being a world of concrete objects which a theory cuts this
way and that,... the cake is constituted in the very act of cutting it’
(Garfinkel, 1972: 5). Conceptually, this was in stark contrast to the role of
the NHS REC, which embraces essentialism and realism, and the

importance of a priori knowledge to ensure transparency in research.

The REC dictated the population for recruitment, the settings for
investigation and a version of pathological cognitive decline only evident in
those with the capacity to consent to research. The committee reduced the
‘plurality of worlds” for exploring how instruments for screening cognitive
function constitute AD, and projected particular normative concerns
regarding AD in practice on my research. Overall, the REC projects a
powerful set of practices upon research. It has the ability to constitute the
sites and practices the researcher engages with in fundamental ways.
Although this is primarily evidenced in the necessity to detail each stage of
the research process, it extends beyond what the researcher will be doing
and who will be included in the study, to considering the ontological and
epistemological assumptions the researcher has to embed in the research
practice in order to ensure ‘ethical’ practice. The NHS ethics review process
is essentially an enactment or reification of the (bio)medical model
(Hedgecoe, 2008), which itself has the potential to impose on the research
design. With respect to my own work, it imposed on the overall constitution
of AD by dictating the particular sites and settings for investigation, and

therefore versions of the disease for exploration.
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Subsequently, | questioned how these competing epistemologies and
ontologies could be navigated to ensure that | upheld the key concerns of the
STS scholars that have influenced my research and my claim to ethical
practice; in particular the ability of my work to be wholly ethnographic in
approach. As such, | adopted a reflexive, flexible approach to my research,
wherein | stipulated that the claims | made are reflective of a specific,
particular world of AD rather than making broad, general assumptions.
Furthermore perhaps the constraints or norms of the REC embedded in what
became the research design should not be of sole concern but instead the
analysis of the norms embedded in the practices that came out of this design
should be of primary significance (c.f. Mol, 2012). Therefore, | adopted
ethnographic methods in recognition of the fact that I could not claim to be

wholly ethnographic in approach.

Fieldwork: Ethnographic Methods

Following confirmation of ethical approval, | contacted each of the
gatekeepers within the proposed sites for research. To clarify, it was at this
point that my connections with Carlton Hospital were not taken up. Despite
having agreed to my study, for organisational reasons, the gatekeepers
deemed that my work was going to be too onerous a task for clinicians and
patients. As such, fieldwork began with Holmwood Hospital, Nunmill
Hospital and Ridge NHS Centre. Following an email exchange with
Consultant Psychiatrist 1 at Nunmill Hospital, she invited me to attend a
Multi-disciplinary Team (MDT) meeting. Here | presented my research and
gathered the contacts of those who would like further information about the
research, and to be contacted for possible participation. With regards to
participant observation of consultations, it was agreed that | would contact
clinicians separately with criteria for inclusion and exclusion, and they
would then contact me with relevant appointments to observe week by week.
The research protocol | produced for the ethics committee was formulaic
and included a list of exactly what it was | wanted to observe or would be of

interest to me. Yet, | also entered the field with flexible research interests
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and concerns in order to guide initial consultations. | observed team
meetings, hospital wards, offices, and consultation rooms, where AD gets
‘done’ (Garfinkel, 1967). The majority of my fieldwork however, was
conducted via observation in two teams in the memory service. As | will
explain in the final sections of this chapter, I could not observe memory
nurses in the second memory clinic team, as | did not have ethical approval

to carry out observations in patients’ homes.

Observations of team meetings and clinical encounters were focussed and
selective, which reflected the microcosm of the cultural actions of the clinic
as opposed to portraying a whole cultural system (Wolcott, 1990). Therefore
despite the small sample of observation data | had, | maintain that | have
provided the level of ‘thick descriptions’ (Geertz, 1973) and cultural
interpretation (Wolcott, 1990), in clinical encounters to reveal the ‘situated
rationality of action” (Murphy and Dingwall, 2007: 2224). Limiting my
observation focus to two teams in one memory service also allowed me to
formulate well-thought through, rich and deep insights into the social life of
the setting in line with my theoretical sensibilities as outlined in Chapter
Three. In what follows, | briefly describe the nature of the three locations in

the memory service setting where | carried out observations and interviews.

Memory Service

The memory service is an NHS governed institution and is accredited by the
National Memory Services National Accreditation Programme, through the
Royal College of Psychiatrists. This programme aims to expand the number
of memory services for accreditation to increase performance management
and improve clinical services for diagnosing dementia, in line with the PM’s
Challenge on Dementia as outlined in Chapter One (see Royal College of
Psychiatrists, 2015).

Nunmill Hospital

The memory service is governed by a partnership foundation trust and the

memory service operated within three memory clinic teams covering three
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localities of the city. The memory service was based at Nunmill Hospital.
The service overall, aims to assess, diagnose and treat individuals
predominantly over the age of 65 experiencing early dementia and provide
support for those who are subsequently diagnosed. | observed appointments
in Nunmill Hospital and Ridge NHS Centre. In Nunmill the memory clinics
were held in a building adjacent to the main hospital site. The building was
not only used for memory service but for all mental health services, which
fall under the responsibility of the community mental health service.
Arriving at the centre, individuals are greeted by a small waiting area with a
reception desk facing the seating. The room is generally quiet with only a
couple of rows of seats. There are a number of information leaflets scattered
around and posters on the walls with information about various mental
health services available across the city. Aside from the posters, the walls
are relatively drab, broadly representative of a generic GP surgery or
healthcare centre. Nothing about the waiting area sets it apart as a specialist
service. Adjacent to the reception desk is a security-coded door which leads
to a number of consultation rooms each containing a desk, computer, three
chairs, a set of scales and other generic medical equipment such as a
stethoscope. The rooms are numbered (e.g. Consultation Room 1) and are
used by a number of clinical professionals working across the service.
Clinical professionals come and go through the building throughout the day;

they are not assigned a specific consultation room.

Ridge NHS Centre

The second site was located in a suburb on the outer areas of the city serving
the north locality of the city. Memory clinics were held in Ridge NHS
centre. On arriving at Ridge, individuals are greeted with a large waiting
area and a reception to the left. The room is generally bustling with clinical
professionals walking through the waiting area and around the building
more generally. Despite the fact that their work is scattered across the city,
Ridge is also where a number of the professionals’ offices are located.
Those working behind the reception area add to the hustle and bustle of the

waiting room as they converse openly with each other and engage with



86

individuals waiting for appointments. Along the corridor from the waiting
room are the offices of clinical professionals (serving as consultation rooms);
a number of generic consultation rooms; a bathroom, and a room dedicated
to staff meetings. Whilst a number of professionals pass through this space,
consultants, registrars and junior doctors are those primarily occupying this
space, as memory nurses in Ridge do not carry out appointments in clinic

but rather in patients’ homes.

Holmwood Hospital

The third site, from which interviews with geriatricians and information
managers were conducted, was located in the centre of the large
metropolitan city. This NHS teaching hospital trust was therefore not part of
the partnership foundation trust through which Nunmill Hospital and Ridge

NHS Centre were governed.

Data collection

I will start by outlining how 1 collected data in Nunmill Hospital and Ridge
NHS centre. | spent approximately six months collecting the data for my
research. | carried out seven observations of consultations, two observations
of team meetings and twenty-three interviews with professionals.
Combining these methods, | attended to the operation of cognitive screening
tools in practice and thus the interactions between the clinicians and the
tests (Goffman, 1959; Mol, 2002). Whilst observation alone can reveal this
spatiality of regions central to how AD is ‘done’ (Garfinkel, 1967), 1
supplemented the rich in-depth data from these selective observations with
interviews, to explore the situated actions of clinicians (Murphy and
Dingwall, 2007), the rationality behind why and how they located
themselves, and the tools in practice. Carrying out observations also meant
that I could elucidate the ‘inevitable slippages between what people said
they thought and did, and what they ‘actually’ thought and did (Pinder et al.,
2005: 764). Observations are situated occasions of clinical work and
represent the fluidity of relations between humans and materials for

supplement through interview. These methods enabled me to consider the
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frontstage and backstage practices, which make up AD as outlined in
Chapter Three. In traditional ethnographic standards for ‘doing
ethnography’, participant observation allows the researcher to be placed
both ‘inside’, through participation and ‘outside’, through observation of the

social world under exploration (Spradley, 1980).

Selecting observations, as a method for gathering data, was not extensively
and exclusively adopted in this research for a number of practical reasons.
In part, the small number of observations carried out, reflects my overall
focus on the particularity of setting; namely consultations where cognitive
screening tools were used with patients. | selected observations to reveal the
‘artful practices’ (Garkinkel, 1967: 11) of the everyday work of clinicians
set with the task of classifying AD, supplemented by the accounts of
professionals during interview. The arguments drawn from my observations
in this thesis, stemmed from extensive fieldnotes written before, during and
after the observation event. However, whilst | immersed myself in the
routine procedures of the consultations, | did not immerse myself wholly in
the routine procedures of the clinic overall (see Garforth and Kerr, 2010). |
did not sit and observe the waiting area, or how professionals occupied
themselves between consultations, or what they conversed about in the staff
quarters and so on, because of my ethical review constraints. Although
immersing myself into the culture of each setting informally would have
allowed me to capture truly what was taken-for-granted, | had to confine
this to what was taken for granted in the moments | was present in the team.
I could not develop more than a ‘peripheral membership role’ in the field
(Angrosino and Rosenberg, 2011: 468) and nor could | claim to have
become ‘one of them’ (Wind, 2008: 87). My fieldwork was a specific
formulation of negotiated interactions and despite the importance assigned
to carrying out observations, doing fieldwork is ‘so much more than being
there’ (Wind, 2008: 86).

Observations of consultations were arranged with clinicians in Nunmill
Hospital. Consultant Psychiatrist 1 subsequently put me in contact with

Consultant Psychiatrist 2 in Ridge NHS Centre, and again | met with the
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team, outlined my research, gathered a list of professionals who would like
to be contacted with further information, and similarly to Nunmill, 1
arranged consultations with individual clinicians. | had stipulated in my
protocol for ethical review that | would include only those who had the
capacity to consent to research, and this was the responsibility of the
clinician to identify. As a result, I could not sit in the waiting rooms and
wait for clinicians to inform me of a suitable case, particularly given that
clinicians rarely spent more than a morning or afternoon in any one site. If
there was cause for concern regarding capacity to consent when | arrived at
the clinic and met the patient, 1 did not observe the appointments. |
arranged to observe the team meetings where I provided a ‘cover story’
(Bosk, 1979: 194) when questioned about my presence in the team, ‘I am a
PhD student in sociology interested in how clinicians use instruments for
screening cognitive function in the process of diagnosing AD’. This was
met with enthusiasm across each of the teams and made contacting
professionals for both observation of consultation and interviews less

daunting.

Access to the sites for observation was opportunistic. | waited on
professionals who would email me with a list of potential observation dates
and times; it was crucial that patients met the criteria for inclusion. In the
majority of cases, | was asked to arrive approximately fifteen minutes prior
to the start of the appointment to discuss with clinicians how | would be
seeking consent from the patient. However, primarily this time was spent
with the clinician who talked me through the patients’ medical notes and
explained why they had been referred and what the appointment might
entail. From the initial consultation | observed, | engaged in a process of
reflexivity, continually moving back and forth from the field with revised
thematic criteria, focus points and questions (c.f. Duneier, 1999). Following
the six months of observation and interview work, | reached the point of
data saturation both practically and conceptually. | began to make clear
links between sets of data. Although data could have been supplemented
with further rich and useful information, this may have led to an overload of

unnecessary data to organise. In retrospect, | feared my presence was
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perhaps too onerous for a number of clinicians who at times felt pressured
by my presence because they had misconstrued the nature of my work, as |

will go on to discuss when I turn to the limitations of my research.

Fieldnotes

During the observations of consultations and team meetings, and once | had
gained consent from patients and practitioners, | carried a notepad and made
fieldnotes. During the brief and de-brief or less formal encounters, | relied
on memory and created notes immediately following fieldwork. This was
because | felt that writing extensive notes during conversations (particularly
if this was a first encounter with a clinician) would add to professionals’
curiosity as to what and why | was writing. Consultations were an
appropriate more formal environment to construct fieldnotes. Whilst this
approach to data collection has the potential to be construed as ad hoc and
less rigorous than other forms of data collection, the notes | made during
consultations were well-recorded, detailed and illuminating (Atkinson,
1995). The fieldnotes gathered, contained exhaustive information of
particular moments; briefing with the clinicians prior to consultation,
consultation, de-brief following the consultation and the team meetings.
They described interactions, relations, discourses, verbal practices, non-
verbal practices, space of the setting and personal reflections. Fieldnotes are
not, and should not be read as, a comprehensive, exhaustive record of the
setting; the researcher necessarily draws on tacit knowledge systems that
cannot be contained in the written notes (Hammersley and Atkinson, 2007).
As such, I relied on my memory to ‘recontexualise’ the observable events

(Hammersley and Atkinson, 2007: 147).

I transcribed the fieldnotes as soon as possible following fieldwork because
| opted not to use an audio-recorder; | feared that it would disrupt the order
of the setting perhaps already compromised by my presence. This meant
that I might have missed key events that | could have captured on the
recorder. However, my overarching concern was that the presence of a

recorder would be an intrusion on what was already a particularly sensitive
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consultation. As Memory Nurse 6 explained when waiting for a patient to
arrive prior to observation, ‘the patient needs to be as relaxed as possible,
they may be coming into this clinic worried what’s going to happen and the

family member might be too’.

Conducting interviews

Semi-structured interviews were carried out with twenty-one healthcare
professionals and two information managers. The views and perspectives of
patients undergoing testing for cognitive decline and the process of
diagnosis, is of undeniable value and yet is a significantly under researched
area of study. An increasing number of scholars highlight the benefits of
involving dementia patients in research (Bond and Corner, 2001) but
recognise that doing so poses ethical and practical issues, such as how to
gain informed consent and assessing capacity to consent to research
(Sherratt and Soteriou, 2007). The aim of this study was to explore how
cognitive screening tools were used to classify AD, and henceforth
constitute the disease in clinical practice, given the lack of attention towards
the process of diagnosing AD within Sociology and Science and
Technology Studies (STS). Whilst the accounts of patients would provide an
interesting and important component for this endeavour, | attended to
situated occasions to pursue an exploration of professionals’ interactions
with the tests in healthcare practice, and how they made sense of the
complexities associated with categorising AD more broadly. Furthermore,
ensuring that patients included in the study had the capacity to consent to
research, meant that gaining ethical approval would have proved
challenging particularly, as |1 was also constrained by the three year
timeframe to carry out doctoral research. I drew on both observations and

interviews for my fieldwork.

The majority of my fieldwork however, was in fact taken from interviews
with clinical professionals. Interviews with clinical professionals were used
both to confirm the observational data (often | wanted to clarify moments of

uncertainty in the clinic) and as a method to simultaneously probe for
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information and generate unexpected data. There were a number of
instances however, where clinicians consented to observation but did not
consent to a follow-up interview. Semi-structured interviews more generally,
are also a particularly useful method of data collection for research within
the healthcare setting. According to Holloway and Wheeler (2013), semi-
structured interviews are not dissimilar from the practitioner-patient
encounter rendering them particularly effective at capturing the reflections
and perspectives of clinicians. Furthermore, following discussions with a
number of practising clinicians, it was made clear that the semi-structured
interview method would be familiar to a number of clinicians. In accordance
with my theoretical approach more broadly however, neither the accounts of
clinicians nor the observations of interactions were ‘gold standard’ of an
enactment or constitution of AD (Law, 2004). Rather, they participated in
the enactment or constitution of realities: | attended to matters of
‘praxiography’ as opposed to epistemology where methods do not presume
the nature of AD (c.f. Mol, 1998, 2002a).

Whilst the formal methods adopted in this research such as interviews and
observations were assemblages of the interactions and relations between the
‘fluxes of the real’, I did not take these accounts at face value. Instead 1
attended to their situatedness, which allowed me to engage with the
continued enactment or continuing crafting of social life (Mol, 2002a). As
such, | engaged with a context driven fieldwork, which encompassed both
the unscripted and scripted accounts of professionals, particularly as
ethnography adopts a multiple methods approach (Hammersley and
Atkinson, 2007). Semi-structured interviews were also carried out with
geriatricians in the large teaching hospital Trust (I did not observe these
clinicians because of ethical approval constraints) and information managers
who provided both non-clinical and clinical perspectives on the
implementation of the National Dementia Commissioning for Quality and
Innovation Framework (CQUIN). Their perspective on how both the
instruments and the data generated were used was an important dimension
for this research. Both geriatricians and information managers interviewed

were sampled purposively from within the memory clinic teams, where |
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gathered a wide-range of clinical professionals from across the hierarchy of
the teams. Whilst empirically, this meant my research had limited
generalisability | have generated theories, which could be generalised across
other sites of practice.

The majority of my field data was taken from interviews with professionals
across psychiatry, psychology, gerontology and informatics. | drew
extensively on interviews with professionals where | shifted back and forth
between these formal ‘accounts’ or multiple versions of truth. However, |
approached data with caution, recognising the identity enactments and
justfications of actions through which these accounts were ‘made’. I further
recognised that within these actions emerged a particular version of truth
and yet at the same time, | did not claim that participants’ voices ‘[spoke]
for themselves’ (Atkinson and Delamont, 2006: 166). Since I drew on
ethnomethodological sensibilities, interview ‘accounts’ were not taken at
face value rather they created ‘the realities they purport to describe’
(Atkinson and Delamont, 2006: 167). Since the data | had was
predominantly drawn from interviews with professionals, there were
moments across my thesis where the versions of truth emerging from
interview accounts were difficult to supplement, confirm or refute through

the more informal practices emergent during observation.

I did not exclusively attach importance to professionals’ ‘accounts’
(Garfinkel, 1967) however, in terms of what they accounted for, and said
they did during interview. | was also interested in their actions during
observations and how these interactions ‘fitted’ alongside more formal
interview accounts; the ‘slippage’ between formal accounts and informal
practices (Horlick-Jones, 2005). Observing consultations and team meetings,
I drew extensively on Goffman (1959) to demonstrate the front stage and
back stage performances and mediation practices with regards to the use of
cognitive screening tools. | therefore approached the data as negotiations of
roles and identities across the spatiality of interaction (Goffman, 1959).
Observing both the front-stage consultations and the back-stage team

meetings and de-briefing with professionals, | viewed individuals as situated
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beings whose interactions with humans, materials, objects and technologies,
were embedded with social and cultural meanings. For those moments
where | was able to carry out observations alongside interviews, | was able
to verify and/or refute professionals’ claims. The kinds of thoughts and
actions professionals reveal to an interviewer, are bound in the context and
situation itself which emerges during observation (Garfinkel, 1967;
Goffman, 1983). | recognised the multiple and situated versions of reality

produced in the field and ‘revealed’ in accounts.

Drawing on both interviews and observations, | mirrored Walford’s (2009:
118) claim that doing ethnography requires multiple methods of data
collection. However, this is not a question of truth or untruth with respect to
the kinds of knowledge produced by such methods. Instead, by drawing on
both interviews and observations, reflects the efforts made to comprehend
interactions which are contextually constructed and shaped by the power
relations between researcher and researched. The thoughts and actions
emergent during interaction or revealed to the interviewer, and the
situatedness of these actions are dependent upon the situation itself
(Garfinkel 1967; Goffman 1983). | therefore explained action both at the

individual level and drew on context-driven fieldwork.

The interviews were carried out throughout the six-month fieldwork period
across Nunmill Hospital, Ridge NHS Centre, and Holmwood Hospital as
part of the large teaching hospital Trust. 1 was given an allotted time for
interview set aside from the routine working practice of professionals, and
the location of the interviews meant enabled me to capture the context of
their professional practice. The interviews were semi-structured, audio-
recorded and ranged from thirty minutes, to one hour thirty minutes in
length. I created interview schedules but approached them as guides, which
allowed me to develop points, reflect on questions and refine where
necessary. As demonstrated in Appendix K, these were flexible interview
guides as not all the questions may have been asked. The questions focussed
on professional practice in terms of experiences, lives, opinions and

interactions within the organisation. Professionals were informed and asked
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to consent to the interview being audio-recorded for transcription; informed
that they could refuse to answer questions and stop audio-recording if
necessary, and withdraw from the interview at any point throughout its
duration. The professionals were sincere and often candid about their role
and the use of cognitive screening tools, drawing on and reflecting on
specific patient cases to elaborate specific points. Although they were
particularly candid in these responses however, there were a number of
times where professionals pretended to place their hands over the recorder
or asked me not to include what they had said in my thesis. Overall,
professionals were eager to participate and were particularly open. In what
follows, | outline my role as researcher within the field and how this was
shaped, approached and perceived by professionals. | reflect on the reasons
for their candid accounts of their experiences and approaches towards the
tools and their role in the organisation, which in part, | consider to be

reflective of the subject under investigation.

The role of the researcher and student researchers

Amit (2000) reflects that negotiation and reflexivity within the research
process will influence the experiences told; the situations will define the
method, and the way the method is approached. During both observations
and interviews, clinicians were engaged with my research and generally
supportive of my role. However as there is a ‘delicate relationship’ between
the ethnographic researcher in the clinical space and access to this space
(Long et al., 2008: 71 emphasis added), gatekeepers were crucial to this
engagement and support. When | approached clinicians for interview, or |
was asked about my presence when carrying out observation work,
disclosing my affiliation with the gatekeepers provided me with the
authority to be present in the team and also to approach participants for
inclusion in the project (see Atkinson, 1995). | consider that without these
gatekeepers, access to participants would have been enormously time
consuming and laborious. Moreover, whilst my observations of the settings
were minimal, it was important that | established relationships with

professionals in order to claim the rights of the observer in the shifting
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positions of insider and outsider research status (Hammersley and Atkinson,
2007). It is to this last point that | turn when considering my role as a

student researcher in the acquisition of data and access to the field.

The concept of participant observation in traditional ethnographic standards
of ‘doing ethnography’ positions the researcher as both ‘insider’, through
participation and ‘outsider’, through observation of the social world under
exploration (Spradley, 1980). The extent to which these positions are fixed
is however, a matter of contention, experienced differently by participants
and the researcher (Desmond, 2007; Hammersley and Atkinson, 2007;
Angrosino and Rosenberg, 2011). Given the existence of pre-determined
‘roles’ within the clinical setting (patient, health worker, relative/visitor
(Wind, 2008)), it is perhaps only appropriate for researchers to assume the
role of researcher or student in these settings, thus failing to participate per
se in the roles under investigation. Subsequently I drew on the concerns of
Woolgar and Neyland (2013) in their ethnographic work on exploring the
role of mundane technologies. For Woolgar and Neyland, (2013) they
describe their task, ‘to document and reflect upon the experiences of moving
back and forth across cultural divides and perceptual boundaries, of being
simultaneously an insider and outsider and of moving between the two’ (pp.
15). The degree of participation however, will differ in accordance with the
settings to be researched and the characteristics of the researcher themselves.
Furthermore, 1 am aware that my level of participation in the field
constrained my ability to be wholly ethnographic. Whilst Consultant
Psychiatrist 1 sponsored my study, my role as researcher in the field was

ultimately as ‘outsider’.

What contributed to my approval in the field despite not being fully
immersed in the field was that clinicians were willing to engage with the
topic, which they felt was worthy of study. Moreover, the merit of
qualitative research is that individuals feel able to talk about their lives and
experiences with someone who is a relative stranger, and | reflected on my
role and access as one of reflexivity. Whilst negotiating access to clinical

settings may be relatively unproblematic as Wind (2008) suggests, the
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complexities of holding this position of access is inherently difficult.
Undoubtedly professionals working in these settings are constantly
undergoing their own negotiations with the patients themselves that leaves
little scope for the role of the researcher. It was therefore important that |
made myself known as a researcher and built rapport with the professionals
working in the field (Goodson and Vassar, 2011). There were moments
however, particularly during the observations of team meetings when
professionals misconstrued exactly what it was | was doing and referred to

me as a psychology student or social worker.

In relation to the interviews carried out with professionals, as a student
researcher, interviewing elites could have been a challenging process
particularly when | did not have a claim in the profession overall (Harvey,
2010). As Harvey (2010) contends, it is essential that junior researchers be
better organised, persistent and flexible than those interviewing lay people.
For Harvey, it is crucial to be aware that the lack of experience of junior
researchers and establishment within the field of study, may hinder the
recruitment process. As such, | remained flexible with regards to arranging
interviews; acknowledging that clinicians’ schedules could potentially
change and therefore | may be required to alter my working practices. The
gatekeepers also aided the process of recruitment as my affiliations with
these professionals allowed me to access individuals perhaps more easily
than if | had approached the field blind.

Data analysis

In line with the philosophical and theoretical orientations of this research, a
‘reflexive interaction’ process guided the data analysis process (Altheide,
1987:65). Analysis of data is an on-going process, which begins in the field
and continues in transcription and coding (Ibid). Ethnographic analysis
adopts an iterative process in which themes arise during data collection or
‘field work” (Thorn, 2000) where the researcher codes and categorises data
to ‘interpret thematic categorisations, search for inconsistencies and

contradictions and generate conclusions about what is happening and why’
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(pp. 68). Themes were identified both at a ‘manifest level’ (observable
within the data), and at the ‘latent level’ (that which is underlying the
phenomena and not directly observable) (Boyatzis, 1998). Thematic
analysis in this research did not impose strict analytical frameworks on the
data but was sensitive to the emergence of themes, inferences and nuances
in the data. | also carried out situational analysis, which renovates the
framing of actions central to a grounded theory approach, and considers the
‘key elements and conditions that characterise the situation of concern’ (pp.
554). As such, the complexity of resolving and constituting AD was framed
within what Geertz (1973) describes as ‘thick descriptions’ of social worlds,

arenas and negotiations (Clarke, 2003: 558).

Clarke (2003) claims that grounded theory does not take into account the
‘sea of discourses’ (pp. 559) that represents the post-modern era.
Subsequently, influenced in part by the concerns of grounded theory, Clarke
draws attention to ‘inchoate social features of a situation’ to make them
more ‘visible’ (pp. 572). As Clarke suggests, the situational analysis
approach can be utilised to analyse or map a variety of data including
observations, interviews and documents. As such, throughout my fieldwork,
the material from interviews and observations were compiled to establish
moments of intersection and also disconnection. The ‘fractional objects’ of
reality (Mol, 2002a) emerged through the cross checking of data materials,
revealing the thick descriptions and subsequently interpretations of data
(Geertz, 1973). Furthermore, I sought a method of ‘social inversion’ (Clarke,
2003: 572) where | attempted to reveal the invisibilities of situation. This
was in accordance with my overall approach, which foregrounded practice
and as a method overall, which allows social scientists to explore that,
which has been largely ignored or taken for granted (Timmermans and Berg,
2003).

This is not to suggest however, that themes emergent in the literature review
were not considered to make sense of the data. During fieldwork, | adopted
an inductive, reflexive approach and developed themes, categories and

interpretations to illuminate the areas of inquiry of pertinence to my
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research, which also aided the focus of my empirical chapters. As such, my
findings were coherently sorted and grounded in theory. In terms of the
tools used for analysis, | attempted to manage and make sense of my data
through NVivo9: qualitative data management software. However, | decided
against persevering with this software as | found that it became increasingly
time consuming when attempting to order my data. As such, | decided to
begin analysis manually, which allowed me to manage and make sense of
my data without becoming overwhelmed by quantity and scope (Seidel,
1992). In the thesis, | provided quotes from both observations and
interviews, and attempted to keep as much detail as possible to avoid further
fragmentation of accounts and instances. During transcription | transcribed
verbatim and I deleted some of the more ‘distracting’ aspects of the data
such as pauses (Atkinson, 1995: 12).

Limitations of ethnography

I do not claim to have produced a wholly ethnographic study but | adopted
the theoretical orientations of this approach and drew on ethnographic
methods including participant observation. Subsequently, it is important to
consider the limitations of ethnography regardless of the extent to which this
research can claim to be wholly ethnographic in approach. According to
Hammersley and Atkinson (2007), there are five dominant ethical issues to
consider when drawing on ethnographic sensibilities. Whilst these are not
solely constitutive of ethnography and can be applied more broadly to other
social science methods or methodological frameworks, ethnography gives
these issues a ‘distinctive accent’ (pp. 207). The authors categorise them
under five headings: informed consent, privacy, harm, exploitation, and
consequences for future research (pp. 207). More generally, as Bosk (2001)
claims, ethnography has the potential to become a moral and ethical
problem for a number of reasons. We knowingly encourage the types of data
which will yield rich data such as discrepancies, do not completely disclose
the interests of the research, and exploit participants who may get ‘little or

nothing in return’ (Hammersley and Atkinson, 2007: 217).
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In relation to the issue of informed consent, as Hammersley and Atkinson
(2007) contend, because the researcher actively builds and facilitates rapport
with participants, it could be the case that participants ‘forget’ that the
research is taking place (pp. 210). Furthermore, and particularly in relation
to my research, regardless of the fact that the study was overt in nature, | did
not disclose every detail about the research to the participants. First, when
attempting to navigate initial access to the field, I did not have all the
components of my research mapped out because of the reflexivity regarding
fieldwork in ethnography more broadly. Second, whilst | provided enough
information for participants to understand the basics of my study and ensure
it was relevant for professionals working in the medical sector, there were a
number of occasions where despite providing numerous information sheets,
clinicians asked if I was a psychology student or a social worker. On
reflection, since | did not provide every detail of my study this could have
confused participants and yet concurrently, providing reams of information
could be regarded as intrusive subsequently affecting the behaviours of

participants (Hammersley and Atkinson, 2007).

Furthering this discussion on informed consent, whilst studies including
Atkinson’s (1981; 1984) which examines teaching of medical students at the
bedside in hospitals, did not seek consent from the patients or students
present, this exclusivity would have been ethically problematic for my
research. As a non-medical student entering a medical field, | had to gain
consent from each person within the consultation room. Whilst the control
ethnographers have over the research process is minimal (Hammersley and
Atkinson, 2007), given that it is difficult to ensure every person within the
observation arena can be fully informed, this was something | had to
overcome having stipulated to the REC that | would only include those with
the capacity to consent to research. It was also important to recognise that
clinicians were attempting to fit my role into their own pre-existing frames
of practice. Subsequently, | had clear criteria of who or what to observe: |
observed encounters with patients, professionals and family members/carers,
and observed professionals in team meetings. These closed environments

meant that some control was exerted over the encounters and ensured that
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patients met a specific set of criteria for inclusion to avoid exploiting them if

they did not have capacity to consent to research.

Another problem arising from my study concerns anonymity. Whilst |
replaced names with the professions of participants and ordered them
numerically; replaced the names of research settings with pseudonyms;
omitted details that could be traceable to the participant, and altered
traceable attributes of participants, there were no guarantees that this was
enough to preserve anonymity. Attempting to do so however, overcomes the
distinction between private and public and trust between researcher and
researched (Hammersley and Atkinson, 2007). Yet despite my attempts to
conceal the identities of those participating in my research given the
relatively localised and specific site for study, there was the possibility that
those within the field may uncover these identities laid down in permanent
text for public exposure. Whilst | have tried to overcome this as best as
possible, it remains a feature of ethnography overall which researchers are

continually navigating.

Perhaps another limitation of my study was the fact that I was anxious
throughout my observation work that clinicians would perceive my role as
one of judgement. This anxiety was born in part out of the fact that during
analysis, | became aware that | might release details that could be perceived
by professionals as a criticism of how they approached the tools and
diagnosis more broadly. Moreover during my fieldwork, professionals
themselves expressed their anxieties during observations and private
conversations that | would be informing them that they were incorrectly
administering the tests. As Trainee Psychiatrist 2 said to his patient during
observation, prior to carrying out the test, ‘this is where Julia is going to
watch to see if I do it [the test] right’. In order to overcome this, | clearly
stated in the participant information sheet and clarified with clinicians prior
to observations, that I would not be making judgements about existing
practice. As | will demonstrate in the following empirical chapters, | clarify
further that my aim was to uncover the complexities that clinicians were

faced with when classifying AD; examining how they navigated social,
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cultural, political and technical arenas through the use of the tools and
within the organisation of the team. My intention was not to provide a
privileged account of what should or should not be happening, or judge or
render professional work open for criticism; healthcare organisations and
particularly the memory service were under a great deal of pressure to
perform. It was my intention therefore to provide a detailed, analytical
account of the relationships, interactions, accounts, approaches and labour
associated with classification which did not require me to pass judgement on
these situated occasions. | have endeavoured to provide a critical yet
accurate portrayal of how diagnosis and AD is ‘done’ across the settings

(Garfinkel, 1967).

As is the case with all qualitative research, carrying out the fieldwork for
this research required flexibility, patience and investment in time.
Appointments were cancelled at the last minute, at times clinicians forgot |
would be attending observations or interviews, interviews were rearranged
when professionals were required elsewhere, and so on. In accordance with
these practical difficulties | faced however, there are a number of limitations
of ethnography more broadly which require elaboration. A further practical
limitation of my study was that whilst | gained ethical approval for two
further sites for investigation, | did not access these sites since they claimed
my work would be too onerous due to increasing clinical demands on the
service. As such my sample is particularly small yet also rich and in-depth
in accordance with my theoretical allegiance to ‘thick description’ (Geertz,
1973). Furthermore, whilst | observed consultants, registrars and junior
doctors across both teams, | could only observe memory nurses in one of the
teams as they carried out the majority of nurse appointments in patients’
homes, for which I did not have ethical approval. Nor could | observe
patients undergoing cognitive assessment associated with the CQUIN in a
hospital ward as whilst | had ethical approval to do so, following contact
with a number of individuals including consultant geriatricians and senior
nurses, it was deemed too onerous for me to be present on an AMU, and

capacity to consent could not be guaranteed. As such | avoided making
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general claims regarding my observations but treated them instead as

moments in time.

Whilst the claims in this thesis were broadly representative of one specific
team in an organisation, it remained difficult to discuss these situations in
relation to making universal claims about the NHS more broadly. However,
given the fact that the memory service and the large teaching hospital Trust
are NHS institutions, their practices will be similar to other NHS institutions
in spite of locality of variation. For example, the National Dementia CQUIN
is a universal framework implemented across all NHS hospitals in the UK. |
argue that each of these sites constituted a situated example of the use of
cognitive screening tools in the process of diagnosing AD in the UK, and
my analysis answered broad questions about how technologies are used in
the process of classifying AD in clinical practice. Whilst perhaps my
research overall, has limited external reliability, validity and
representativeness, my theoretical sensibilities meant that there was no
absolute reality that could be found in some pre-existent state across time
and space. As Hammersley and Atkinson (2007: 234) note, whilst
ethnography is unable to provide a solution for queries regarding
generalisability, perhaps nor can any other form of social research. Drawing
on ethnographic methods including observations, my research was highly
interpretive; some of the text is not objectively reported but created and
manipulated. However, whilst ethnography ‘plays a complex and shifting
role’ (pp. 2) as an approach to doing research, it does not mean that the
researcher cannot offer useful insights into and applications of particular
forms of social life. Perhaps appreciating the limitations of ethnography as
an approach (as with all social science research methodological sensibilities),
and recognising its situated findings, should be of central concern to the
ethnographer in the field.

Summary

In this chapter I have briefly outlined how my overall theoretical approach

to practice, informed my research design. For Timmermans and Berg (2003),
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an approach which foregrounds practice allows the analyst to observe the
subtle effects and implications of technological implementation in everyday
practice. With this in mind, | have reviewed my research design, the
reasoning behind my decisions, and how my decisions were informed. As a
result, my research design aimed to reflect not simply the ‘high hopes or
dire warnings’ of cognitive screening tools, but intervene in the invisibility
of current diagnostic practice in which these tools are situated, implemented
and remain pervasive (Timmermans and Berg, 2003: 97). | opened up
current diagnostic practice but at the same time abandoned preconceived
ideas about technologies, techniques and professionals. As | have outlined, |
embedded performative sensibilities in my research design, | asked what
kinds of tools cognitive screening tools are, what they do, how they produce
multiplicity in situated occasions, and resolve complexity. Furthermore, |
described the ways in which I drew on the concerns of situational analysis
(Clarke, 2003) to deal with the complexities of healthcare practice before
continuing to engage with the limitations of my study which ranged from
issues regarding informed consent, to my claim to ethnography overall. 1
highlighted how the accomplishment of ethnographic fieldwork relies on a
complex and detailed relationship between theory and negotiation of
knowledge construction a priori, which may have been constrained by the
NHS REC.

In the following three empirical chapters, | shall tell the story of how
cognitive decline and Alzheimer’s disease are classified in clinical practice.
Across these analysis chapters, | investigate the role of cognitive screening
tools within complex socio-material practices, and explore the interactions
between clinicians, patients and technologies in clinical practice. | attend to
the ways in which clinicians make sense of diagnosis in the clinic and with
respect to managing the ‘ageing population’ more broadly, demonstrating
how cognitive screening tools, mundane and taken for granted, are ‘brought
to life’ (Berg, 1996: 501).
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Chapter Five

Navigating Uncertainty in the Clinic

The following three chapters outline the key findings of my study. By
attending to the everyday work of professionals, | explore the constitutive
role of instruments for screening cognitive function in the process of
classifying Alzheimer’s disease (AD). I explore the role of these
technologies in the clinician-patient interaction and demonstrate the myriad
of ways in which clinicians are able to approach and perform the tools as
provisional devices. In doing so, producing and reproducing patient
identities and professional hierarchies, to navigate and manage uncertainty
(Chapter Five). | also investigate how the boundaries of classification are
constituted through the mobilisation of uncertainty for the production of AD
(Chapter Six); and analyse the adoption of the tools in the wider policy
arena for detecting the disease in its earliest stages (Chapter Seven). | argue
that initiatives such as the National Dementia CQUIN, shifts the
temporalities of classification when translated into clinical practice,
producing further uncertainties particularly around patient futures, as it

attempts to reify the patient ‘pathway’.

In Chapter Five, | show how clinicians negotiate cognitive screening tools
and articulate their provisionality in response to the uncertainties associated
with measures of cognitive decline. This articulation work points to the fact
that the value(s) associated with these tools are not ‘stable and predefined’
but ‘grappled with, articulated, and made in concrete practices’ (Dussauge,
Helgesson, Lee and Woolgar, 2015: 1). This STS approach to the notion of
values, grounds my empirical chapters since this thesis does not attempt to
deconstruct whether the tools have intrinsic value for producing knowledge
about cognitive decline. Rather, it elucidates how their values are
constituted in socio-technical arenas for dealing with complexity and for
making sense of classification. Overall, in relation to what | argue is the
making of the tools as provisional devices, possible because of their low-

technological and mundane status, | introduce the concept of portability
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across the three empirical chapters. | define portability as a set of practices,
which ensures the movement of cognitive screening tools across different
actors and settings, and across time and space. This portability, which is
articulated across the sites of study, is necessary for two distinctive reasons.
First, it is necessary for navigating and managing the uncertainties and
complexities associated with diagnosing AD in the everyday, routine clinic.
Second, it is necessary for managing AD in terms of resource allocation and
service provision in the wider healthcare setting. The making of the tools as
provisional and therefore portable devices is not completely unbounded
however, and throughout my empirical chapters and particularly in my
discussion, I reflect on when portability occurs, where it occurs, on whose

proviso, and when it does not, across different settings and temporalities.

In this chapter, | capture how clinicians use cognitive screening tools to
navigate and manage the uncertainties associated with measures of cognitive
decline. Tracing interview accounts and observations in the memory service,
I demonstrate how uncertainty is manifested threefold. First, in the absence
of a definitive method for diagnosing AD, second, in the ambiguities
associated with the tools themselves, and third, in the ways in which
patients conceive the meaning of diagnosis overall. | argue that the tools are
articulated as partial and therefore provisional devices, for navigating and
managing this uncertainty, and | emphasise how the tools are subsequently
made portable for making sense of classification. In the context of the
memory service, an increasing number of tasks are being delegated to
memory nurses and Occupational Therapists (OTSs), including the use of
instruments for screening cognitive function in initial consultations. |
therefore illustrate that performing the tools as provisional devices, is
practised differently across the professional hierarchy, reproducing the
power relations within the memory service. Whilst all clinicians observed,
engage with mediation and manipulation practices, professionals occupying
positions higher up the professional hierarchy, are afforded the
responsibility of privileging clinical judgement to manage uncertainty (c.f.
Bosk, 1979). Mapping these two distinctive strands of provisionality, |

suggest that despite the tools producing and reproducing professional
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hierarchies, the making of provisionality through mediation and
manipulation practices also carves out a unique space for memory nurses.
As the tools are made portable into patients’ homes, memory nurses assign
significance to what is socially and culturally significant in this space. The
final section of this chapter, highlights clinicians’ commitment towards
objectivity, and the quantified element of the tools across the memory
service, which drives how classification proceeds within a complex
distribution of medical practice. These practices, as well as aligning with my
arguments in Chapters Six and Seven, play a key role in understanding how
the constitutive role of cognitive screening tools, drives the medical
decision-making process in an arena of uncertainty. The power of the
mundane is revealed, necessary for navigating and mobilising the networks
of practices involved in what Berg (1992, 1996) describes as medical
decision-making processes. More broadly, this chapter is grounded in
theoretical literatures on patient identities and professional hierarchies
(Goffman, 1959; Latimer, 2000, 2004; Nancarrow and Borthwick, 2005).

Organisation of the memory service

Despite the ambiguities, which emerge as both cause and consequence of
AD as a nosologically contested disease however, clinicians in the memory
service overall, were committed to finding a diagnosis for patients, family
members and carers in this arena of complexity and difficulty. There was a
commitment towards getting diagnosis ‘right’ for a disease which remains
in part highly stigmatised, fuelled more broadly by archaic approaches
towards mental health and ageing more generally. Across the memory
service, instruments for screening cognitive function were administered with
individuals who had been referred either from primary care, in-patient
liaison psychiatry, or through the community mental health team. The
memory service consisted of a wide-ranging number of professionals
working in the field of psychiatry including consultant psychiatrists,
specialty doctors, registrars, junior doctors, memory nurses, and
occupational therapists. On entry into the memory service pathway, a record

of the individual’s referral was sent to the team and either allocated through
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the central system, or discussed and assigned to the appropriate professional
in the multi-disciplinary team meetings (MDTSs), depending on the
individual’s care trajectory. For initial appointments where cognitive
function is assessed using instruments for screening cognitive function,
memory nurses were expected to carry out the majority of the appointments
either in the patient’s home or in clinic. The diagnostic appointments were
the responsibility of the medics within the team. In the clinic, a family
member and or carer usually accompanied individuals. The standard
procedure for appointments is that the clinician asks the patient whether
they know why they have been referred to the memory service and a full
clinical history is taken prior to formalised testing for cognitive decline.
Depending on the information gleaned from the appointment, which in the
case of this research lasted no longer than 1hour, clinicians explained to
individuals that they will either be referred for further diagnostic testing or
in the case of consultants, speciality doctors, trainee doctors and registrars, a
diagnosis was made during the appointment. Completion of a diagnostic
appointment depended on the need for, or prior completion of, blood tests,
Computerised Tomography (CT) or Magnetic Resonance Imaging (MRI)
scans. The cognitive testing made up (at the most) 25 minutes of the clinical
encounter unless the patient was having difficulty understanding or
answering the questions. At this point, the clinician could allocate more time

depending on overall caseload.

The organisation of the memory service reflects an increasingly complex
distribution of medical practice: a multi-disciplinary approach to healthcare.
Pressures on workforce boundaries due to increased demand on the memory
service, have led to a delegation of tasks previously only performed by
expert professionals (c.f. Nancarrow and Borthwick, 2005): the
administration of cognitive screening tools. The structure of the memory
service in terms of delegation of tasks is important for analysing how the
tools are used to navigate uncertainty, who adjudicates on their use, and for
what purpose, within the MDT. Consultant Psychiatrist 2 explained the
complex distribution of the service when asked about the history of the

cognitive screening tools in current practice,
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‘One of the reasons that we chose the Addenbrookes was that, about
oh my goodness how many years ago now (I work with Mark who’s
one of our clinical psychologists here) when we wanted to look at
changing the memory service from being very medically led, so
doctors did all the initial assessments, to when we knew there was
going to be this big increase in cases, we would go for a multi-

disciplinary team approach.’

To provide some context, the Addenbrooke’s Cognitive Examination that
Consultant Psychiatrist 2 refers to, is a 30 question cognitive screening test
used primarily for initial appointments across the memory service (see
Appendix A). There was only one instance where | observed the Montreal
Cognitive Examination (MoCA) being used for initial appointments and this
was during an observation with Consultant Psychiatrist 4. When asked
during de-brief why the MoCA was used instead of the ACE 111,
Consultant Psychiatrist 4 explained that he deemed the tool to be ‘quicker’
to use than the ACE 111 and that the ‘clear history’ was considered to be
‘the most important tool’. At the same time, Trainee Psychiatrist 1 explained
during an observation that the reason for using an ACE 111 as opposed to a
MoCA reflects the severity of the case; the MoCA is used for ‘moderate to

severe cases’ and for patients ‘struggling with hearing and attention span’.

The uptake of the ACE 111 in the memory service, reflects the shift in
organisation of the service overall, (as Consultant Psychiatrist 2 described)
and is therefore representative of the potential consequences of demand on
healthcare provision (Nancarrow and Borthwick, 2005). As a result, the ‘big
increase of cases’ the ‘professional turf” (Nancarrow and Borthwick, 2005:
899) in which, cognitive screening tools are administered, has become
occupied by the traditionally lesser-valued or invisible roles of those whose
expertise does not reside in the medical domain, such as memory nurses and
OTs (c.f. Latimer, 2000; Allen, 2014). In what follows, | frame the
investigation of the role of cognitive screening tools within this

reconfiguration of the service. Memory nurses were increasingly required to
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carry out initial appointments with patients, prior to involvement with

professionals occupying positions higher up the professional hierarchy.

The ‘making of provisonality’

Cognitive decline and Alzheimer’s disease are ‘categories in the making’
(Latimer et al., 2006: 614) continually (re)negotiated, navigated, and
produced through the use of cognitive screening tools, and other diagnostic
techniques across the professional hierarchy. The process of classification
therefore relied on the articulation of the tools in the clinician-patient
interaction, to respond to the uncertainties associated with measures of
cognitive decline. First, tracing interview transcripts, | highlight the ways in
which clinicians approached these tools across the professional hierarchy. In
initial consultations across the memory service, the use of the tools was
dependent on the clinical history of the patient; patient narrative of
symptoms; family member and or carer narratives of symptoms; further
diagnostic testing, and practising of clinical judgement. Articulating
cognitive decline also relied on the ‘traditional clinical skill” of attending to
sign, symptom and pathology (Latimer et al., 2006: 614). The test was
administered with the patient after the clinician had completed the clinical
work. During conversations with clinicians including memory nurses and
consultant psychiatrists, they described the relationship between the
cognitive screening tools, clinical history, and functioning of the patient.
When asked about the placement of the tests during consultation, Memory

Nurse 4 explained,

‘Yeah well it’s basically about the person themselves, so you’re
asking literally about their well-being, how they are physically, how
they are socially ‘cause that’s a big important task. It’s not just a
case of doing that memory test, it’s all about what are they doing on
a day to day basis, how are they getting up on a morning, how are
they functioning, how do they get washed and dressed, how do they
have their breakfast, are they going out regularly, how are they

getting their meals, do they get the shopping brought in, do they
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have visitors you know it’s everything basically so I tend to do, ask

all those questions, and then do the memory test.’

This was further demonstrated by Memory Nurse 3,

‘I actually do my holistic assessment, I'll start gathering my
information and once I’ve gathered my information I then start to do
my cognitive testing and that’s kind of the 80/20 rule there’ll always
be a percentage where that it won’t be like that but for the, in terms
of how I like to do my assessment that’s kind of what I do. So I’'ll go
in, do the holistic assessment, when I’ve done that bit then I'll say,
‘and now do you mind if I ask you some memory questions’ and,

and I usually do it then.’

As both memory nurses illustrated, clinicians gathered the evidence for
classification by attending first to the functioning of the patient and the
extent to which the patient deviated from their normal or standard everyday
routine. The ability of the patient to function or perform on a ‘day to day
basis’ was privileged, the ‘80/20 rule’. This partiality was also confirmed by
Memory Nurse 6 who explained during interview that they ‘would value the
cognitive tool from between 20 to probably 40%. | would say that the other
information was more important’. During an observation of a consultation
with Trainee Psychiatrist 3, having discussed with the patient what the
appointment would entail, she explained that ‘7 just want to get a picture of
what’s happening before objective testing.’ In this instance, the clinician felt
it was important to reiterate the significance of the clinical work prior to
objective testing because the appointment began with the patient asking a
number of questions about CT scans and cognitive testing. The authority of
the technology is as yet partial and incomplete, positioned alongside what
was socially and clinically important (c.f. Latimer, 2000). This was also
confirmed across the professional hierarchy as the following extracts from

interviews with Consultant Psychiatrists 1 and 2 highlighted.
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As Consultant Psychiatrist 1 clarified,

‘Right, 1 suppose as a psychiatrist our clinical history is an
assessment and that is probably the main stay of what we do, so
that’s the bit that we give the major focus of when it comes to our
differential diagnosis and formulation. The ACE 111 and MoCA are

tools to support our clinical history and clinical acumen.’

In addition, as Consultant Psychiatrist 2 illustrated during interview,

‘I use, I guess the first tool I would always say is that I use my
clinical interview skills, so that would be my first thing is that |
would always take a comprehensive history from the patient ‘cause
that gives you loads of information without any formalised screening
tool. 1 would then supplement that information if depending on what
I found. If somebody’s mild to moderate impairment in my own
mind as I’'m doing this assessment, I would preferably, the first time
I meet them, use the Addenbrooke’s cognitive examination version

111, so that would be my preferred tool.’

For Consultant Psychiatrists 1 and 2, their clinical work constituted the
technique or ‘fool’ to privilege in the routine clinical encounter. As such, the
cognitive screening tools were presented as devices, which ‘supplement’ the
clinical work, confirmed by Consultant Psychiatrist 1 as ‘the main stay of
what we do’ thus constructing and confirming professional identity aside
from the use of the technology in the clinic. The idea that these ‘formalised’
tools were used as aides or conceptual support tools, suggests that the
process of classification was not confined to any one technique or indeed
formal technology. Interview transcripts were replete with further examples,
and the partiality of the tools was a frequent topic of discussion across the
professional hierarchy. During an observation with Memory Nurse 6 he
reassured the patient following completion of the test, ‘not to worry because
the test only plays one part’. Clinicians further attested their partiality in

formal interview accounts stressing that the tools in the clinic were ‘not the
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be all and end all’. This partiality does not mean however, that the tools
were downgraded or became redundant in the process of classifying AD as
Memory Nurse 1 explained, ‘they are a really important part...and I do
definitely value them, but they are only part of our assessment as Nurses’. |
will return to the role of memory nurses further in the chapter. The
classification ‘box’ to adopt the metaphor used by Bowker and Star (2000)
and developed by Jutel (2009), was thereby not solely constructed or
constituted through the use of cognitive screening tools; the utility of the

tools was compounded by the clinical work that preceded their use.

Developing this notion of partiality so far accounted for by clinicians, I
suggest that uncertainty associated with diagnosing AD overall, had direct
implications for the articulation of cognitive screening tools in the clinic.
The status and role of the tools was entangled with the uncertainties and
complexities associated with measures and the process of measuring,
cognitive decline. As outlined in Chapter Two, AD is difficult to categorise,
and there is no one technique or technology with which to definitively
confirm a diagnosis in the clinic. Moreover, the uncertainties associated
with measures of cognitive decline extend beyond the difficulty in clinically
or biologically framing the disease. A diagnosis of AD and the process of
diagnosing, produce discursive accounts of mental health, which tended to
be articulated in the clinic. Together this formed a repertoire of uncertainties,
with the potential to disrupt the process of classification, and it became the
task of clinicians to navigate these uncertainties through the use of cognitive
screening tools. During interview, Clinical Psychologist 3 highlighted the
complexity associated with diagnosing AD overall, as she explained when

asked to reflect on the role of the tools in the clinical encounter,

‘There’s always a danger that if you attach too much importance to
just one aspect of the diagnostic process, that you might have missed
something and it is often a process of exclusion rather than
confirmation in terms of the diagnostic process for dementia so |

think it’s dangerous if we attach too much importance to the tests.’
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Clinical Psychologist 3 raised a number of key points. First, conceiving the
tools as partial or incomplete systems to metaphorically ‘box’ AD (Bowker
and Star, 2000: 10) reflected the uncertainty associated with categorising
AD more broadly. For clinicians to make sense of the extent to which
producing knowledge about cognitive decline and AD is a process of
exclusion rather than confirmation, for Clinical Psychologist 3 it was much
to do with not privileging any technique or technology. The tools were used
only to determine what AD was not as opposed to what AD is ‘out there’
(c.f. Jutel, 2011). This was also articulated during observations of team
meetings where the significance of the tools was entangled in in-depth
discussions between clinicians describing patient functioning, clinical
history and mental health history. There was a collective agreement amongst
clinicians, that the tools only played a small part of what was essentially the
‘bigger picture’; clinicians avoided placing privileged emphasis on the tests
(Observation Team Meeting Nunmill Hospital). Yet, at the same time, the
tools also performed a sense of responsibility particularly for memory
nurses, and whilst the tools partiality was collectively iterated across the
memory service, there were also tensions around the extent to which the
tools were increasingly being used to formalise work practices. Memory
Nurse 7 framed the tools as devices for legitimising work practices as she

described during interview,

‘Well I think they play a part of it and I suppose we seem to need to
have measurements of things now don’t we to sort of see how people
are doing so there’s — it, it’s interesting I think to see how someone’s
functioning when they are doing something like this and then to
compare. For me | think the biggest importance is about how
somebody’s actually functioning day to day with things that they
need to function with; I wouldn’t personally put too much reliance
on the using things such as the Montreal Cognitive Assessment
(MoCA) but 1 suppose it plays some role in building the bigger

picture.’
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Memory Nurse 7 confirmed that within the space of the clinic, individual
function was regarded as a technique in itself in the process of classification.
Arguably, this work which focused on ‘functioning day to day’, was
encompassing of the more informal practices of clinicians; difficult to
formally measure by any technological device. According to Memory Nurse
7, increasing methods for measuring ‘how people are doing’ using
technologies such as cognitive screening tools are emerging more generally.
This produced tensions around formally measuring and tracking patients’
progress and thereby legitimising work practices, and simultaneously
accounting for the invisibility of the clinical work through, which the tools
were mediated. Furthermore, as Memory Nurse 7 explained, in recognising
these motivations, it was simultaneously important not to privilege these
tools for considering AD as a broader ‘picture’ of components or adding ‘a
piece to the puzzle’ (Interview Memory Nurse 1) because ‘you wouldn'’t sit
a maths exam and not do a maths exam would you really or say somebody
was blind and they got given an eye test - you need to do something’
(Interview Memory Nurse 1). At the same time that the tools were expressed
as partial devices, they were also important devices for legitimating work

practices, which resonated particularly with memory nurses.

In my analysis thus far, | have focussed predominantly on the accounts of
clinicians. In what follows, | develop my analysis by exploring how the
partiality of the tools was constituted during the clinic-patient interaction.
My analysis of the articulation of the tools and their emergent values is
entangled overall with my claim to foregrounding practice. | show that the
value(s) of the tools and the expectations around their performance for
detecting cognitive decline are not intrinsic or pre-defined properties but
were ‘made’ within the arena of the clinician-patient interaction (c.f.
Dussauge, Helgesson, Lee and Woolgar (2015). Through the actions of
clinicians, the tools were negotiated between professionals across the
hierarchy in the MDT, and across different settings, in response to the
uncertainties associated with measures of cognitive decline. Analysing the
clinician-patient interaction, | found that clinicians valued individual

particularities in situ and yet despite the tools emerging as provisional
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devices, I do not suggest that they were redundant in the classification
process. In fact, the practices of the clinic brought them ‘to life’ (Berg, 1996:
501); in turn, shaping how cognitive decline and AD were measured. Prior
to exploring the intricacies of the clinician-patient interaction, the following
extract from an interview with Trainee Psychiatrist 1 confirmed that the

process of classifying AD overall is complex,

“Yeah I think sometimes it’s the unknown you know. I think when
people have cancer they have an x-ray, they have a CT you know,
they have blood tests and so on and this is, dementia’s a much greyer
subject for people ‘cause people present in such a different number
of ways and 1 think that the people who are in that grey area of
having cognitive decline but still functioning reasonably well,
probably got under the radar and then it’s not until people are very,
very demented...if you ask somebody about dementia they think of
the very old demented person in a care home don’t they, so yeah I
think the fact that you can’t identify it and say right I’'m living and
I’m functioning with dementia I’'m ok, I’m still having a reasonable

quality of life, does sort of cloud it for people.’

Trainee Psychiatrist 1 began by comparing AD to diseases such as cancer
for which visual imaging technologies such as MRI (Magnetic Resonance
Imaging) and CT (Computerised Tomography) can (in the majority of cases)
be used to confirm the presence of disease . Visual imaging techniques
‘clear[ing] the ‘fuzziness of reality’” (Gross, 2012: 106). What is different
about AD however is that the ‘fuzziness’ (Gross, 2012: 106) of the disease,
is neither metaphorically nor literally made clear through the use of
visualisation techniques such as a CT scan. For Gross (2012), visual
imaging technologies are perceived to be more objective and accurate
methods for producing knowledge about the problem than the individual
particularities of patients. Yet as Trainee Psychiatrist 1 confirmed, AD is
‘greyer’, in that it is uncertain and difficult to produce a classification of AD
through the available technologies. The experiences of patients and

individual particularities (Dodier, 1998), ‘people present in such different
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ways’ therefore made the practising of these technologies inherently
difficult. It also directly impacted the experiences of patients and the ways
in which they conceived a diagnosis overall, ‘if you ask somebody about
dementia they think of the very old demented person in a care home’ Which
I will discuss further in this chapter. However, aside from the complexity
associated with definitively diagnosing AD using any particular technology,
| also observed that the testing process produced anxieties for patients,
emergent in the space of the clinic. As I observed during consultations, this

was recognised by clinicians and subsequently performed in the clinic,

“During previous observations of consultations, | had been invited
into the room to wait for the patient with the clinician but the
memory nurse was running late and so | was shown to the
consultation room where | waited for the clinician to arrive. The
room consisted of three chairs and a desk with a computer: two of
the chairs were adjacent to the table with the computer and one in
the corner of the room. On arrival, | asked the clinician where would
be most appropriate for me to sit (usually it is clear which seat |
should occupy). The memory nurse suggested that 1 move the chair
in the corner so that 1 would not be sitting behind the patient,
explaining that the patient needs to be as relaxed as possible and ‘iz
is likely that the patient and the family member will be coming into
the clinic worried about a diagnosis’ (Observation Memory Nurse
6).”

Memory Nurse 6 spoke candidly about the anxiety both patients and family
members felt about the consultation process and the possibility of diagnosis,
which was a frequent note of observation throughout the memory service.
Staging this within the practices through which cognitive decline is
measured more generally, this anxiety was representative of what | conceive
of as both a ‘culture of testing’ in relation to the use of cognitive screening
tools, and also the existence of negative discursive constructs around mental
health more broadly. In the case of Memory Nurse 6, navigating this

discourse was about ensuring the patient was as relaxed as possible because
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as he attested during follow-up interview, ‘there’s a huge psychological
dimension to a potential diagnosis...it can have all kinds of different
responses’. Anticipating these responses was much of the work of clinicians,

and the ways in which they approached and mediated their use of the tools.

Anticipating ‘all kinds of responses’: A culture of testing

Seen through the lens of a ‘culture of testing’, this anticipation work led
clinicians to undertake what | conceive of as practical mediation and
manipulation practices in order to navigate this ‘culture of testing’, which
had the potential to impact how patients conceived the nature of diagnosis
overall. Grounding this anticipation work further, the ‘culture of testing’ had
the potential to impact patient self and identity of which the technologies
were important mediators for navigating and preserving the presentation,
and thereby performance, of self (Goffman, 1959; Mol, 2002a). In the
ceremony of the clinic and observable across the memory service, clinicians
engaged with front stage and backstage mediation and manipulation
practices (Goffman, 1959) of the cognitive screening tools in order to
protect patient identity. This mediation and manipulation work occurred
‘front stage’ in markedly practical ways, and was driven by the performance
of clinicians backstage in two distinctive ways (c.f. Goffman, 1959). First,
the process had the ability to compromise patient identity born out of a
wider perception about mental health which existed in the wider population,
and second, because clinicians recognised the ambiguity of the tests and
themselves as users of the tests. Engaging first with mediation practices,
initially, clinicians reassured patients that the tests were not markers of
intelligence. As | witnessed during a consultation with Memory Nurse 6, he
talked through the test with the patient continually reassuring them

throughout,

“During the consultation, Memory Nurse 6 asked the patient a series
of questions about previous medical history, symptoms, changes in
lifestyle, behaviour, and mood. When asking these questions,

Memory Nurse 6 paused for a moment and apologised, I'm sorry
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about all these questions some of them are guite personal’. This was
marked by silence from the patient, and the clinician, wanting to
elaborate on this further, reassured the patient about how important it
was to ask all the questions because the test figures as only ‘part of
the assessment and iz does not matter if you got 0 or 100°. The
patient appeared visibly anxious however, glancing to the family
member sat beside him. Memory Nurse 6 asked if it would be ok to
carry out a test to ‘look at how their memory is working’. The patient
agreed but still appeared anxious and responding to this, Memory
Nurse 6 told them to just ‘do your best’. The test began and the
clinician explained to the patient that he would miss out the writing
tasks because of their lack of education, which the patient appeared
visibly relieved to have confirmed. The family member also
remarked here that the patient could barely write their signature,
which had always been the case. The clinician pulled out the test
from the draw in the desk, all the while explaining to the patient that
although the patient has a poor level of education, this is ‘not an
intelligence test and they see lots of intelligent people who can’t
read or write very well’ telling the patient that he could tell he ‘is an
intelligent man’ from the history taken: the patient nods and smiles

and the test began.”

Throughout the appointment, Memory Nurse 6 performed reassurance
practices to protect both the patient and the family member from the
vulnerabilities of the consultation as | will go on to illustrate. From the
beginning, the clinician attentively responded to the anxieties of both the
patient and family member about what the consultation would entail. This is
suggestive of the extent to which the clinician-patient interaction, and the
narration of the tests by clinicians, was continually performed to protect the
patient’s identity (Goffman, 1959). First, Memory Nurse 6 clarified and
made explicit that the test does not signify a marker of intelligence. In doing
so, they actively positioned the performance of the patient in relation to
being able to just ‘do their best’ regardless of intelligence. Furthermore,

intelligence was categorised beyond traditional accomplishments of literary
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attainment in order to protect patient identity; the idea that poor education
equated to lack of intelligence. This was demonstrated during the
observation as follows, ‘we see lots of intelligent people who can’t read or
write very well and | can tell you are an intelligent man from the history you
gave’. Responding to this, Memory Nurse 6 actively manipulated the test,
‘because of your lack of education I will miss out the writing tasks’ which
was again, accomplished for the protection of the patient’s identity. These
performances however, were also illustrative of the extent to which, the
active doing of the test, served to accomplish or affirm the culture of testing.
A lack of education signified failure at being able to carry out a number of

the tasks. This will be discussed in more detail later in the chapter.

The carefully choreographed narration of the test and the reassurance
practices were in the main, performed to reassure the patient and had a
direct impact on their behaviour in the clinic; initially looking confused and
anxious, to engaging and interacting with the clinician, telling jokes and
smiling throughout. Memory Nurse 6 reflected on his approach to the tools
during a de-brief conversation where he explained why he felt it was

necessary to narrate the test in this way,

“I suppose it’s also a generation thing about the idea of exams and
things like that - a cognitive test isn’t an exam. As soon as you use
the word test it — it, it - a clinical test is easier I’'m going to do a
blood test I’'m going to do a blood pressure people can cope with that
but if you sort of say we’re going to do a cognitive mental test with
you, people think back to the 11+, they think back to education, they
think of ‘oh am I going to suddenly be asked to write something?
I’m illiterate or I’m dyslexic and going to feel stupid’ so it’s about
sort of saying I’m trying to understand how your brain is working.
And I usually - and | say everyone will be different, I, | always say ‘I
don’t mind if you get zero on this I've already seen enough to know
that things are fine’, even if things perhaps aren’t fine and there are
problems, the fact | had that conversation with the person to

reassure.”
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Memory Nurse 6 maintained that there was a discursive culture of testing
which exists outside of the clinical encounter that emerged in the clinic
which the tools had the ability to reproduce, and in turn shape how patients
approached the cognitive screening tests. Memory Nurse 6 claimed that the
use of the word ‘est’ conjured notions about education and henceforth
intelligence, which was integral to the patient’s identity. For Memory Nurse
6, narrating the test as a device to ‘understand how your brain is working’,
protected the identity of the patient. Furthermore, the clinician also
underplayed the importance of patient performance, by masking the reality
of the clinical work that preceded the test, ‘7 don’t mind if you get zero on
this’ and ‘I've already seen enough to know that things are fine even if
perhaps things aren’t fine and there are problems’. The patient was
reassured that things were “ine’ and that the significance of them scoring
poorly on the tests was irrelevant because of the clinical work that had
preceded the test. The efforts of the clinician extended beyond the doing of
the test itself, and into how they narrated the significance of the clinical
work done prior to the formal testing; performed in the interests of the
patient. This culture of testing discourse was illustrated similarly during an
observation of a consultation with Trainee Psychiatrist 3. However, tensions
also emerged in the clinic, which reflected the extent to which dementia and
diagnosis overall, were negatively perceived across the general population. |
found that the culture of testing was further troubled by negative discursive
constructs around AD and mental health as the following observation notes

suggest,

“Trainee psychiatrist 3 asked the patient about losing her car keys or
house keys, and whether she had ever left the gas on without
realising. At this point, the patient interrupted visibly frustrated by
the questions raising her voice saying, ‘I know who the Prime

Minister is as well and where he lives!””

“When trainee psychiatrist 3 scored the test at the end of the

appointment, both the family member and the patient suggested that
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this was the point at which the clinician would confirm whether
they’re ‘doolally’ at which point both the patient and the family

member laughed.”

Arguably, from the perspective of the patient, the test, which asks the
patient to name the PM, was considered integral to classification. This did
not simply reflect the emergence of a discourse of testing however; rather
following completion of the test, the test constituted and enacted particular
representations and discursive accounts of AD and mental health more
broadly, hence the reference to being ‘doolally’. This negative discourse
around the perception of AD and mental health was a frequent note of
observation across clinic appointments, and which | found particularly
uncomfortable to witness as a researcher. Throughout observations, |
reflected on the extent to which both patients and family members were
attempting to protect themselves against potentially undermining
interactions seen here with reference to ‘doolally’, thereby highlighting the
vulnerabilities of the diagnostic procedure. This was demonstrated similarly
during an observation with Speciality Doctor 1. From the beginning of the
appointment, the patient made a concerted effort to explain that memory
loss is a normal part of growing older, recalling everything that they could
remember from their childhood to prove and protect against the kinds of

questions that would be asked, and therefore the testing process overall.

There were therefore numerous occasions where the test constituted
negative discursive accounts of mental health and AD observed across the
memory service. During the same observation with Specialty Doctor 1, the
clinician asked the patient about family mental health history. An important
observation I made from reflecting on my field notes, was that at this point
both the patient and the family member claimed that the patient’s Mother
had memory loss, saying she’d, ‘lost it — she didn’t even know her own
husband in her own house!’ Reference to having ‘lost it’ was also witnessed
during an observation with Trainee Psychiatrist 2, where the family member
asked the clinician if the patient had ‘lost the plot’. Furthermore, expressed

during an observation with Consultant Psychiatrist 4, when the patient was
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asked about the history of dementia or Alzheimer’s disease in the family,
the family member replied with, ‘his [the patient] sister has dementia
towards the end of her life; she was saying all sorts of silly things’.
Following the cognitive screening test, the patient also said that he felt a ‘biz
barmy’ and on the way out thanked the clinician for ‘not laughing’.
Together, these discursive constructs around AD and mental health
resonated across observations of consultations and had important
implications for how clinicians approached cognitive screening tools. This

is a theme | develop further in Chapter Six.

Developing the theme around the ‘culture of testing’ and protecting patient
identity, at the same time that clinicians were actively aware of the anxieties
produced by the initial appointment, this was at times contradicted in the act
of accomplishing the test in the clinic. There were moments where
clinicians (re)affirmed the role of these tools as critical examiners or ‘tests’
of cognitive decline and in doing so, produced the very culture of testing
that clinicians sought to avoid. This was observed during a consultation with

Specialty Doctor 1,

“The clinician asked the patient whether it would be ok if she asked
him to do a test to assess his memory — called it a memory test. She
stated that ‘not everyone gets everything right and there’s no right or
wrong answer.’ Later in the appointment, the clinician stated that
‘some questions are very easy’’ before asking the patient “how are
your maths skills”? Having correctly answered the maths section the
clinicians stated that ‘they managed to get them all right — ‘well

they re [maths skills] clearly better than mine.””

Specialty Doctor 1 narrated the active doing of the test in relation to patient
performance and skill, ‘not everyone gets everything right and there’s no
right or wrong answer’. She then actively contradicted this when asking the
patient about their ‘maths skills’ and informing the patient of their positive
performance, ‘vou managed to get them all right’. In doing so, the tools

emerged as critical examiners of cognitive performance, contradicting the
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reassurance practices that the clinicians tried to deploy. Despite the
projection that there was ‘no right or wrong answer’ to the questions on the
test, Specialty Doctor 1 made every effort to ensure that the patient was
assured that they their performance was not wholly negative. Following the
testing the clinician explained, “‘You didn’t do badly and you got a few
right. There was always going to be the expectation that you wouldn’t do
too well as you 're reporting having memory difficulties.” You did get a lot
of things right’”. Yet both Memory Nurse 6 and Specialty Doctor 1, were
compelled to draw attention to and protect, the performance aspect of the
test and in turn the patient’s identity, ‘this is not an intelligence test’ and
‘there’s no right or wrong answer’. These reassurance practices were
articulated in the majority of observations observed. For example, clinicians
would praise patients ‘well done’ who had correctly answered questions,
and at the same time informed patients that they had answered incorrectly
‘I'm sorry Jean that’s incorrect’ (Observation Trainee Psychiatrist 2). As |
observed during the consultation with Trainee Psychiatrist 2 however, |
reflected on the extent to which his particular reassurance practices were
entangled in his own frustration that the patient was failing to correctly

answer the majority of the questions.

The testing process and the degrees of care work involved in protecting
patient identity have thus far been witnessed as narration practices
performed throughout the duration of the appointment. Subsequently, the
tools emerged as value-laden components rather than ‘dead, disconnected,
without any relevance’ (Berg, 1996: 501). Therefore, agreeing with Berg
(1996) that the interrelation and interaction between actors and the tools
overall, was necessary for making medical practice work in the clinic, this
occurred not simply for accomplishing professional roles in the organisation
of the memory service. It also occurred in order to negotiate the myriad of
complexities emergent in the clinic, which had the potential to reconfigure
patient identities. The active doing of the tests signified a shift towards
considering the tools as enactments or constitutions of the culture of testing
which did not simply present (Goffman, 1959), but produced and performed
identities through the work of clinicians (Mol, 2002a). Extending this
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analysis further, it also signified the extent to which this performativity was
not simply enacted by the technologies but was influenced more broadly by
the conditions in which these technologies were adopted; presenting
moments of tension between discursive constructs around age, ageing and

AD. | develop this point for analysis in Chapter Six.

Manipulation work: managing the ‘problem’

The mediation work occurring in the clinic witnessed thus far, went beyond
matters of discourse in terms of how clinicians narrated the tests, towards
practical manipulation work to ensure cognitive decline became a
‘manageable problem’ for both practitioner and patient (Berg, 1996: 504).
Drawing on Berg (1996) who argues that the medical record serves to
‘transform[ing] a patient’s problem into a manageable problem’, I extend
his analysis in two distinctive ways. First, | argue that the tools emerged as
important components for medical decision making for both clinicians and
patients in the organisation of healthcare. Second, this work led to the
complete (re)constitution of the technology rather than a transformation of
representations of the technology as Berg (1996) describes. Through the
mediation and manipulation practices witnessed, the tools were
(re)constituted as provisional devices inscribed with ad hoc procedures from
one interaction to the next, for the purpose of transforming and making
sense of complexity. Clinicians manipulated the tests in a number of
practical ways including changing the order of the tests and actively
omitting sections of the tests. The following observation of a consultation

with Trainee Psychiatrist 3, highlighted this active manipulation work,

“Trainee Psychiatrist 3 asked the patient to name as many of the
animals on the test, at which point the clinicians tried to reassure the
patient that they ‘can go back to it if need be’. | reflected here
whether the clinician was pre-empting that the patient might find this
task particularly difficult. My feelings were confirmed when the
clinician asked the patient to point to the ‘marsupial” and the patient

having glanced at both their family member and myself in confusion,
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asked the clinician ‘what is a marsupial?’ Instead of answering, the
clinician exclaimed that ‘a lot of people don’t know what that is so
we’ll leave it’. The family member interrupted at this point (perhaps
to protect the patient from what might be an embarrassing situation)
and exclaimed that, ‘this is quite a hard question’ and the clinician
agreed. In order to protect the patient further, the family member

turned to the patient and explained the meaning of marsupial.”

It is clear from the observation that the inherent characteristics of the test
(c.f. Latour, 1986) at times underwent significant manipulation and
mediation work. | have postulated thus far that in the interpretive repertoire
of the clinic, clinicians were able to approach and perform the tools as
provisional devices in response to the ways in which patients conceived the
nature of testing. Here however, this provisonality involved a very different
set of uncertainties around the ambiguities of the tool, and the normativity
of the questions written in the test. The tools overall, require patients to have
a particular understanding and comprehension of language and vocabulary
since the test classifies and boxes a specific group of individuals (Bowker
and Star, 2000): only those who are able to engage with the vocabulary and
language of the tests. Perhaps the manipulation work performed by
clinicians was therefore entangled with negotiating the ‘bounds’ of the tools
constructed overall, without due attention to what is ‘socially [and culturally]
agreed’ (Jutel, 2011: 202). Furthermore linking back to my previous claims,
perhaps this mediation and manipulation work was performed in response to
the vulnerabilities that the diagnostic procedure brings forth. As a result, the
clinician omitted the question from the test and the tool was reconstituted to
take into account the patient who happened to ‘fall between the cracks’.
Memory Nurse 6 explained the necessity of this manipulation work in the
clinic both during a de-brief following observation of the consultation and

during interview,

“I asked why the patient had conducted the test in this particular way
and he responded by explaining that, ‘7 didn’t abide wholly with the

way Addenbrooke’s wishes the test to be carried out because | want
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to make the patient as relaxed as possible and give them the best
chance possible.” The clinician also explained that the reason they
didn’t ask the patient to draw a clock straight away was because they
wanted to see ‘how they did it.” The clinician further suggested that
the patient’s lack of education would play a part in how they would
score the test and feedback to the memory team. They acknowledged

that other clinicians ‘will do this differently.’”

When asked why he felt this manipulation work was necessary during

interview,

‘I want the person to do as well as possible and I’'ll do anything to
facilitate that and possibly I’'m corrupting the test and maybe I
should be just sort of parrot fashion saying what day of the week it is
what month it is please repeat this but | - | suppose - | want the

person to do as well as possible.’

For Memory Nurse 6, the active manipulation of the tests was accomplished
in the interests of the patient to maximise patient performance and ‘give
them the best chance’. As a result, the tools emerged as value-laden
components of the classification process. Arguably, this manipulation work
also reflects how the test performed patient identity; the inability of the
patient to carry out some of the tasks actively drove the clinician to omit
sections of the test. For Memory Nurse 6 this work however, compromised
the formality of the tools, ‘corrupting the test’. Furthermore, he went on to
question whether he should be conducting the test ‘sort of parrot fashion’
but acknowledged that in doing so, would be failing to account for the
complexity of classifying, and its effects and consequences for the patient,
‘want the person to do as well as possible’. | also suggest that the
manipulation work observed in the clinic was further performed in order to
navigate and manage the ambiguity of the tools; clinicians were actively
aware both of the limitations of the tools, and themselves as users. |
observed a consultation with Trainee Psychiatrist 1, where the clinician

actively recognised and subsequently navigated and managed this ambiguity,
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“As Trainee Psychiatrist 1 began the test she asked the patient to
repeat three words ‘lemon, key, ball.” The patient repeated the words
‘lemon’ and ‘key’ but struggled to repeat the word ‘ball’. Having
struggled to repeat the word ‘ball’ and as the patient began to look
increasingly frustrated, Trainee psychiatrist 1 interrupted at this
point and explained ‘7 will give that point to you because of my
accent. It could either be bull or ball with my accent’. The patient,
seemingly relieved, laughed and Trainee Psychiatrist 1 wrote a
scribbled note in the margin of the test. The clinician carried on with
the test and asked the patient to ‘subtract seven from 100°. The
patient repeated the question a number of times looking to the family
member for assistance but did not understand what the clinician was
asking them. At this point the family member interjected to tell the
clinician that the patient does not know what the word ‘subtract’
means and asked Trainee Psychiatrist 1 to ‘say takeaway instead of

subtract.””’

During a de-brief with the trainee psychiatrist following my observation of
the consultation, they expressed their concern at how the language on the
form had negatively impacted on the patient’s score; manifested in the
patient’s inability to understand the words ‘subtract’ and ‘nautical’. “I think
if I'd asked, ‘what would you find in the sea?’ they’d have got it but
obviously I have to follow the form.” Yet despite Trainee Psychiatrist 1’s
manipulation or mediation of the test, this only extended in practice so far
since she recognised that she was required to ‘follow the form.’ This notion
of ‘following the form’ however, was not shared across all professionals in
the memory service, ‘I didn’t abide wholly with the way Addenbrooke’s
wishes the test to be carried out’ (Memory Nurse 6). During an interview
with Memory Nurse 7, she raised her concerns as to the ways in which
clinicians carried out the tests, and the ambiguities and uncertainties

inherent to the process. As she explained,
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‘The one [instruction] where you’re to read out lots of letters and
every time they [patients] hear the letter ‘A’ they’ve to tap on
something, | find that always a little bit difficult ‘cause you’re trying
to read and concentrate and you’re also trying to see if they’re
tapping in the appropriate places and sometimes | think, ooh did they
do it or did they not kind of thing you know. So | do wonder about
the accuracy of that and I think, I just wonder between us all, how I
think some of us might be kinder than others at you know, just if
something’s not dead on accurate but is acceptable, I think from
what I’ve heard some colleagues say they wouldn’t score it and

maybe | would or vice versa.’

Memory Nurse 7 highlighted a number of issues of pertinence to
considering the ambiguities and uncertainties associated with these
technologies more broadly. The tool more generally, is difficult to perform
wholly accurately because of the nuances and idiosyncrasies of practice
across the memory service. Whilst this is an argument that could be made
about other medical technologies elsewhere in healthcare, what is
interesting about the use of cognitive screening tools is that from observing
their use in practice, they had the ability to be made provisional during
interactions, and therefore their nuances accounted for between
professionals. Ambiguity in this sense as attested by Memory Nurse 7, led
to portability of the tools between colleagues for the organisation of the

memory service as they ‘wonder between [them] all .

So far, | have sketched the ways in which clinicians articulated cognitive
screening tools to navigate and manage uncertainties associated with
measures of cognitive decline in the clinic. In the following section, |
develop the theme of uncertainty and extend my analysis, to investigate the
extent to which there were specific dimensions of provisionality, which
were performed differently across the professional hierarchy. | develop the
claims made by Berg (1996) that through the informal or ad hoc practices
witnessed this, ‘form[s] a crucial site in the sociotechnical organisation of

medical work’ (pp. 501 emphasis added). As I have suggested, whilst
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mediation and manipulation practices were afforded the responsibility of all
clinicians (despite the majority of whom were memory nurses), the art of
clinical judgement, in the clinic, which rendered the tools further
provisional, was predominantly the responsibility of consultants. | therefore
argue that the tools produced and reproduced professional hierarchies,
thereby confirming the differing roles and responsibilities of consultants and
nurses, despite the tools being articulated as provisional devices by all
clinicians. In the following analysis, | explore the practising and at times
privileging of clinical judgement in order to