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Abstract

Transableism is an historical condition that originated in an online community
named transabled.org, existing between 1996 and 2013. Transableism
manifested as the desire to be disabled, arising out of a felt sense of
incongruence between one’s inner sense of identity as disabled, and one’s bodily
reality as abled. During its existence, transableism attracted clinical attention and
was proposed for entry into the Diagnostic and Statistical Manual of Mental
Disorders (DSM) under the descriptor Body Integrity Identity Disorder (BIID).
However, despite its growing visibility, in 2012 BIID failed to enter the DSM and
the online transabled community disappeared. The aim of this thesis is to explore
transableism’s rapid emergence and subsequent failure to achieve formal
medical recognition. The key questions underpinning this thesis are (1) why did
transableism emerge and (2) why did it disappear? Taking a qualitative approach,
this thesis uses digital ethnography to analyse all content posted to
transabled.org in its active years. The originality of this thesis lies in the way it
uses the theoretical lens of an ecological niche of ‘transient mental illness’
(Hacking, 1998) to examine the historical, cultural and social factors which

informed transableism, opening up a new, never before explored perspective.

Use of the ecological niche of transient mental illness model provides a huanced
and holistic answer to the questions which underpin this thesis. | argue that
transableism emerged because it reflected and expressed broader cultural
understandings and tensions surrounding authentic versus inauthentic disability.
Its emergence was also facilitated by a centralised model of community
leadership which, for a time, successfully fostered a coherent group identity and
enlisted the interests of clinicians. On the other hand, transableism disappeared
because BIID failed to conform to an accepted authenticity politics of disabled
identity and was policed accordingly. In addition, although the centralised model
of community leadership initially facilitated transableism, towards the later years,
this model collapsed, leading to conflict, community attrition and moderator burn
out. Overall, this thesis makes 6 original contributions to knowledge by advancing
understandings within (1) extant transableism scholarship, (2) broader medical
sociological literatures, (3) the disability studies literature, (4) scholarship that

explores claims to authentic identities, and the limits of such claims, (5) the



literature on leadership and moderation practices within online communities and

(6) the health advocacy community literature.
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Chapter 1
Introduction

Chapter outline
Although a pathological fascination with becoming disabled has been noted

within the clinical literature since the 1800s (Bruno, 1997), it wasn’t until the late
1990s that this phenomenon became reconceptualised as a disorder of identity
incongruence, termed transableism. In this introductory chapter, | describe the
characteristics of transableism and outline how it originated in an online
community named transabled.org. | describe how it rapidly emerged online in the
late 1990s, garnering academic and clinical interest, only to disappear just as
suddenly in 2013. | then introduce the primary aim of this thesis- to explore this
emergence and disappearance. The research questions underpinning this project
are (1) why did transableism emerge and (2) why did it disappear? | then
introduce the theoretical lens used to explore these questions, namely lan
Hacking’s theory of the ecological niche of transient mental illnesses (1998).
Following this, | describe the methods used in this project, and outline its scope,
both in terms of location and chronology. | then discuss the key contributions to
knowledge made by this thesis. This chapter concludes with a description of the

structure of this thesis.

What is transableism? Origins and characteristics
A pathological fascination with becoming disabled has been noted within the

clinical literature since the late 1800s (Bruno, 1997). These accounts were mostly
of individual cases, observed by psychiatrists in clinical practice, and were
explained via reference to either sexual perversion or emotional disturbance
(Bruno, 1997; Money, Jobaris & Furth, 1977). Because of its rare and sporadic
occurrence, little attempt was made to formally classify the desire to be disabled
and it attracted relatively sparse attention from broader medical communities,
academia and the general public. In the late 1990s, this changed. With the advent
of the internet, an increasing number of individuals expressing an interest in

becoming disabled were revealed. These individuals gathered in their hundreds



on listservs! and forums, which had been set up with the sole purpose of
discussing an interest in, or attraction towards, becoming disabled (Charland,
2004; Elliott, 2003). Not only did the presence of these platforms challenge the
presumed rarity of the desire to become disabled, they also revealed changing
explanations behind this phenomenon. No longer was the desire to be disabled
exclusively situated as a sexual or emotional disturbance; instead, individuals
began to indicate that their desires to become disabled were related to aspects
of their ‘identity’ (Charland, 2004; Davis, 2012; Elliott, 2003). For example,
individuals described feeling like their ‘true’ or ‘authentic’ selves were meant to
be disabled (Elliott, 2003).

Although a number of these types of online platforms existed, one soon became
the centre and hub: an online community named transabled.org. This community
had originated as a solo authored blog set up in 1996 by a man who went by the
alias ‘Sean’. In his earliest blog entries, Sean wrote about his fascination with
disability, disabled bodies and disability aids; he also discussed vague desires to
experience disability, albeit on a temporary basis. As time went on, Sean wrote
more prolifically and outlined feeling increasingly distressed as his interest in
disability evolved into an obsession. In the early 2000s, Sean began to describe
actually wanting to become paraplegic, situating this as ‘who he was supposed
to be’. Sean’s candid, articulate and frequent blog posts soon led a number of
individuals, many of whom were regulars on the other disability-interest listservs,
to contact him. These individuals approached Sean describing similarly
distressing and obsessive experiences with feeling like they were meant to be
disabled. They also outlined how his detailed personal experiences had
resonated with them and offered solace, something which could not always be
found on the other forums, which contained short messages, as opposed to long,

intimate blogs.

It was this which, in 2005, led Sean to reformat his blog, turning it into a multi-
authored platform. Under this new format, Sean’s growing number of followers
could now submit their own blog posts for publication. The intention was to create

a space for long-form accounts of living with the desire to be disabled to be

1 Listserv is a term used to refer to electronic mailing lists which were characteristic of early web
software and popular within early internet culture. Listservs operated via one user sending an
email to the list software, which would then be forwarded to all other list subscribers (Baym, 2003).
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shared, intimate discussions to take place and connections to be made. With the
addition of these new voices, and a cross-commenting feature which enabled
forum members to respond to each other’s posts, commonalities and themes
began to emerge. No longer were vague desires and fascinations with disability
described, instead, a clear profile surrounding the desire to be disabled and,
specifically, how this related to identity developed. Largely drawing upon
narratives utilised by transgender individuals, members of the forum described
their desires to be disabled as arising out of a felt sense of incongruence between
their inner sense of identity, as disabled, and their bodily reality, as abled. They
described their internal self-images as aligning with a specific type of disability
which was seen to represent the ‘authentic’ or ‘real’ self. This stood in stark
contrast to current states of able embodiment, which were described as ‘wrong’.
Often, members of the forum had an extremely clear image of what their correct
body should look like: the majority wanted to be either a paraplegic or an
amputee, often specifying the precise degree or location (for example, paraplegia
from the second lumbar vertebra or left below the knee limb loss). Many outlined
using disability aids such as wheelchairs and crutches when in public. This was
compared to transgender cross-dressing, in that it was described by members as
a way in which to embody their true identities, and have these identities
acknowledged by others. Although using disability aids was experienced as
soothing and validating, ultimately, most of the forum members wanted to actually
acquire their chosen disability insisting that, until they did, they would not feel
whole or authentically themselves. Many hoped to undergo spinal cord surgery
or elective amputations, and a small handful of individuals had already amputated

their own limbs via various dangerous methods.

In addition to identifying and discussing common experiences relating to their
desires to become disabled, conversations on the forum soon took on a political
tone. Many of the forum members had approached doctors, therapists and
psychiatrists for help understanding their desires to be disabled, only to be
rejected, dismissed or pathologised. These shared experiences were identified
as a site of collective oppression, and, in response, the members began to
advocate that the desire to be disabled be recognised as a valid psychological
condition to be researched, understood and treated, rather than demonised. It

was at this point that Sean, who still owned and managed the multi-authored
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platform, coined the term ‘transabled’ and renamed the website ‘transabled.org?.
The term transabled, by Sean’s own descriptions, was intended to hinge on the
concept of transsexualism3. At the time, transsexualism was mostly a lay
community term used to describe the profound sense of gender-identity and
sexed-body incongruence experienced by individuals with diagnoses of Gender
Identity Disorder (GID). Here, the expression of sex-gender incongruence is
enabled through use of the prefix ‘trans’, meaning ‘on the other side of (Merriam-
Webster, 2020). In creating the term transabled, Sean attempted to express the
similarities between transsexualism and the desire to be disabled and convey a
similar sense of identity-body incongruence, albeit pertaining to a disabled-
identity and abled-body. The creation of the term transabled also served the
purpose of situating the desire to be disabled as a legitimate, identifiable and
collectively held psychological condition.

Very quickly, transabled (adjective), and the associated noun ‘transableism’,
gained resonance. Many more individuals came across transabled.org, identified
with transableism and began blogging on the forum, describing this as ‘becoming
a part of the transabled community’. Whilst many of the other forums dedicated
to an interest in disability still existed, transabled.org soon became established
as the hub and centre for a number of reasons. Firstly, it was the largest and
longest running platform of its type: in total, transabled.org existed for 17 years
and by the mid-2000s it had over 40 full time members, many more casual
commenters and an even greater number of ‘lurkers’. Related, transabled.org
was also the only site which constituted an online community, both by self-
description, and as fitting with broader academic definitions (Baym, 2003; Denzin,
1998; Rheingold, 1993). In accordance with academic definitions, it had a large
number of full-time members, all of whom wrote under a consistent alias and

identified with the collective identity of the group. Friendships and affiliations were

2 The name of Sean’s previous solo-authored blog is unknown.
3 Today, the term ‘transsexual’ is rarely used in favour of ‘transgender’ and the diagnostic label
of ‘Gender Identity Disorder’ has been replaced with ‘Gender Dysphoria’ (Fraser, Karasic, Meyer,
& Wiley, 2010; Newman, 2002). Both of these revisions have occurred, primarily, in response to
activism from within the trans community; the later terms are seem as more inclusive and less-
pathologising (Baven, 2014; Valentine, 2007). At the time of Sean’s writing, however, these shifts
had not yet taken place. As such, my use of the language of ‘transsexual’ and ‘Gender Identity
Disorder’, both here and elsewhere within this thesis, is intentional so as to accurately reflect both
the content of the blog and the historical moment within which it was written.
4 A ‘lurker’ is the term given to a member of an online community or forum who reads content and
observes interactions, but doesn’t participate (Baym, 2003). We know that there were a large
number of lurkers on transabled.org as this was reported by Sean, who used Google analytics.
12



also developed there, and the site contained shared resources, established
norms, dynamics, linguistic expressions and posting practices (Baym, 2003;
Denzin, 1998). Finally, as just discussed, transabled.org was the origin of the
concept of transableism, specifically as a phenomenon of identity-body
incongruence, situated as a psychological disorder and containing an identifiable
symptom profile. Whilst many of the other forums were targeted towards
individuals who were merely curious about disability or who experimented with it
for fun, transabled.org was the only site explicitly dedicated to those who ‘needed’
(their words) to become disabled, so as to correct an identity mismatch.

Simultaneous to the creation of the concept of transableism and growth of the
transabled community, clinical interest in the desire to become disabled was
increasing, ignited by the growing visibility of this phenomenon online. In 2005 a
large clinical study was carried out into individuals desiring limb amputation by
Michael First, psychiatrist and editor of the Diagnostic and Statistical Manual of
Mental Disorders (DSM) (First, 2005). The results of First’s study were significant
for two reasons. Firstly, this piece of research was the largest of its kind to date
(52 individuals were interviewed). Secondly, its conclusions moved away from
previous clinical conceptualisations (e.g. that the desire to be disabled was a
sexual or emotional disturbance) and, instead, aligned with the claims made by
the members of transabled.org: First described the desire for limb amputation as
arising out of a mismatch between self-identity and bodily reality. Following this,
First termed it ‘Body Integrity Identity Disorder’ (or ‘BIID’, after ‘Gender Identity
Disorder’ or ‘GID’) and it was proposed for entry into the DSM-V, which was to be
published in 2012 (First, 2005). These recommendations were enthusiastically
received by the members of transabled.org. The term ‘Body Integrity Identity
Disorder’ (or BIID) was taken up within the community and used interchangeably
with transableism. The members of transabled.org became involved in raising
awareness of the term BIID, supporting its inclusion in the DSM-V and using their
experiences as evidence to support the accuracy of BIID as a descriptor, and the
symptom profile laid out for it. Additionally, they engaged in further
communications with the medical community, initiating a follow-up study with First
and facilitating recruitment on transabled.org. This incorporation of clinical
definitions and involvement in advocacy served two significant purposes for the

members of transabled.org. Firstly, they saw the inclusion of BIID in the DSM-V
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as a necessary step towards achieving their goal of recognition and access to
surgical treatment. Secondly, by aligning transableism with the proposed clinical
diagnosis of BIID, the members were also able to argue that their desires to be
disabled represented a legitimate mental health condition and thus a ‘disability
like any other’ (their words). This, as they hoped, would go some way towards
transableism being recognised, not only by the medical community, but by the

disability community also.

After obtaining this clinical description and becoming active in advocacy efforts,
transableism found itself the subject of even greater research interest from a
range of academic disciplines. Psychiatrists began to discuss the aetiology and
symptoms of this condition (Braam, Visser, Cath & Hoogendijk, 2006; First, 2005;
Elliott, 2009), neurologists debated whether it might have an organic cause
(Muller, 2009; Ramachandran & McGeoch, 2007), philosophers and disability
scholars considered the moral implications of the desire to be disabled (Stevens,
2011; Sullivan, 2005) and sociologists expressed interest in the online
transabled.org community (Davis, 2011, 2012, 2014). Bioethicists and legal
scholars also began to draw up practical and ethical guidelines for managing
transableism, assuming that there would be an increase in demand for elective
disability surgery, following the addition of BIID to the DSM-V (Bayne & Levy,
2000; Elliott, 2003; Travis, 2014). Alongside the academic interest it garnered,
transableism was also widely debated by journalists, members of the public and
disability communities. (Dyer, 2000; Stevens, 2011; Sullivan, 2005). Although, as
just disscussed, the members of transabled.org attempted to situate BIID as a
‘disability like any other’, this was hotly debated by the disability community itself,

sparking further interest in transableism (Stevens, 2011).

Thus, in entering into the 2010s, awareness of transableism was growing, it was
on an upward trajectory and its formalisation as an official psychiatric condition
appeared imminent. Nevertheless, despite its growing popularity, in 2013 the
transabled.org community permanently closed and transableism largely
disappeared, both from the internet and the cultural consciousness. Whilst in the
mid-2000s, an internet search for this phenomenon would have consistently
produced hundreds of hits (Elliott, 2003), by 2013 the number of mentions was in
significant decline. Further to this, when the DSM-V was published in 2012,

despite the recommendations, BIID was not included as a condition. Shortly
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thereafter, the clinical and academic interest in BIID vanished. In 2015, when this
project was first conceived, the internet was completely absent of anything related
to transableism, excepting articles and comment pieces published in previous

years.

Thesis aim, research questions and theoretical lens
During the years of its existence, transableism was studied from a variety of

academic perspectives (cited above). No research to date, however, has carried
out an in-depth empirical exploration into the rapid emergence and curious
disappearance of transableism. Despite the identity incongruence explanation
behind transableism, alongside the desire to permanently disable the body, being
situated as ‘disturbing’ (Davis, 2014), ‘bizarre’ and ‘irrational’ (Elliott, 2009), no
scholar approached the question of why this apparently strange and counter-
intuitive phenomenon materialised when it did, spreading into an active online
community and garnering academic attention. Further to this, and despite the fact
that transableism was still a relatively young and yet to be verified condition, no
research entertained the possibility that it might disappear as quickly as it had
arisen. To the contrary, many scholars predicted an exponential growth in
individuals identifying as transabled and expressed concerns and offered
guidelines regarding what this would necessitate ethically and practically (Bayne
& Levy, 2000; Charland, 2004). The primary aim of this thesis is thus to fill this
gap in transableism scholarship. The central research questions underpinning
this project are (1) why did transableism emerge and (2) why did it disappear?
Although the desire to be disabled has been sporadically noted within the clinical
literature since the 1800s (Bruno, 1997), the question of transableism’s
emergence here relates to its specific manifestation as a disorder of identity
incongruence, which originated and grew in popularity on transabled.org, and
aligned with the clinical description of BIID. Furthermore, as it is impossible to say
with certainty that transableism ‘disappeared’ (in that some may still privately
suffer with it), the question of transableism’s disappearance here refers to the
2013 closure of transabled.org, the decline in online visibility of transableism as
a collective identity, the failure of transableism to achieve official medical

certification and the dwindling academic and public interest in it.

Whilst primarily being informed by gaps in existing transableism knowledge, the

aim of this thesis can also be situated within broader medical historical and
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medical sociological scholarship. Within these traditions, one of the uniting aims
is to look at causal factors for health conditions, particularly those which are
unique to certain cultural or historical moments, and are without an organic basis
(Hacking, 1998; Littlewood, 2002). Within these disciplines, various explanations
for the existence of specific health conditions have been put forward including
labelling processes® (Link & Phelan, 2013), sick role theory® (Parsons, 1951),
social functionalism’ (Littlewood, 2002), the influence of cultural contexts and
moral values® (Blaxter, 1978; Jutel, 2009), pharmaceutical imperatives® (Healy,
1997) and social inequalities® (Farmer, 2004; Reiss, 2013; Showalter, 1985).
Whilst these explanations are informative, this thesis uses lan Hacking’s model
of ‘transient mental illness’ (1998) to theorise the emergence and disappearance

of transableism, for reasons outlined below.

The term transient mental illness doesn’t refer to illnesses which affect an
individual in a short-term or fluctuating way but rather to psychological conditions
which are found only within a specific culture, location and historical moment
(1998). These conditions appear in a particular time and place, largely affecting
a group of individuals who are oppressed or socially disenfranchised in some
way. They spread rapidly through this group, igniting the interests of doctors,
researchers and the general public, only to disappear from the medical and
cultural horizon again, years or decades later. The primary example of transient

mental illness studied by Hacking is dissociative fugue. This was a condition

5 The labelling theory of psychological conditions posits that diagnosing particular types of mental
illness stigmatises the individual, thus reinforcing and exacerbating their symptoms (Link &
Phelan, 2013).
6 The sick role is a term coined by Parsons (1951); it refers to the way in which illness is, in some
way, functional in that it enables individuals a socially sanctioned withdrawal from regular social
duties, alongside giving them access to privileges such as care and attention.
7 Social functionalist explanations for psychological conditions have their origins in medical
anthropology. These theories outline how particular types of culture-bound syndromes enable the
expression of social tensions, whilst simultaneously reaffirming the social order (Littlewood,
2002).
8 Social contexts and moral values can influence diagnostic categories. For example, the
medicalisation of obesity is related to moral judgments placed upon fatness in certain societies
(Jutel, 2009).
9 Authors have noted how pharmaceutical companies, being driven by profit margins, work to
create and construct psychological conditions, which can be alleviated by their products.
Examples include depression and, latterly, Pre-Menstrual Dysphoric Disorder (PMDD) (Healy,
1997).
10 The social inequality theory of psychological illness draws attention to the ways in which
unequal power relations within societies can make some groups (e.g. women, people of colour
and poor people) more prone to mental illness. This is a result of the inherent social suffering that
accompanies oppression (Farmer, 2004) and the over-diagnosis of non-conformity in oppressed
groups (e.g. hysteria in women (Showalter, 1985)).
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which largely existed in France in the late 19™ century. Dissociative fugue
affected enlisted service men and manifested with them absconding from their
duties to roam across the country in a trance-like state, often without knowledge
of their identities, or official identity papers. This condition fit the definition of a
transient mental illness in that it did not exist in neighbouring countries and had

largely vanished by the start of the 20" century (1998).

There are three reasons why the model of transient mental illness was chosen to
theorise transableism, as opposed to any of the other explanatory models cited
above. (1) Transableism precisely conforms to the definition of a transient mental
iliness: it rapidly emerged in a particular time and place!?, only to disappear again
just as quickly. (2) The transient mental illness model, in recognising not only the
cultural but also the historical contingence of psychological conditions, has
guestions of emergence and disappearance at its heart. Many of the other models
are designed for conditions which still currently exist and thus a historical
perspective is not taken. (3) There is a tendency for the other explanatory models
to offer one causal explanation for the existence of a health condition. The
transient mental illness model is unigue in that it seeks a broad range of

intersecting and overlapping reasons.

Hacking has a term for these intersecting reasons; he notes that transient mental
illnesses owe their existence to an ‘ecological niche’ (1998). This is a metaphor
borrowed from evolutionary biology and, in Hacking’s adaptation of it, is used to
describe the ways in which particular illness manifestations are able to flourish
when a wide variety social and cultural conditions temporarily come together to
form a stable home for the condition in question (1998). For instance, in returning
to the example of dissociative fugue, Hacking explains the emergence of this
condition by outlining how it was enabled by a number of factors, unique to its
location and historical moment. These included how it was an expression of the
frustration, boredom and powerlessness of working class men enlisted into
military service and the ways in which their absconding was made visible via the
rigorous scrutiny of their identity papers at check points across the country. Other

factors included how dissociative fugue was of interest to hysteria clinicians of

11 Although, in Hacking’s original analysis, he situates transient mental illnesses as bound to
geographical places, an argument for the internet and the online transabled community as a
‘place’ is discussed in this thesis.
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the time, alongside how it expressed a tension in cultural values surrounding
travel crystallised by French concerns over criminal vagrancy versus the new
trend for tourism amongst the middle classes (1998). Alongside explaining a
condition’s emergence, the ecological niche metaphor also assists in explaining
a condition’s disappearance. As Hacking outlines, if one factor comprising the
niche weakens or disappears, this ultimately affects the existence of the whole
niche; should an ecological niche disappear, then the condition will also. Again,
regarding dissociative fugue, Hacking notes how the disappearance of this
condition was related to the end of vagrancy fears and associated laws in France,
alongside the increasing medical scepticism regarding hysteria. Supplementing
his analysis regarding the disappearance of dissociative fugue, Hacking also
notes how this condition was never present in cultures such as Britain and
America where there was an absence of vagrancy law and no conscript army; in

other words, there was no fugue niche to begin with (1998).

When forums surrounding the desire to be disabled first appeared online, a
number of philosophers suggested that this new phenomenon might be
understood through reference to Hacking’s ecological niche of transient mental
illness theory (Charland, 2004; Elliott, 2003). Inevitably, these authors theorised
that the internet might be a significant factor comprising this proposed niche. This
suggestion, however, remained purely in the realm of philosophy and no empirical
research was carried out to test the application of Hacking's theory to
transableism. Furthermore, and, given that these philosophers were writing in the
early 2000s, their ideas were not extended towards theorising the disappearance
of transableism, and the ways in which this might have been related to the
disappearance of its ecological niche. By applying Hacking’s model of an
ecological niche of transient mental illness to transableism in an in-depth
empirical analysis, this thesis thus takes up from where these theoretical
suggestions left off. By doing so, it opens up a new never before explored
perspective on transableism, historicising it and offering novel insights into why it

emerged and disappeared.

Research methods, location and scope
As discussed above, the transient mental illness model does not rely upon one

causal explanation for the existence of a health condition. Instead, it seeks a

broad range of intersecting and overlapping factors which can be seen to
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contribute towards its constituting niche. These factors can include wider cultural
values and discourses, alongside social tensions, dynamics, exclusions and
oppressions (Hacking, 1998). Explorations into transient mental illnesses thus
take, as their starting point, the identification of these broad and diverse factors.
Following this insistence upon methodological holism, this thesis takes a
qualitative approach, using digital ethnography to analyse all content posted to
transabled.org in its active years. Ethnographic methods were chosen because
of their natural fit with methodological holism (Geertz, 1973). Transabled.org was
the natural choice for the location of this research for a number of reasons.
Although, as discussed previously, other listservs and forums dedicated to an
interest in disability existed simultaneously, transabled.org was the largest and
longest standing and it was the only site which constituted an online community
(by its own description and academic definitions). It was also the origin of the
concept of transableism, specifically as a phenomenon of identity-body
incongruence which aligned with the clinical description BIID. Finally, by
incorporating the clinical descriptor of BIID and being heavily involved in
interacting with the medical community, transabled.org was, not only the central
online community surrounding the desire to become disabled; it also conformed

to academic descriptions of a health advocacy community (Brown et al., 2004).

Whilst, as previously discussed, when this research project was first conceived,
the desire to be disabled was almost entirely absent from the internet, the cultural
horizon and from academic research, over the last few years, it appears to have
made a small resurgence. Since 2018, there has been activity on a sub-Reddit
thread discussing the desire to be disabled. Additionally, some conversation
around transableism and BIID can now be found on Twitter; whilst this later
debate is, in the large part, mobilised in relation to debates over transgender
rights more broadly, it occasionally redirects to the aforementioned sub-Reddit
thread.

Finally, and perhaps most significantly, in May 2019, the desire to be disabled,
although, having been previously dismissed by the DSM, was acknowledged in
the International Classification of Diseases Volume 11 (ICD-11), under the
descriptor Body Integrity Dysphoria (BID) (ICD-11, 2019); this document will take

effect in 2022 as a requirement for reporting international health statistics to the
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World Health organisation (WHO). The term BID is both similar to, and divergent
from, transableism/BIID. It is similar in that it outlines a persistent and distressing
desire to be disabled. However, in diverges in that it moves away from the identity
incongruence discourse which characterized transableism and BIID and, instead,
draws upon neurological explanations, research and terms, including
xenomelial?. Michael First, the aforementioned BIID specialist and, latterly, ICD-

11 consultant, explained this shift as follows:

‘the name was changed to remove the term “identity”—the proposal to
include this condition (in the ICD-11) was a joint proposal by me and
the xenomelia contingent, who rightfully objected to including the term
“‘identity” in the name as it suggested that this condition is best thought
of as an identity disturbance, which was more of a hypothetical
conjecture rather than something supported by data. We now know
that this condition is best thought of as a psychiatric disorder or a
neurological condition...The current name (BID) as well as the current
definition removes any implications about presumed causality but
instead focusses exclusively on the phenomenology’ (First, 2020,

private communications).

In many ways, discussions within the new online sub-Reddit community can be
seen to reflect those found on transabled.org; individuals share stories of distress
over wanting to be disabled, describe which disabilities they desire and outline
pretending to have such disabilities. Crucially, however, they can also be seen to
differ in that that language of identity incongruence and being ‘trapped in the
wrong body’ is sparsely used and the concept of transableism is not applied.
Instead, these conversations, in reflecting the ICD-11 reorientation, are centred
around discussions of neurological abnormality and associated bodily dysphoria.
Notably, this new community does not appear to be as orientated towards health
advocacy and engagement with the medical community, as transabled.org so

evidently was.

12 Xenomelia is a term coined by neurologists working in Switzerland who believe that the desire
to be disabled is best considered a neurological condition. The term Xenomelia is intended to
capture the proposed dysfunction in the right parietal lobe of the brain, thought to result in a lack
of ownership over one or more of ones limbs (Brugger, 2013).
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The above described resurgence of the desire to be disabled, alongside its
slightly morphed form and aetiology is extremely significant in that it appears to
reflect observations, drawn by Hacking (1998), regarding the nature of transient
mental illnesses and ecological niches more broadly. As Hacking describes,
sometimes transient mental illnesses seem to disappear entirely. More
commonly, however, they can be seen to evolve into other conditions which,
whilst retaining similar symptoms, take on different labels and explanations.
These changing explanations can, as Hacking notes, be attributed to broader
shifts, both within the cultural context, and within medical developments, trends
and practices. Examples of this evolution from within Hacking’s own work include
how dissociative disorders appeared to replace symptoms previously described
as ‘hysteria’ (1995; 1998); additionally, the changing labels applied to dissociation
itself, are themselves evidence of more subtle shifts in understanding (see, for
example, Hacking (1995) on how his much-studied Multiple Personality Disorder

(MPD) is now termed Dissociative Identity Disorder (DID)).

The shift, described above, from transableism/BIID to BID appears to confirm
Hacking’s observations. Rather than disappearing entirely, the desire to be
disabled has changed with time. In additional to this, its evolution appears to
reflect the changing cultural and medical context in that the renaming and
reconceptualization of this phenomenon can be seen to demonstrate a growing
tendency to seek neurological explanations for psychological symptoms
(Brugger, 2013). In other words, the resurgence of the desire to be disabled can
be interpreted as evidence which supports the notion that transient mental
illnesses can reappear under different manifestations, supported by slightly

different niches, within various cultural and historical moments (Hacking, 1998).

Although this resurgence, and the support it offers in relation to Hacking’s wider
theory, is extremely intriguing, any deeper examination into it falls outside of the
scope of this project. This is largely due to time constraints and the late stage in
this project wherein the resurgence was identified. Nevertheless, because of the
way in which this resurgence serves to usefully contextualise transableism as but
one discrete episode in the ever-evolving desire to be disabled epoch,
investigation into BID is strongly recommended as a project for future enquiry, as
will be discussed in the concluding chapter of this thesis (Chapter 9). The scope

of this current project is chronologically limited to 1996-2013, situationally
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restricted to transabled.org and theoretically limited to the study of the desire to
be disabled in its manifestation as transableism: a disorder of identity

incongruence which aligned with the clinical description of BIID.

Thesis findings and contributions
This research has four key findings. Findings are presented independently in

each of the empirical chapters of this thesis (Chapters 5, 6, 7 and 8) and then,
congruent with the ecological niche approach to transient mental iliness,
integrated in the discussion chapter (Chapter 9) to offer multifaceted answers for

the questions of transableism’s emergence and disappearance.

Individually, the findings of this thesis are: (1) contrary to how they are described
within clinical literature, the members of transabled.org were not ‘able-bodied’
individuals, but instead suffered with what are culturally understood to be
‘inauthentic’ disabilities (e.g. invisible, fluctuating conditions such as depression
or chronic pain) (Wendell, 1996). In conjunction, the disabilities they desired
(largely paraplegia or amputation, with a focus on wheelchair use) all conformed
to understandings surrounding ‘authentic’ disability (e.g. physical, visible, stable).
(2) In addition to desiring disability, the members of transabled.org attempted to
situate the diagnosis of BIID itself as an authentic ‘disability like any other’ (their
words). These attempts were rejected by members of the disability community,
who argued an essentialist, as opposed to voluntarist, ontology of disabled
identity. (3) Whilst, at first appearances, transabled.org appeared to be a
democratic and collaborative online community, this was deceiving. Instead, the
development of a so-called collective transabled identity was significantly
influenced by Sean, the community’s founder, in his role as site creator,
moderator, and leader of the transabled community. (4) Alongside influencing the
development of transabled identity, Sean also led the health advocacy efforts of
transabled.org by coordinating lay epistemologies and goals, alongside acting as

spokesperson in relation to the medical community.

When integrated holistically under the ecological niche model, these findings are
combined to reveal why transableism emerged and why it disappeared: as is
suggested, transableism emerged because it reflected and expressed broader
cultural understandings and tensions surrounding authentic versus inauthentic
disability. It also offered the members of transabled.org a way to counter their

experiences with inauthentic disability stigma, by allowing them to temporarily
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pass as authentically disabled when, as part of their transableism, they went out
in public in wheelchairs. Transableism’s emergence was also facilitated by the
centralised model of community leadership which, for a time, successfully
fostered a coherent group identity, alongside enlisting the interests of clinicians.
These factors comprised a transableism ecological niche which, at the time of its
existence, gave transableism resonance and enabled it to flourish and spread.
On the other hand, transableism disappeared because the transableism
ecological niche did: ultimately, BIID failed to conform to an acceptable
authenticity politics of disabled identity and was policed accordingly. In addition,
although the centralised model of community leadership initially facilitated
transableism, towards the later years, this model collapsed, leading to conflict,

community attrition and a failure to sustain the interests of researchers.

The above described findings, and integrated conclusion, together make 6
contributions to knowledge. (1) The first contribution is towards existing
transableism scholarship. This thesis fills a gap in knowledge by historicising
transableism and providing empirical explanations for its emergence and
disappearance. (2) The second contribution is towards is towards broader
medical sociological literatures. Whilst the usefulness and promise of Hacking’s
transient mental illness model has been noted within academic scholarship
(Brossard, 2019; Elliott, 2003; Tsou, 2007), theorists have also drawn attention
to the dearth of examples of it being used in empirical practice within medical
sociological enquiries (Brossard, 2019). By providing such an example, alongside
a critical commentary, on the use of the transient mental illness model in empirical
practice, this thesis contributes towards removing the transient mental illness
model from the realm of abstract theory, alongside offering a framework for use

by future scholars.

In addition to making contributions towards existing transableism and medical
sociological scholarship, this thesis makes four broader contributions to
peripheral social scientific fields. For context, the reason why questions of
emergence and disappearance are of such interest to Hacking is because these
types of investigations not only offer access to a greater understanding of the
transient mental iliness itself; they also illuminate aspects of the culture more

broadly (1995, 1998). By examining the cultural forces and tensions which are
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reflected in a phenomenon such as a transient mental illness, these cultural
aspects, which might otherwise have gone unexamined, can be brought to critical
enquiry. Following this, this thesis (3) contributes to the disability studies literature
by drawing attention to socio-cultural understandings surrounding authentic
versus inauthentic disabilities, and discussing the impacts of these on disabled
individuals. (4) This thesis contributes to scholarship which explores claims to
authentic identities and the limits of such claims. It also makes contributions to
the literature on leadership and moderation practices- (5) within online
communities in general, and (6) within health advocacy communities specifically-
by revealing the role played by influential individuals in fostering these groups

and movements.

Thesis structure
This thesis is divided into 3 parts. Part 1- Chapters 2, 3 and 4- form the

background to this project. Chapter 2 maps the academic and conceptual terrain
surrounding the desire to become disabled from the 1800s to recent times. This
is done primarily to historically situate and contextualise the desire to be disabled.
However, this chapter also serves the purpose of highlighting gaps in the
understandings surrounding transableism, which are significant when it comes to
identifying factors which comprised the transableism niche. The review of the
desire to be disabled literature in Chapter 2 leads to 3 key observations. (1)
Whilst the most recent clinical studies acknowledged the influence of online
communities on the 'new wave’ of the desire to be disabled, this has not been
adequately explored, particularly in terms of lay advocacy involvement. (2) Whilst,
within the sociological literature, the dynamics of online communities were
addressed in significantly more depth than within the clinical literature, this
analysis was also insufficient as it did not explore centralised community
ownership and moderation practices. (3) Whilst the sociological studies into
transableism examined broader cultural factors, in particular noting how this
phenomenon drew upon modern Western concerns with authenticity and self-
actualisation, these studies did not explore how authenticity intersected with
understandings surrounding disability in the case of transableism. Following
these observations, disability, authenticity and online health advocacy
communities are highlighted as factors relevant to the ecological niche of

transableism, warranting further exploration.
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Chapter 3 expands upon Chapter 2 and its 3 key observations by presenting a
broad overview on the literature regarding (1) disability, (2) authenticity, and (3)
online communities, including health advocacy communities. Here, | review
existing research, theories and conceptual approaches within these bodies of
work, in order to assess which contributions lend themselves well to theorising
themes of disability, authenticity and online communities, as they relate to the
ecological niche of transableism. This assessment and selection of existing
contributions lays the groundwork for the empirical chapters in part 2 of this
thesis, which expand up and develop existing research within the disabilities
studies, authenticity and online communities’ literatures. To this end, each
section of Chapter 3, after outlining gaps in existing literature, presents a
conceptual framework which underpins a subsequent empirical chapter or
chapters. In the section on disability, | highlight how, as an unintended
consequence of the disability rightss movement, cultural understandings
developed around disability based upon a binary of authentic (e.g. visible,
physical, stable) versus inauthentic (e.g. invisible, fluctuating) disabilities. This
section builds a conceptual framework based upon these observations by
suggesting that the binary of authentic versus inauthentic disability is a relevant
‘cultural polarity’ (Hacking, 1998) through which to explore transableism. In the
section on authenticity, | outline how, although existential, objectivist authenticity
has been discussed in relation to transableism, the social construction of
authenticity, particularly regarding the members claims’ that BIID itself was an
authentic disability, has been overlooked. Following these observations, |
suggest that a conceptual framework, based upon the social construction and
negotiation of authentic identity and an associated politics of authenticity, be used
to analyse transableism. Finally, in the section on online communities and health
advocacy communities, | discuss the growing body of literature on online
community moderators, highlighting the ways in which this literature is yet to be
applied to the study of online health advocacy groups. This leads me to suggest
a conceptual framework based upon power and moderation practices be used to

analyse transabled.org.

Chapter 4 outlines the methodology and methods adopted for this research

enquiry. In this chapter, | begin by describing the field site where this research
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took place. | then outline the ontological and epistemological principles which
underpin the aims of this thesis, hamely social constructivism and a commitment
to methodological holism, interpretivism and critical reflexivity, respectively. | then
move on to discussing digital ethnography, the chosen methodology for this
research, as informed by these ontological and epistemological principles. |
discuss the practical issues and ethical challenges | encountered through my use
of digital ethnography, outlining how these were addressed. | then describe the
methods that were adopted for this research, outlining the process through which
data was collected and analysed. Finally, | reflect upon my research process; |
discuss its limitations and the successful aspects of it, and | outline changes and

adaptations | would make for future research projects.

Part 2- Chapters 5, 6, 7 and 8- comprise the empirical section of this thesis.
Chapter 5 explores the members of transabled.org’s experiences with disability
and understandings of transableism. In this chapter, the conceptual framework
developed in the disability section of Chapter 3, based upon the ‘cultural polarity’
(Hacking, 1998) of authentic versus inauthentic disability, is used to situate
findings. Here, | begin by describing how the members of transabled.org, contrary
to how they are described within clinical literature, were not ‘able-bodied’
individuals, but instead suffered with ‘inauthentic’ disabilities (e.g. invisible,
fluctuating). In conjunction with this, the disabilities they desired (largely
paraplegia or amputation) all conformed to understandings surrounding
‘authentic’ disability (e.g. physical, visible, stable). Relatedly, | note how the
members of transabled.org went out in public in wheelchairs and enjoyed the
experience of temporarily passing as disabled. This, | suggest, indicated that
transableism, despite the pain it caused, offered the members a ‘release’
(Hacking, 1998) from the struggle of being caught within the authentic versus

inauthentic disability binary.

Chapter 6 explores the members of transabled.org’s attempts to position the
diagnosis of BIID, as a ‘disability like any other’ (their words), and the responses
this garnered. In this chapter, the conceptual framework developed in the
authenticity section of Chapter 3, regarding the social construction of authentic
identity and a politics of authenticity, is used to situate findings. As is discussed
in Chapter 6, the members of transabled.org attempted to align BIID with the

26



already existing and verified condition of Gender Identity Disorder (GID), so as to
index its authenticity as a legitimate mental health condition and thus ‘disability
like any other’. However, alongside these attempts, the members claims’ were
rejected by the disabled community, who could be seen to internally police the
disabled identity category. This rejection and policing impacted the members of

transabled.org, with many withdrawing from the community as a result.

Chapters 7 and 8 explore social dynamics on transabled.org. In these chapters,
the conceptual framework outlined in the online community section of Chapter 3,
regarding power, leadership and moderation practices, is used to situate findings.
Chapter 7 outlines the history and development of transabled.org as an online
community. As is discussed, although, at first appearances, transabled.org
appeared to be a democratic and collaborative online community, this was
deceiving. Instead, the development of a so-called collective transabled identity
was significantly influenced by Sean, the community’s founder, in his role as site
creator, moderator, and leader of the transabled community. In the early years of
transabled.org, Sean’s influence was fundamental to the development, health
and growth of the transabled community. However, as | note in the latter half of
this chapter, towards the later years, it created conflict, schism and community

attrition.

Chapter 8 extends the analysis of power and leadership developed in Chapter
7 towards the study of transabled.org as a health advocacy community. In this
chapter, | outline how, alongside influencing the development of transabled
identity, Sean also led the health advocacy efforts of transabled.org by
coordinating lay epistemologies and goals, alongside acting as spokesperson in
relation to the medical community. These efforts were initially successful in that
they facilitated the development of health knowledges and political goals within
the community, alongside enlisting the interests of researchers. As time went on,
however, | note how they ran into challenges. Members of the community either
resented Sean’s ideological authority or expressed ambivalence about engaging
in advocacy and research.

Chapter 9 forms part 3 of this thesis, and comprises the discussion and

concluding remarks. In this chapter | begin by returning to each of the findings’
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chapters in turn, highlighting how they offer further contributions to knowledge. |
situate these findings against existing literatures, including (1) the disabilities
studies literature (2) scholarship that explores claims to authentic identities (3)
the literature on leadership and moderation practices within online communities
and (4) the health advocacy community literature. | then return to the overall aim
and research questions at the heart of this thesis, namely to explore (1) why
transableism emerged and (2) why it disappeared. Here, | use the overarching
framework of an ecological niche to integrate the findings from the 4 empirical
chapters. This leads me to conclude that transableism emerged not for one
reason alone but because of the way in which all of the findings discussed in this
thesis comprised a transableism ecological niche. | suggest that it disappeared
because elements of this niche eventually weakened. | outline the contributions
that these observations make to the literature on transient mental iliness,
suggesting that they be used in future medical sociological enquiries. | conclude
this chapter by reflecting upon my research and discussing the limitations of this
study. | use these reflections to outline recommendations for further enquiries into
transient mental illnesses, including potential future resurgences and

manifestations of the desire to be disabled.
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Chapter 2

Mapping the terrain: Exploring the desire to become
disabled from the 1800s to today

Introduction
Although transableism, as a disorder of identity incongruence which aligned with

the clinical description of BIID came into existence in the 1990s, a pathological
fascination with becoming disabled has been noted within the clinical literature
since the late 1800s. Since that time, this phenomenon has evolved and
resurfaced under various clinical conceptualisations and has been investigated
from a range of perspectives. This chapter maps this terrain, outlining how the
desire to become disabled has been understood at various historical moments,
alongside detailing the literature surrounding its most recent manifestation as
transableism. This is done primarily to historically situate and contextualise the
desire to be disabled. It also serves the purpose of highlighting gaps in existing
understandings surrounding transableism which are significant regarding the
ecological niche approach to transableism as a transient mental illness. As
discussed in Chapter 1, the ecological niche approach to transient mental iliness
advocates identifying and examining the broad and diverse range of cultural
values and social dynamics which are reflected and expressed within the
condition in question, thus constituting its niche (Hacking, 1998). As Hacking
outlines, reviewing existing understandings of a condition, alongside highlighting
potential gaps in knowledge and missed connections, is a fruitful starting point for
identifying the elements of a condition’s niche (Hacking, 1998). Thus, by mapping
the extant academic terrain surrounding transableism, this chapter begins to
identify factors which might have comprised the transableism niche and paves
the way for them to be explored in greater depth within subsequent chapters.

In this chapter, | begin by discussing the historical literature surrounding the
desire to become disabled. | then move on to discussing the clinical studies this
phenomenon attracted in the early 2000s, and the other academic enquiries
generated by this interest. This leads me to my first key observation: whilst the
most recent research into the desire to become disabled acknowledged the
presence of online communities within the 'new wave’ of this phenomenon, the

impact of these intra-community dynamics was not adequately explored.
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Furthermore, whilst many of these clinical studies observed or recruited from
online communities, the impact of this lay involvement on clinical understandings
was not discussed. After highlighting this, |1 then move on to reviewing the
sociological and philosophical literature surrounding transableism and
transabled.org. A review of this literature leads me to a second observation:
whilst, within the sociological and philosophical work, the dynamics of online
communities were addressed in significantly more depth than within the clinical
literature, this analysis remains insufficient regarding explorations into the
emergence and disappearance of transableism. By situating transabled identity
as emerging out of a process of ‘collective construction’, and by outlining lay
involvement in medical research as similarly democratic, the influence of Sean,
as leader and spokesperson of the transabled community was overlooked.
Following this, | draw a third observation regarding additional aspects of the
sociological and philosophical literature: whilst this body of work examined
broader cultural factors informing the desire to be disabled, in particular noting
how transableism drew upon modern Western notions of authenticity and self-
actualisation, these studies did not explore how authenticity intersected with
disability in the case of transableism. | conclude this chapter by noting that
disability, authenticity and online health advocacy communities are factors
relevant to the ecological niche of transableism which warrant further exploration;
this paves the way for Chapter 3 which presents a review of related literature.

Clinical understandings surrounding the desire to become
disabled: Late 1800s- early 2000s

Persons either desiring to become disabled or expressing sexual attraction to the
disabled bodies of others, can be traced back within the clinical literature to the
late 1800s (Bruno, 1997). These accounts, however, are mostly of sporadic,
individual cases and, as such, no attempt to formally classify this phenomenon
appeared to exist at this time. It wasn’t until the 1970s that the desire to become
disabled came to be more systematically investigated within a clinical setting. In
1977 a study into 2 male patients presenting with the desire to amputate their
own legs was carried out by sexologist John Money (Money, Jobaris & Furth,
1977). After interviewing the patients and noting several key characteristics
including erotic fantasies surrounding the self as an amputee, sexual attraction

towards amputees, other concurrent fetishes and sexual deviances (which, at the
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time, included homosexuality, transsexuality and bisexuality), Money concluded
that the desire for self-amputation represented a paraphilia (the clinical term for
a sexual perversion or deviation). He thus suggested that it be termed

‘apotemnophilia’ (from the Greek, meaning amputation-love)*S.

In the following two decades, a handful of other small-scale studies were carried
out into the desire to become disabled, largely by clinicians observing this
phenomenon in their patients (Bruno, 1997; Everaerd, 1983; Money & Simcoe,
1986; Storrs 1997). These studies reached similar conclusions regarding the
paraphilic component of this phenomenon, with one small deviation. A study
carried out by psychologist and post-polio specialist, Richard Bruno, suggested
that sexuality motivated only a sub-section of those who desired to be disabled,
with some being motivated by the need for attention, or, in a small proportion of
cases, by actually wanting to become disabled. Following this, Bruno proposed
an internal taxonomy of the desire to be disabled, classifying individuals as
‘devotees’ (those sexually aroused by disability, in self and others), ‘pretenders’
(those who faked disability for attention) and ‘wannabes’ (those who actually
wanted to become disabled). Overall, Bruno categorised these sub-sections as a
type of ‘Factitious Disability Disorder under the broader taxonomy of

Munchausen’s syndrome (Bruno, 1997).

Notably, none of the above studies attracted much attention, either within the
clinical community or more broadly within academia and public interest. It wasn’t
until a decade later, in the early 2000s, that a larger and more varied body of
research began to take place, igniting interest more broadly. This uptake
appeared to be inspired by two events. Firstly, the emergence of the internet
exposed relatively large listservs and forums gathered around the desire to
become disabled, making these populations both more visible and more
accessible (Elliott, 2003; First, 2005)'4. Secondly, a story was widely reported in
the media which detailed the case of Robert Smith, a surgeon who had performed

self-requested limb amputations on two patients. Smith, in justifying these

13 Alongside proposing this term, Money also suggested that the associated attraction to
amputees be labelled ‘allo-apotemnophilia’, later updated to acrotomophilia (Money & Simcoe,
1984). This later term, however, did not come to be as widely used as apotemnophilia.
14 Around this time, some of the most popular of these types of online groups included secret-
garden.com, paraamps.com, super-hosting.com/fascination, d-links.com, amp-world.com
(Crawford, 2014). One listserv had, apparently, fourteen hundred subscribers in 2000 (Elliott,
2003).
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procedures, stated that both patients had described feeling a ‘desperate’ need to
become amputees, outlining how they felt ‘incomplete’ with all four limbs (Dyer,
2000). It was further reported that a number of other individuals had contacted
Smith requesting amputations, before his hospital ethics committee intervened
(Dyer, 2000).

Both of the above events challenged the presumed rarity of the desire to become
disabled and drew attention to factors other than sexuality as contributing towards
its occurrence. In reflecting these new insights, the studies which followed moved
away from notions of paraphilia and approached the desire to become disabled
from a variety of angles. First, it was briefly discussed in terms of emotional
disturbance, with researchers presenting it as either an Obsessive Compulsive
Disorder (Braam, Visser, Cath, & Hoogendijk, 2006) or a form of Body
Dysmorphic Disorder (Braam, Visser, Cath, & Hoogendijk, 2006; Elliott, 2009).
These conceptualisations, however, turned out to be fairly short-lived for a
number of reasons. Firstly, the notion that individuals desiring disability were
either deluded, seeking attention or, otherwise mentally unwell was challenged
by philosophers whose attention had been drawn to the bioethical aspects of this
phenomenon (e.g. whether it was medically acceptable for a doctor to amputate
a healthy limb) (Bayne & Levy, 2005; Bridy, 2004; Tomasini, 2006). Secondly,
within these new investigations, participants repeatedly indicated that their
desires to become disabled were related to aspects of their ‘identity’ (Bruno,
1997; Dyer, 2000; Elliott, 2009; Smith & Furth, 2000). Whilst not given significant
attention on an isolated basis, this aspect was investigated further once a pattern
of claiming an inner disabled identity began to emerge.

The first academic investigation into identity and the desire to become disabled
was carried out by Smith, the surgeon mentioned above, in a theoretical text co-
authored by one of Smith’s patients. Smith had been due to perform an
amputation on this man, Furth, before being barred from doing so (Smith & Furth,
2000). Drawing upon Smith’s clinical observations, alongside Furth’s personal
experiences, this text was the first to describe the desire to become disabled as
emerging from an incongruence between a disabled sense of self and an able-
bodied reality. Following this, Smith and Furth concluded that this phenomenon
should be considered a type of ‘identity disorder’, noting its similarities with the
sex-gender incongruence experienced by those with Gender Identity Disorder.
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Whilst previous studies into the desire to become disabled had acknowledged
that this phenomenon could manifest as a variety of disability desires (Bruno,
1997), Smith and Furth’s analysis was restricted to amputation®®. As such, they
proposed that this phenomenon be re-termed ‘Amputee Identity Disorder’ (AID).
They suggested that this label be added to the (then forthcoming) DSM-V, and
recommended diagnostic criteria directly adapted from that used in relation to

Gender Identity Disorder at the time.

Whilst noteworthy, this text turned out to have little influence on broader clinical
conceptualisations, most likely due to the fact that it was based on small-scale,
informal observations, with the conclusions being rife with conflicting interests.
Despite failing to reach a wider audience, this text ignited the interests of
psychiatrist and editor of the DSM, Michael First, who went on to conduct a much
larger, more systematic piece of research into the desire for limb amputation,
where he carried out in-depth telephone interviews with 52 individuals who
wanted to become amputees (First, 2005). First's conclusions largely echoed
those drawn by Smith and Furth 5 years previously. He similarly noted that his
participants were motivated towards correcting a perceived mismatch between
their able bodies and their true sense of ‘identity’ as disabled. Again, paralleling
Smith and Furth, First thus suggested that the desire to become disabled, rather
than being considered a paraphilia, should be thought of as an ‘identity disorder’
akin to Gender Identity Disorder (GID). Although the conclusions of this study
were almost identical to those drawn by Smith and Furth, First's additional
recommendations deviated. Rather than labelling this phenomenon ‘Amputee
Identity Disorder’, First instead suggested that it be termed ‘Body Integrity Identity
Disorder’ (or BIID)%¢, leaving open the possibility for non-amputee manifestations.
Furthermore, and, although advocating for BIID’s eventual inclusion in the DSM-
V, First drew attention to the need for more research before doing so. Although,
as previously mentioned, BIID never did make it into the DSM-V, First’s study,

15 Smith and Furth’s sole focus upon the need to become an amputee (as opposed to the need
to acquire any other type of disability) seems, undoubtedly, to be reflective of both Smith’s
professional experiences and Furth’s personal interests. However, it must be noted that this
amputation-bias is apparent within the research more broadly (Bayne & Levy, 2005; Blom,
Guglielmi & Denys, 2016; Bottini, Brugger & Sedda, 2015; Elliott, 2009; First, 2005; Kraemer,
Hilti, Hanggi & Brugger, 2015; Lawrence, 2006; Muller, 2009; Ryan, 2009; van Dijk et al., 2013).
16 This is a term First theoretically justifies in that it is based upon a hypothesised ‘core
developmental schema’ of ‘body integrity’, which is akin to that of ‘gender identity’ and can thus
become similarly disturbed (First & Fisher, 2012, pp. 4-5).
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and the conclusions it reached, drew significant academic and public attention

towards the desire for limb amputation.

Interest in the Body Integrity Identity Disorder (BIID)
diagnosis

The predominate interest attracted by the BIID diagnosis came from bioethical
theorists. These debates largely focused upon the ethics of self-demand
amputation, with arguments being presented both for and against this type of
surgery. Those advocating in favour supported the notion that the desire for limb
amputation did indeed appear to be motivated by identity incongruence, rather
than by paraphilia or delusion (Bayne & Levy, 2005; Blom et al., 2016; Tomasini,
2006). These theorists argued that the individual desiring amputation should be
considered a rational agent, capable of making informed decisions about their
body (Bayne & Levy, 2005; Blom et al., 2016; Tomasini, 2006). In addition, a
number of authors also made appeal to the Hippocratic Oath of ‘do no harm’,
outlining the ways in which amputation should be seen as minimising both
psychological harm (by aligning identity and bodily reality) and higher levels of
physical harm (which may otherwise incur through riskier self-amputation
attempts) (Bayne & Levy, 2005; Blom et al., 2016). In further support of the appeal
to ‘do no harm’, the phenomenological importance of a sense of identity-integrity
in relation to the lived body was also discussed (Craimer, 2009; Slatman &
Widdershoven, 2009). Contrary to this, those arguing against elective amputation
practices variously claimed that it was an affront to religious sanctity to change
the body (Jotkowitz & Zivotofsky, 2009), that it was economically irrational to
disable the body (Elliott, 2009; Muller, 2009), or, quite simply, that elective-
amputation was ‘utter lunacy’ (Caplan quoted in Dyer, 2000). Theorists also
expressed concerns that, by institutionalising elective amputation as a psychiatric
treatment, the medical community could potentially contribute towards the spread
of those demanding it (Charland, 2004; Elliott, 2003; Parsell, 2008).

Alongside bioethical discussions, commentary also began to take place regarding
the broader cultural, political and ideological structures which could be seen to
inform the ethical and public rejection of self-demand amputation which existed
at the time. As authors noted, although cosmetic surgeries and body modification
practices have become normalised, self-amputation was, following its public

exposure, singled out to be sanctioned and abhorred (Bridy, 2004; Jordan, 2004;
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Sullivan, 2005). This seemingly paradoxical circumstance is described as arising
in relation to attitudes and norms, implicitly perpetuated at all levels of society,
which valorise ‘the able body’ and, by association, denigrate ‘disability’, as its
constituting other (Baril, 2015; Stevens, 2011; Sullivan, 2005). As is described,
amputation surgeries threatened to disrupt these standards and, for these
reasons, they were prohibited under ableist legal (Travis, 2014), political (Bridy,
2004) and medical structures and regulations (Jordan, 2004; Sullivan, 2005).
Further research also examined, not only the prohibition of self-demand
amputation, but negative attitudes towards the desire to be disabled, as found at
the time in general public, and within disability and transgender communities. For
example, Stevens (2011), a disability scholar who is disabled herself, noted that
‘internalised ableism’ (the subconscious belief that disabled bodies are inferior)
might have contributed towards the reluctance of disability communities to accept
and value transableism. Additionally, Baril (2015), who is transgender, outlined
how the rejection of transableism was likely related to cisnormativity: the belief
that being born in a body congruent with one’s identity is the natural state of
affairs. Baril also noted that negative attitudes towards transableism might stem

from neoliberal norms regarding productivity.

Alongside attracting bioethical and broader cultural analysis, the desire for limb
amputation also drew attention from neuroscientists who noted the similarities
between this phenomenon and the symptoms of some neurological conditions?’.
Most frequently, parallels were drawn with Somatoparaphrenia, a syndrome that
occurs following damage to the right parietal lobe of the brain and is characterised
by denial of ownership of the left arm or leg (Brugger, Lenggenhager, &
Giummarra, 2013; Hilti et al., 2013; McGeoch et al., 2011; Muller, 2009;
Ramachandran & McGeoch, 2007). Having observed this similarity, researchers
set out to investigate whether comparable neurological abnormalities might be
present in those desiring limb amputation. Whilst some promising findings

emerged from these studies'®, on the whole, neurological explanations were

17 Parallels between the desire for limb amputation and phenomenon such as phantom limb, alien
hand, Poltz syndrome and ‘inner amputation” have all been highlighted within the literature (Muller,
2009). These various syndromes, perhaps made most famous through the work of Oliver Sacks
(1984), have all been identified as resulting from disturbances in areas of the brain and all
manifest as the sufferer experiencing a malfunctioning relationship with one of their limbs.
18 Following empirical research carried out which utilised MRI brain mapping technology,
researchers discovered that there was a reduced cortical thickness in the right superior parietal
lobule and reduced cortical surface area in the primary and secondary somatosensory cortices in
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described as overly simplistic, with a further section of research within this field
producing results which were insignificant (Lenggenhager et al., 2014). As such,
at this time?®, proposed neurological explanations and terminologies (for example
‘xenomelia’ (Brugger et al., 2013; McGeoch et al., 2011)) surrounding the desire
to become disabled failed to achieve prominence.

Thus, the desire to become disabled, which had previously been a sparsely
studied and little understood phenomenon, became widely debated following
First's study and the creation of the BIID diagnosis. However, whilst raising the
profile of the desire to be disabled and contributing much towards the public
discussion of this phenomenon, this body of research had one key flaw. Although
many theorists acknowledged the influence of online communities on the 'new
wave’ of the desire to be disabled, the significance of this was not adequately
explored. This body of work did not address the fact that the desire to be disabled
seemed, not only to exponentially increase with the advent of the internet, but,
furthermore, to be reconceptualised as a disorder of identity incongruence which
went by the lay description ‘transableism’. The possibility that this most recent
instantiation of the desire to be disabled might have been influenced by the norms
and dynamics within these communities was left unexamined. Further to this,
whilst much of the clinical research discussed above actively recruited from online
communities, the impact of lay involvement, particularly regarding future

diagnostic and treatment proposals, was, again, left unexamined.

These oversights are significant when it comes to the ecological niche approach
to transableism as a transient mental illness and the associated enquiry into
transableism’s emergence and disappearance. This significance lies, not merely
in the fact that transabled.org was the origin of the concept of transableism,
including its reconceptualization as a disorder of identity, but, furthermore, in the
fact that this community was heavily involved in lay advocacy, to the extent that
it substantially influenced research projects and agendas. Beyond this, these
oversights have a broader academic significance. Since the advent of the

internet, there has been a growing body of social scientific work which explores

both the inferior parietal lobule and the anterior insular cortex in those desiring limb amputation,
as compared to a control (Hilti et al., 2013).
19 As discussed in the introduction to this thesis, since the outset of this project, neurological
explanations regarding the desire to be disabled appear to be having a resurgence. As also
outlined in the introduction, however, this resurgence is beyond the scope of this project.
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online communities, situating them as meaningful spaces of culture and social
interaction (Baym, 2003; Davidson, 2008; Hine, 2000; Rheingold, 1993). In
conjunction with this, this body of work examines how the dynamics within these
spaces can be seen to influence the collective identities which exist there, an
observation which is discussed as particularly pertinent within online iliness or
attribute-based communities, such as transabled.org. Further to this, the
oversights within the clinical literature surrounding the desire to be disabled can
be seen to align with broader criticisms directed, from the social sciences, at
clinical research in general. As is much discussed within disciplines such as
medical anthropology, medical sociology and the sociology of diagnosis, it is
common for clinical research to problematically disregard the interaction between
lay communities and medical professionals. As various authors note, lay health
advocacy groups can have significant influence, not only over intra-community
collective illness identities, but also over supposedly top-down processes of
determining formal diagnosis, research and treatment protocols; this is
highlighted as particularly the case in regards to newly emerging conditions, such
as transableism (Frank, 1995; Hacking, 1995, Kleinman, 1988). Following these
observations, | suggest that online community dynamics and lay advocacy efforts
are relevant, overlooked factors comprising the ecological niche of transableism
which warrant further enquiry. In subsequent chapters | engage in this enquiry.
Before this, however, | turn to a discussion of the sociological and philosophical

literature which surrounded the desire to be disabled in the early 2000s.

Sociological and philosophical explorations into the desire

to be disabled: Online community dynamics
Whilst online community dynamics and lay advocacy process were overlooked

within much of the clinical literature and ethical and critical commentary, they
were explored in significantly more depth within the sociological and philosophical
literature surrounding the desire to become disabled. In particular, these aspects
were examined within the work of sociologist Jenny Davis who carried out a
qualitative study on transabled.org itself (Davis, 2011, 2012, 2014). Within this
work, which took place between 2009 and 2012, Davis leaves aside the
etiological, ethical and other issues surrounding the desire to be disabled.
Instead, she focuses upon how, within the transabled.org community,

‘transableism’ manages to emerge as a highly distinct experience and a shared
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identity with which the members of the forum collectively align (2012, 2014).
Davis outlines the way in which this is achieved through, what she describes, as
a process of collective ‘narrative construction’. As she observes, four common
themes underlie the majority of the content posted to the forum; these include (1)
highlighting early childhood memories of wanting to be disabled, (2) painting a
detailed picture of the ‘correct’ body, (3) grappling with ‘why’ these desires to be
disabled exist, and, (4) finally accepting that they are indicative of the condition
of transableism (the latter two points Davis terms ‘denial/surrender stories’)
(2012, pp. 327-328). Not only do these themes work to initially describe
transableism but, furthermore, once solidified, they define and delineate it by
forming an implicit script towards which both older members and newcomers alike
must adhere to in order to be accepted and verified as a transabled person
(Davis, 2012). In other words, the members of transabled.org collectively bring
their transabled identity into being through their writing, reading and re-writing of

their own and others’ experiences.

In having observed the iterative and collaborative nature of this collective identity
construction, Davis then pushes the analysis further by suggesting that it can be
described as a type of ‘identity prosumption’ (2011). The term ‘prosumption’ is
one that Davis borrows from work in other arenas (Ritzer & Jurgenson, 2010;
Toffler, 1980). In its original use, prosumption refers to ‘the blurring of production
and consumption’ (Davis, 2011, p. 596) that occurs under contemporary forms of
capitalism. As theorists here note, the traditional distinctions upheld between
these two processes can, increasingly, be thought of as false as, more and more
commonly, products are produced by their consumers (Ritzer & Jurgenson, 2010;
Toffler, 1980). Davis, in extending this notion, notes that, whilst the term
‘prosumption’ usefully dissolves the binary between production and consumption,
to its detriment, it continues to assume that the prosumer of content and the
content being prosumed are separate. As she describes, in a great deal of
instances, this is not the case but, instead, ‘prosumption applies not only to things
and information but to the identities signified through them’; she thus coins the
notion of ‘identity prosumption’ (2011, p. 598). In applying this concept to her
analysis of transableism, Davis suggests that, by producing and consuming the
forum’s content, the members of transabled.org are additionally engaged in the

collective prosumption of their own transabled identities as signified through that
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content. As Davis additionally notes, this a process which is largely made
possible by the material realties of transabled.org, in that its content, as
characteristic of many Web 2.0 sites, is fully user-generated (‘user-generated

content’ being a quite literal description of ‘prosumption’) (2011).

A final point which Davis observes is the way in which the members of
transabled.org utilise their collectively constructed identity for the purposes of lay
advocacy. As she highlights, when interacting with the medical community, who
at the time were still unsure of transableism, alongside the general public, who
were largely condemnatory of it, the members emphasise the ‘lack of choice’
which underpins their collective experience of transableism. This notion is
reinforced by the four transabled identity themes discussed above, namely early
childhood memories, detailed pictures of the ‘correct’ body, and ‘denial/surrender
stories’ (2012). By emphasising this lack of choice, Davis outlines how the
members of transabled.org are able to position transableism as innate and
presumably biologically rooted. This discourse is then mobilised to support the
medicalisation of their condition, via the proposed BIID diagnosis, and its
inclusion in the DSM (2014).

Although not studying transabled.org directly, a number of philosophy scholars
studied the more general online forums surrounding the desire to become
disabled in the late 90s and early 2000s. Similarly to Davis, these theorists were
interested in the online community aspects of this phenomenon. Of particular
relevance is the work of bioethicist Carl Elliott, who was interested in whether, in
the early 2000s, both the growing popularity and the change in conceptualisation
surrounding the desire to be disabled might be connected to the emergence of
the internet and the specific dynamics of online communities (2000, 2003). As
Elliott notes, groups formed around a shared illness have long existed across
cultures; these communities are nothing new and have always enabled
‘stigmatised’?® individuals to gain solidarity, provide each other with the
reassurance of normality, and affirm each other’s identities (2003). He outlines
the way in which online communities, whilst sharing similarities with these older

groups, have two fundamental differences that can be seen to significantly

20 Elliottt utilises the notion of stigma as made famous by the sociologist Erving Goffman
(Goffman, 1963). For Goffman a ‘stigma’ is a ‘deeply discrediting attribute’ (1963, p. 12) held by
an individual, judged as such in relation to a discrepancy between societal norms of appearance
and behaviour and the ‘actuality’ of one’s self (1963, pp. 12-18).
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augment these original processes. Firstly, the internet, by enabling dispersed
individuals to come together, allows those with particularly rare disorders to
connect in ways never seen before. Alongside this, online communities, by
offering anonymity, provide stigmatised individuals with the benefits of solidarity
and identity affirmation, without the risk of shame or self-exposure. As Elliott
remarks, prior to the internet, those wanting to be disabled might have briefly
entertained these thoughts, only to have them ‘wither away or take another form’
(2003, p. 218). However, in the early 2000s, the specific online community
processes discussed above could be seen to shape and nourish these desires,
solidifying them with the individual’s sense of self. As Elliott concludes, these
novel processes played a fundamental role in both the increase in prevalence of
the desire to be disabled in the early 2000s, alongside its redefinition as a

phenomenon of incongruous identity.

Two other philosophers- Louis Charland (2003) and Mitch Parsell (2008)- also
studied the more general online forums surrounding the desire to become
disabled and separately reached similar conclusions to those drawn by Elliott
regarding the unique role of the internet in popularising the desire to become
disabled in the early 2000s. These theorists, however, offer further insight by
highlighting specific technologies and social processes. To begin with, alongside
remarking how the internet enabled dispersed individuals to connect, they both
describe the additional role played by the types of Web 2.0 forums available at
this time. As they note, these platforms were free and open for anyone to set up,
thus expanding and democratising the range of possibilities for community
making. Once these forums were established, Parsell additionally notes how
groups gathered on them could then tightly police their boundaries by enforcing
group norms, restricting membership and ‘deliberately banning dissenting voices’
(2008, p. 43). Further to this, as Charland describes, these groups often restricted
discussion solely to the illness in question, at the expense of other more varied
identity signifiers which might broaden or level the conversation. As Parsell
additionally outlines, this restricted discussion could then be further aggravated
by the very nature of computer mediated communication (CMC), given that,
unlike ‘face-to-face’ communication, CMC inherently obscures indicators of
individual difference, leading those interacting with one another to

overemphasise their shared characteristics and sameness (2008). Charland
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(2004) also highlights how the overly intimate and emotional nature of these
interactions could enhance this process to an even greater extent. Consequently,
both Charland and Parsell describe not only the range of community possibilities
these forums allowed, but also, paradoxically, their potential to forge extremely
‘narrowcast’ and ‘polarised’ groups (Parsell, 2008, p. 44), in ways that would have
been inconceivable prior to the internet. Although Charland’s and Parsell’s work
is theoretical, both authors hypothesise on how all of the above processes might
have been responsible for augmenting and solidifying narrowly delineated
experiences and identities, as found within the online forums surrounding the
desire to become disabled in the early 2000s. Charland draws parallels with this
and similar processes as observed within online anorexia, multiple personality

disorder and borderline personality disorder communities of the time.

Whilst placing the same importance as Davis upon online community processes
in the development of a collective disability desire experience, and reaching
similar conclusions regarding the development of collective identity within these
groups, the philosophical work of Elliott, Parsell and Charland was notably more
critical. As these theorists observed, collective identification could be seen to
happen to such a degree within these environments that it had the potential to
make the desire to become disabled a permanent feature of the self, where it
might not have been under differing circumstances. As is described, this
‘pernicious over-identification’ (Parsell, 2008, p. 45) often came at the expense
of the mental health of the individual, alongside their physical safety (given the
self and elective amputation attempts recorded at the time). These three
philosophers were also critical of the impacts of these collective community
identities on the medical community at the time. Whilst, as previously highlighted,
Davis takes a neutral, or even supportive, stance regarding the members of
transabled.org’s advocacy efforts, Elliott, Charland and Parsell problematize the
influence of lay collective identity on medical processes. They highlight how the
medicalisation of the desire to be disabled (including its formalisation into a
diagnosis and symptom profile) might lead an increasing number of vulnerable
individuals to identify with this phenomenon, to the detriment of their wellbeing,
and society more broadly. Charland, again, draws parallels with online anorexia,

multiple personality disorder and borderline personality disorder communities,
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highlighting how the lay advocacy efforts of these groups have, at times, enabled

dangerous and harmful types of patient autonomy (2004).

Whilst the philosophical approaches differ from Davis’ sociological work in their
assessment of the harms of online disability desire communities, the body of work
discussed in this section is united by the fact that, unlike the clinical literature
outlined in the previous section, it gives due seriousness to online communities
and lay advocacy efforts, situating them as central to the growth and spread of
the desire to be disabled in the early 2000s. Taking this one step further, as
discussed in Chapter 1, Elliott and Charland, when studying communities
surrounding the desire to be disabled in the early 2000s, both suggested that the
new wave of this phenomenon might be understood through reference to
Hacking’s ecological niche of transient mental illness model (Charland, 2004;
Elliott, 2003). As part of this, these authors suggested that their observations
regarding online communities, as outlined above, might be a significant factor
comprising this proposed niche. Whilst neither Charland nor Elliott carried out
empirical research to test their assertions, their observations strongly support the
claims | made in the previous section regarding online community dynamics and
lay advocacy efforts being relevant, overlooked factors comprising the ecological

niche of transableism.

Although broadly supporting claims regarding the need to investigate online
community dynamics, the body of literature discussed within this section doesn't
quite go far enough and it remains insufficient regarding explorations into the
emergence and disappearance of transableism for one crucial reason. Nowhere
within this work is the role of influential individuals acknowledged. All of the
sociological and philosophical theorists, when discussing ‘collective’ experiences
and identities, situate the construction of such phenomenon as a collaborative
process; there is an assumption that all members of the communities in question
were equally and democratically involved in identity ‘prosumption’. Similarly, all
theorists, regardless of whether they viewed medical advocacy as neutral or
harmful, appeared to assume that it was carried out equally, by ‘the community’
as a monolith. Any hierarchies or power dynamics which may have existed, both
in terms of intra and extra-community processes, were overlooked. When it
comes to Charland and Elliott, the reason for these oversights can, in all

likelihood, be seen as related to the fact that neither of these theorists engaged

42



in empirical research, as outlined above. The reasons why Davis might have
overlooked the role played by influential individuals are discussed in more depth
within Chapter 4, where they are used to justify the methods chosen for this

project.

Regardless of reason, oversights regarding influential individuals are especially
significant when it comes to the ecological niche approach to transableism as a
transient mental illness. As discussed in Chapter 1, the transabled community
emerged out of Sean’s solo authored blog. Throughout its existence, the
community remained under Sean’s exclusive ownership and moderation; Sean
was also widely acknowledged by the rest of the group as the leader of the
transabled movement, the authority on transableism knowledge and the
community’s lay advocacy spokesperson. Assessments regarding the
collaborative and democratic nature of online communities, including lay
advocacy groups, are not uncommon within the literature and dominate much of
the early research into online communities (Day and Keyes, 2008; Leibing, 2009;
Malik & Coulsen, 2008; Rich, 2006). Crucially, however, there is also an emerging
body of work which critiques these views, instead drawing attention to how the
power vested within online community owners and moderators can significantly
influence the types of identities and agendas which exist within these spaces
(Coulson & Shaw, 2013; Grimmelmann, 2015; Squirrel, 2019). Following this, |
suggest that, not only online community dynamics but, more specifically, the role
played by influential individuals within such communities is a relevant, overlooked
factor comprising the ecological niche of transableism warranting further enquiry.
In subsequent chapters | engage in this enquiry. Before this, however, | critically
review some additional themes developed within the sociological and

philosophical literature surrounding the desire to be disabled.

Sociological and philosophical explorations into the desire

to be disabled: Cultural and historical factors
In addition to exploring the online community aspects of the new wave of the

desire to be disabled, the body of sociological and philosophical work outlined
above also examined how this phenomenon could be seen to draw upon and
reflect wider cultural discourses and values. This exploration is particularly
evident within Elliott’s work, which examines online forums surrounding the desire

to become disabled, their increased popularity in the early 2000s and the
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language of selfhood and authenticity, which appeared to, increasingly, surround
this phenomenon (2003). In order to understand this change in conceptualisation,
Elliott situates it within the context of his larger body of work that explores the
influence of cultural and market forces on medicine and health in contemporary
Western society and, specifically, examines the ethics of ‘enhancement
technologies’ (2003). When he talks of ‘enhancement technologies’, Elliott
discusses a number of things, including anti-depressants, cosmetic surgeries,
gender reassignment surgeries, Viagra, psychological therapies and diet and
exercise regimes. As Elliott outlines, these practices, whilst seemingly variant
can, nevertheless, be seen as crucially connected through the language of
authenticity that underpins them and the promise of self-fulfilment they appear to
offer. He, for example, outlines how individuals describe being ‘incomplete’
without cosmetic surgery and state that they are ‘not themselves’ when they are
not on Prozac. In order to explain this, Elliott outlines in depth the particular
historical and cultural context surrounding notions of authenticity and self-
fulfilment, with a view towards revealing how it enables and justifies these

practices.

As Elliott notes, within the late 19™ century, there was a fundamental shift in
society; prior to this time, one’s position in life was pre-determined by factors such
as religion, family and class and, in association with this, successes and failures
were measured in accordance with the expectations of these institutions (2003).
However, with the advent of modernity, these institutions could be seen to break
down, resulting in individuals being faced with the task of shaping their own
identities and defining their own standards of accomplishment. As such, by the
mid-20™ century, individuals were left with a sense of meaninglessness and
alienation that led to a state of great existential anxiety (2003)21. Elliott notes how,
in order to fix these problems, the solution, within contemporary Western society,
has seemingly been to turn ‘the self’ into a project, wherein finding ones authentic

identity becomes both an existential goal and a moral obligation (2003). As Elliott

21 Elliott draws upon the work of numerous theorists to variously articulate these points regarding
modernity, the break down in traditional institutions, authenticity and the pressure to shape self-
identity. These theorists include Charles Taylor (1992) and Joan Jacobs-Brumburg (Brumberg,
1998). Beyond Elliott’s analysis, a number of other theorists have also discussed this shift (Beck,
1992; Castells, 1996, 1997; Giddens, 1991)). Giddens for example describes how under ‘late-
modernity’, individuals are faced with an influx of choice over things such as career, family,
romantic relationships, hobbies and location. This leads to an intensification in the analysis of
one’s life-choices and a continual and ongoing reflexivity regarding one’s self-identity (1991).
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outlines, this combination of beliefs very aptly lays the ground for the
development of enhancement technologies, in that any number of apparently
undesirable attributes can be labelled as incongruent to our sense of who we are
and, furthermore, altering these attributes can be situated, not only as desirable,
but ethically justifiable (2003). In noticing an almost identical use of the language
of identity within online disability desire communities, Elliott thus situated this
phenomenon upon the broader continuum of enhancement technologies,
suggesting that it expressed a similarly ‘ambivalent moral ideal’ regarding
authenticity and self-fulfilment, unique to our historical, cultural and economic
moment (2003).

Davis’ qualitative study of transabled.org, drew upon and agreed with many of
Elliott’'s observations, noting how, within the last 200 years, self-discovery
(knowing who you are) and self-actualisation (living out that sense of yourself)
have come to occupy an almost sacred moral space within the Western world
(see also Gewirth, 1998; Taylor, 1989, 1992; Trilling, 1972). In applying these
observations to transabled.org, Davis describes how the members of the forum
make use of these notions not only to articulate their experiences but also to
position transableism as morally neutral, thus countering accusations to the
contrary (2014). By articulating their desires to become disabled in terms of a
refusal to accept their current state of incongruous embodiment, the members of
transabled.org present transableism, not as a bizarre or perverse quirk, but,

instead, as a ‘noble quest for identity verification’ (Davis, 2014, p. 446).

In addition to supporting Elliott’'s observations, Davis then takes the analysis one
step further by analysing how the members transabled.org could be seen to
combine the discourse of authenticity with an additional culturally and historically
specific notion; namely that of transgenderism and Gender Identity Disorder
(GID). Thus, in addition to situating their desire to be disabled as a need for self-
actualisation, the members of transabled.org compare this experience to the

guest for gender authenticity, as pursued by those with GID.

This comparison, as made by the members of transabled.org, is one that implicitly
relies upon the naturalisation of transgender and GID as categories, alongside
the understandings upon which these categories depend- namely that biological

sex and gender identity are distinct and separate phenomenon which, as a result
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of their distinctness, can be incongruent within a single individual. Although Davis
doesn’t explore the naturalisation of transgender and GID in depth within her
work, this is done elsewhere. As numerous other theorists have examined,
understandings surrounding transgender and GID are not a-cultural, a-historical
‘facts’ but, instead, are the product of a complex combination of various medical,
sexological and political processes (Brubaker, 2016; Meyerowitz, 1980;
Valentine, 2014).

As is noted within the body of work which deconstructs and historicises
transgenderism, individuals expressing a sense of discomfort with their
anatomical sex and related roles have been reported in the medical literature
since the middle of the 19th century. Within this period, however, these
individuals were largely understood to be suffering from a type of sexual
perversion or pathology and were categorised alongside homosexuality,
bisexuality and other so-called fetishisms of the time (Meyerowitz, 1980). From
the late 1940s, these understandings slowly began to change. This change was
heralded by Harry Benjamin, an endocrinologist and sexologist (often termed ‘the
father of transsexualism’) who, following encounters with patients experiencing
discomfort with their sex roles, began, in 1949, to provide hormone treatments to
such individuals (Reicherzer, 2008). In 1952, Benjamin went on to provide the
first sex-reassignment surgery on a patient whom he described as ‘a woman kept
in the body of a man’, thereon coining the term transsexualism (the pre-fix trans,
meaning ‘on the other side of’, thus intending to capture the phenomenon of sex
role discomfort and discordance experienced within the sexed body) (Reicherzer,
2008). In 1966, Benjamin published ‘The Transsexual Phenomenon’, the first text
which made a clear attempt to delineate transsexualism from homosexuality and
associated sexual phenomenon (Benjamin, 1966; Reicherzer, 2008). Shortly
following this, John Hopkins University, began providing surgical treatments to

transsexuals in larger numbers (Reicherzer, 2008).

Lending crucial support to Benjamin’s research into transsexualism- and to the

notion of sex-gender incongruence, which would soon become an accepted
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understanding- was the work of controversial’?? psychologist- and future
researcher into apotemnophilia?*>- John Money. During his work with intersex
individuals, Money theorised that we all possess a ‘gender role’, independent of
our biological sex. Here, gender role refers to a phenomenon, constituted by
one’s subjective sense of ‘identity’, alongside societal sex-based behavioral
norms, preferences and stereotypes (Money, Hampson & Hampson, 1955). As
Money outlined in his work, there are six factors which typical co-occur and can
be used to identify someone’s sex (including assigned sex/sex of rearing, external
genital morphology, internal reproductive structures, hormonal and secondary
sex characteristics, gonadal sex, and chromosomal sex (Money, Hampson &
Hampson, 1955)). However, when these factors do not all align (as is the case
for intersex individuals), Money then suggested that ‘gender role’ was a useful
seventh factor for determining how an infant should be raised. It was thus this
notion of socially constructed and subjective gender identity, as distinct from
biological sex (a notion which, prior to this time, was not conceived of), which
gave final shape to our current naturalized understandings of gender-sex
dysphoria, and the associated medical categories of transsexualism and GID
(now termed transgenderism and Gender Dysphoria respectively) (Meyerowitz,
1980). These understandings were further solidified by 1960s feminist politics,
which strategically insisted upon the distinction between sex and gender,
alongside successful transgender and homosexual rights movements which grew
in popularity and influence from the 1980s onwards (Brubaker, 2016a; Valentine,
2014).

Returning to Davis’ analysis, as she highlights, by comparing their quest for
authenticity with transgenderism- a specific historical and cultural category which
is, nonetheless, naturalised so as to emerge as an institutionally recognised ‘fact’-

the members of transabled.org add further support to their claims that

22 Money was involved in the infamous controversy regarding the involuntary sex-reassignment
of David Reimer, a natal male child who- under Money’s guidance- was raised female following
a botched circumcision which irrevocably damaged his penis (Diamond & Sigmundson, 1997).
23 Apotemnophilia- from the Greek meaning ‘amputee-love’- was the term given to individuals
expressing a desire to amputate their own limbs, as studied by Money in the 1970s, and
outlined in a previous section of this chapter (Money, 1977).
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transableism should be medicalised via the proposed BIID diagnosis which, as

previously noted, was created as a parallel to GID (2014).

Whilst both Elliott and Davis’ work is insightful for the way in which, unlike the
other research into the desire to be disabled, it locates this phenomenon within
its cultural and historical context, their observations regarding authenticity contain
one fundamental oversight. Although focusing upon how the desire to be disabled
drew upon discourses of authenticity and trans-ness, both authors overlook how,
within the local context, these discourses intersected with disability. This
oversight is particularly pertinent when it comes to examining the emergence and
disappearance of transableism for several reasons. Firstly, as discussed in the
introductory chapter (Chapter 1), the defining characteristic of transableism was
a sense that one’s inner authentic identity was meant to be disabled. Further to
this, not only did the members of transabled.org want to be disabled, but they did
so in a highly specific way, namely by being a paraplegic or an amputee. Finally,
the members of transabled.org, not only attempted to locate their need to be
disabled as a medical issue to be termed BIID but, furthermore, they attempted
to situate this diagnosis as a ‘disability like any other’ (their words). That neither
Elliott nor Davis explored how, for the members of transabled.org, disability
emerged as a category of authentic identity, why authentic disability was
predominantly associated with paraplegia and amputation or how such claims to
BIID as an authentic disability were constructed and negotiated reveals that their
analysis of the connections between authenticity and transableism can be
pushed significantly further. In other words, whilst Elliott and Davis’ work reveals
the ways in which historically specific discourses of authenticity and categories
of trans-ness comprised the ecological niche of transableism, they do not explore
the equally historically specific understandings of disability as a similarly

constitutive part of this niche.

Elliott and Davis’ oversights appear to have arisen for a number of reasons.
Firstly, both authors treat disability, not as culturally and historically informed, thus
demanding the same type of critical attention as authenticity, but, rather, as
something natural, self-evident and thus in need of no explicit deconstruction.
Further to this, both authors also appear to treat authenticity as a predominantly
individual existential feeling, thus neglecting to examine the ways in which it can
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be socially constructed or negotiated. Whilst neither Elliott nor Davis locate
understandings surrounding disability within their cultural and historical content,
there is a large body of literature, from within the field of disability studies, which
does. This body of work explores the history of disability, the shifting
understandings surrounding it, and the ways in which recent conceptualisations
revolve around notions of authenticity versus inauthenticity (Berger, 2013,
Brohan, Slade, Clement, & Thornicroft, 2010; Davis, 2005; Mills, 2017; Wendell,
2011). Furthermore, and whilst neither Elliott nor Davis discusses authenticity as
a constructed or negotiated phenomenon, the socially constructed nature of
authenticity is broadly explored in many other arenas (Cohen, 1988; Conklin,
1997; Sissons, 2005). With this body of literature, the objective nature of
authenticity, including its existential use, is problematised and, instead,
authenticity is described as something which can be contingent, negotiated,
emergent over time and, as a result, subject to ‘authenticity politics’ (Sissons,
2005). Following the above described observations, | suggest that culturally and
historically specific understandings surrounding so-called authentic disability,
alongside processes involving the social construction of authenticity, are both
significant factors comprising the ecological niche of transableism, warranting
further enquiry. Thus, alongside online health advocacy community dynamics (as
drawn attention to in previous sections), the following chapter (Chapter 3)
explores literature on disability and authenticity.

Summary
In this chapter | have mapped the terrain surrounding the desire to become

disabled and have drawn three key observations. My first observation was related
to the fact that whilst the most recent research surrounding the desire to become
disabled acknowledged the influence of online communities on the 'new wave’ of
this phenomenon, the impact of this, both in terms of community dynamics and
lay advocacy efforts, was not adequately explored. My second observation
emerged from a review of the sociological and philosophical literature
surrounding the desire to be disabled. It outlined how whilst this literature
addresses the dynamics of online communities in more depth, this analysis
remained insufficient in that it situated transabled identity as emerging out of a
process of ‘collective construction’, thus ignoring the influence of Sean, as

community leader and lay advocacy spokesperson. My third key observation
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relates to the fact that although transableism drew upon modern Western notions
of authenticity and self-actualisation, the topical sociological and philosophical
studies did not explore how authenticity intersected with disability in the case of
transableism and BIID. In line with the ecological niche approach to transient
mental illness, which advocates identifying potential gaps in knowledge in
existing understandings surrounding a condition, three factors drawn from these
observations- (1) disability (2) authenticity and (3) online health advocacy
communities- have been identified as elements which may have contributed
towards the transableism ecological niche. Before examining these elements in
conjunction with the empirical material, the following chapter (Chapter 3) first
explores the broader literature surrounding disability, authenticity and online

health advocacy communities.
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Chapter 3

A review of the literature surrounding disability, authenticity
and online communities

Introduction
An ecological niche is a term used to describe the ways in which transient mental

illnesses are able to flourish when a wide variety social and cultural factors
temporarily come together to form a stable home for the condition in question
(Hacking, 1998). Identification of an ecological niche is thus used to answer the
question of why a transient mental illness might have emerged at a given time.
Relatedly, identifying aspects of an ecological niche which disappeared or
weakened can be used to explain why a condition was no longer able to flourish,
subsequently disappearing (Hacking, 1998). A useful starting point for identifying
the broad range of factors constitutive of a transient mental illness’s niche, lies
within reviewing existing understandings of the condition in question, alongside
highlighting potential gaps in knowledge and missed connections (Hacking,
1998). In the previous chapter (Chapter 2), this was done in relation to
transableism; 3 undertheorized factors relating to transableism’s niche were
identified which, broadly, can be categorised as (1) disability, (2) authenticity and
(3) online health advocacy communities. Before exploring these three factors as
they directly relate to the empirical material, this chapter presents a broad
overview of the academic literatures related to each in turn. Here, | review existing
research, theories and conceptual approaches relating to disability, authenticity
and online health advocacy communities. This is done so as to assess which
existing contributions lend themselves well to theorising themes of disability,
authenticity and online health advocacy communities, specifically as they relate
to the ecological niche of transableism and its related emergence and
disappearance.

By assessing and selecting relevant existing contributions, this chapter lays the
groundwork for the empirical chapters in part 2 of this thesis (Chapters 5, 6, 7
and 8). To this end, each section of this chapter, after assessing existing
literature, presents a conceptual framework which underpins a subsequent

empirical chapter or chapters. The section on disability builds a conceptual
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framework based on the ‘cultural polarity’ (Hacking, 1998) of authentic versus
inauthentic disability; this is used in Chapter 5 to analyse the members of
transabled.orgs’ experiences of disability and their understandings of
transableism. The section on authenticity builds a conceptual framework, based
on the social construction and negotiation of authenticity and an associated
‘politics of authenticity’ (Sissons, 2005); this is used in Chapter 6 to analyse how
the members of transabled.org attempted to situate BIID as a ‘disability like any
other’ (their words) and the challenges they faced in doing so. The section on
online health advocacy communities builds a conceptual framework based on
moderation practices within online environments; this is used in Chapters 7 and
8 to underpin an analysis of Sean’s influence on transableism, both within
transabled.org and, externally, in relation to the medical community. The
structure of this thesis is such that, within the current chapter, a broad overview
of the above described conceptual frameworks is presented, alongside
justification for their use in subsequent empirical chapters. Then, within each of
the related empirical chapters, these frameworks are discussed in greater detail,
and more in-depth insights and examples related to them are used for

comparison with the data from transabled.org.

Disability
Introduction
Davis, in her work on transabled.org, examined how the members utilised
culturally contextual understandings surrounding authenticity to construct
transabled identity and resist moral stigma (2011, 2012, 2014). Elliott explored
almost identical themes in his work on the more general online communities
surrounding the desire to become disabled (2003). What neither of these theorists
did, however, was explore how notions of authenticity intersected with disability.
In the previous chapter (Chapter 2), these oversights were identified as
particularly pertinent regarding explorations into the ecological niche of
transableism given that the defining characteristic of this condition was a sense
that one’s inner authentic identity was meant to be, not only disabled, but disabled
in a specific way, namely by being a paraplegic or an amputee. Following this,
culturally and historically specific understandings surrounding so-called authentic
disability was identified as a relevant factor comprising the transableism
ecological niche, warranting further enquiry. This section engages in such an
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enquiry by exploring the history of disability, the shifting understandings
surrounding it, the ways in which different forms of disability have come to be
associated with notions of authenticity versus inauthenticity, and the relevance of

these notions regarding explorations into transableism.

The medical model of disability
Although nowadays, relatively nuanced understandings of disability and disabled

identity exist, this was not always the case. Historically, disability was understood
through what is termed ‘the medical model’: a framework which defined disability
in terms of essential biological and physiological characteristics, thus situating
the disabled body as an issue of individual abnormality and deficiency (Bingham,
Clarke, Michielsens, & Van de Meer, 2004, Marks, 2000; Palmer & Hardey,
2012). Given that, under this model, disability was conflated with deficiency, goals
were targeted towards eradiation, rehabilitation and cure (Bingham, Clarke,
Michielsens, & Van de Meer, 2004; Marks, 2000; Oliver, 1990). Those who did
not want to be ‘cured’ or who resisted treatment, were interpreted as uncompliant
and ‘rule-flouting’ (Oliver 1990) or as displaying a distorted lack of acceptance
(Swain & French, 2000). In addition, under the medical model, it was the
diagnosis, rather than the needs of the individual, that determined access to
services and resources (Haegele & Hodge, 2016). Effects of the medical model
included the association of disability with dependence (Oliver, 1990), abnormality
(Morris, 1991) and personal tragedy (Swain & French, 2000). Stigma, a
sociological concept first explored by Goffman, is strongly linked to medical
conceptualisations of disability (1963). Within his work, Goffman described the
ways in which individuals with visibly discrediting ‘stigma symbols’ (such as
disabled bodies or disability aids) worked to conceal these signals in order to
attempt to ‘pass’ as ‘normal’ (Goffman, 1963). Perhaps most significantly, by
problematising and stigmatising the individual, the medical model allowed social
structures, cultural attitudes and material infrastructures to remain

unproblematised.

The social model of disability
In the 1980s, understandings surrounding disability underwent a stark social,

political and conceptual re-orientation. This re-orientation largely arose as a result

of what is now termed ‘the social model of disability’; a concept formulated as a
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critical alternative to the medical model (Oliver, 1990). Contrary to the medical
model, the social model of disability draws attention to the ways in which negative
and exclusionary social and structural arrangements actually ‘disable’ bodies
which are merely physically ‘impaired’ (Oliver, 1990). One of the key contributions
of the social model was to distinguish between the terms ‘disability’ and
‘impairment’ in this way. This distinction was intended to highlight the idea that
there is nothing inherently wrong with impairment, it being ‘nothing less than a
description of the physical body’ (Oliver, 1990, p. 35). Conversely, much was
wrong with disability, or ‘disablement’, in that, being exclusively the result of

society, it was oppressive and discriminatory.

The social model had its origins in the disability rights movements and was
devised by non-academic activists (Shakespeare, 2006). Later, however, it was
taken up within academia (Barnes, Mercer & Shakespeare, 1999; Davis, 2002;
Oliver, 1990); both of these applications can be seen to have had profound and
far reaching effects. To begin with, by redefining disability as a societal, rather
than individual, issue, the social model drew attention to the need to dismantle
disabling socio-structural barriers through political reform (Haegele & Hodge,
2016). One of the most significant results of this was the introduction of the
Americans with Disabilities Act (ADA) which was passed in 1990 (with
comparative acts soon following in other Western countries?#). Paralleling the
Civil Rights Act of 1964, the ADA made discrimination based on disability illegal.
It also mandated that employers provide accommodations for employees with
disabilities and required public services to make modifications so as to ensure
disabled access (ADA, 1990).

In addition to the structural adjustments brought about by the ADA, the social
model of disability encouraged academic enquiry into disability and scholars
began to deconstruct and challenge, not only structural arrangements, but
attitudes, norms and ableist ideologies (Barnes, Mercer & Shakespeare, 1999;
Oliver, 1990). A positive change in the cultural conceptualisation surrounding

disability was also noted, and theorists examined the ways in which disability aids

24 Comparative acts to the ADA include the UK Disability Discrimination Act (DDA) passed in
1995, the Australian Disability Discrimination Act (DDA) passed in 1992 and the Canadians with
Disabilities Act (CDA) passed in 1995 (United Nations, 2019).
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(previously stigma symbols, as described above) became reinterpreted as
liberating, enabling and, even, glamourous and high-tech (Sapey, Stuart, &
Donaldson, 2005; Woods & Watson, 2004). As a cause and consequence of
these shifts, physically impaired individuals began to come together to form social
and political groups. In using the social model to draw attention to their shared
experiences of exclusion and oppression, these groups, for the first time in
history, started to redefine disability; consequently it emerged as a valid and
positive minority identity, rather than an ill to be automatically denigrated or
corrected (Barnes, Mercer & Shakespeare, 1999; Oliver, 1990).

Critiques of the social model
Despite the many positive outcomes of the social model of disability, a number of

criticisms have been levelled at it. These criticisms have highlighted the ways in
which, by completely reducing disability to a matter of social construction, the
social model ‘exiles’ the body from critical enquiry (Hughes & Paterson, 1997),
leaving a number of significant factors undertheorized. These factors include the
ways in which the body can also be socially constructed, and thus how
impairment can be worsened by oppressive structures (Hughes & Paterson,
1997; Morris, 1991; Swain & Cameron, 1999). To exemplify, Hughes & Paterson
(1997) outline how socio-cultural meanings are placed upon physical elements of
the body; this can work to situate visible signs of deformity as negative, thus
excluding those who possess them from certain spheres of social life. Related to
this, the social model also overlooks how disability often intersects with other
embodied and socially constructed oppressions including gender (Morris, 1991,
1996; Thomas, 1999; Wendel, 1996), race (Borthwick, 1996; Morris, 1991),
sexuality (Shakespeare, Gillespie-Sells, & Davis, 1996) and socio-economic
status (Abberley, 1997; Charmaz, 1997) (see also Haegele & Hodge, 2016 and
Marks, 1999 on the intersection of oppression). Finally, by exiling the body, the
social model has been accused of leaving the phenomenological, often inherently
disabling, reality of impairment significantly under-examined. Scholars have, for
instance, drawn attention to how factors such as chronic pain, depression,
secondary health effects, fatigue and ageing are often ignored by the social
model (Charmaz, 1997; Hughes & Paterson, 1997, Wendel 1996, 2001).
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In extending these criticisms, scholars have not only outlined how the social
model fails to acknowledge the body and impairment; they have also described
reasons for this oversight (Tichkosky, 2003; Wendell, 1996, 2001). Wendell, in
particular, does this by outlining two categories of disabled person, ‘the healthy

disabled’ and the ‘unhealthy disabled’. As she puts it, the healthy disabled are:

‘people whose physical conditions and functional limitations are
relatively stable and predictable for the foreseeable future...they do
not expect to die any sooner than any other healthy person their age,
and they do not need or seek much more medical attention than other
healthy people’ (2001, p. 19).

These individuals are economically and socially productive, and otherwise ‘able’
(see also Tichkosky, 2003). By contrast, the ‘unhealthy disabled’ are people with
chronic illnesses who are ‘sick, diseased, ill...and suffering’ (Wendell, 2001, p.
18). Often these people experience inherently debilitating impairments, in ways
that are unpredictable, fluctuating, severely life-limiting and without clear medical
diagnosis; examples include fibromyalgia, chronic fatigue syndrome, chronic
pain, multiple chemical sensitivity, rheumatoid arthritis and mental health
conditions such as depression (Wendell, 2001, see also Register on ‘the
interminably ill’ (1987) and Greco (2017) on medically unexplained symptoms).
The unhealthy disabled are also more likely to be those who experience other
embodied oppressions, most particularly socio-economic and gendered.
Significantly, these individuals are often immensely limited and are commonly
unable to participate in social or economic activities (Shakespeare, 2005). This
is richly explicated in the work of Charmaz (1991) who describes the many social,
personal and economic impacts on the lives of women- often single and working

class- who experience chronic pain.

After describing the categories of healthy and unhealthy disabled, Wendell notes
how the first disability activists and advocates of the social model almost
exclusively fell into the category of healthy disabled; they were white, male,
middle-class men with physical, highly visible, stable impairments (see also
Berger, 2013; Davis, 2005; Patterson & Hughes, 1999). These individuals served

to benefit from the changes demanded by the social model which focused upon
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physical and structural adjustments at the expense of adjustments that were more
likely required by the unhealthy disabled (see for instance Patterson and Hughes
and the need for a ‘critical politics of time’ to take account of the fluctuating nature
of chronic illness (1999, p. 605). See also Charmaz (1997) in support of the need
to consider time and iliness). Furthermore, the healthy disabled could effectively
convey the notion that, should structural adjustments be made, then disabled
people would be just as capable as participating in society and contributing
towards the economy (Tichkosky, 2003; Wendell, 1999, 2001). By contrast, the
unhealthy disabled, being physically and psychologically debilitated by their
impairments, stood in contradiction to the social model’s critique of the idea that
disability was a deficit to be intervened upon and cured (Shakespeare, 2005;
Wendell, 2001). Furthermore, they did not fit the image of disability as productive,
deserving and unproblematic; on the contrary, because of the chronic nature of
their disabilities, they were seen to drain resources (Tichkosky, 2003; Wendell,
1999, 2001).

Because of these factors, Wendell describes the ways in which healthy disabled
activists could be seen to actively distance themselves from the unhealthy
disabled in order to effectively change conceptualisations surrounding disability

and achieve their accessibility goals (2001). As she writes:

‘there (was) a danger that acknowledging th(e) facts (of unhealthy
disability) might provide support for those who prefer the
individualized, medicalised picture of disability. Thus, in promoting the
liberatory vision of social constructionism, it (was) safer and more
comfortable for disability activism to focus on people who (were)
healthy disabled’ (2001, pp. 18-19).

Unintended consequences of the social model: Authentic versus
inauthentic disability
By excluding the unhealthy disabled from activism, the social model and its

advocates have not only been accused of overlooking the needs of the unhealthy
but, furthermore, of inadvertently creating a paradigmatic and permissible image
of disability: ‘a young man in a wheelchair who is fit, never ill, and whose only

need is a physically accessible environment (Morris, 2001, p. 9). This
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paradigmatic image is noted to have had profound and far reaching effects. Not
only were accessibility policies structured according to this paradigm, thus
making the world more accessible for the healthy disabled but, beyond this, this
paradigmatic image could be seen to inform broader socio-cultural understanding

surrounding what constituted ‘real’ or ‘authentic’ disability (Wendell, 2001).

For example, following structural adjustments, in 1981 the symbol of a stick
person in a wheelchair was adopted as the International Symbol of Access
(Stone, 1995) and was used to indicate resources for disabled persons (Ben-
Mosche & Powell, 2007; Courvant, 1999; Marusek, 2005). The result of this was
such that, as Marusek notes, the wheelchair (both on signs and as used by a
person) became ‘the semiotic of disability’ (2005, p. 179). This reinforced the idea
‘that disability necessarily entails sitting in a wheelchair’ (Stone, 1995, p. 417)
and that one is ‘not ‘really’ disabled unless the disability is visible, especially
through an assistive device’ (Ben-Mosche & Powell, 2007, p. 500). This notion
was further reinforced by the cultural representations of disability which began to
appear at that time. As theorists note, these representations were almost
exclusively based upon healthy impairments such as spinal cord injuries and
amputations, and associated technologies such as wheelchairs and prosthetic
limbs, thus solidifying the idea that these were the only ‘real’ types of impairments
(Howe, 2011). Finally, not only were understandings surrounding authentic
disability described as occurring within symbolic and cultural arenas, but also
within legal and institutional settings. As described, the ADA (and similar acts)
mandated that structural adjustments be made within the workplace and public
sphere, so as to ensue physical accessibility. Beyond this, authors have also
noted how the very notion of disability as visible is engrained within the ADA. As
Marusek highlights, the ‘fundamental nature of the ADA’s definition of
disability...relies on the visual representation of the wheelchair’ given that, one of
its criteria for disability includes ‘being regarded as having an impairment’ (ADA
quoted on Marusek, 2005, p. 179 emphasis my own). This association can also
be found within the US medical arena, wherein access to healthcare and benefits
is granted based upon a code which, in itself, requires a tangible diagnosis
(Dumit, 2006). In an extension of this discussion to the UK context, Roulstone
(2015) examines the ways in which assessments for Employment Support
Allowance (ESA) and Personal Independent Payment (PIP) are also informed by
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assumptions surrounding the physicality of impairment and the semiotics of

visibility.

Inevitably, this association of authentic disability with highly visible, physical
impairments is described as having a detrimental effect on those with unhealthy
disabilities. Not only does this association overlook these individuals but,
furthermore, it posits them as inauthentic. Wendell, in describing this

phenomenon, writes:

‘having our disabilities recognised as genuine is a major issue for
many unhealthy disabled people...people wonder whether someone
whose disability is not obvious is faking or exaggerating it; the
trustworthiness of people who claim to be disabled but do not look

disabled is always in question’ (2001, p. 29).

Doubts concerning the inauthenticity of the unhealthy disabled, including
accusations of fraudulence, have been described as occurring in multiple arenas,
including the workplace (Charmaz, 1997; Vickers, 2000; Young 2000) education
environments (Jung, 2002) and medical settings (Dumit, 2006; Jung, 2002).
Many authors also note the ways in which members of the public can now be
seen to police the use of disabled resources, especially parking spaces. As Ben-
Mosche and Powell note, ‘disabled people who do not use a chair...are policed
when they park in accessible parking marked by the International Symbol of
Access (ISA) to ensure that they are indeed ‘sufficiently’ disabled to claim the
benefit’ (2007, p. 500, see also Marusek, 2005; Mills, 2017). This policing of
disability has also been noted within disabled communities themselves. Deal
(2003), Evans (2017) and Humphrey (2000) describe disabled communities
where membership requires a ‘real’ disability, which is assumed to be ‘physical,
immutable and tangible’, at the exclusion of invisible, fluctuating conditions
(Humphrey, 2000, p. 69). The above concerns with inauthenticity have been
variously described as related to worries over the secondary gains associated
with malingering (Dumit, 2006), the desire to internally police minority group
identification (Deal, 2003), a concern to restrict access to limited financial
resources (Deal, 2003; Ben-Mosche & Powell, 2007; Marusek, 2005) and ‘a

politics of resentment’ (where able-bodied employers and workers resent having
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to provide accommodations in what is perceived as positive discrimination)
(Young, 2000).

What is commonly deduced from examinations into accusations of inauthenticity,
is that disability stigma has changed since Goffman’s descriptions of it in the
1960s (1963). Authors are now beginning to argue that, rather than declining or
disappearing with the advent of the social model, disability stigma has instead
shifted onto the unhealthy disabled and has evolved so that it is intertwined with
notions of inauthenticity (Brohan, Slade, Clement, & Thornicroft, 2010; Davis,
2005; Mills, 2017). For example, as Hughes (2015) notes, invisible disabilities are
increasingly attacked and scapegoated in media and cultural representations,
where they are framed as counterfeit and fraudulent. Furthermore, this new
inauthenticity stigma doesn’t exist in a vacuum but, as this section has traced, it
is fundamentally upheld by its polar opposite: the representation and valorisation
of physical, visible disabilities as authentic. This new type of stigma has been
described as hugely detrimental, not only in terms of the judgement and policing
it provokes, but also for the way in which it allows those deemed inauthentically
disabled to be denied access to rights, resources, community and legitimacy, all
of which is acknowledged as materially, socially and psychologically harmful
(Stone, 2005; Wendell, 2000).

Following this acknowledgment of harm, authors have begun to note strategies
utilised by the unhealthy disabled, to manage inauthenticity stigma. A number of
authors have described the ways in which individuals engage in acts of ‘revealing’
(Stone, 2005) or ‘un/covering’ (Evans, 2017). These terms refer to verbal
disclosures, intended to draw attention to and seek help for a hidden disability
(Davis, 2005). Additionally, authors have described the ways in which ‘revealing’
is done through what Siebers calls ‘the disability masquerade’; this term refers to
the ways in which individuals ‘disguise one kind of disability with another or
display their disability by exaggerating it' (2004, p. 4). Often this takes place
through the strategic use of disability aids, notably wheelchairs, which are not
entirely or consistently necessary (Renfrow, 2004; Siebers, 2004). Renfrow
(2004) terms these acts ‘aligning moves’ wherein one ‘explicitly displays social
markers consistent with a particular identity’ (2004, p. 495).
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Acts of revealing, un/covering and masquerading have, in some instances, been
described as useful and empowering in that they enable disabled people to
communicate information, preserve energy, and engage in political action
(Lindemann, 2008; Siebers, 2004). Much more frequently, however, they are
described as harmful. They place a high burden of ‘proof on the disabled
individual (Davis, 2005) and cause them great anxiety (Siebers, 2004; Stone,
2005; Vickers, 2000). Alongside this, Siebers notes the ways in which the
masquerade, whilst making disability more visible, can also, paradoxically, make
the individual (socially) invisible, given the way in which society still also
denigrates those with obvious impairments. Finally, these acts have been
critiqued for the ways in which they replicate ableist ideology and power, in that
they require disability to be reduced to essentialist stereotypes in order to be
accepted by the able-bodied majority (Lindemann, 2008; Siebers, 2004).

Authentic versus inauthentic disability: A cultural polarity
Thus far in this section | have explored the changing cultural and historical

conceptualisations of disability, outlining how current understandings are
structured around a binary of authentic versus inauthentic disability. Despite this
shift occurring in the late 80s and early 90s, just prior to the emergence of
transableism, the question of how this binary might have influenced transableism
is not addressed anywhere within previous research into this condition. In the
remainder of this section, | highlight how this thesis responds to this oversight by
outlining a novel conceptual framework, to be used in a subsequent empirical
chapter (Chapter 5), which combines the binary of authentic versus inauthentic
disability with a concept specifically used by Hacking in his analysis of transient

mental illnesses, namely the notion of a ‘cultural polarity’ (Hacking, 1998).

In order to theorise transient mental illnesses, Hacking notes how these
phenomenon owe their existence not only to an ecological niche; more
specifically, Hacking outlines how transient mental illnesses can be seen to
represent core oppositional tensions or what he terms ‘cultural polarities’ within
societies (1998). In his later work, Hacking outlines the centrality of relevant
cultural polarities in constituting the ecological niche of a transient mental illness
(1998). As he describes it, there are often two versions ‘of the same thing’ within
a culture, one largely approved of and held up as ‘virtuous’, one disapproved of

and considered a ‘vice’ (1998, p. 81). The particular group of people affected by
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a transient mental illness are united, often by markers such as class or gender
but, more specifically, by the fact that they are caught between these two
opposing yet intertwined values, an experience which is socially oppressive and
disenfranchising. Hacking locates two factors which can be seen to give a
transient mental iliness its salience at a particular cultural and historical moment.
The first is the way in which the illness embeds itself within a cultural polarity,
expressing the unspoken tensions which exist at its intersection (1998). The
second is the way in which the illness, whilst being unpleasant, nevertheless
provides sufferers with a socially sanctioned way of gaining relief from the pain
of being caught up in a cultural polarity; Hacking terms this ‘release’, a label
resonant, although not identical, with the more broadly known ‘sick role’ (Parsons,
1951)?5. To explicate the above by returning to the example of transient mental
illness given in Chapter 1- namely dissociative fugue: Hacking situates the
tension in cultural values surrounding travel which existed in France at the time
as fugue’s constituting cultural polarity. These tensions were crystallised within
concerns over criminal vagrancy amongst the impoverished classes versus the
new trend for tourism amongst the middle classes. Related, Hacking notes that
fugue states enabled working class servicemen (who were neither vagrant
criminals nor afforded the luxuries of the middle class) to access a sanctioned

release from the struggles and drudgeries of military service (1998).

Given the culturally and historically specific binary of authentic versus inauthentic
disability which emerged just prior to the emergence of transableism, | take this
to be the cultural polarity which was vitally constitutive of the transableism
ecological niche and through which explorations into the emergence and
disappearance of this condition can be grounded. As noted in Chapter 1, the
disabilities that the members of transabled.org desired (largely amputations and
paraplegia with a focus on wheelchair use), conformed to the descriptions and
stereotypes outlined above regarding authentic disability. The combination of the
two ideas outlined in this section- the disability binary and cultural polarity- is thus

25 The sick role is a term coined by Parsons (1951); it refers to the way in which being ill enables
individuals a socially sanctioned withdrawal from regular social duties, alongside giving them
access to privileges such as care and attention. Sick role theory is strongly resonant with
Hacking’s notion of release. Where the terms differ, however, is that the sick role refers to the
generalised catharsis experienced by withdrawing from social life via any type of illness, whereas
release refers to a directly related remedy for a specific cultural tension, as manifest in the
transient mental iliness.
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used in Chapter 5, as a framework through which to analyse the reasons behind
and implications of the members of transabled.org’s desired disabilities. Here |
explore, not only the members’ understandings surrounding what constituted
authentic disability but also their experiences with inauthentic disability, and the
ways in which both of these things expressed a broader cultural polarity and,

ultimately, informed the emergence of transableism.

Authenticity

Introduction
In the previous section, | discussed how, as a result of various historical, social

and political factors, specific understandings surrounding what constituted both
authentic and inauthentic disability emerged in the 1980s and 90s. As outlined,
these understandings were highly dependent upon institutional and cultural
definitions, symbols and representations. These contextual and contingent
understandings surrounding what counts as authentic are not unique to disability;
indeed the socially constructed nature of authenticity is broadly explored in many
other arenas, including health, illness and diagnosis (Cohen, 1988; Greco, 2012;
Nettleton, 2006; Sissions, 2005). With this body of literature (which will be
reviewed in this section) the objective nature of authenticity is problematised and,
instead, authenticity is described as something which can be contingent,
negotiated, emergent over time and, as a result, subject to ‘authenticity politics’
(Sissons, 2005). In the previous chapter (Chapter 2) | outlined how, whilst
existing research into transableism centred on authenticity as an analytical
concept, it exclusively studied how the desire to ‘feel authentic’ acted as a
motivating force for the members of transabled.org. This focus on authenticity, as
an existential and objectivist phenomenon, has come at the expense of exploring
the ways in which understandings surrounding authenticity might be socially
constructed, negotiated and subject to authenticity politics. When it comes to
exploring the ecological niche of transableism, these oversights were identified
as significant given that the members of transabled.org, not only described
needing to be disabled, but, furthermore, attempted to construct and situate the
proposed medical diagnosis of BIID as a ‘disability like any other’ (their words), a
process which was challenged by the disability community. Following this, in
Chapter 2 processes surrounding the social construction and negotiation of
authenticity - particularly in relation to health and illness- were identified as
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relevant factors comprising the transableism ecological niche, thus warranting
further enquiry. This section carries out this enquiry by reviewing the literature on
the socially constructed, negotiated and political aspects of authenticity -
including authentic diagnosis- and the relevance of these notions regarding

explorations into transableism.

Objectivist authenticity
Before exploring the social constructivist approach to authenticity, it is necessary

to provide some context as to where this approach emerged from, namely out of
a critique of existential, objectivist understandings of authenticity. Davis and
Elliott are not alone in approaching authenticity as if it were an exclusively
objectivist property. Indeed, as discussed in the previous chapter (Chapter 2)
they draw their analyses from much pre-existing work within the social sciences
(Berger, 1973; Giddens, 1991; Lindholm, 2008; Taylor, 1991) and Western
philosophy (Heidegger, 1996; Sartre, 2003). Within these disciplines, scholars
have long studied how individuals feel and act in ways they determine to be
authentic (or ‘true to oneself’) (Vannini & Franzese, 2008). Here, the feeling of
being authentic is situated as either present or absent, and is placed in a binary
alongside its constituting other: feeling inauthentic (a disconcerting emotional
experience of being ‘untrue’ to oneself) (Sartre, 2003; Vannini & Franzese, 2008).
Beyond enquiries into individual experiences, these either/or understandings of
authenticity and inauthenticity have also long been inherent within the study of
cultural and aesthetic objects and non-Western nations, tribes and identities
(Jones, 2012), alongside clinical understandings of disease and illness (Foucault,
1963). Enquiries into the authenticity of objects, groups and identities are
described as rooted in modernity, where the advent of scientific reasoning led to
the assumption that every object or group of people was a ‘fixed and bounded
entity with a unique individual character and internal essence’ (Jones, 2012, p.
187). Relatedly, the question of whether a group or object ‘was what it purported
to be’ became important (2012, p. 187) and multiple scientific practices designed
to evaluate and measure the apparent authenticity of an object, artefact or non-
Western group were designed. Within the realm of disease and illness, modernity
and the emergence of positivist science similarly created the belief that

pathologies were discrete and bounded. As such, clinical goals and medical
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practices were likewise oriented towards accurately discovering, labelling and
classifying pathology (Greco, 2012; Foucault, 1963).

Whilst seemingly disparate, both the body of work which looks at individual
existential authenticity and that which assesses the authenticity of objects,
groups and pathologies views authenticity as an absolute, bounded and
objectivist property, which can be truthfully determined and distinguished from
inauthenticity. Although these bodies of work have been widely influential,
infiltrating both academic and general understandings regarding the objectivist
nature of authenticity, in the late 1980s, they began to be contested. Following
what is known as the ‘crisis of representation’ (Marcus & Fischer, 1986)2° within
the social sciences, scholars began to critically examine the types of practices
and ideas used to evaluate authenticity, as discussed above. Here attention was
drawn to the ways in which these practices, whilst ostensibly being neutral
measurements, actually worked to construct authenticity and bring it into being
(Jones, 2012; Sissons, 2005). Relatedly, the contextual and contingent nature of
authenticity was also highlighted. Following these observations, the social
construction of authenticity itself became a subject of enquiry.

In the following section, | outline social constructivist approaches to authenticity.
Although these approaches emerged in response to the objectivist categorisation
practices found within museum studies - and are thus rooted in the associated
fields of tourism and post-colonial studies (Sissons, 2005) — the social
construction of authenticity has been implicitly applied within medical sociological
and sociology of diagnosis literature (Dumit, 2006; Nettleton, 2006). As such, in
the section which follows, | begin by briefly outlining the tourism and post-colonial
literature where studies into the social construction of authenticity were
developed; here | describe the key processes and concepts advanced in this
body of work, namely the social construction and negotiation of authenticity
(Cohen, 1988), indexes and semiotics of authenticity (Culler, 1990), authenticity
politics, and oppressive authenticity (Sissons, 2005). After providing this

26 The crisis of representation refers to a broad movement in the social sciences in the 1980s
wherein previously taken for granted ways of representing culture, based upon positivist theories,
were contested. The crisis arose from the realisation that no theory or account could ever
adequately represent reality, being that reality was subjective and socially constructed (Marcus &
Fischer, 1986).
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foundation and introduction to key concepts, | then place this literature alongside
medical sociological literature. This is done in order to demonstrate how, within
the medical sociological literature, socially constructivist approaches to
authenticity (and the associated key concepts) are implicitly applied, particularly
within the realm of medically unexplained, undiagnosed or contested illnesses
as, at the time, BIID was (Dumit, 2006; Greco, 2012; Nettleton, 2006). By bringing
these two bodies of literature together, my intention is to bring processes of
authentic diagnostic negotiation into alignment with explicit social constructivist
approaches to authenticity. By doing so, | pave the way for socially constructivist
approaches to authenticity (including the associated concepts of authenticity
semiotics, authenticity politics and oppressive authenticity) to be used, in
subsequent chapters, to theorise the members’ of transabled.orgs attempts to

construct and negotiate diagnostic authenticity in relation to BIID.

Social constructivist approaches to authenticity: Origins and key
concepts
Broadly, social constructivist theory is a critique of the assumptions inherent in

objectivism which imply that a real world exists, independent of human language
and activity. Instead social constructivists describe reality as emerging ‘in
practice’ (Mol, 2002) and as dependent upon context, intersubjective setting, and
networks of social and material relations (Jones, 2012; Wang 1999). Enquiries
into the social construction of authenticity have their origins in the sub-discipline
of tourism studies (Bruner, 1994; Cohen, 1998; Wang, 1999). Interest in
authenticity within this field is described as inevitable, given that tourism
inherently involves encounters with unknown objects, events and persons
(Cohen, 1979). Within this field, scholars have, in line with broader social
constructivist approaches (outlined above), objected to the notion that the
authenticity of touristic objects and encounters can be truthfully determined,;
instead, they suggest that we should study the ways in which practices, contexts,
settings, relationships and systems of meaning, produce and ‘negotiate’
authenticity so that it successfully ‘emerges’, within certain tourist interactions
(Cohen, 1988). A number of factors have been highlighted as relevant concerning
the negotiation and emergence of authenticity within tourism. These include the
judgements, experiences and feelings of the tourist (Bruner, 1994; Cohen, 1988),

the location or context in which a touristic object is encountered (Salamone,
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1997), the web of social relations and interactions which occur there (Olsen,
2002; Wherry, 2006), and various signs or symbols of meaning which come to
stand in for various aspects of a culture; Culler terms such signs ‘the semiotics of

authenticity’ or ‘authenticity indexes’ (Culler, 1990).

One of the most significant contributions to come out of the field of tourism studies
is that, through exploring authenticity from a social constructivist perspective, this
body of work both examines the processes through which authenticity emerges
and problematises them. As is commonly highlighted within this literature, what
emerges as authentic is often a question of power. As Bruner (1989) notes, often
‘authenticity refers to duly authorised, certified, or legally valid’ and thus ‘the issue
of authenticity merges into the notion of authority’ (1989, p. 400). Furthermore,
the authority to authenticate touristic objects and events, alongside the identities
of those living in tourist locations, frequently resides, not with locals, but with
professionals and scholars (Bruner, 1989; Cohen & Cohen, 2012; Jones, 2010),
tourist agencies and guides (Silver, 1993), certifying bodies (Cook, 2010) nation
states (Hobsbawm & Ranger, 1992), and tourists themselves (Urry, 1990). This
process is described as particularly problematic in relation to the cultural identities
of those living in tourist locations. Here theorists describe the way in which
authorising bodies (e.g. travel agencies) represent so-called authentic local
identities in reductionist and stereotypical ways so as to appeal to the Western
tourist’s projections, in the service of monetary gain (Silver, 1993). Given that
host populations are often significantly economically dependent upon the industry
of tourism, they are commonly unable to challenge or negotiate the ways in which
they are depicted and often ‘have no choice but to present themselves according

to romanticised imagery’ (Silver, 1993, p. 310).

Whilst, as mentioned above, socially constructivist approaches to authenticity
were pioneered within tourism studies, the problematisation of power regarding
the representation of cultural identity has expanded beyond this discipline,
influencing associated arenas such as anthropological, post-colonial and
indigenous studies. Echoing the tourism literature, this body of work has drawn
critical attention to the ways in which historical colonial and national discourses
worked to essentialise so-called authentic indigenous identities, often by reducing
them to characteristics deemed ‘natural’ or ‘traditional’, aspects which were
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placed in binary opposition to understandings surrounding Western civilisation
(Sissons, 2005). Within the post-colonial context, these representations are
further complicated by the fact that historical understandings surrounding
authentic identity are, more recently, used to inform the allocation of rights,
resources and protections by non-governmental organisations (NGOSs), local, and
international governments (Conklin, 1997; Harris, Carlson and Poata-Smith,
2005; Sissons, 2005). The result of this is that, similarly to their discussion in the
tourism literature, groups and individuals often have no choice but to ‘negotiate’
their authenticity by ‘performing’ or ‘indexing’ it according to essentialist
understandings and imageries. Sissons (2005) calls this ‘oppressive authenticity’.
In providing an example of such oppressive authenticity in practice, Conklin
(1997) outlines how Amazonian Indian tribes present themselves with things such
as body paint and feathers (narrow Western stereotypes relating to their
identities) when interacting with NGOs so as to receive official certification, thus
being granted access to rights and material resources (Conklin, 1997). Similar to
as is described in the tourism literature, this institutional requirement to index
authenticity has resulted in a type of ‘authenticity politics’ emerging, wherein
claims to authenticity, alongside the boundaries which determine such claims,
are tightly policed by those in power in the service of gatekeeping scare
resources. As an inevitable outcome of this, those who do not correctly enact a
particular depiction of authentic identity are deemed inauthentic and thus denied
provisions, further evidencing the oppressive effect of authenticity politics
(Conklin, 1997; Sissons, 2005).

Social constructivist approaches to authenticity: Negotiating
diagnoses
Whilst the above described theories regarding the construction and negotiation

of authenticity might, at first, seem disconnected to the study of transableism,
other disciplines, more obviously relevant to transableism, can be seen to have
borrowed from the ideas developed within tourism and post-colonial studies. For
example, whilst not explicitly situating it as a process of authenticity construction
and negotiation, a similar process to that described in the tourism and post-
colonial literature has been noted to take place in relation to medical diagnoses.
This is especially the case when it comes to undiagnosed, contested or otherwise

medically unexplained symptoms and syndromes (Nettleton, 2006).



To provide some context, the terms medical unexplained symptoms and/or
syndromes are used to capture health phenomenon within Western medicine
which have no identifiable organic basis and thus cannot by diagnosed by
standard medical tests (Greco, 2012; Nettleton, 2006). Contested illness is an
associated label which describes the unagreed upon and/or challenged
diagnoses applied to such symptoms and syndromes. Examples of these types
of phenomenon include myalgic encephalomyelitism (ME), multiple chemical
sensitivity, chronic fatigue syndrome, endometriosis and irritable bowel syndrome
(Greco, 2006; Nettleton, 2012). Medically unexplained and contested illnesses,
whilst not having an organic basis, are characterised in terms of their, often
varying and inconsistent, symptoms. As a result of the unknown variance of
medically unexplained and contested illnesses, scientists and doctors fail to
agree upon an aetiology and pathogenesis; this leaves such conditions lacking
the status of official or ‘legitimate’ illness (Nettleton, 2006). The effect of this
illegitimate status on individuals suffering with such illnesses is described as
profound; scholars note how sufferers have to live with an ongoing sense of
embodied uncertainty and liminality, alongside having to manage accusations of
inauthenticity (Dumit, 2006; Nettleton, 2006). In attempts to overcome
uncertainty, liminality and illegitimacy, scholars have described how, when
interacting with doctors and social care providers, sufferers of medically
unexplained and contested illnesses strategically perform plausible suffering and
patienthood, alongside negotiating desired diagnoses and treatments (Dumit,
2006; Nettleton, 2006; Whelan, 2010). Whilst not explicitly interpreting these
processes through the lens of a social constructivist approach to authenticity,
within these diagnostic manoeuvres, extremely similar processes to those
described within the tourism and post-colonial literature regarding the negotiation

of authentic identity, can be identified.

For example, Nettleton (2006) outlines how, prior to interactions with doctors,
sufferers of medically unexplained or contested illnesses often engage in
considerable ‘information work’ to try and ascertain what is wrong with them; this
involves searching through books and medical research and going online to seek
advice from peers. The results of this information work are then taken to doctors
in attempts to appear informed and credible, alongside being knowledgeable
enough to suggest particular diagnoses be applied (Nettleton, 2006). Dumit
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(2006) nicely illustrates this in his work on individuals with chronic fatigue
syndrome (CFS) and multiple chemical sensitivity (MCS). As he notes, sufferers
of these conditions, thoroughly research and then keep detailed logs of the
elements of their illnesses which conform to existing scientific research. These
logs are then presented to doctors as a means through which to demonstrate the
legitimacy of what might otherwise be considered a random, disparate or
exaggerated profile of symptoms (Dumit, 2006). De Graaff and Broer (2012)
outline a similar process of strategic interaction between patients with
electohypersensitivity (EHS) and their doctors, as does Whelan (2007) regarding

endometriosis sufferers.

What makes the examples from the sociology of diagnosis literature particularly
resonate with those described in tourism and post-colonial approaches regarding
the negotiation of authenticity is the stakes involved. Without an official diagnosis,
patients are described as unable to access treatments and material rights such
as disability benefits (Dumit, 2006; Trundle, Singh & Broer, 2014), or social rights
including occupation of the sick role (Nettleton, 2006; Parsons, 1951) and
legitimation of identity claims (Lipson, 2004). As Nettleton (2006) outlines,
sufferers of medically unexplained or contested illnesses are often dismissed with
psychological explanations for their suffering; this can serve to further exacerbate
stigma and heighten the sense of being ostracised from the sick role and the
associated status of authentic illness sufferer.

Further to this, a lack of diagnosis- which can be interpreted as a failure of the
individual to index the authenticity of the condition in question- results in
accusations of inauthenticity, again, similar to those outlined within the post-
colonial literatures. Accusations of inauthenticity in relation to diagnosis are
described as having painful consequences. Whelan (2007), for example, notes
the ways in which failure to acquire an endometriosis diagnosis can leave a
woman open to accusations of psychological weakness or delusion. This is
echoed in the work of both Nettleton (2006) and May (2000) who describe the
shame and judgment associated with psychological or somatic explanations for,
what are experienced as, physical conditions. All three theorists note how the
application of psychological explanations can additionally provoke suspicions
regarding malingering (see also Dumit, 2006).



Because of the severe impacts and consequences associated with a lack of
diagnosis, within the medical sociological literature, authors have drawn attention
to the ways in which, similarly to as discussed within the tourism and post-colonial
literature, individuals often present their experiences according to narrow
institutionalised representations, often at the expense of nuance. For example,
Whelan (2007) describes the ways in which accounts of endometriosis which do
not fit with medical definitions are excluded in patient accounts in the service of
securing a diagnostic authenticity. Similarly, Werner, Isaksen and Malterud
(2004) note how women with chronic back pain carefully and selectively
narrativize their experiences according to normative, biomedical expectations of
what illness is and how it should be performed, alongside how a ‘legitimate’
sufferer should present. Whilst enabling them to be treated with credibility by
doctors, the processes described by Werner, Isaksen and Malterud, similarly to
as Whelan outlines, work to obscure or misrepresent the reality of the illness

experience.

Regardless of whether they occur in relation to cultural identity or diagnostic
category, all of the above described processes regarding negotiating, indexing
and aligning with the semiotics of authenticity to acquire authorisation and rights,
can offer insight to the analysis of transableism. As mentioned previously, whilst
existing research into transableism centred objectivist understandings of
authenticity, socially constructed authenticity on transabled.org was not explored.
In Chapter 6, | draw upon the social constructivist approaches to authenticity-
which have been explicitly used in tourism and post-colonial studies and implicitly
applied within the sociology of diagnosis literature- to examine the ways in which
the members of transabled.org attempted to construct and negotiate the status
of BIID as a legitimate mental health condition and authentic ‘disability like any

other’ (their words).

Authenticity politics
Before proceeding with the final section of this chapter (which reviews online

health advocacy community literature), one final, relevant process regarding the
social construction of authenticity is examined. Whilst the majority of the tourism
and post-colonial literature explores the way in which authenticity is monitored

from the top-down by those in power, another body of work explores how
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authenticity politics are policed from the bottom-up, at the lay community level
(Brubaker, 2016a, 2016b). Where this work is particularly interesting (and,
indeed, relevant to transableism), is in relation to trans identity claims, wherein
attempts are made, not just to enter an identity category from the margins of it
but, instead, to cross a more substantial boundary. A particularly insightful
examination of this phenomenon comes from Rogers Brubaker (2016a, 2016b)
who studied Rachel Dolezal, a woman who made headlines in 2015 when, after
presenting as African American for a number of decades, was ‘outed’ as
Caucasian. In her defence, Dolezal claimed that she ‘identified as black’ and
described herself as ‘transracial’ (McGreal, 2015; Sunderland, 2015). As
Brubaker notes in his work, this prompted widespread outrage from the African
American community who unequivocally rejected the notion of transracialism. In
examining the reasons behind this rejection in more depth, Brubaker compares
the treatment of Dolezal with the increasingly mainstream acceptance of
transgender identity claims. As he notes, the reason Dolezal’s identity claims
were rejected, whereas claims to various gender identities commonly are not, can
be explained via reference to the differing culturally and historically contingent
understandings surrounding gendered versus racial identities, and thus the

differing types of ‘authenticity politics’ which exist for each (Brubaker, 2016a).

As Brubaker notes, gender identity is today largely understood as a subjective
individual property?’. This means that claims to a gendered identity other than
that associated with biological sex are largely seen as legitimate and not subject
to authenticity politics and policing?®. On the contrary, as Brubaker goes on to
outline, racial identity is understood in essentialist terms. This is due to its
historical association with biogenetic and genealogical classification practices, as

informed by histories of enslavement, oppression and discrimination, all of which

27 The product of a complex combination of various medical and political histories and discourses
including sexological work which has separated sex from gender, feminist politics which has also
insisted on this separation and successful trans and homosexual rights movements (Brubaker,
2016a; Valentine, 2014).
28 Of course, some resistance to claims that gender identity is distinct from biological sex do exist,
including from the conservative right, religious groups and radical feminists. Brubaker does
acknowledge this; however, his argument is formulated on the basis that, within the mainstream
majority, transgender identity claims are increasingly accepted (Brubaker, 2016a).
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relied upon the so-called objectivity of race as a means of justification (2016a).

As Brubaker describes it:

‘racial identity is prevailingly understood as a supra-individual, social-
relational phenomenon, not as a subjective individual property.
(Whilst) this is compatible with a view of race as socially
constructed...the prevailing mode of constructivism emphasizes the
accumulated weight of others’ ancestry-and phenotype-based
classifications, not the constitutive significance of self-identification’
(20164, p. 435).

A result of this, and quite contrary to gender, subjectivist claims to a particular
racial identity will, not only be rejected as illegitimate (subjectivity not being the
grounds on which an authenticity politics of race is based) but, furthermore, they
will be seen as fraudulent, threatening to those who legitimately occupy this
identity and, thus, in need of policing. This was something that did, indeed, occur
in the Dolezal case. When claiming to be black, Dolezal was accused by African
Americans of appropriating the positive aspects of their culture for personal gain
and occupying spaces and resources reserved for those with life-long
experiences of marginalisation, all the while selectively ignoring the oppression
and brutality associated with being African American (2016a). As Brubaker
outlines, this was what lead her to be so widely discounted by the African
American community who viewed her as threatening the integrity of their history

and experiences, alongside their already limited rights and resources.

As discussed in Chapter 1, alongside constructing and negotiating the
authenticity of BIID, the members of transabled.org also faced challenges to
these claims from the disability community. These challenges had much in
common with the bottom-up authenticity politics discussed by Brubaker regarding
Rachel Dolezal and transracialism. As such, alongside exploring the members’
attempts to socially construct the authenticity of BIID, the perspectives discussed
within this section regarding authenticity politics are also used in Chapter 6. Here,
I combine insights regarding the social construction of authenticity with insights
regarding bottom-up authenticity politics in order to analyse, not only the
members of transabled.org’s attempts to position BIID as a ‘disability like any

other’ (their words), but also the responses this elicited, and the significance of
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both of these things regarding the emergence and disappearance of

transableism.

Online health advocacy communities

Introduction
Thus far in this chapter | have reviewed literature on disability and authenticity so

as to respond to gaps in existing transableism scholarship, wherein the relevance
of disability and authenticity, alongside their intersections, was not addressed. A
third gap in existing transableism scholarship concerns online communities and,
specifically, health advocacy communities. As discussed in the previous chapter
(Chapter 2), extant transableism research did not examine how the clinical
studies into this condition might have been influenced by online communities,
neither did it explore how these communities might have been influenced by
powerful individuals at the local level. Both of these elements- the significance of
lay online communities and the importance of individuals within them- were, in
the previous chapter (Chapter 2) identified as relevant factors comprising the
transableism ecological niche, thus requiring further examination. This section
carries out this examination by reviewing the literature on online health advocacy
communities, including how this body of work has neglected an analysis of
influential individuals (Day and Keyes, 2008; Leibing, 2009; Malik & Coulsen,
2008; Rich, 2006). Relatedly, more recent literature which does explore power
and moderation practices within online communities, is also reviewed (Coulson
& Shaw, 2013; Grimmelmann, 2015) and its relevance in relation to exploring the
emergence and disappearance of transableism is discussed. Before going into
depth on the online health advocacy and moderation literature, | contextualise
these bodies of work by outlining the history and characteristics of online
communities, and then the origins and characteristics of health advocacy

communities.

Online communities: History and definition
The advent of the internet enabled the emergence of online communities. Since

their existence, online communities have been a source of interest to scholars
from a wide range of disciplines including social psychology (Blanchard, 2004;
Putman, 2000; Turkle, 1995), information systems (Lee, Vogel, & Limayem,
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2003), sociology (Baym, 2003; Rheingold, 1993) and anthropology (Boellstorff,
2008, 2012; Hine, 2000; Wilson & Peterson, 2002)). Rheingold was one of the
first to study online communities from a sociological perspective and defines them
as ‘webs of personal relationships in cyberspace’ (1993, p. 5). Aside from
personal relationships, a number of other key characteristics of online
communities have been noted. These include a uniting topic or interest, a shared
space (e.g. a platform, blog or forum) and shared resources and support tools
(Baym, 2003). These resources and support tools, alongside posts and
messages, are permanently stored and catalogued upon the site, and there is an
expectation that new community members will read these archives (Millen, 2000).
These aspects are noted to contribute to the emergence of group norms, habits,
routinized behaviours and a strong sense of collective identity (Baym, 2003).
Community members can be ‘lurkers’ or regular contributors, they can come and
go as they please or depart entirely should they wish to. Despite real names not
commonly being used by regular contributors, the use of stable pseudonyms are
noted to promote a comparable level of identity, reputation and accountability
(Millen & Dray, 2000).

Online communities have been differentiated from social networking sites (SNS)
such as Facebook, LinkedIn and Twitter (Baym, 2003, 2007; Ellison & boyd,
2013). SNSs began to grow in popularity around 2005 and, unlike online
communities, their primary purpose is to create and maintain social relationships
with an offline basis (Cirucci, 2017; Ellison & boyd, 2013). Unlike online
communities, SNSs do not operate around a single shared environment or topic,
they are non-anonymous and usually do not allow pseudonyms or digital
personas, instead favouring ‘radical transparency’ (Mark Zuckerberg, chief
executive officer of Facebook, quoted in Kirkpatrick, 2010, p. 209). All of these
features mean that SNSs do not contain the strong group norms and collective
identity so fundamental to online communities (Cirucci, 2017; Baym, 2007;
Dugay, 2016).

As discussed in Chapter 1, transabled.org very much conformed to notions of
online community, both by its own self-description and the above described
academic definitions. Within the literature, however, online communities are
further differentiating according to the shared topic, need or interest which

constitutes them (Baym, 2003). One much studied example, relevant to
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transabled.org, is online health advocacy communities where individuals united
by a common medical condition or illness experience, come together to form
allegiances, share advice, and develop tools and resources for political and
medical advocacy (Akrich, 2010; Leibing, 2009; Whelan, 2007).

Health advocacy communities: Origins and characteristics
Communities formed around a shared health condition have long been identified

across history and culture (Turner, 1968). In the West in the 1990s, however, they
could be seen to proliferate and take on a new characteristic, namely the
emphasis placed, not only on a shared health condition, but a sense of collective
identity based upon this. The development of this characteristic has been linked
to the emergence of genetic technologies which, as Rabinow (1996) describes,
brought about transformations in knowledge and new ways of collectively

identifying based upon biological criteria.

A further attribute which has been associated with this new wave of health
communities is the way in which they are characterised by political activism and
an ability to intervene upon medical knowledge, which includes reformulating
diagnostic boundaries, advocating for better cures and treatments and resisting
stigma and pathologization (Brown et al., 2004; Leibing, 2009). Crucially, this
process is described as enabled by the emerging collective identities within these
communities. These collective identities facilitate the exchange of experiential
and embodied knowledges (Whelan, 2007), which are then be used to shift
epistemological authority from the realm of medicine to that of lay expertise
(Leibing, 2009). Further to this, the existence of a collective identity is described
as highlighting a sense of shared marginalisation, which further enhances the
means of contesting medical authority. In describing this, Brown et al. write that
collective and ‘oppositional’ health identity is formed around ‘a common
experience with government, medical and scientific institutions’ wherein groups
of individuals ‘experience their conditions in ways that contradict scientific and
medical explanations, and these contradictions are identified as a source of
inequality’ and a basis for political action (2004, p. 61). Various terminology has
been used to describe these new communities and their bottom-up processes
including, ‘embodied health movements’ (Brown et al.,, 2004), ‘emergent

concerned groups’ (Callon & Rabeharisoa, 2008) and ‘epistemological
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communities’ (Akrich, 2010; Leibing, 2009; Whelan, 2007). For clarity, | refer to

them as health advocacy communities.

Although health advocacy communities did exist prior to the internet, after its
inception, they increased in even greater number and were ‘supercharged’
through the application of digital technologies, which enabled ever more
dispersed populations to connect (Hagen, 2012). Since this recongition, a
growing body of work has focused on exploring digital media and health advocacy
communities, highlighting the ways in which the application of new technology
can offer novel ways of connecting and sharing health and illness knowledge
(Foster, 2016; Maslen & Lupton 2020; Phillips & Rees, 2017). Alongside health
advocacy communities growing in number, the internet has also been described
as contributing to an even greater sense of collective illness identity within them,
further facilitating the community’s ability to intervene upon scientific discourse
and contest medical authority. Indeed, as Peterson, Schermuly and Anderson
(2019) note, the application of digital technologies has profoundly altered the
characteristics and goals of health advocacy communities, in that they are now
closely aligned and mutually interactive with doctors, clinicians and

pharmaceutical companies, in ways never seen before.

The greater sense of collective identity and closer alignment with doctors now
found within online health advocacy communities has been attributed to many of
the unique features of online communities, including the ways in which computer
mediated communication enables individuals to obscure indicators of difference
leading those interacting with one another, not only to overemphasise their
shared characteristics but to build these into a coherent and credible experiential
epistemology for use in advocacy (Whelan, 2007). As Schermuly, Peterson and
Anderson (2020) additionally note, the unspoken, yet nevertheless extremely
powerful, priority placed upon close, supportive relationships within online health
communities, not only enables individuals to obscure differences, but indeed

actively encourages and requires them to do so.

This process is further enhanced by online community practices such as
restricting membership only to those with specific diagnoses, as well as silencing
or banning dissenting accounts, lest these narratives dilute the group’s emerging
experiential epistemology. For example, Adler & Adler (2008), Giles (2006) and

Whelan (2007) note the restricting of membership to those with relevant
77



behaviours or diagnoses in communities surrounding self-harm, eating disorders
and endometriosis, respectively; Giles (2006) and Charland (2005) note the

banning of dissenting voices in eating disorder communities.

Structural features of online health communities, including archives of illness
narratives, bibliographies (including links to medical research), fact sheets,
frequently asked question (FAQ) pages and logs of key posts and concepts, are
also described as enhancing the collective identification process whilst
simultaneously enabling a bank of evidence to accumulate around a specific
issue, which can then be brought to the attention of experts (Akrich, 2010;
Leibing, 2009; Whelan, 2007). Akrich (2010), for example, describes this later
process occurring in relation to episiotomy (the surgical incision of the perineum

and conjoining vaginal wall) in online childbirth communities.

As discussed in Chapter 1, not only did transabled.org fit the definition of an
online community but, due to its involvement in raising awareness of BIID and
interacting with the medical community, it could also be categorised as a health
advocacy community. In the following sections, | examine how online health
advocacy communities have been studied within extant literature. Although this
review does reference some of the newer health advocacy communities hosted
on SNSs (e.g. post the 2005 growth and popularity of SNSs (Ellison & boyd,
2013)), it prioritises reviewing research into early Web 2.0 communities, more
comparable (in structure, characteristics and ownership model) to transabled.org.
In the following review of online health advocacy communities, | critique digital
utopia approaches and introduce literature which examines power and
moderation practices, thus being more relevant to studying the organisational

structure on transabled.org.

Online communities as digital utopias
Since their emergence, online health advocacy communities, and indeed online

communities in general, have been a source of much academic interest,
particularly in the social sciences (Leibing, 2009; Powell, Daver & Gray, 2003;
Walther & Boyd, 2002). In the beginning theorists could be seen to take rather a
utopic view of online communities, seeing them as egalitarian spaces of creative
and political possibility (Beer & Burrows, 2007; Benkler & Nissenbaum, 2006;
O’Reilly, 2005). Scholars drew attention to the fact that the internet is a distributed
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network comprised of autonomous individuals, meaning that its organisational
structure is intrinsically anti-bureaucratic and non-hierarchical, with
democratically distributed relations of power (Castells, 2012; Dowding, Dunleavy,
King & Margetts, 2016). Under this type of structure, individuals in online
communities were said to voluntary ‘gift’ their participation for altruistic reasons
(Benkler & Nissenbaum, 2006; Lampell & Bhalla, 2007; Wasko & Faraj, 2000).
These equal, altruistic exchanges were said to give way to a new type of
‘participatory culture’ (Jenkins, 2006) within which users were involved in the
collaborative creation of content and knowledge (sometimes termed ‘peer-
production’ (Benkler & Nissenbaum, 2006)). This content and knowledge was not
only described as socially embedded and collectively owned, but as a creative
and subversive reaction to dominant norms and institutions (Beer & Burrows,
2007; Kollock, 1999; Wasko & Faraj, 2000). This view on collective knowledge
production was extended to the area of identity, with the collective identities
existing within online communities being similarly described as democratically
produced and owned (Charland, 2005; Day & Keyes, 2008; Parsell, 2008; Rich,
2006). These collective identities were also situated as subversive in that they
were said to challenge traditional forms of expertise, which includes the specific
challenge to medical expertise. For example, Rich (2006) outlines how, within
online anorexia communities, young women contest the pathologization and
medicalisation of their illness, instead situating it as a type of adaptive social
identity. Similarly, Davidson (2008) notes how, within online autism communities,
the deficit model of autistic communication is contested and, instead, situated as

a unique cultural variant.

As outlined in Chapter 2, it was this utopic view of online communities that was
applied to the analysis of transabled.org in previous sociological research (Davis,
2011, 2012, 2014). However, as was also discussed in Chapter 2, the application
of this utopic view crucially overlooked the role played by Sean as transabled.org
founder, moderator and spokesperson to the medical community. Fortunately,
there is a more recent body of work which has begun to critique the digital utopia
view of online communities. This will be more useful for analysis of transabled.org

and thus | turn to it now.
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Power and moderation practices within online communities
Whilst being a popular and influential rhetoric (Beer & Burrows, 2007), the notion

that online communities were digital utopias has, nevertheless, been critiqued
(Schneider, 2021; Wilson & Peterson 2002; Zuboff, 2019). Critics contest the
notion that online communities are democratic environments and draw attention
to the power relations present within these environments which can be seen to
shape and direct the knowledges and identities that exist there. The types of
power relations discussed are varied. To begin with, theorists have highlighted
how online communities often replicate or magnify hierarchies found offline
(Smith & Kollock, 1999; Wilson & Peterson, 2002). The result of this is that, rather
than participants engaging in egalitarian production and exchange, these
processes are shaped by systemic inequalities and oppressive social categories,
such as race or gender (Circucci, 2017; Lundmark & Normark, 2014). Power has
also been examined as arising from inter-community dynamics themselves. Most
commonly, attention has been drawn to how group norms and collective
identities, rather than being subversive and collectively constructed, can instead
be restrictive and oppressive (Watson, Peng & Lewis, 2019). Group horms can
often work implicitly to discourage individuals from articulating experiences which
run counter to agreed-upon community narratives. Furthermore, collective
identities are noted to enable members to strictly police and sanction each others’
behaviours and self-expressions (Adler & Adler, 2008; Charland, 2004; Giles,
2006; Parsell, 2008). For example Giles (2006) notes how, within online eating
disorder communities, ‘real’ anorexic behaviour and identity is sharply
distinguished from ‘fake’ attempts, with individuals who fall into the latter category
facing community exclusion and ostracization (see also Boero & Pascoe, 2012

on a similar process regarding ‘wannarexics’).

In addition to these social factors, attention has also been drawn to the ways in
which material and technological attributes can enact power in online
environments. Building on disciplines such as science and technology studies
(STS) and actor network theory (ANT), which situate agency as inherent to non-
human actors within offline environments (Latour, 1996; Law, 1992), online
theorists have similarly highlighted the agency contained in attributes such as
algorithms and search engines (Ballatore, Graham, & Sen, 2017; Lash, 2006;

Nettleton, Burrows & O’Malley, 2005), and the structure or features of webpages
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themselves (Davis, 2010; Ruppert, Law, & Savage, 2013). These authors have
noted how the architecture of online communities encourages particular types of
interactions, identifications and self-presentations, whilst disallowing others
(Circucci, 2017; Davis, 2010; Duguay, 2016; Lundmark & Normark, 2014;
Papacharissi, 2009). Papacharissi (2009) for example, describes how Facebook
architecture encourages the sharing of personal information in a colloquial way;
this is compared to the architectural affordances of LinkedIn, which offer much
less opportunity for personal disclosure. Relatedly, Schneider (2021) describes
the limited and unnegotiable architectures present on platforms such as

Facebook and Reddit as

Whilst the above described literature largely situates power as an unintentional
effect of particular social, structural or material arrangements, theorists have also
examined the more intentional modes of control which exist in online
communities. Of particular relevance to transabled.org, attention has been paid
to the role of individual community moderators (Busch, 2011; Coulson & Shaw,
2013; Grimmelmann, 2015; Thompson & Round, 2016). Whilst moderation in
online space can be external, commercial, algorithmic, or otherwise top-down
(Gillespie, 2019; Roberts, 2019), in online communities (particularly smaller
ones), it is commonly carried out from the bottom-up by specific community
members, who are often also the owners of the sites in question (see Busch,
2011 for examples of this in online Buddhist communities, see Thompson &

Round, 2016 for examples within an online book group).

Within this body of work, the role played by these individuals is commonly outlined
as positive; moderators are described as vital to ensuring a welcoming
community dynamic, to the extent that they foster cooperation and encourage
participation between members (Coulson & Shaw, 2013; Grimmelmann, 2015).
Moderation is also described as key to the success and longevity of the
community, in that it protects against issues such as underuse, congestion,
cacophony (too much of the same content) and abuse (e.g. harassment,
spamming or trolling) (Grimmelmann, 2015). All of this is described as key to
enabling a pleasant environment, within which coherent discourse can take place
(Akrich & Meadel, 2012; Grimmelmann, 2015; Squirrel, 2019). The motives of
online community moderators have also been described in positive terms and

include being driven by a need to educate, connect with and give back to others
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(Coulson & Shaw, 2013). As Seering and Wang note, moderators ‘feel a strong
commitment to their communities, deriving personal meaning from guiding them
and helping them grow’ (2019, p. 2). As is commonly described, the most
successful moderation takes place when moderators hold these collectively
focused goals, and thus respond to the needs and views of all the community’s
members. Squirrel (2019) terms the productive balance struck between
maintaining coherence and responding to the needs of members the ‘platform

dialectic’.

In addition to these positive functions and motivations, online community
moderation has also been discussed less favourably. The high degree of power
possessed by moderators has been highlighted, with the view to emphasise how
this power can be used to shape and direct the narratives of the community in
question (Busch, 2011; Grimmelmann, 2015; Thomas & Round, 2016). Several
theorists have described moderators as driven by their own ideological or political
views, which can result in them manipulating content so as to push these
agendas (Grimmelmann, 2015; Squirrel, 2019). In many instances, this exercise
of power is described as extremely successful given that, as Grimmlemann notes,
moderators ‘influence what is seen, what is valued, what is said’ (2015, p 45). As
is also noted, this power and influence is further heightened if the moderator in
question is also the owner of the website and platform (Grimmelmann, 2015).

The power and influence associated with online community moderation has been
described as arising informally, through the social authority and status associated
with being a moderator, and through more formal means, via the moderator’s
direct control over and management of the webpage’s content, rules and
infrastructure (Busch, 2011; Grimmelmann, 2015). These formal modes of control
are enacted through various mechanisms, including exclusion (banning or
withholding membership or deleting posts), organisation (categorisation, editing,
filtering or annotating content towards a particular goal) and official norm-setting
(through the use of tools such as FAQs, codes of conduct or ‘new and noteworthy
posts’) (Grimmelmann, 2015). These mechanisms can be utilised both prior to
social action taking place and after it; as Grimmelmann puts it ‘moderators can
act ex ante- using their power over the infrastructure to allow some actions and
prohibit others- or they can act ex post- using their powers to punish evil doers

and set right that which has gone wrong’ (2015, p. 67). Whilst the general power
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and agency of online architecture was discussed above, within the moderation
literature, this power is more explicitly connected to that of an individual. This is
because, within smaller online communities, infrastructure is commonly designed
and manged by a single moderator, who is often also the owner of the site in
question (Grimmelmann, 2015). Schneider (2021) terms this top-down mode of
social and architectural control, as found within online communities, ‘implicit
feudalism’. This term is intended to capture how online communities are, through
their very technological design, intrinsically autocratic and hierarchical. For
example, the templates available to set up online communities, rather than
offering blank text fields for collective rule-making (as sites such as Wikipedia
do), instead insist upon the use of structured rule-making interfaces, which are
predetermined and singularly managed by a community leader. As Schneider
notes, this arrangement results online communities becoming ‘subject to a power
structure that is absolute and unalterable by those who lack power’ (2021, p. 3),
‘power’ here referring to the ability to change architectures and the rules and

norms expressed through them.

A good example of the combined use of the above described moderation tactics
can be found in the work of Busch (2011), who studied the online Buddhist
community, E-Sangha. In her work Busch describes how moderators of the E-
Sangha community use their positions to situate themselves as ideologically
authoritative with regards to the Buddhist faith. This enables them to determine
standards of ‘correct’ Buddhist practice and orthodoxy, which they then enshrine
into official and unofficial community rules and norms. Through this, the
boundaries of online Buddhist community membership and collective Buddhist

identity are also determined.

Because of their high degree of power and status, online community moderators
are often seen to be treated with deference, admiration and respect by other
community members (Akrich & Meadel, 2012; Thompson & Round, 2016). This,
however, is not always the case. Moderation has been described as a source of
conflict, particularly when moderators are seen to be overly ‘autocratic’ or ‘power-
grabbing’, or when their work becomes contradictory to the needs of the
community (Busch, 2011; Squirrell, 2019; Thompson & Round, 2016). Returning
to the example of E-Sangha, Busch notes how members of this community began

to describe moderators as ‘control freaks’, criticising them for their ‘lack of
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transparency’ and for their running the community ‘as a dictatorship’ (2011, p.
68). Following this, as a number of theorists have highlighted, when conflicts over
moderation occur, they can be hugely detrimental to the community; its common
narrative can become incoherent, members may leave and, at times, the
community fails entirely (Busch, 2011; Grimmelmann, 2015; Thompson & Round,
2016; Wanner, 2005). As Squirrel notes, ‘moderators are subject to the risk that
if they push their desires too hard then alienated users will go elsewhere’ (2019,
p. 14).

Although, increasingly, authors have drawn attention to the importance of
studying individual moderators, with the view to challenging the assumption that
online spaces are non-hierarchical, this is still noted to be an underdeveloped
area of study in need of greater critical examination (Akrich & Meadel, 2012;
McGillicuddy, Bernard, & Cranefield, 2016; Thompson & Round, 2016). This is
particularly the case within online health advocacy communities, where there is
a near absence of this examination (see Akrich & Meadel, 2012; Coulson & Shaw,
2013 for an examination of moderation practices in an online health support
group, without a clear advocacy basis). This absence is doubly marked as, not
only does it neglect to explore how online health advocacy community
moderators might be influential in shaping collective iliness identities, experiential
epistemologies and communications with medical parties; it is also significant
because the role of influential individuals is highlighted as important within some
older offline health advocacy community scholarship. Within this body of work,
attention has been drawn to the ways in which individual leaders or organisers
can be seen to impact the success of the health advocacy group to the extent
that they can demonstrate epistemological credibility, proficiency with scientific
language and knowledge of existing medical research. In other words, leaders
must be able to understand and fluidly move between the two social worlds of
science vs experience, if they are to credibly challenge the former epistemology
with the later (Brown, et al., 2004). Success of offline health advocacy
communities has also been associated with the leader’s ability to demonstrate
social and cultural credibility so as to assist them in positioning themselves as
meaningful representatives of the community at large, ‘enrol(ing) supporters
behind their claims (and) legitimating their arguments as authoritative when

engaging with external parties’ (Epstein, 1995, p. 411, when discussing the
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leaders of HIV and AIDS activist communities who were largely young, able-
bodied, white, middle class, educated men, many of whom were doctors and
lawyers. See also Scott, 1990 on a similar phenomenon amongst veterans

advocating for the recognition of Post-Traumatic Stress Disorder (PTSD)).

Given, as | have been highlighting, the position of transabled.org as an online
health advocacy community, alongside the overlooked role of Sean within this
community in extant transableism literature, the above described insights
regarding the significance of online community moderators have much to offer in
relation to the aims of this thesis. As such, the conceptual framework- which
highlights the significance of power dynamics within moderation practices- is
used in Chapters 7 and 8. Here, the lens of moderation practices is used to
underpin an analysis of Sean’s influence on transableism (both within
transabled.org and, externally, in relation to the medical community) including the
ways in which this influence contributed towards the emergence and

disappearance of transableism.

Summary
This chapter has built upon the previous chapter (Chapter 2) by reviewing

literature related to gaps identified in extant transableism scholarship, focusing
upon three areas (1) disability, (2) authenticity, and (3) online health advocacy
communities. This chapter has presented a broad overview of these literatures in
turn. This was done with the purpose of assessing which existing perspectives
lend themselves well to theorising themes of disability, authenticity and online
health advocacy communities, specifically as they relate to the ecological niche
of transableism and its related emergence and disappearance. Three key
frameworks were presented- (1) the cultural polarity (Hacking, 1998) of authentic
versus inauthentic disability, (2) the social construction and negotiation of
authenticity and an associated politics of authenticity (Sissons, 2005) and (3)
moderation practices within online environments. These frameworks will be used
to underpin analysis of empirical findings in Chapters 5, 6, 7 and 8, respectively.
Before proceeding with the empirical chapters, however, the following chapter of
this thesis (Chapter 4) outlines the methodology and methods adopted for this

research enquiry.
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Chapter 4
Digital ethnography: Methodology and methods

Introduction
Methodology is the philosophy and theoretical analysis of research methods.

Methods are the tools used to conduct research (Schwandt, 2007). This chapter
outlines the methodology and methods adopted for this research enquiry. The
aim of this research was to explore the emergence and disappearance of
transableism via application of Hacking’'s ecological niche of transient mental
illness model (1998). In order to explore this aim and, congruent with this
theoretical approach, this research took the form of digital ethnography on

transabled.org.

In this chapter, | begin by describing the field site where this research took place,
namely transabled.org, alongside outlining the means through which it was
accessed via The Internet Archive and The Wayback Machine. | then outline the
ontological and epistemological principles which underpinned this research,
namely social constructivism and a commitment to methodological holism,
interpretivism and critical reflexivity, respectively. | then discuss digital
ethnography, the chosen methodology for this research, as informed by these
principles. In justifying this choice, | critically assess alternative methodologies
adopted by previous studies of online communities, outlining why | rejected these
in favour of digital ethnography. In the subsequent section | discuss the practical
issues encountered through my use of digital ethnography including (1) the
challenge of adapting traditional ethnographic methods to the online context, (2)
virtual placemaking, (3) authenticity online and (4) whether to combine my study
with offline or follow-up research. | outline how | addressed these issues, drawing
on debates within the online community literature to support my choices. | then
discuss the ethical challenges | was faced with during the course of my research,
including (1) privacy and informed consent, (2) the ethics of archival research and
(3) anonymity online; | describe how | approached these ethical issues using
existing recommendations for conducting research online. The penultimate
section of this chapter describes the methods adopted for this research enquiry

and outlines the process through which data was collected and analysed. Finally,
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| reflect upon my research process, discuss its merits and limitations and consider

changes and adaptations | would make for future research projects.

Background to the field site: transabled.org, The Internet
Archive and The Wayback Machine

The research for this thesis took place on transabled.org, an online community
for sufferers of transableism, which existed between 1996 and 2013. As
discussed in Chapter 1, in 1996 the site was set up by a man using the alias
‘Sean’, and it was originally his solo-authored blog (the name of which is
unknown). Here Sean wrote about his fascination with disability and his growing
desire to experience it. Blog updates were infrequent, averaging at 2 per year.
Sean’s blog was structurally similar to other blogs which existed at this time, in
that it was hosted on a lengthy, ‘static’ webpage, a format characteristic of Web
1.0 and very early blog culture (Mead, 2000; O’Reilly, 2007). In 2005 Sean then
re-formatted his solo-authored blog into a multi-authored platform and named it
transabled.org. This new instantiation was hosted on a ‘dynamic’ web page.
Dynamic webpages differ from static sites in that they store their content in an
external database under a content management system (or CMS). The CMS
enables the owner or provider to edit, delete and update a variety of different
types of content (text, images etc.) which can then be viewed and interacted with
through more complex hyper-linked architectures (e.g. homepage, sub-pages
and further categories), accessed through a series of interfaces (Blood, 2000).
Alongside creating this new structure, Sean also recruited other contributors to
write for transabled.org; these were mostly individuals who had been following
Sean’s blog or whom he had met elsewhere on the web and identified as having
similar desires regarding disability. The change in format and arrival of new
members meant that transabled.org now met the definition of an ‘online
community’ in that it had its own vocabulary, newcomers, established
participants, norms, acceptable and unacceptable topics, and standard posting
practices (Baym, 2003; Denzin, 1998).

From 2005 to 2013 there were 20 to 40 full-time members of transabled.org (e.g.
members who posted regularly under a consistent pseudonym). There were
many more casual commenters (those who commented on blog posts, without
writing their own) and an even greater number of ‘lurkers’ (those who did not blog
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or comment, yet visited the site, as determined by web analytics and remarked
upon by Sean). At this time, a new, full-length blog post appeared as frequently
as once a day. Blog posts were roughly 300-400 words in length and received,
on average, 5-6 comments; more popular posts received nearly 100 comments.
Transabled.org’s popularity peaked between 2007 and 2010, both in terms of site
traffic and frequency of blogs and comments. Following 2010, the site’s popularity
slowly declined and, in 2013, transabled.org permanently closed and
disappeared from the web. In all the years which transabled.org was active, Sean
remained its exclusive owner and moderator. This meant that he made all
decisions on site design, architecture and layout. He also decided who could
become a permanent transabled.org member, as well as pre-moderating all blog
posts and retrospectively moderating (and, at times, deleting) comments.
Following its closure in 2013, a web search for transabled.org would bring up a
‘404 server not found’ message or a domain squatter’s advert. Nevertheless,
despite disappearing from the live web, the content of transabled.org was not
lost. Throughout its life course, the site had been regularly archived by The
Internet Archive, meaning that almost its entire content was, and still is,

accessible through The Wayback Machine.

The Internet Archive is a non-profit, digital library based in San Francisco. It was
founded in May 1996 by computer engineer Brewster Kahle. Kahle’s motivation
for founding The Internet Archive was to save the ever growing but, until then,
ephemeral medium of the internet, creating a resource and making it freely
available to ‘researchers, historians, the print disabled, and the general public'.
He writes that ‘our mission is to provide Universal Access to All Knowledge’
(Kahle, 2019). The main bulk of The Internet Archive data is collected
automatically by web crawlers: ‘bots’ which systematically browse the entirety of
the public?® web at intervals set by an algorithm, capturing, preserving and
indexing snapshots of it. This archived web content is saved in a database which,
since 2001, has been available for access by the general public via The Wayback

Machine.

29 The Internet Archive does not archive ‘pages that require a password to access, pages that are
only accessible when a person types into and sends a form, or pages on secure servers. Pages
may not be archived due to robots exclusions and some sites are excluded by direct site owner
request’ (Internet Archive Help Centre, 2019).
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Put simply, The Wayback Machine is a tool- a type of retrieval mechanism-
through which all of The Internet Archive’s captured content can be navigated
and accessed. One cannot type key words or phrases into The Wayback Machine
and expect to be met with results. Instead, in order to access an archived copy
of a web site, the exact Uniform Resource Locator (URL) needs to be entered; in
this sense The Wayback Machine has much more in common with a digital library
or an archive than a search engine. Once a URL is entered into The Wayback
Machine, the user is taken to a calendar view page which displays (with blue dots)
the dates on which that particular page was captured by The Internet Archive
(see Figure 1 for example). From there, the user clicks on one of these blue,
date-stamped dots and is taken to the webpage in question, as it existed on that
given date (see Figure 2 for an example of transabled.org on 26" February 2009,
date chosen at random). From there, the rest of the site can be navigated as
normal, as if it still existed. During the years of its existence transabled.org was
captured 122 times. The most recent capture (prior to the forum’s closure) was
on 26™ August 2013. That particular time stamp thus provides access to almost
the entire internal archive of transabled.org. Earlier time stamps allow one to view
how the webpage looked in previous months and years. This entire archive of
transabled.org- including every available blog post, and the website, as viewed

from different points in time- was what constituted the field site for this research.
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Figure 1: The Wayback Machine calendar view of transabled.org (The Internet Archive, 2020)
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Navigation Latest comments

By way of an introduction A
comparisan between
Transabled.org is an outlet for those of us who are transabled. The main focus is strongly on my thoughts about being transabled wheelchairs, wannabes disability, transsexuality and transableism
entity integrity disorder (8IID) a dremedt ics. Initially, it was merely a blog of s arts, before blogs even existed as such. Now, we have other people sharing
eing who they a

rd to define in just a few words, the best way to learn is by going through the site, but in a

a reflection of the fact that our self-image is that of a paraplegic (or amputee, or blind, or any

comparison between
The dichotomy between what our psyche tells us and what our body tells us is ripping us apart. transsexuality and transableism

| Sl oot the et il aleorered et heionly, e fsting s el had alans dsg ianitiar everins with el mitold meuboud ey o Elolby
ralysed. From there, | started loking sround the net for more information abo ut chais, wannabes (thi s hat most peaple callransabled). At th time,
the ext to nothing. But it was Enough to make me realise | w e. That | v it sick in the hea

1 only hope to repay the favour, and that a few people will find solace in knowing they are not alon

You may think this pretty weird, obscene, even. But before you get upset about how we feel, | beg you to keep an open mind and read more about it. Explore the
site, leamn a little bit more. | always welcome an intelligent discussion about it, whether we agree or not.

And if you den't find it in you to be open minded, please move on .

Welcome!

Figure 2: Example of transabled.org homepage as captured by The Internet Archive (The Internet
Archive, 2009)

Ontological and epistemological principles; the choice of
digital ethnography

The aim of this research was to explore the emergence and disappearance of
transableism on transabled.org via use of Hacking’s model of an ecological niche
of transient mental illness (1998). Historizing and culturally contextualising social
phenomena as a means through which to understand their existence and
transience, as bound to a particular time and place, is a well-developed practice
within the social sciences (Wang, 1999). Enquiries of this nature are
fundamentally orientated against ‘objectivism’: the idea that reality exists
independently of human social action. Instead, the ontological understandings
which underpin these projects are grounded in ‘social constructivism’ which
posits that social phenomena emerge ‘in practice’ (Mol, 2002), as dependent
upon complex networks of social and material relations (Jones, 2010; Latour,
1996; Wang 1999), power dynamics, knowledges, ‘discourses’ (Foucault, 1969;
Hacking 2002), labels and systems of meaning. Following this, the
epistemological principles of those exploring transient social phenomena dictate
that knowledge is to be accessed by locating and studying the multiplicity of
attributes which variously contribute towards their contextual emergence and
disappearance (Geertz, 1973; Hacking, 1998; Jones, 2010; Mol, 2002).
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This type of ‘methodological holism’ is situated within the interpretivist, as
opposed to positivist, tradition (Beck, Bryman & Liao, 2004; Geertz, 1973).
Practitioners working within this tradition are not orientated towards seeking the
‘objective’ truth of a situation; instead they recognise that any knowledge
produced will be one particular interpretation of any given topic. This
acknowledgement comes with the additional caveat that the researcher’'s own
values and beliefs will, inevitably, inform her interpretations. Following this, critical
reflexivity- the requirement that the researcher continually reflect upon and
scrutinise her own processes and analyses- lies at the heart of holistic,
interpretive research practices (Goodly & Smailes, 2011; Mauthner & Doucet,
2003; Saukko, 2003).

The above described social constructivist ontology, and its associated
epistemological commitment to methodological holism, interpretivism and critical
reflexivity is what informed the methodological choice for this research, namely
ethnography, which centres these practices. In theorising transableism through
the ecological niche of transient mental illness, my aim was to explore the ways
in which it was constituted, not by one singular factor, but by a web of intersecting
elements; ethnography is grounded in the study of ‘total social worlds’ (Geertz,
1973) and, for this reason, | saw it as an ideal fit for my research aim. Whilst
originating in offline contexts, since the advent of the internet, ethnography has
been variously adapted for the study of online environments (Baym, 2003; Hine,
2000, 2012; Wilson & Perterson, 2002). The application of ethnographic methods
to online contexts can be closely linked to shifting ontological understandings
regarding the internet itself. Whilst, in the early years of internet research, many
scholars viewed online worlds as somehow inferior or less ‘real’ than their offline
counterparts (Calhoun, 1991; Putnam, 2000; Turkle, 1995), at the end of the
1990s, the internet was acknowledged as an important cultural context in its own
right (Hine 2005). In conjunction with this, spaces such as multi-user-domains
(MUDs) (Smith & Kollack, 1999), virtual worlds (Bollestoff, 2008) and online
communities began to be similarly viewed as ‘total social worlds’, warranting the
same holistic, ethnographic explorations as offline cultures (see Baym, 2003 and
Rheingold, 1993 who were essential in establishing ethnographic approaches

within online communities).
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My understanding of transabled.org was that it was likewise a ‘total social world’
warranting serious enquiry. This position was informed by elements discussed in
Chapter 1, namely that transabled.org was the largest and longest standing
forum dedicated to the desire to be disabled, that it constituted an online
community (by its own description and academic definitions) and that it was the
origin of the concept of transableism. Because of this ontological position
regarding the nature of transabled.org, my ethnography took place entirely on this
site. Many terms have been applied to different types of ethnography carried out
online (Garcia, Standlee, Bechkoff & Cui, 2009, Kozinets, 2010), with one of the
most common being ‘virtual ethnography’ (Hine, 2000). This term, however,
refers to a method which emphasises the need to blend online and offline
research, seeing the former as partial and incomplete (Hine, 2000, see also Horst
& Miller, 2012). Research conducted entirely online, such as mine was, is usually
referred to by the term ‘digital ethnography’ (Murthy, 2008). This term advocates
the study of distinct online worlds, as separate from offline environments and as
meaningful in and of themselves (Boellstorff, Nardi, Pearce, & Taylor, 2012;
Kozinets, 2010; Murthy, 2008). As such, ‘digital ethnography’ is my term of choice
for this research. Before discussing digital ethnography in more depth, | describe
a further method commonly used within online community research, without an
additional offline basis, and explain my reason for not choosing it (my
justifications for not choosing to blend with offline research methods are

discussed in depth in a later section of this chapter).

One of the most commonly used methods in online community research, without
an additional offline basis, is a type of ‘microanalysis’ (Subrahamanyam,
Greenfield & Tynes, 2004, also termed ‘a snapshot approach’ or ‘restricted
sampling’ (Hine, 2000)). This approach involves sampling a cross-section of data
(posts, comments etc.) from the community for thematic or content analysis
(Rosen, Woelfel, Krikorian, & Barnett, 2003). Sampling varies but has, in previous
studies, included discussions which focus on a specific topic (Giles, 2006), a
relevant time of year (e.g. Christmas time on a pro-anorexia website Noris,
Boydell, Pinhas & Katzman, 2006) or a pre-determined time frame (Lasker,
Sogolow & Sharim, 2005; Subrahamanyam, Greenfield & Tynes, 2004). Davis
(2011, 2012), who previously undertook research on transabled.org sampled the
community members’ introduction statements (the first entry a member writes,
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introducing themselves to the community). Whilst the microanalysis method is
noted to have many benefits, in that it allows systematic analysis of a particular
topic or faster analysis of a large community (Hine, 2000), a number of critiques
have been levelled at it. As theorists have noted, this method privileges language
over context, detaches data from its discursive, social and material context
(Androutsopoulos, 2008), and can lead to overgeneralisations about the
community as a whole (Lindlof & Shatzer, 1998). As Hine notes, ‘the selectivity
of these approaches goes against the ethnographic ethos...of a holistic attention
to all practices as constitutive of a distinct culture’ (2000, p. 21). Much of my
critique of Davis, as developed in Chapter 2, focused on her failure to adequately
identify and explore the numerous internal and external factors which influenced
the development of transableism on transabled.org. A large part of this oversight
can be intrinsically connected to her use of micro-sampling. Given that this thesis
aims to build upon Davis’ oversights by exploring transableism holistically, |

rejected the micro-sampling method in favour of digital ethnography.

Practical issues encountered
Digital ethnography is still a new and exciting frontier for social scientists, and

many have embraced the possibilities afforded with in-depth research online.
Nevertheless, some practical issues have been identified regarding the use of
ethnography in online contexts (Campbell, 2006; Garcia, Standlee, Bechkoff &
Cui, 2009). During my research | encountered a number of these issues myself,
the most pertinent being (1) the challenge of adapting traditional ethnographic
methods to the online context, (2) virtual placemaking, (3) authenticity online and
(4) whether or not to combine with offline or follow-up research. In this section |
discuss the specific ways in which these issues emerged in relation to my
research and how | overcame them by drawing on debates and suggestions

within the online community literature.

Adapting traditional ethnographic methods
Traditionally, the primary method for carrying out ethnography offline was

participant observation. This describes the practice wherein the researcher
immerses themselves in a particular field site for a sustained period of time,
‘participating’ in social life and ‘observing’ unfolding interactions and evolving

environments (Geertz, 1973; Hammersley & Atkinson, 2007). This was not
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possible for my research: due to the nature of my field site, | was dealing with
historical, textual content, as opposed to live embodied interactions which | could
‘observe’ in real time, much less ‘participate’ in. Consequently my digital
ethnography of transabled.org was comprised of a number of adapted methods,
namely studying (a) the ‘traces’ (Webb, Campbell, Schwartz & Sechrest, 1996)
left behind by community members in the form of blogs and comments, (b) the
ways in which these traces were organised and catalogued in the archive of
transabled.org, and (c) the internal environment of transabled.org. These
methods have been advocated within the digital ethnographic and online
community literature as necessary responses to a rapidly changing discipline
(Garcia, Standlee, Bechkoff & Cui, 2009; Kozinets, 2010; Ugoretz, 2017). The
adapted use of these methods ensures that, whilst not precisely resembling older
instantiations, newer forms of digital ethnography can still be classified as
ethnographic (Kozinets, 2010; Murthy, 2008).

Regarding (a) studying the ‘traces’ left behind by members in the form of blog
and comments (details of which were described in the opening section of this
chapter), my decision to do this was informed by my interest in exploring the
broader cultural factors which may have influenced the emergence and
disappearance of transableism. | saw the examination of blogs and comments as
a way into the investigation of how these broader themes and discourses might
be incorporated into collective narratives and systems of meaning on
transabled.org. This decision was also informed by my interest in exploring the
internal social dynamics influencing transableism, as | wanted to examine how
these dynamics operated at the level of textual interaction. In line with my
commitment to methodological holism, | analysed all blogs and comments left on

transabled.org.

The study of ‘traces’ left behind by humans has its origins in the development of
‘unobtrusive’ offline research methods which were designed to allow the
researcher to conduct enquiry without disturbing or biasing her participants (as
was identified to be the case with ‘reactive’ methods) (Webb, Campbell, Schwartz
& Sechrest, 1996). Although initial discussions of unobtrusive methods were
restricted to offline applications, and mostly involved studying physical marks
(e.g. scuffs, wear and tear, graffiti), the unobtrusive study of user-generated

traces in the form of posts and comments has, in more recent years, been seen
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as an ideal method for use in ethnography online (Harvey, Crawford, Macfarlane
& McPherson, 2007; Ugoretz, 2017). Here, online researchers have drawn
attention to the wealth of ‘digital traces’ left behind as individuals navigate the
internet (Beer & Burrows, 2007; Hine, 2011, 2015). Researchers note how t